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ABSTRACT

Residents in long-term care settings are particularly vulnerable to COVID-19 infections and, compared to younger adults, are at higher risk of poor
outcomes and death. Given the poor prognosis of resuscitation outcomes for COVID-19 in general, the specter of COVID-19 in long-term care residents
should prompt revisiting goals of care. Visitor restriction policies enacted to reduce the risk of transmission of COVID-19 to long-term care residents
requires advance care planning discussions to be conducted remotely. A structured approach can help guide discussions regarding the diagnosis, expected
course, and care of individuals with COVID-19 in long-term care settings. Information should be shared in a transparent and comprehensive manner to
allay the increased anxiety that families may feel during this time. To achieve this, we propose an evidence-based COVID-19 Communication and Care
Planning Tool that allows for an informed consent process and shared decision making between the clinician, resident, and their family.
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Problem

The coronavirus disease 2019 (COVID-19) pandemic has a strong
influence on the prognosis of individuals living in long-term care (LTC)
settings. Recent media reports indicate that at least one-third of
COVID-19 deaths are among LTC residents."” In the majority of states
reporting, at least 50% of deaths are among nursing home and assisted
living residents.>* Frail health combined with communal living con-
ditions, insufficient personal protective equipment, and chronic un-
derstaffing are all likely contributing factors to COVID-19 related
deaths among LTC residents.

On March 13, the Centers for Medicare and Medicaid Services
(CMS) issued guidance to restrict visitors, including family members,
from entering LTC facilities as a means to help reduce the spread of
COVID-19 to vulnerable LTC residents.” Although necessary, this re-
striction has caused distress. Some families must face the psycho-
logical burden of not being able to see and hold their loved ones at the
end of life. Further, depriving frail older people of important emotional
support and social interactions may contribute to their decline.
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Further complicating matters is the necessity to use telephones or
telemedicine to conduct many advance care planning discussions,
rather than through face-to-face interactions. Considering these
unique circumstances, we developed a structured approach to support
meaningful advance care planning conversations among clinicians,
residents, and their families facing COVID-19 infections.

Innovation

We developed the COVID-19 Communication and Care Planning
Tool to provide a structured approach to advance care planning con-
versations with LTC residents and their families regarding COVID-19
infection and expected outcomes (Figure 1). The communication
tool is intended to guide staff through conversations specifically
around concerns related to COVID-19 infections, a crisis situation
considered an important opportunity for advance care planning dis-
cussions.® Although there is no evidence to support any 1 clinical tool
for advance care planning,” the COVID-19 Communication and Care
Planning Tool incorporates best practices about discussing serious
illness care goals: sharing prognostic information, understanding
fears and goals, wishes for family involvement, exploring views on
trade-offs and impaired function, and eliciting decision-making
preferences.®

Using the mnemonic COVID, the communication tool begins by
addressing the expected course and outcomes for nursing home
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C COURSE OF ILLNESS

"1 Briefly describe COVID-19
e COVID-19 causes a viral respiratory illness that can spread from person to person.

e Residents of nursing homes are particularly at risk for this infection.
e They are also at risk of getting more serious COVID-19 infections and death.

[1 Describe the range of symptoms that people with COVID-19 infection may experience

* The course of illness varies among different people and we cannot predict how it will affect
your loved one.

e Some people have the virus and have almost no symptoms.

e Some can experience a flu-like illness,body aches and worsening of confusion and recover.

e Some may have sudden shortness of breath and quick deterioration and death, all within a
few hours.

e Some patients may have fevers, a cough and shortness of breath over many weeks.
Somewill eventually recover. Others will continue to decline and develop severe shortness
of breath, and may die.

O OUTCOMES IN OLDER ADULTS
(] Describe the poor outcomes associated with COVID-19 infection among nursing home
residents.

e Onein three nursing home patients with COVID-19 infection will die.

[] Describe the prognosis for those with severe COVID-19 infection
e In one study, 2 of 3 patients who were sick enough to be in the intensive care unit (ICU)
died. Most of the people who died were older and had chronic illnesses.
e Among COVID-19 patients who had a cardiac arrest inside the hospital, only 4 out of 132
survived. Of those, 3 did not regain their usual state of health as it was before the COVID-
19 infection. For the majority of these patients, the cardiac arrest happened in front of
someone and resuscitation (or CPR) was started within a minute. Most of the time cardiac
arrests do not happen while someone is watching, and patients have an even lower chance
of survival.
| Describethe general care provided for the residents in the COVID-19 area
e We have moved your loved one to a specialized COVID-19 unit.
e Qur staff will continue to provide routine care like helping with turning, feeding (if needed)
and mouth care.
o We arefrequentlychecking their oxygen levels with pulse oximetryand for symptoms like
fever, pain, cough, diarrhea, and shortness of breath.

[1 Describethe care plans specific for people with COVID-19infections
* As we anticipate the needs of your loved one, we have medicines and equipment at the
ready to provide care though this disease course.
* We have acetaminophento help lower fevers and to relieve muscle aches and pains.

o If your loved one becomes short of breath, we can start supplemental oxygen. We have

Fig. 1. COVID-19 Communication and Care Planning Tool. This tool is intended to help guide the discussion between a clinician and a resident and/or their family members about
COVID-19 infections, including responding to symptoms and to end-of-life considerations. As it is written, the tool is written for a conversation between a clinician and a family
member(s). It may be readily adjusted for a conversation with the resident. White squares indicate actions for the clinical staff. Black circles indicate discussion points. The
Supplementary Material contains a longer version of this tool in a format that may be modified to suit the needs of individual long-term care settings. A downloadable PDF of this
form is available at www.sciencedirect.com.
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oxygen concentrators and oxygen tanks available.

* People with infections can become dehydrated. We will encourage your loved one to drink
more fluids and give intravenous fluids if needed.

* Sometimes people who are dying from respiratory disease—like a COVID-19 infection—will
develop what we call “air hunger.” We have medication to help relieve the anxiety and
suffering that go along with this.

« Our staff will be with your loved one at the end of his/her life if that happens.

[1 Offer empathy and solutions about visiting restrictions.
¢ We understand it must be so hard on you to not be able to see and visit with your loved
one. It's especially hard now that your loved one has a COVID-19 infection.
* It has been tough for our staff that you cannot visit. They understand how important it is
for our residents to see families. We have missed seeing you.
INFORMED CONSENT
[1 Address if a “Do Not Hospitalize” order should be considered
» Let’s talk about what your loved one’s wishes are for their healthcare.
* We have to think about your loved one’s health before they became infected and now
the high chance of death due to a COVID-19 infection.
« If your loved one becomes very sick, we can consider transferring them to the hospital or
caring for them here where our staff knows them.
o Knowing what we know about outcomes of COVID-19 would your loved one have
wanted to be transferred to the hospital?

[J Discuss “Do Not Resuscitate” orders
*  When people have a cardiac arrest and get CPR, the chest compressions cause a great
deal of pain and injury.
e Even in the best of circumstances, few people with your loved one’s health conditions
would survive CPR.
« If your loved one has a cardiac arrest—that is, their heart stops— how would you like us to
care for your loved one?
o Would you want us to perform chest compressions on your loved one?
DOCUMENTATION
[1 Summarize and document intervention(s) that are requested by the family or resident
» Hospital Transfer or Do Not Hospitalize.
e Attempt chest compressions or Do Not Resuscitate
[1 Review communication plan
e Plan for staff to family communication and vice versa.
e Plan for communication between residents and loved ones using devices
[ Fill out documents and write orders that need to be created and formally signed off (e.g.,
AMDA COVID-19 ACP document, POLST, etc.)

Fig. 1. (continued).
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residents with COVID-19 infection. Next, the tool indicates what the LTC
setting can do to provide for the resident’s care and safety. The fourth
part, informed consent, acknowledges the anxiety and angst that res-
idents and their loved ones face with this pandemic and then addresses
the actions that can be taken. The final element summarizes the de-
cisions made and also reminds staff to complete documentation.

Implementation

A draft of the tool was shared with 10 medical directors with
expertise in palliative and end-of-life care; they provided feedback on
the content via email with clarifying questions asked during an
informal interview process. Following modifications, we distributed
the COVID-19 Communication and Care Planning Tool via email to staff
physicians, advanced practice professionals (APPs), and nurses. The e-
mail included previously described pointers for discussing advance
care planning.’

Between April 2 and April 17, 2020, a total of 18 residents at 2
community nursing homes had positive tests for COVID-19; of those, 9
were symptomatic. Staff members (3 physicians, 2 APPs, and 7 nurses)
used the COVID-19 Communication and Care Planning Tool as part of
the process of notifying residents and family members of test results
and accompanying conversations about advance care planning. All
conversations took place by telephone or videoconference. Subse-
quent documentation included a progress note that followed the
structure of the communication tool and updates to documentation
regarding advance directives, specifying the resident’s status
regarding do-not-hospitalize and/or do not resuscitate (DNR); a
physician reviewed and signed the associated orders.

Following implementation of the tool, we solicited additional
feedback from staff members on content, ease of use, including
documentation in the electronic medical record, and the approximate
times that it took for the informed shared decision-making process.
They provided feedback via phone calls and during daily clinical
COVID-19 update interdisciplinary conference.

Evaluation

The 10 medical directors provided substantive feedback on the
communication tool. First, they indicated that the communication tool
contained conversation elements essential to effective advance care
planning. Second, incorporating the expected course of COVID-19 in-
fections in older adults provided important context to the families.
Third, they noted that focusing on the monitoring and supportive care
of individuals with COVID-19 infection in the LTC setting was as
essential as discussing interventions of limited or no value, such as
transfer to hospital and resuscitation efforts. Finally, the medical di-
rectors noted that acknowledging the family’s inability to see the
resident in person was considered a unique and essential component
of advance care planning conversations specific to the risk of COVID-
19 infections in LTC facilities.

Among the 18 residents who tested positive, 1 died before their
clinicians could schedule a phone call with family members. Among
the remaining 17, only 1 (6%) of the residents had a do-not-hospitalize
status prior to their diagnosis of COVID-19 infection. Following noti-
fications of positive tests for COVID-19 and use of the communication
tool, 9 (52%) of the residents had a do-not-hospitalize status.
Regarding DNR, the number of residents with a DNR status rose from 7
(41%) to 15 (88%) following notification of a positive COVID-19 test and
use of the communication tool.

Feedback from staff indicated that they valued having compre-
hensive information to relay to residents and families in a single-page
format. The inclusion of outcome evidence was helpful to make de-
cisions. Discussions around resuscitation still proved difficult for a few
families, with some staff members requesting more detailed

information around resuscitation efforts, specifically intubation. The
staff who used the tool reported that average time for completion of
discussions was 20 to 25 minutes, with an additional 10 minutes
needed for documentation in the medical record.

Comment

The communication tool was well received by the team mem-
bers who used it, particularly for its focus on the COVID-19 disease
and performance as an aid for remote advance care planning dis-
cussion. Moreover, the time necessary to hold conversations using
this tool was consistent with that expected using the American
Medical Association’s Advance Care Planning procedural codes
(99497-99498).'° The high rates of COVID-19 necessitates a simple
albeit comprehensive tool that can be administered by a wide range
of HCWs, including physicians, APPs, nurses, and social services
where available. To support adoption and sustainability, the
Supplementary Material offers a longer, modifiable version of the
tool. This version also contains examples of language that users may
tailor to suit their LTC settings.

The situation created by the COVID-19 pandemic brings additional
challenges to having meaningful discussion about advance care
planning. The disease itself is unpredictable, may have a biphasic
course, and may occur with few or no warning signs to herald a pre-
cipitous decline. Visitation restrictions generate anxiety and grief
among family members and prohibit face-to-face conversations with
staff. The COVID-19 Communication and Care Planning Tool addresses
key elements of the shared decision-making process and also balances
challenges specific to COVID-19 infections, such as evolving outcome
data and rapidly changing practice patterns resulting from prioriti-
zation of strict infection control measures. Future studies will evaluate
outcomes including the satisfaction reported by staff, LTC residents,
and their family members as they experience advance care planning
related to COVID-19 infections.
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