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Abstract

Objective: Widespread visitor restrictions were implemented during the COVID-19 pandemic at acute
and inpatient rehabilitation hospitals. Family caregivers were physically isolated from their loved ones,
which challenged engagement in patient care and readiness for their role. Thus, we aimed to explore
the involvement of family caregivers in COVID-19 patients as they journeyed across the care continuum
during the early phase of the COVID-19 pandemic.

Design: We employed a qualitative descriptive approach.

Participants: We conducted interviews with family caregivers, COVID-19 patients, and healthcare
providers between August 2020 and February 2021.

'St. John's Rehab Research Program, Sunnybrook Research Institute,
Sunnybrook Health Sciences Centre, Toronto, Ontario, Canada
2Department of Occupational Science and Occupational
Therapy & Rehabilitation Sciences Institute, Temerty Faculty of
Medicine, University of Toronto, Toronto, Ontario, Canada
3Rehabilitation Sciences Institute, Temerty Faculty of Medicine,
University of Toronto, Toronto, Ontario, Canada
*Musculoskeletal/STAR Rehab and Restorative Transitional Unit,
St John’s Rehab, Sunnybrook Health Sciences Centre, Toronto,

®Division of Physical Medicine and Rehabilitation, Department
of Medicine, Temerty Faculty of Medicine, University of
Toronto, Toronto, Canada

"Toronto Rehabilitation Institute, University Health Network,
Toronto, Ontario, Canada

Ontario, Canada Corresponding author:
*Department of Occupational Science and Occupational Marina Wasilewski, St John’s Rehab Research Program, 285
Therapy & Rehabilitation Sciences Institute, Temerty Faculty of Cummer Avenue, Toronto, Ontario M2 M 2G|, Canada.

Medicine, University of Toronto, Toronto, Ontario, Canada Email: marina.wasilewski@sunnybrook.ca


https://orcid.org/0000-0003-1198-2292
mailto:marina.wasilewski@sunnybrook.ca
https://us.sagepub.com/en-us/journals-permissions
https://journals.sagepub.com/home/cre
http://crossmark.crossref.org/dialog/?doi=10.1177%2F02692155231191011&domain=pdf&date_stamp=2023-07-30

2 Clinical Rehabilitation 0(0)

Setting: Participants were recruited from a single hospital network in Toronto, Ontario, Canada.
Interviews were recorded and transcribed. Data were analyzed thematically.

Results: A total of 27 participants were interviewed—I2 healthcare providers, 10 patients, and 5 family
caregivers. Four themes were identified: (a) Caregivers were shut out in acute COVID care, (b) Patient
discharge from inpatient rehabilitation was turbulent for caregivers, (c) Caregivers were unprepared to
support loved ones in the community, and (d) Patient discharge to home was heavily dependent on care-
giver availability.

Conclusions: Visitor restrictions prevent family caregivers from being physically present at patients’ bed-
side, leading to complex and detrimental impacts such as caregivers feeling that they were not engaged in
their loved one’s care planning until they were discharged. In turn, discharge to the community was met
with several challenges including caregivers feeling underprepared and unsupported to meet their loved
one’s unique care requirements. This was exacerbated by a lack of community-based resources due to

ongoing pandemic restrictions.
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Introduction

COVID-19 (COVID) is a respiratory disease asso-
ciated with multisystem consequences at the respira-
tory, neuromuscular, and psychosocial levels,
including shortness of breath, muscle aches, delir-
ium, depression, social isolation, and even death.!
For most patients, COVID presents in a “mild”
form; however, other patients experience more
serious consequences that must be addressed with
medical and rehabilitative care.” During hospitaliza-
tion and throughout recovery, patients rely on a
family caregiver for emotional support, care coord-
ination, and assistance in the community.>”
Despite the essential role that caregivers play in sup-
porting patients’ recovery, infection prevention, and
control rules during the pandemic resulted in wide-
spread “visitor restrictions® that physically isolated
caregivers from their loved ones and left them with
limited access to clinical supports and educational
opportunities.*” While visitor restrictions have
been recently eased in many locations with the
arrival of vaccines and less virulent strains, this is
likely to vary over time, by setting, and as new var-
iants of the virus emerge. In turn, it remains import-
ant to learn from the early period of the pandemic in

order to understand how care practices and family
involvement have evolved over time and to be pre-
pared for any future reversion to stricter visitation
policies.

While there is a growing body of literature illus-
trating the experiences of family caregivers to
COVID patients, most studies have focused on a
particular care setting (e.g., community, hos-
pital),> ' thereby limiting our understanding of
how family caregiver involvement, experiences,
and needs evolved or changed across the care con-
tinuum, throughout patient recovery, and during
care transitions and discharges.'" As such, the
goal of this study was to explore the involvement
of family caregivers to COVID patients as they
journeyed across the care continuum (i.e., from
acute care, to inpatient rehabilitation, to the
community).

Methods

This paper reports on data pertaining to the role and
involvement of family caregivers, which was col-
lected as part of a study investigating the imple-
mentation and impact of COVID care within a
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single hospital network comprised of an acute care
hospital and a linked inpatient rehabilitation facility
based in Toronto, Canada. We employed a qualita-
tive descriptive approach, which entails a concise
and descriptively rich analysis that remains true to
participants’ own words.'>!* Thus, it produces a
data-near report that is representative of participants’
views, making it meaningful for key stakeholders
and relevant for justifying actionable change.'*"?

Recruitment took place between March and
September 2020 and all interviews were conducted
between August 2020 and February 2021. At the
point of interview, all patient and caregiver partici-
pants had been living in the community for at least
3 months after being discharged from the inpatient
rehabilitation COVID zone and were able to reflect
on their experiences across the continuum of care
(i.e., during acute care, inpatient rehabilitation,
community living and at transition points across
these settings). Throughout the recruitment and
during the majority of the interviewing period,
strict visitor policies were in place at the hospital
network where the study was conducted and more
broadly across the province of Ontario. Between
March and May of 2020, patients were not
allowed any outside visitors in the hospital.
Towards the end of May 2020, the provincial
Ministry of Health (MOH) released guidelines
allowing only “essential visitors” for children/
youth, patients who were at the end of life, and
those requiring essential support.'® In December
2020, hospitals were directed by the MOH to
adjust visitor policies according to local outbreaks
where the hospital was located.'* Visitor restrictions
continued to loosen throughout 2021 in alignment
with the province’s “Roadmap to Re-Open.”'”

To gain a more holistic and complete understand-
ing of caregiver involvement in COVID care across
the continuum, we sought the perspectives of
patients, caregivers, and healthcare providers
(HCPs). We recruited HCPs working in the hospital
network’s acute or rehabilitation COVID unit by
emailing HCPs on the hospitals’ COVID unit list-
servs. To recruit patients, we obtained their contact
information from the inpatient rehabilitation hospi-
tal’s patient database. We specifically recruited
patients who were discharged from the COVID

zone and had been receiving rehabilitation exclu-
sively for COVID. Patients were eligible to partici-
pate if they were 18 years or older, English
speaking, and cognitively able to provide consent.
We recruited caregivers by asking patients if they
had someone who was supporting them while reco-
vering from COVID. Patients would then provide
their caregivers’ contact information for us to
reach out to them. Caregivers were eligible if they
were a friend or family member supporting a
patient that met the criteria above and were them-
selves over 18, English speaking and cognitively
able to provide informed consent. Caregivers could
participate even if the patient chose note to.

This study was approved by the Research Ethics
Board at Sunnybrook Health Sciences Centre.
Informed consent was obtained prior to data collec-
tion. One trained qualitative researcher (SG) con-
ducted all interviews via telephone or Zoom (see
Table 1 for interview guide overview). Data were
collected until saturation of ideas was reached.
The interviewer and the research team were embed-
ded within the inpatient rehabilitation hospital
setting. Interviews ranged from 30 to 80 min were
audio-recorded and transcribed. All identifying
information was removed from the transcripts,
which were uploaded to NVivo'® for organization
and analysis. Sociodemographic information was
collected from patients and family caregivers as
well as clinical characteristics for patients. We
also collected professional practice information
from HCPs (e.g., profession, years of practice,
practice setting).

We used a codebook thematic analysis approach
guided by several works of Braun and Clarke.'”""*
Codebook thematic analysis is characterized by the
deconstruction of data into isolated fragments using
a codebook that delineates the hierarchical relation-
ship between codes. This is then followed by the
reconstruction of data into overarching categories
and themes that describe “what’s going on” in the
data. Two independent researchers (ZS and SG)
engaged in an open-coding process to generate
first impressions that informed an exhaustive code-
book that was systematically applied to all tran-
scripts. The coding process was facilitated by
the use of NVivo 2010 qualitative software.'®
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Table |. Semi-Structured interview questions for stakeholders.

Stakeholder
group Interview questions
Patients * Could you tell me a little bit about your COVID-19 care journey?
* Could you tell me what happened when you arrived at [acute care site]?
*  What was it like receiving care at [acute care site] for COVID-19?
*  Overall, what went well during your stay at [acute care site] and what could have been
improved?
* Can you tell me a little bit about your experience of preparing to leave [acute care site] to go
rehabilitation?
* How prepared did you feel for the transition to rehabilitation? How did the transition go?
*  What was it like receiving care at [rehabilitation facility] for COVID-19?
* Overall, what went well during your stay at [rehabilitation facility] and what could have been
improved?
* How did you feel about getting ready to go home? How did the discharge to home go?
* After returning to home, did you feel like you had the necessary information and resources to
support your continued recovery from COVID-19?
*  Once you were home, what were your top concerns and needs?
Caregivers * Could you tell me a little bit about you and your loved one’s COVID-19 care journey?
* Could you tell me what happened when your loved one arrived at [acute care site]?
*  What was it like to support your loved one while they were receiving care at [acute care site] for
COVID-19?
* Overall, what went well during your loved one’s stay at [acute care site] and what could have
been improved?
* Can you tell me a little bit about your experience as your loved one was preparing to leave
[acute care site] to go rehabilitation?
* How prepared did you feel for your loved one’s transition to rehabilitation? How did the
transition go?
*  What was it like to support your loved one while they were receiving care at [rehabilitation
facility] for COVID-19?
*  Overall, what went well during your loved one’s stay at [rehabilitation facility] and what could
have been improved?
* How did you feel about your loved one getting ready to go home? How did the discharge to
home go?
* After your loved one returned to home, did you feel like you had the necessary information and
resources to support their continued recovery from COVID-19?
*  Once your loved one was home, what were your top concerns and needs?
HCPs * To start, could you tell me a little about your clinical role and work history?

*  What were your thoughts and expectations when you first heard that a portion of [unit] was
going to be converted into a COVID Zone?

*  What were your top concerns, questions, and needs when you learned that you would be
working in the COVID zone!

* How do feel your needs/questions/concerns were addressed by managers, administrators and
other senior leaders?
* For managers/administrators/senior leaders: How did you address the needs/questions/

concerns that staff had?

*  What has the actual experience of working in the COVID Zone with COVID patients been like?

*  Whatare your thoughts on the extent and quality of care that was delivered to COVID patients?

» Reflecting on your experience with working in the COVID Zone, what do you think the top
successes were!

* Reflecting on your experience with working in the COVID Zone, what do you think the top
areas for improvement were?
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Three additional researchers (CS, RS, and MBW)
participated in the subsequent stages of thematic
analysis, which entailed comparing and contrasting
the coded data, categorizing similar ideas, and then
grouping categories into distinct and saturated
themes (i.e., themes that did not overlap and had
enough data to substantiate them).

Analytic rigor was enhanced by triangulating
between multiple individuals throughout analysis
(thereby enriching the range of perspectives
on codes and themes), using a codebook book
for consistency across analysts, and providing
representative quotes to support researcher inter-
pretations of the data (i.e., enhancing reliability).
We also adhered to the COREQ reporting
guidelines.?’

Results

We interviewed 27 participants for this study, which
included 10 patients, 5 caregivers and 12 HCPs.
Patients were all admitted for COVID rehabilitation,
with n=35 having a primary pulmonary diagnosis,
n=4 having a primary diagnosis of “medically
complex infection,” and n=1 having COVID-
related stroke as a primary diagnosis. Healthcare pro-
viders worked in the acute care setting (n=3)
and inpatient rehabilitation (n = 9). Healthcare provi-
ders were occupational therapists (7 = 3), managers
(n=2), registered nurses (n =2), medical department
heads (n=2), collaborative practice leaders (n=2),
and a pharmacist (n = 1). All HCPs (n = 12) reported
a graduate-level education. Table 2 outlines add-
itional patient and caregiver characteristics.

The COVID pandemic changed the way family
caregivers were involved in and prepared for sup-
porting patient recovery across the continuum of
care. With public health restrictions preventing
family caregivers from visiting their loved ones
during acute care and in-patient rehabilitation,
they were forced to play a more distant role in the
care of their loved ones while they were in these
care settings. The themes below capture the diffi-
culties of family caregivers being physically
excluded from the care journey and their sudden
uptake of a supportive role in the community
setting.

Table 2. Patient and caregiver sociodemographic

characteristics (n = 15).

Patient Caregiver
Characteristic (mean, SD) (n=10) (n =5)
Age in years 62.8 (17.9) 60.2 (4.3)
Length of stay in 12.4 (1.8) NA
rehabilitation in days
Characteristic (n, %) Patient Caregiver
(n=10) (n =5)
Positive COVID status 4 (40) NA
upon admission
Sex
Male 2 (20) 2 (40)
Female 7 (70) 3 (60)
Did not disclose 1 (10) -
Birth country
Canada 3 (30) 3 (60)
China 2 (20) -
Guyana 1 (10) -
Nigeria 1 (10) | (20)
Philippines 2 (20) | (20)
USA 1 (10) -
Ethnicity
Black 1 (10) | (20)
Chinese 2 (20) -
Filipino 2 (20) | (20)
Indian 1 (10) -
South Asian 1 (10) -
White 3 (30) 3 (60)
Marital status
Married 2 (20) 5 (100)
Widowed 4 (40) -
Single 2 (20) -
Common law 1 (10) -
Did not disclose 1 (10) -
Education
Some high school 3 (30) -
Completed college 3 (30) 2 (40)
Completed university 3 (30) 3 (60)
Graduate program 1 (10) -
Yearly income (CADS$)
10,000-19,999 2 (20) -
20,000-29,999 2 (20) -
30,000-39,999 2 (20) I (20)
40,000—49,999 - | (20)
50,000-59,999 - -
60,000-69,999 1 (10) 2 (40)
Did not disclose 3 (30) | (20)
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Theme 1: Caregivers were shut out in acute
COVID care: Active COVID infection clearly
impacted the way that patients’ needs were
addressed in acute care. Patients were not able to
be with their families in person due to restricted vis-
itation policies, and at most, they were able to
videoconference or telephone loved ones. In acute
care, caregivers described phone communication
as limited and “Strict. I requested that I communi-
cate with her on Skype, but we will always have the
problem acting on getting her Skype access. I was
only able to do that, maybe, two or three times the
whole time she was there” (CG07). Since care-
givers were limited in their abilities to talk directly
to their loved ones, they relied heavily on commu-
nicating directly with acute care HCPs to obtain
information about their loved one’s status, medica-
tion updates, and general state of health. Many
patients were critically ill, sedated, and unable to
communicate with loved ones, highlighting why
HCPs relayed patient updates by phone:

“So we know what’s going on [...] I never felt like I
was being rushed off the phone. And if something,
some numbers or whatever they were using, if
metrics were changing in one way or the other, I
was able to see whether things were moving in a posi-
tive direction or a negative direction. They were quite
forthright with saying that, so I always knew that
stuff” (CG04).

Once in rehabilitation, family caregivers described
a different story regarding involvement in supporting
their loved one’s recovery. For example, the nature
and topics of conversation changed once in rehabilita-
tion. Communication between family caregivers and
HCPs was no longer focused exclusively on patients’
survival and health status and began to evolve
towards conversations about “/the patient’s] positive
mood and recovery” (CGO7). Other caregivers high-
lighted how they were more “in on i’ (CG03) due
to HCPs better communicating details about the
patient’s care directly to family members. Similarly,
caregivers described communicating with their
loved ones with greater ease when they were in
rehabilitation. To address issues of social isolation,
patients were provided access to technology by the

hospital, thereby facilitating freer communication
with their families. Some patients and caregivers
also described how they were more connected
through “window visits™: “I was able to see
[family] from my window, but unfortunately 1
couldn’t open my window or have them come and
see me indoors” (PT05).

Despite communication having become more
feasible and established in rehabilitation, families
were still not able to be fully involved in supporting
their loved one because they were physically not
able to go into the hospital. This made it “difficult
to be engaged from the get go. You want them
also to be partners in the therapy, but that’s
tricky when they’re not there” (HCP06), leading
to an “impaired ability to bring families into the
building to teach them” (HCPO03). In other words,
the protocols that inhibited family visitation also
prevented the opportunity for families to practice
and prepare for their new caregiving responsibil-
ities, which impacted discharge procedures.

Theme 2: Patient discharge from inpatient
rehabilitation was turbulent for caregivers: Upon
discharge from the inpatient rehabilitation facility,
caregivers were immediately thrust into a support
role after previously being involved only through
a telephone or computer screen. Although HCPs
and some caregivers described the discharge
process as “smooth” (HCP02, CGO07), other care-
givers described feeling unprepared at discharge
since “there were a lot of concerns I didn’t even
think about” (CGO3).

With families still being segregated physically
from their loved ones at the point of discharge,
much of the discharge planning with family care-
givers occurred virtually. Discharge meetings
were predominately focused on informing care-
givers of what physical equipment the patient
may have at home. For example, one caregiver
described how “/REHABILITATION] told me
they want her to have a certain bath bench or
stool or certain kinds of bars to help her be able
to get in and out of the tub” (CGO04) but there
was less direction from HCPs about what else care-
givers should expect in the community (e.g., how
much caregivers would be responsible for, types
of supportive tasks they would have to undertake).
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The lack of communication and clarity was per-
ceived as frustrating by caregivers who wanted to
provide care out of a desire to “do whatever is in
the [patient’s] best interests” (CGO03). Providing
this care, however, was described as difficult
without information perceived as necessary by
caregivers, such as knowing more about how to
support loved ones’ needs (e.g., optimizing recov-
ery, keeping them safe at home). Similarly, care-
givers were unclear about what to expect with
regard to frequency and duration of rehabilitation
in the community, perceiving that their loved
ones “weren’t getting enough physio for what
[patient] needs” (CGO3).

Additional challenges that caregivers faced at dis-
charge included fears of contracting COVID, lack of
awareness about community-based supports, and
uncertainty regarding which services would help
most. Further, caregivers expected that their loved
one would be “more self-sufficient” (CG04) follow-
ing in-patient rehabilitation and were unprepared for
the level of dependency that they were confronted
with. Overall, caregiver needs and the support they
received were mismatched at a critical juncture in
patient care and at a time where standard operating
procedures for discharge to the community were
severely disrupted.

Theme 3: Caregivers were unprepared to
support loved ones in the community: Following dis-
charge, the return to home was the first time care-
givers saw their loved one in person since
contracting COVID. Although described as an
“exciting” time (PT05, CGO7, CG10), caregivers
faced extensive difficulties when trying to support
home-based recovery for their loved one. The
context created by COVID accentuated this challen-
ging role, most notably by rendering home-based
services largely unavailable because “[community
workers] didn’t want to get COVID, plain and
simple” (HCP10). Caregivers highlighted that
“there is only so much I can do for [PATIENT]
[-..] because I also have to care for myself and for
my husband too” (CG04). In the absence of
community-based services, caregivers had to
assume “extended” roles. This was perceived as
shocking for some caregivers, with one stating she
did not realize she would have to take “responsibility

for someone’s toileting, showering, and complete
care” (CG04).

Caregivers highlighted that support services
were disjointed when transitioning from inpatient
rehabilitation to the community. Already struggling
to actually provide the daily personal support
needed by loved ones, caregivers also described a
lack of continuity in information about equipment
needs. One caregiver frustratingly described that
the inpatient rehabilitation facility instructed them
to obtain certain equipment which was subse-
quently replaced by the community-based occupa-
tional therapist that did a home assessment. The
caregiver “resented that they had me get things
that weren’t used...[because] when the occupa-
tional therapist eventually arrived on the scene
four months or so after [patient] went home, [the
occupational therapist] ended up giving her all
new equipment. A new rollator. A new bath chair.
We had all of that already” (CG04). To compound
matters, caregivers were further hindered by a
general lack of practical information about how to
care for someone post-COVID. Another caregiver
highlighted that obtaining psychological support
for their loved one was difficult and “now that
[patient] is home, I think she’d benefit from some
kind of counseling just to help her understand
what she went through [...] It wasn’t suggested to
us. I'm not sure how exactly to go about it”
(CGO03). Although not a common experience for
all caregivers, some of those in the present study
had prior experiences of supporting their loved
ones, which influenced their capacity to support
patient recovery at home. As stated by CGOS, “if’
we didn’t have that expertise, that experience of
having family members go through the rehabilita-
tion process, then I don’t know what we would
have done.” However, even with prior experiences
and knowledge of home-based services, these same
caregivers still described difficulties and frustra-
tions supporting their loved one’s recovery after
being excluded from much of the care journey.

Theme 4: Patient discharge to home was heavily
dependent on caregiver availability: Patients
described difficulties in daily activities and house-
hold tasks upon discharge home. For some patients,
the situation was precarious in that they “/ive alone,
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if I cannot stand on my feet, then I'm really in
trouble. So I really struggled and struggled’
(PT15). One patient explained her apprehension to
leave inpatient rehabilitation without caregiver
support saying “if [my daughter] could not come,
then I dare not come home [...] I would’ve stayed
at [REHABILITATION] Ilonger.” Healthcare provi-
ders appeared to corroborate, explaining that they
“weren’t able to send [patients without caregiver
support] home because they wouldn’t get their
homecare services, so we had several people on
the COVID unit stuck [at REHABILITATION].
They were ready to go home, but because they had
COVID, the [HOMECARE ORGANIZATION]
wouldn’t put in their homecare services, so they
would go home without help, so we had to keep
them. That was a whole other level of stress for
the patients, the fear that we would send them
home with no help” (HCP05). Without access to
caregiver support in the community post-discharge,
the inpatient rehabilitation setting was described as
a “placeholder” for patients that had substantial
physical deficits.

Discussion

This qualitative study explored the experiences of
family caregivers, patients, and HCPs with COVID
care and recovery across the continuum of care
during the early phase of the COVID pandemic
(March 2020 — February 2021). Findings underscored
that caregivers were not well-integrated into patient
care planning early on in the recovery process and
that it was not until inpatient rehabilitation that their
involvement increased. Though involvement during
inpatient rehabilitation was enhanced, family care-
givers felt that discharge to home often happened
too quickly and without enough time for them to
prepare. This difficulty was compounded by a lack
of community-based support due to the ongoing
restriction in those normally available to patients
and families. These restrictions and lack of
community-based services rendered caregiver
support a necessity for patient discharge to home.

A notable and unique aspect of caregiving in the
context of the COVID pandemic was the inability

of family caregivers to be physically present
during their family member’s inpatient stay. This
lack of physical presence and integration into
patient care planning has been reported to deprive
caregivers of instructional and learning opportun-
ities that can equip them for the caregiving role.*!
This was echoed by caregivers in our study who
felt that patients’ discharge to the community hap-
pened too quickly and that they lacked applied
knowledge about the patient’s specialized needs
to best support their recovery at home. Educating
caregivers throughout the course of a disease and
following hospitalization has been shown to
increase caregivers’ proficiency and self-efficacy
with supportive tasks, management skills, and
independence.”

Caregivers in our study desired information
about their family member’s hospitalization (e.g.,
health status, treatment, and prognosis) and
required information to help them support their
loved one at home (e.g., equipment, community-
based psychosocial supports, information about
physical care tasks required). These findings are
consistent with other COVID caregiving studies
that highlight caregivers want regular, scheduled
communication from HCPs while their family
member is an inpatient (e.g., updates about clinical
progress and recovery) and continuity of support
after discharge (e.g., to ask questions about
patient safety, hygiene, and recovery).® Families
have also emphasized how they appreciate easily
accessible and frequent communication.®* Future
research should elucidate how to provide caregivers
with informational support, especially during
periods of physical separation as the pandemic
evolves.

Virtual care has expanded at an unprecedented
rate during the COVID pandemic. One of the
major applications of virtual and technological
innovations has been connecting patients and fam-
ilies during periods of physical separation.
Maintaining connection between families and
patients and involving families in care plans are
key tenets of family-centered care practices.”’
Telehealth and e-communications also have high
utility for involving caregivers in patient care plan-
ning, allowing them to become educated and
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prepared for any forthcoming care responsibilities
as well as facilitating post-discharge follow-up
and support.''** However, most virtual care pol-
icies and programs that emerged during the pan-
demic simply encouraged caregivers to “keep in
touch” virtually or by phone and to ask their
family member’s care team to facilitate this.*’
Given that HCPs had limited training and experi-
ence with virtual care prior to the pandemic, there
are gaps in their ability to use virtual platforms to
provide family-centered care and effectively
engage caregivers in shared decision-making.*®
Future research should explore best practices for
enabling family-centered care using virtual modal-
ities across the care continuum, with a focus on the
resources, staff support, and training required to
optimize its implementation.

Finally, our study clearly showed that caregivers
felt ill-prepared and unsupported in their role in pro-
viding community-based care. While many of these
caregiving challenges are not new, they were certainly
exacerbated due to the COVID pandemic. Quarantine
and other infection prevention regulations created a
unique situation where home care services were
largely unavailable at a time when caregivers
needed them most. To compound a difficult situation,
caregivers’ own broader family support systems were
unavailable to them too.?” The pandemic also created
a situation where early discharge was heightened in
order to free up beds. This resulted in an increased
transference of care from hospital to home, with
family caregivers receiving even more limited train-
ing and resources than is encountered during non-
pandemic circumstances.”> The concerning increase
in caregiver burden among caregivers of COVID
patients should serve as a “red flag.” If societies are
to rely on family care during a crisis like this, then
lack of preparation and resourcing is a sure recipe
for disaster in this new care landscape. Our study
lends support to growing calls for more informative
training for family caregivers of COVID patients to
enhance their capacity for community-based care.?
As mentioned previously, one avenue that has poten-
tially been under-utilized to date for caregiver training
is virtual care.

A notable strength of this study is the inclusion
of patients, caregivers, and HCPs which enabled us

to explore the role and needs of families from mul-
tiple stakeholder perspectives. We were also able to
describe participant experiences across the con-
tinuum of care, which shed light on transition-
specific issues and discharge-related challenges.
Participants in our study were English-speaking
and had mid-to-high socioeconomic status (SES),
limiting findings’ transferability to linguistically
diverse individuals and those from lower SES.
Our study only included individuals that actually
took on the caregiving role and did not capture
the experiences of those who chose not to.
Finally, our study was conducted during the early
stages of the pandemic and thus the perspectives
of stakeholders may change or evolve as policies
and procedures are modified based on emerging
knowledge of COVID, vaccine availability, and
the emergence of new variants.

Clinical messages

e Clinicians must prioritize regular commu-
nication with family caregivers and
ensure availability of ongoing support
after discharge.

e Better training for family caregivers of
COVID patients is needed to enhance
their capacity for community-based care.

e Clinical best practices that enable family-
centered care using virtual modalities
would enhance cross-continuum support
for caregivers.
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