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INTRODUCTION

On March 11, 2020 the World Health Organization recognized
coronavirus disease 2019 (COVID-19) as a global pandemic.
() By March 27, 2020 public health states of emergency had
been declared in all of Canada’s provinces and territories as
a means of containing the rapid and exponential spread of
COVID-19. This gave governments the authority to close
schools, restrict business operations, and limit the size of
public gatherings. Visitation restrictions in health-care set-
tings were enacted, with all non-essential visitors prohibited
from entering facilities. Congregate living residential homes
for older adults, such as long-term care (LTC) and personal
care homes, were included in these restrictions in order to
reduce potential for risk of transmission between residents,
staff, and visitors. Initially, visitation policies were highly
restrictive, classifying spouses/partners and adult children
of residents in the same category as entertainers, except for
“compassionate care” reasons that were poorly defined and
inconsistently applied. Over the ensuing months, policies
became more flexible and allowed case-by-case assessment
of visits deemed essential. Provincial policies continue to
differ and lack detail regarding who would be responsible to
classify a visitor as essential and what criteria would be used
to make these judgments.(?)

Ideological perspectives, informed by available evidence,
influence the writing, interpretation, and enactment of policies.
() Restricting family presence in LTC may lead to confinement
syndrome, moral distress, complicated grief associated with
bereavement, and poorer resident health outcomes,*7 yet this
approach was rigorously enacted for the first three months of
the pandemic. Even after public health regulations began to
allow limited visits, some homes continued to restrict access,

claiming prevention of harm as the motivation.® The longer
restrictions are kept in place, the more likely residents and
families will either suffer in quality of life, or die without being
able to spend their final weeks or months with loved ones.®)

Family caregivers (FCGs) provide 70-90% of the care
for Canadians living with complex conditions, frailty, and
impairments.('?) Within LTC, FCGs account for up to 30% of
care including feeding, washing, toileting, social, emotional
and memory support, and mobilization.(!") They are often
unseen as they are not the “patient” in a system predicated
on the needs of the care recipient, yet they are key partners in
LTC, relied upon to provide care, but inconsistently included
as part of the circle of care and care planning. The initial Public
Health Agency of Canada guidance for infection prevention
and control of COVID-19 in LTC homes recommended,
“Restricting visitors and volunteers to only those essential for
basic personal, medical or compassionate resident care.”(!?)
Lack of resident and family involvement in co-designing
policy and shared decision-making in health systems resulted
in more restrictive approaches to interpretation of this recom-
mendation, and subsequent policy development and organiz-
ational implementation.(?)

The matter is clearly not simple, with implications for
harm both with restrictive and flexible policies. More flexible
policies are expected to support maintenance of family units
and resident physical and psychosocial well-being; however,
an incremental increase of individuals entering the facility
may present a risk of spreading or contracting infection. With
high rates of asymptomatic and mild symptom presentations
with COVID-19, the degree of risk is difficult to ascertain on
symptom screening alone.(¥) Research to inform policies on
family presence during the pandemic, as well as a nuanced
and compassionate approach to writing and enacting pol-
icies, is required which acknowledges these complexities.
The purpose of this commentary is to review the impact of
restriction of family presence on residents, families, and LTC
staff, and provide a resident/family-oriented perspective on
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policy, practice, and research implications to challenge the
outdated notion of “one-size-fits-all” visitation restrictions
during a pandemic.

Impact of Restriction of Family Presence

Long-term care (LTC) homes are a high-risk setting for in-
fection spread and poor outcomes from COVID-19.(" Given
LTC accounts for over 80% of Canadian COVID-19 fatalities,
attention to effective infection control measures is essential.
(15) However, infection spread is not the only concern for LTC
homes during this time.(!®) Media reports of dire conditions
in homes in two provinces that required military intervention
highlight the need for increased scrutiny of LTC models of
care, funding, and oversight.(!7!® Although visitation restric-
tions are common during infectious outbreaks, COVID-19
presents a unique situation in both the duration of the restric-
tions and the application of restrictions, even when homes are
not experiencing an outbreak and rates of community trans-
mission are low. A balance needs to be maintained between
attending to patients’ physical and psychological needs and
adhering to infection control guidelines, while offering psych-
ological support to family members.(1*)

Family presence improves quality of life and reduces resi-
dent mortality.® Inconsistencies in both care and health-care
errors are more likely to occur when families are not able to
be present to alert staff to potential problems or to assist with
unique care needs.?") Common physical and cognitive impacts
for long-term care residents from restriction of family pres-
ence include deterioration of nutritional and hydration status,
weight loss, depressed mood, increased responsive behaviours,
worsened signs and symptoms of dementia, and reduced mo-
bility and physical independence.(?? Residents with cogni-
tive, memory, or communication impairments or those whose
primary language is not spoken by staff are more vulnerable to
negative impacts as they may have less capacity to understand
the situation or use alternate approaches to physical visits such
as social media, telephone or video conferencing.(?*)

Families restricted from providing care grieve over the
loss of companionship and the care-giving role.(®) Prolonged
separation may also affect the ability of residents with de-
mentia to recognize family members, which could further
compound the sense of grief and loss for families. Long-term
impacts of complicated grief have been reported by family
members of patients and residents who die during periods of
visitation restriction.®® Staff members also report increased
workload, stress, sadness, and vicarious trauma from bear-
ing witness to patient/resident loneliness and distress from
isolation, having to take on additional “familial” roles, or
navigating angry responses from patients and family members
who deem the restrictions unjust.(®)

Policy Implications

Infection control policies for LTC homes will be dissimilar to
other health-care settings due to differences in populations,
built environments, staff mobility, funding, and access to re-
sources. Likewise, family presence policies must also reflect

these differences, as well as models of care offered that are
inclusive of emotional and social needs. As a primary place
of residence, maintenance of family units in LTC must be
prioritized with acknowledgement that the word ‘visitation’
does not adequately describe the presence of some family
members.() Policies must protect the rights of residents and
families to be equal partners making decisions about who may
enter their residence, rather than simply being informed or
consulted. When case-by-case decision-making is required to
determine who is granted access during pandemic restrictions,
organizational policies need to clearly outline the process or
rubric by which these decisions are made and who is involved.
Guidelines for a rapid appeal and response process must be
established and publicly displayed for families who may feel
that a decision to restrict is not justified. Furthermore, homes
must be held accountable by provincial funders to respect the
decisions made by the appeals committee. Family presence
cannot be restricted to a poorly defined “end-of-life” circum-
stance, as was seen in the early restrictions of COVID-19.24
Residents of LTC are in their final months and years of life,
with length of stay decreasing with transition to age-in-place
programs. Provision of end-of-life care in LTC should also
guide decisions on family presence.?®)

Enhanced communication is essential in order to miti-
gate the negative impacts of visitation restrictions.®) Family
presence policies must mandate a communication strategy for
LTC homes, defining the need to maintain contact between
residents and families, and between key family representatives
and knowledgeable care staff. Such a strategy should include
proactive contacting of family representatives to identify
preferred frequency and modes of visits or communication
with staff who can report on residents’ status.

Practice Implications

Provincial funding organizations may need to proactively
increase staff levels or repurpose staff, such as social work-
ers and recreational therapists, to support communication,
psychosocial, education, and infection control needs of
residents and families during a pandemic.?%27) Education
and reminders must be provided for families who enter LTC
homes on self-monitoring a wide range of possible illness
presentations, physical distancing, isolation before, between
and after visits, and infection control practices such as hand
hygiene, respiratory etiquette, and PPE donning and doffing.
Consideration should be given to allow designated family
members to co-habit on site for patients/residents who are
most vulnerable to negative physical and psychosocial out-
comes from visitation restrictions, such as those with higher
physical and psychosocial support needs and those who cannot
use alternate forms of communication. Particular attention
to palliative care and dying is needed to ensure that no one
dies alone, and that the dying experience is humane and does
not contribute to long-term negative grief experiences for
families.® Policies must ensure that advanced care plans that
engage FCGs in care planning are in place for each resident
and accessible to staff.(?®)
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Informal support networks or virtual town halls for infor-
mation sharing and support give families the opportunity to
learn from, and be supported by, peers.?®) Family members
require information on potential mental health impacts of visi-
tation restrictions and contact information for available ser-
vices. Frequently updated detailed information on pandemic
plans and infection control activities must be communicated
by organizations (i.e., facilities or government organizations
responsible for pandemic plans) in order to counteract poten-
tially misleading or fear-invoking information in the media
and on social media.??

Residents and families must be recognized members of
the care team, as opposed to persons “entrusted” to the care
of a facility and “visitors”. A position statement from the
Regional Geriatric Programs of Ontario and the Canadian
Geriatric Society describes FCGs and the provision of es-
sential care.(!”) FCGs also need information, training, care,
and support to support caregiver-centred care provision.!
Caregiver-centred care is a collaborative working relationship
between families and health and community care profession-
als, with professionals supporting FCGs in their caregiving
role. This approach respects and meaningfully involves the
residents’ FCGs in the planning and delivery of supportive
services, recognizing caregivers needs and preferences, and
integrating FCGs as partners in care.®? Health-care provider
training may also be needed to support care approaches that
recognize families alongside health-care professionals as team
members, with the skills to support residents and families
especially during times of distress. Figure 1 provides a mul-
tilevel interdisciplinary stakeholder co-designed definition of
competency domains for caregiver-centred care.(1?)

Be
|C J

Communicating
with Family
Caregivers

Caregiver-
Centered

(10)

FIGURE 1. Caregiver-centred competency domains

Research Implications

To better inform future pandemic policies, modelling studies
are needed to examine the impact of human resource, built
environment, and staff, resident, and family mobility and
infection control practices that minimize infection spread
and maximize family presence. For example, does family
presence in fact reduce infection spread and improve resident
outcomes by reducing wandering of residents with dementia
between rooms? What are the implications of social isolation
on resident and FCG health and well-being? Outcome data
collection on LTC resident outcomes, such as the Resident As-
sessment Instrument (RAI), is paramount to identify impacts
of social isolation.

Very little guidance has been provided in the literature on
innovative approaches to engage FCGs during a pandemic.
The literature mainly focuses on supporting alternate forms
of communication such as telephone calls, or technology-
assisted communication through social media, video/voice
calls, or virtual reality (VR).3 Further research is needed
on the impact of technology-assisted communication and
physical distancing visits on psychosocial outcomes. Pre-
recorded VR videos that allow the viewer to virtually ‘leave’
the hospital or LTC home have been used in palliative care
and with residents with moderate and advanced dementia.
(3435) Live-stream VR that can be used to connect residents
with friends and families through a virtual space may be a
way to make connections during outbreak restrictions, as well
for as families separated by geographic distance.% Prior to
the pandemic, recognition of FCGs as partners in clinical
decision-making focused on communication and dialogue as
a standard approach to care.®?) Evidence-informed policy to
support communication strategies and resources designed to
include FCGs in care conferences and shared decision-making
need to be developed and evaluated, with family experience
and satisfaction as key measures of effectiveness.

CONCLUSIONS

Prioritization of infection control measures without ensuring
that psychosocial needs are protected and family engagement
is supported is a short-sighted approach that, over time, will
lead to resident, family, and LTC staff harm. Maintaining a
balance between infection control practices and family en-
gagement through an open family presence policy requires
ongoing discussion that draws from available literature and
clinician and family experiences. Policies must reflect that
residents and families are viewed as partners on the care
team, rather than passive recipients of care. This distinction,
along with the engagement of families in residents’ lives, is
particularly important during stressful times of a pandemic.
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