
R E S E A R C H Open Access

© The Author(s) 2023. Open Access  This article is licensed under a Creative Commons Attribution 4.0 International License, which permits use, 
sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the original author(s) and 
the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or other third party material in this 
article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line to the material. If material is not included 
in the article’s Creative Commons licence and your intended use is not permitted by statutory regulation or exceeds the permitted use, you will 
need to obtain permission directly from the copyright holder. To view a copy of this licence, visit http://creativecommons.org/licenses/by/4.0/. The 
Creative Commons Public Domain Dedication waiver (http://creativecommons.org/publicdomain/zero/1.0/) applies to the data made available 
in this article, unless otherwise stated in a credit line to the data.

Cherba et al. BMC Health Services Research         (2023) 23:1330 
https://doi.org/10.1186/s12913-023-10340-x

BMC Health Services Research

*Correspondence:
Maria Cherba
maria.cherba@uottawa.ca
1University of Ottawa, Ottawa, Canada

2University of Manitoba, Winnipeg, Canada
3University of Victoria, Victoria, Canada
4University of Glasgow, Glasgow, Scotland
5McGill University, Montréal, Canada

Abstract
Objectives In response to COVID-19’s first wave, provincial governments rapidly implemented several public health 
directives, including isolation measures and care facility visitor restrictions, which profoundly affected healthcare 
delivery at the end of life and dying experiences and perceptions. The objective of this study was to identify 
implications of early policy changes for dying at home.

Methods Analysis of interviews with 29 key informants with expertise in the policy and practice context of dying at 
home and care for those dying at home was conducted as part of a larger mixed-methods study on dying at home in 
Canada.

Results Initial pandemic policy responses, especially visitor restrictions and limitations to home care services, 
shaped dying at home in relation to three themes: (1) increasing preferences and demand for, yet constrained 
system ability to support dying at home; (2) reinforcing and illuminating systemic reliance on and need for family/
friend caregivers and community organizations, while constraining their abilities to help people die at home; and (3) 
illuminating challenges in developing and implementing policy changes during a pandemic, including equity-related 
implications.

Conclusion This study contributes to broader understanding of the multifaceted impacts of COVID-19 policy 
responses in various areas within Canadian healthcare systems. Implications for healthcare delivery and policy 
development include (1) recognizing the role of family/friend caregivers and community organizations in end-of-life 
care, (2) recognizing health inequities at the end of life, and (3) considering possible changes in future end-of-life 
preferences and public attitudes about dying at home and responsibility for end-of-life care.
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Introduction
In March 2020, Canada’s provinces and territories 
declared states of emergency due to COVID-19 [1]. 
Governments issued numerous public health direc-
tives to contain the spread of the virus. These responses 
included enforcing strict isolation measures and visitor 
restrictions across hospitals, nursing homes/long-term 
care,  and retirement and assisted living residences, in 
order to protect patients and residents (many of whom 
are older adults), as well as limit exposure for staff and 
safeguard limited personal protective equipment [2]. 
Due to these measures, some people found themselves 
isolated at the end of life with limited control over how 
and where they wanted to spend their last days or with 
whom [3]. This situation contradicted “conventional soci-
etal perspectives on what it means to die well” [4] and the 
palliative care principle that families are part of the unit 
of care [5]. Indeed, the implementation of severe visitor 
restrictions in care settings across Canada during the 
first wave of the pandemic (also a common practice in 
other countries [6, 7]) was widely criticized for its nega-
tive impacts on families and care providers. Media cov-
erage highlighted accounts of hospitalized patients and 
long-term care residents dying alone, in some instances 
lacking basic necessities (even to the point of dying from 
dehydration), and of families deciding to care for older or 
dying family members at home due to fears and uncer-
tainty about visitation [8–14].

These and similar stories may have longer-term impli-
cations for end-of-life attitudes, beliefs, and care deci-
sions of the Canadian public. Developing public health 
directives and providing end-of-life care services are 
particularly challenging during emergencies such as pan-
demics, where urgent responses to immediate risks can 
fundamentally conflict with palliative care philosophy. 
This is especially the case when such responses involve 
“restricting visiting policies, abandoning end-of-life care 
discussions, not adhering to patients’ end-of-life care 
wishes […and] disallowing patients and families the usual 
death and bereavement rituals” [15].

Dying at home and accessing palliative services in 
one’s home or community are key indicators of high-
quality care in Canada [16]. However, access to end-
of-life care at home remains challenging in the country 

[17]. In Canada, provincial and territorial governments 
are primarily responsible for providing most health care 
services, including home care [18]. Coverage is univer-
sal for medically necessary hospital and physician care 
(under the Canada Health Act) although coverage of 
allied health services (e.g., physiotherapy, psychology) 
varies among the 13 systems [19]. Long-term care homes 
(also called nursing homes or residential care homes) 
in the country can be publicly owned (not-for-profit) or 
privately owned (for-profit or not-for-profit), and most 
receive public funds for the provision of services [20, 21]. 
In end-of-life care, in addition to government health care 
systems, community and volunteer services (including 
unpaid family caregivers) play an important role in ser-
vice delivery [22]. Hospice organizations in Canada are 
mostly funded by donations (and in part by government) 
and contribute significantly to end-of-life care provi-
sion, along with other volunteer and non-profit organi-
zations that strive to provide care in communities that 
lack access to formal services [22]. Exploring the issues 
of dying at home in the context of COVID-19 mitiga-
tion measures offers insights for healthcare providers, 
administrators, and public health policy development. 
To inform future pandemic and emergency response, 
a better understanding of the multifaceted impacts of 
pandemic policies is needed, including “far-reaching and 
unintended” consequences in various areas and on differ-
ent groups and organizations [23]. The objective of this 
study is to describe changing policies and practices dur-
ing COVID-19’s first wave and trace the implications of 
these early responses for dying at home in particular.

Methods
This study is based on individual interviews with 29 
key informants (professionals, volunteers, and commu-
nity advocates with expertise in the policy and practice 
context related to dying at home and end-of-life care) 
in three Canadian provinces: British Columbia, Mani-
toba, and Québec. Interviews were conducted virtually 
between July 2020 and June 2021. As end-of-life care 
is a narrow field of policy and practice, participants 
were recruited through the research team’s profes-
sional networks and snowball sampling [24, 25]. Par-
ticipant profiles are outlined in Table  1. To preserve 

Table 1 Interview participants
Province and number of participants Generalized description (to preserve confidentiality)
National (n = 2) Policy analyst, non-profit executive.

British Columbia (n = 11) Government (regional and provincial) and non-profit executives, clinical nurse specialist, palliative care vol-
unteer and patient advocate, compassionate care community members, frontline inner-city service provider.

Manitoba (n = 6) Government (regional and provincial) and non-profit executives, care coordinators (palliative care, rural older 
adults), member of a volunteer organization that supports older LGBTQ2 + adults.

Québec (n = 10) Government executives (regional and provincial), researchers (university and government), social workers, 
palliative care nurses, home care professionals, palliative care physicians.
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confidentiality, interview quotes in this article are 
identified by profession only when it is necessary to 
understand the quote.

Ethics approvals were obtained from the co-authors’ 
universities and, where applicable, relevant health 
authorities. All participants provided written informed 
consent before taking part in the study. Participants 
did not receive any remuneration. Semi-structured 
interviews of approximately one hour were conducted 
in English or French by M.C., L.F., E.S., B.S., and two 
research assistants (for this paper, French quotes 
were translated into English). Two participants pre-
ferred not to be recorded; they reviewed and approved 
detailed interviewer notes. Interview questions (Addi-
tional File 1) focused on policy development related 
to care for persons dying at home, public opin-
ion and preferences related to home dying and care 
responsibilities at the end of life, and how policy and 
healthcare practice in this regard changed due to the 
pandemic. The interview questions were developed 
as part of a larger study on dying at home in Canada 
[26]. The analysis in this article focuses specifically 
on the interview data related to the policy responses 
to COVID-19. This is the first publication presenting 
the results of the interviews. Recruitment continued 
until the data allowed for in-depth description of the 
impacts of policy changes on dying at home, from the 
perspectives of people in different sectors including 
government agencies, health and social care, and non-
profits. Our goal was to obtain rich data from a variety 
of participants in various care contexts, to account for 
the multifaceted implications of the pandemic for end-
of-life care at home [27].

We conducted an inductive thematic analysis of 
interview transcripts [28, 29]. Initial coding (con-
ducted mainly by M.C., with support from L.F., E.S., 
and B.S.) focused on descriptions of operating policies, 
implementation and changing practices during the 
first wave of the pandemic, as well as implications for 
end-of-life preferences and end-of-life care provision. 
During the second stage of coding (conducted by M.C. 
and progressively discussed with L.F., E.S., B.S., and 
A.R. during a series of data analysis meetings), three 
larger themes (presented in the results section below) 
were identified, along with some overarching equity-
related implications (for instance, participants referred 
to how policy responses to COVID-19 revealed or cre-
ated inequities in access to services for some popu-
lation groups, and how they may have differentially 
affected the experiences of different communities). 
We explored potential differences between provinces 
by comparing responses from participants from the 
three included provinces. Ultimately, however, overall 
policy responses to COVID-19 and challenges related 

to dying at home were largely similar among partici-
pants across provinces. Analysis was further guided 
by the “problem representation” framework, focused 
on understanding what “problems” policy changes are 
addressing and identifying their underlying assump-
tions [30]. Following this approach, during the analy-
sis we paid attention to how key informants discussed 
the values and principles behind policy actions. Dis-
cursive tensions in this regard were identified, such as 
the need for family caregivers as “essential service pro-
viders” and the need to monitor these care providers 
through “visitor” policies.

The analysis was reviewed by all co-authors in more 
advanced stages, during two team meetings to dis-
cuss emerging findings. In addition, initial results were 
presented to the research team and 27 key stakehold-
ers (including some who took part in the interviews, 
as well as other experts and professionals from eight 
Canadian provinces and territories) during a virtual 
workshop in May 2022. The goal of the workshop was 
to present the research findings to the participants and 
engage in a deeper discussion about how the findings 
relate to their work and may inform change. This pre-
sentation and discussion validated the main analytic 
themes, confirmed their relevance to various provinces, 
and helped us refine analysis through an equity lens as 
workshop participants reinforced the importance of 
an equity framework in future policy development and 
implementation.

Results
In the sections below, we present three themes 
describing how initial pandemic policy responses con-
tributed to shaping dying at home preferences and care 
provision.

Shifting end-of-life preferences and awareness
Participants commonly identified increased patient and 
family preferences for dying (and receiving end-of-
life care) at home as an implication of the pandemic 
context and related policy and practice shifts. For 
instance, participants described situations where fami-
lies were moving family members out of institutional 
care or where patients were unwilling to go to hospi-
tals or palliative care units, in part because of visitor 
restrictions. In this context, an increased desire and 
demand for palliative care at home amplified long-
standing issues around access to home care. This was 
further exacerbated by COVID-19 policies restricting 
home care visits. Participants explained how tension 
between increased desire to die at home and the lack 
of home care services could lead to difficult experi-
ences and decisions:
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[…] deciding to keep people at home instead of put-
ting them in a facility because they want to see loved 
ones, but having issues with pain management, and 
other things they couldn’t do because they aren’t in a 
hospital.
 
COVID has possibly created less desire to die in the 
hospital because of the strict visitation policies […] 
[and] may have increased desire to want to die at 
home. […] [But] some of the visits from the palliative 
care program […] are no longer happening. For some 
it means they can’t die at home and they have to go 
into hospital because of the level of care they would 
have had prior to COVID [is now too high to be met].

Other participants described how restrictive pandemic 
measures had some unexpected positive implica-
tions for palliative care services at home. For instance, 
healthcare teams had to adopt more integrative 
approaches to home-based specialist services to avoid 
transfers to hospitals or other institutional care set-
tings. Participants also mentioned enhanced collabo-
ration between home/community care workers and 
hospital teams, rapid development of training modules 
and tool kits in palliative care and pain management 
for healthcare professionals, implementation of tele-
phone or online consultations, and other additional 
efforts by different healthcare professionals “to build 
capacity within our system to keep people at home as 
long as possible”:

[…] home care and other providers that traditionally 
would not have been looped in or would not have 
been as needed to get involved in palliative care […] 
with a little extra support and different providers 
stepping in, can definitely provide that great model 
of palliative care services at home rather than […] 
rely on institutions – especially hospitals.

Participants talked about pandemic restrictions as 
requiring healthcare teams to think adaptively and 
creatively to help more dying persons to stay at home, 
but simultaneously emphasized that “dying at home is 
really only feasible if you have 24/7 medical or nurs-
ing support […] [and family/friend] caregivers who 
can actually reliably and consistently meet your care 
needs” at home.

Some participants identified how increased desire for 
and experiences of dying at home meant that more peo-
ple were exposed to already-existing “practical realities of 
dying at home” (including home-based service limitations):

I think dying at home is this sort of idea that people 
talk about, but it’s not often talked about in terms of 

practical realities […] in our health care system that 
for the first time have been made real for some peo-
ple […] Sorry, we have this much resource and you 
are not on the list for that. We are not going to ever 
say it in that way, but there is a bit of that conscious-
ness now that […] there are some constraints and the 
pandemic has made that evident.

Other participants described how the pandemic more 
broadly revealed an existing lack of public death liter-
acy, including awareness about end-of-life care, advance 
care planning, and grief. Low death literacy contributed 
to challenges having conversations about death and 
dying, at a time when there was increased need for these 
conversations:

[…] those who are experiencing grief in a COVID 
environment where public health restrictions just 
restrict so many things… restrict your ability to get 
together as a family, sometimes restricting their 
access to the person if they were up in the hospital 
for the last days of life… funeral rituals, all of those 
things. So we need public education to help people 
understand […] the grieving process, because very 
few Canadians understand it.
 
[…] advance care planning […] as we saw through 
the pandemic, there’s not a lot of people that have 
talked about what their wishes were and then fami-
lies were sort of struggling without those decisions.

In sum, participants’ insights indicated how pandemic-
related policy and practice shifts may have contributed 
to increased desire to die at home, while service-related 
changes and other restrictions (in addition to existing 
realities of limited services and low death literacy) often 
made it more difficult to do so, even as healthcare teams 
strove to adapt and innovate.

Making family/friend caregivers and community 
organizations visible
Participants referred to how the pandemic exacerbated 
a tension between the essential role of many ‘informal’ 
care providers and their lack of recognition and support. 
For instance, they talked about how policy changes were 
implemented “through a hospital lens”, putting the expe-
rience of family caregivers and home care “at the bottom 
of the list”:

[…] with a very hospital-centric vision, we were wor-
ried about having enough beds, about personal pro-
tective equipment […] it’s really, really good, but we 
forgot about the majority of people who are not in 
the hospital. The majority of people are not in the 
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hospital, they are not in palliative care facilities, 
they are at home, and we didn’t tend to this.
 
[…] we completely put [families] on the sideline […] 
we stop[ped] famil[y] visits, but we authorize[d] the 
army to go take care of [people in healthcare facili-
ties]. […] we try so much to advocate for the pallia-
tive approach, the wholeness, [and] then we put a 
player who is a stakeholder in it completely on the 
side.

Early visitor restrictions in institutional care settings both 
contributed to and revealed gaps in care in those set-
tings, which in turn illuminated how family and friends 
were assisting dying persons, including instrumental help 
with activities of daily living and social support. In this 
regard early restrictions contravened both the palliative 
care principle of considering the family as part of the unit 
of care and that of addressing the physical, psychological, 
social, spiritual, and practical needs of dying persons [5]. 
One participant talked about the tension, exacerbated by 
the pandemic, between holistic palliative care philosophy 
and the biomedical approaches that guide the develop-
ment of healthcare policy:

[…] the development of palliative home care policies 
[is] extremely health-oriented […] We are here in 
[province], and I am thinking elsewhere in Canada, 
in a very hospital-centred […] a highly medicalized 
vision of health, when we know that […] dying at 
home is not just about having access to a doctor […] 
it’s really critical that we expand palliative care pol-
icy to the psychosocial and spiritual aspects […] pal-
liative care is not just about medical management.

Some participants also explained how the provision of 
quality end-of-life care at home was directly linked to 
access to family caregivers:

[…] if we could do better in supporting family care-
givers, I think we would see an increase in quality 
end-of-life care at home and people staying at home 
[…] I don’t think our health system can support peo-
ple and I think it takes a community.

Two participants involved in the development and 
implementation of visitation rules highlighted tensions 
between palliative care philosophy, and more specifically 
having access to family, and the urgency of quickly imple-
menting measures to contain the spread of the virus:

Of course, the whole question of family caregivers, if 
we could, we would have done it differently. Since we 
have a system that is deficient in terms of its capac-

ity to provide care, we must understand that fam-
ily members are the ones who often fill the gaps, they 
are the ones who will be mobilized to provide care 
and services that the healthcare system cannot pro-
vide.
 
The first wave, we learned, was very restrictive, it 
was very difficult. It highlighted […] the dichotomy 
between infection prevention and control and palli-
ative and end-of-life care, one was against the other, 
and we had to correct that. […] [F]or the second 
wave […] we put in place a significant relaxation of 
restrictions, to allow people, no matter where they 
are, to have access to their family.

These participants described numerous complaints and cri-
tiques from citizens, media, and community organizations 
in response to restrictive policies. This was especially prom-
inent in the context of long-term care, and some respon-
dents highlighted how “the fact that [family caregivers] were 
not able to be present when […] their person was dying in 
long-term care will have some lasting effects”. Stakehold-
ers in some regions also described how their organizations 
advocated for government to reconsider visitor restric-
tions. Indeed, subsequent directives after the first wave were 
adapted in some regions to recognize some family care-
givers as “essential care providers” to allow them to access 
those settings, especially caregivers of persons nearing the 
end of life. This may have helped mitigate the most immedi-
ate impacts on dying at home preferences that were outlined 
in the previous section. In a broader sense, participants 
talked about the pandemic as a call to action to advocate 
provincially and nationally for caregivers and for home care.

As governments were relying on community organiza-
tions to provide more care to people dying at home in the 
context of limited institutional and home care resources, 
some provinces allocated additional funding to non-profit 
hospice and palliative care organizations, including those 
supporting families providing end-of-life care. Nonetheless, 
participants mentioned that many organizations still faced 
financial and other pressures: many events and awareness 
campaigns were cancelled, donations reduced, and organi-
zations had to lay off workers and limit volunteer engage-
ment. For instance, an executive from a national non-profit 
noted that “donations have dropped about 70% across 
the country”. Another executive from a provincial charity 
explained that “with COVID-19, unfortunately we had to 
stop our in-home visits […] our volunteering visiting pro-
gramme.” Pressures on non-profit organizations affected 
home supports and support for home-based family/friend 
caregivers, and further aggravated limitations in end-of-life 
supports related to pandemic restrictions. A government 
executive talked about how these pressures are related to 
the funding model for end-of-life care:
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Non-profit organizations play an important role in 
the delivery of end-of-life services. Hospices in [prov-
ince] are 50% funded by the government and 50% by 
non-profits. And in the current context, when their 
ability to fundraise is limited, we have increased 
their funding. The question is, how much can we 
really rely on our organizations to provide essential 
services, given that their funding and the availability 
of the services they provide are not guaranteed.

In the context of pandemic restrictions and staff shortages, 
participants also emphasized how families assumed more 
care responsibilities for dying persons, taking on some tasks 
previously provided by home care workers. Participants 
talked about some “family caregivers having to take on the 
role of being a family caregiver when they didn’t expect to” 
without having access to adequate supports, which in turn 
affected their wellbeing (for example, experiences of grief 
and higher psychosocial support needs that were not met). 
As such, participants reflected on how the pandemic high-
lighted the question of the distribution of responsibilities 
for end-of-life care between government, community, and 
family:

[…] [the burden of ] palliative care is really rested 
on the loved ones and family. When you get cancer, 
all the treatments [are] covered, you have a cardiac 
problem, it’s cared for by the health system. When 
we are at the end of our life, well then, we are in a 
collective project […] we ask for community and 
family involvement that’s really important […] and 
that also allows some savings for the state, but it’s 
also as though the responsibility for end-of-life care, 
in our culture, is a responsibility shared amongst the 
network, the family and the community, the com-
munity organizations. I’m not saying that it’s good or 
that it’s bad, I just mean that the state has a more 
limited role [in palliative care] than in other sectors.

Participants talked about shared responsibility as 
a community strength but also as a limitation with 
regards to the provision of reliable services and sup-
port at the end of life, for instance as community-based 
services are highly dependent on charitable donations 
and funding, meaning their availability is not guaran-
teed. In addition, participants described how, by con-
tributing to and revealing reliance on family/friend 
supports at the end of life, pandemic-related restric-
tions likewise contributed to and revealed inequities 
in access to end-of-life care (and thus people’s ability 
to spend their last weeks of life at home) for different 
communities:

[…] it engenders inequities, because, depending on 
your social network, on your family network, on the 

strength of these networks, or the resources available 
or not available in your community, that will make 
your end of life easy or very, very difficult.

In sum, participants emphasized how policy changes 
around visitations and home care during the pandemic’s 
first wave both contributed to a greater strain on family/
friend caregivers and community organizations while 
making their role in end-of-life care more visible across 
various settings, including at home. Participants also 
reflected on how the pandemic brought to public atten-
tion the question of distribution of care responsibilities 
and related equity implications.

Challenges in implementing policy changes
Participants frequently spoke of challenges in developing 
and implementing policy changes given different interpre-
tations of province-wide directives by health authorities 
and care facilities, depending on their location and available 
resources. For example, one government executive explained 
that the government wanted to give some flexibility to insti-
tutions, because of regional variation in service capacity. 
They described how they worked with organizations on a 
case-by-case basis to authorize more flexible rules where 
possible, whereas in other settings stricter rules were used:

[When the directive about easing visitor restric-
tions was distributed], for some institutions, it was 
difficult to manage; there are some who will take a 
stand and tighten up [the restrictions] a little more 
to be able to manage the number of people. […] and 
[we] authorized things, for example, in more remote 
regions, with bigger families, if the healthcare orga-
nization tells [us] that they can manage it – please 
do. So, we give some flexibility to institutions.

Such flexibility, which has also been reported in media 
and in recent analyses [31, 32], helped some dying per-
sons avoid isolation in facility settings, but also made it 
“really tough and confusing for family members to know 
when and how or if they can be at the bedside”. As one 
key informant explained:

There were many [policy] interpretations, variations, 
applications in different settings […] [At our pal-
liative care association], we spoke with many people 
who were saying, can you help us, my dad or my 
mom or X person is at this palliative care home and 
they say it’s not the end of life yet, but at this other 
palliative care home, they interpret it more liberally, 
yes, he is at the end of life, and so they can accept 
two people, four people to come visit, they can put a 
small lounge at their disposal, etc. So, the applica-
tion of government directives varies from one place 
to another and it can generate tensions.
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This participant further explained how these implemen-
tation dynamics can create inequities in access to care:

[Our palliative care association] recently wrote a 
letter to congratulate the government on the relax-
ation of these rules to be able to let more people go 
into facilities so that people aren’t dying alone. But 
at the same time, we said, look, there is the notion 
of human and financial resources. Smaller facili-
ties don’t always have enough resources to be able to 
relax [COVID measures] as well as desired.

More generally, participants contextualized the imple-
mentation of pandemic policy changes in relation to 
existing inequities in access to end-of-life care within 
each province, especially between urban and remote 
regions. A priority shared by many participants was for 
bolstering palliative care resources and to develop ser-
vices to support dying at home adapted to the realities 
and healthcare models in different regions. For example, 
those working in remote regions explained that even if 
access to “brick-and-mortar hospices” and palliative care 
physicians is limited in their communities, supporting 
primary care providers in providing palliative care can 
help keep people in their home community at the end of 
life.

In sum, this theme builds on participants’ concerns 
with how the challenges of implementing early pan-
demic-related policy changes could have implications for 
dying persons and their families, not only by contributing 
to confusion (and hence distress), but also through how 
efforts to provide flexible rules responsive to local situa-
tions may have contributed to variations in how such pol-
icy changes shaped end-of-life care preferences as well as 
access to home-based services in different communities.

Discussion
Our analysis highlighted the manifold implications of 
pandemic-related policy changes in COVID-19’s first 
wave for preferences and experiences of dying at home 
(and in other settings). We presented three themes 
describing how initial pandemic policy responses con-
tributed to: (1) increasing preferences and demand for 
dying at home, alongside often-constrained formal ser-
vice capacity to support this, (2) reinforcing (while illu-
minating) systemic reliance on and need for family/
friend caregivers and community organizations, while 
constraining their abilities to support dying at home, 
and (3) revealing the challenges of developing and imple-
menting policy changes during an emergency, including 
equity implications for healthcare delivery and access to 
healthcare.

Our analysis shows how pandemic-related policy 
changes could shape future preferences and decisions 

related to the end of life. For instance, more people 
might prefer dying at home. This preference, however, 
is perhaps experienced less as a ‘choice’ per se, in the 
context of the very negative media coverage and the 
persistent care gaps in institutional settings. A recent 
survey by the National Institute on Aging [33] found 
that “85% of Canadians of all ages and 96% of Cana-
dians aged 65 years and older […] will do everything 
they can to avoid moving into a long-term-care home”. 
Indeed, one of the most notable shifts in public prefer-
ences may be around living and dying in long-term resi-
dential care, as some of our other analyses suggest [34]. 
However, dying at home in a pandemic can also mean 
spending the last days of life without adequate home 
care support, including pain management, raising ques-
tions about whether home death itself may become less 
idealized as a result [35, 36]. The extent to which shifts 
in public preferences might be long-lasting is at this 
point unknown.

During the early pandemic, families providing care 
at home were asked to do more but lacked support. 
Increased public visibility of family/friend caregiv-
ers in end-of-life care could encourage more families to 
become more involved in future care provision. However, 
to the extent that family care provision at home during 
the pandemic was associated with negative or unsup-
ported experiences, this could also deter family mem-
bers from further engagement. In addition, those who 
themselves provided family/friend care in these difficult 
circumstances may be less likely to personally want to 
die at home, out of concerns for burdening the family. In 
this regard, some participants’ reflections on the effect of 
these early policy changes on families’ quality of life were 
noteworthy, since palliative care services are meant to 
address this [5].

Whereas the role of family/friend caregivers and com-
munity organizations in home-based end-of-life care was 
made more visible in the context of the pandemic, ini-
tial policy responses heavily centred on acute and hos-
pital care revealed inadequate public supports allocated 
to home and community services. As highlighted by the 
study participants, family and home support is essential 
to quality end-of-life care. The lack of public support to 
these services, which makes it impossible for some fami-
lies to care for a dying person at home, was brought to the 
public’s attention during the pandemic. In this context, 
further research is needed on the impacts of COVID-19 
on public attitudes about dying at home and responsibil-
ity for end-of-life care. In particular, future studies could 
explore these impacts in relation to the pandemic-related 
changes in health care delivery that were described by 
some study participants, such as enhanced collaboration 
between health care providers and using telemedicine to 
support access to care at home [37].
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Given the complex interconnections between levels of 
government in Canadian healthcare systems, future stud-
ies should also consider the implementation work done 
by agencies, authorities, and organizations that could 
affect the experiences and end-of-life preferences of peo-
ple in different communities. We also need to know more 
about how public health officials and different health 
organizations could adapt their communications about 
policy changes in different settings in a way to avoid 
confusion and misunderstanding. As examples from 
our study show, unclear and inconsistent province-wide 
guidance including the delegation of responsibility to 
specific organizations negatively affected the experiences 
of some families and care providers, while at the same 
time allowing for more compassionate decisions to avoid 
isolation at the end of life when possible. Other studies 
of families’ and health care provider’s experiences of care 
for dying persons during the pandemic suggest that flex-
ible application of rules should be allowed, to help fami-
lies stay together in the final days [38, 39]. In this context, 
future pandemic planning and policy should consider 
this “major task” for health care providers to “continu-
ally manage the [pandemic-]associated constraints on an 
organizational and individual level” [40].

Implications for practice and policy
The results of our analyses can inform responses to future 
public health emergencies that support equitable services 
and facilitate communication with the public about issues 
related to the end of life. There are two main practice 
implications of this research. The first concerns the (non)
recognition of family/friend caregivers in emergency poli-
cies. Although most prominent in institutional policies 
around restrictions, it was evident in other ways for fami-
lies caring for dying persons. For instance, home care ser-
vice prioritization protocols were often structured so as to 
devolve all but ‘medically necessary’ care to family, even 
during periods when household visitor restrictions meant 
that a primary caregiver could not access additional sup-
ports from other family and friends. Non-recognition of 
the role of family/friend caregivers has direct implica-
tions for reinforcing health inequities. In terms of home 
care, not only could the situation have actually reduced 
some people’s ability to die at home (especially persons 
without access to family caregivers, or families who could 
not afford private home care services), but given systemic 
reliance on women for care labour in Canada [41], there 
were undoubtedly gendered impacts on health. Moreover, 
lack of access to family caregivers during the pandemic 
was particularly difficult for people who may experience 
additional challenges in receiving care they need because 
of discrimination, language barriers or conditions 
such as dementia [3, 13, 42–44], especially in severely 
understaffed congregate care settings. The urgency of 

considering how policy responses to COVID-19 may have 
reinforced existing health inequities [45–47] and of not 
overlooking family/friend care and well-being in future 
policy decisions appears even greater in light of pre-pan-
demic research reports that had already stressed the lack 
of support for family caregivers, even though some Cana-
dian provinces like Manitoba and Québec legally recog-
nize their contribution [48]. More broadly, interviewed 
stakeholders’ accounts of their organizations advocating 
for government to reconsider visitor restrictions indicate 
how the pandemic may have helped spark greater collec-
tive mobilization for family caregivers (especially in insti-
tutional settings), as well as broader public debate around 
the distribution of responsibilities for end-of-life care and 
inequities in access to end-of-life care.

As researchers and decision-makers continue to exam-
ine the consequences of the pandemic, we must ask why 
family/friend care and well-being have tended to be over-
looked in health policies and how we can make sure to 
fully consider family caregivers’ roles and perspectives, 
and the potential impacts of policy changes on families’ 
quality of life, in the future. The tension between pallia-
tive care and hospital-centred approaches, that was exac-
erbated during the pandemic, as well as the impact of the 
policy shifts on palliative care standards, highlight the 
importance of integrating palliative care principles, such 
as family as the unit of care and attention to the whole 
person care [5], in future emergency responses from the 
outset. Furthermore, our interviews indicate that fam-
ily/friend caregiver recognition should go hand-in-hand 
with acknowledging the inequities that reliance on such 
forms of care may create for people who don’t have 
access to such supports (for example, people with lim-
ited social networks, those living in regions where com-
munity organizations are not present, those whose family 
caregivers cannot afford to leave their employment, etc.). 
In addition, we can reflect on how framing family/friend 
caregivers as essential care providers can inadvertently 
responsibilize them, or narrow our ability to imagine dif-
ferent forms of caring that are equally worthwhile [49].

The second implication concerns governments’ and 
healthcare providers’ future communications with the 
public about dying and the end of life, including the need 
to raise public awareness about these issues. COVID-19 
restrictions negatively affected the experiences of many 
families. Isolation at the end of life, delayed transfers to 
palliative care, being unable to follow usual dying and 
grief rituals (potentially contributing to complicated 
grief ), and other repercussions discussed by participants 
have also been echoed in recent reports (e.g., [37, 50, 51]). 
In complex ways, these experiences could have lasting 
implications for public preferences that should be consid-
ered in future public health campaigns and patient-pro-
vider conversations about end-of-life care planning.
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Limitations
Study limitations include lack of data from the Canadian 
provinces and territories that were not included in the 
interviews, although no difference was found amongst 
the three included provinces and the results of the study 
were discussed with stakeholders from more jurisdictions 
during a virtual workshop as part of the research process. 
Another limitation relates to the fact that, even though 
much of the study results focus on the experiences of 
family caregivers, they were not included as participants 
in the study, which is an important direction for future 
research on end-of-life care during the pandemic.

Conclusion
Drawing on the perspectives of a range of participants 
with expertise in the policy and practice context related 
to dying at home and end-of-life care, our study con-
tributes to broader understanding of the multifaceted 
impacts of COVID-19 policy responses in various areas 
within Canadian healthcare systems. Implications for 
healthcare delivery and policy development include (1) 
recognizing the role of family/friend caregivers and com-
munity organizations in end-of-life care, (2) recognizing 
health inequities at the end of life, and (3) considering 
possible changes in future end-of-life preferences and 
public attitudes about dying at home and responsibility 
for end-of-life care.

In the face of ongoing restructuring of health services 
and expectations for further public health challenges 
including contagious disease, supporting preferences 
for location of dying and death requires awareness of 
the larger social and epidemiological landscape and the 
need for flexibility and resilience in policy development 
and service delivery. Moreover, among the broader pub-
lic, government communications, as well as advance care 
planning discussions, need to counter idealization of 
both family responsibility and dying at home so that fam-
ilies can make informed choices. The need to improve 
access to quality end-of-life care in different settings has 
been recognized by governments on different levels and 
expressed in various principles/definition documents. 
In this regard, our analyses further emphasize that col-
lective public action is needed to ensure that dying per-
sons have access to family in institutional settings and 
to home-based services. Both are recognized and priori-
tized as essential human rights, as having broader equity 
implications, and as aligning with the principles of pallia-
tive care philosophy.
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