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Abstract 

Background: Death at home has been identified as a key quality indicator for Canadian health care systems and is 
often assumed to reflect the wishes of the entire Canadian public. Although research in other countries has begun to 
question this assumption, there is a dearth of rigorous evidence of a national scope in Canada. This study addresses 
this gap and extends it by exploring three factors that moderate preferences for setting of death: situational severity 
(entailing both symptoms and supports), perceptions of family obligation, and respondent age.

Methods: Two thousand five hundred adult respondents from the general population were recruited using online 
panels between August 2019 and January 2020. The online survey included three vignettes, representing distinct 
dying scenarios which increased in severity based on symptom management alongside availability of formal and 
informal support. Following each vignette respondents rated their preference for each setting of death (home, acute/
intensive care, palliative care unit, nursing home) for that scenario. They also provided sociodemographic information 
and completed a measure of beliefs about family obligations for end-of-life care.

Results: Home was the clearly preferred setting only for respondents in the mild severity scenario. As the dying sce-
nario worsened, preferences fell for home death and increased for the other options, such that in the severe scenario, 
most respondents preferred a palliative care or hospice setting. This pattern was particularly distinct among respond-
ents who also were less supportive of family obligation norms, and for adults 65 years of age and older.

Conclusions: Home is not universally the preferred setting for dying. The public, especially older persons and those 
expressing lower expectations of families in general, express greater preference for palliative care settings in situations 
where they might have less family or formal supports accompanied by more severe and uncontrolled symptoms. 
Findings suggest a) the need for public policy and health system quality indicators to reflect the nuances of public 
preferences, b) the need for adequate investment in hospices and palliative care settings, and c) continuing efforts to 
ensure that home-based formal services are available to help people manage symptoms and meet their preferences 
for setting of death.
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Background
An aging population, changes in dominant causes of 
death and some policy and system shifts toward com-
munity-based care in Canada mean that over the last 
several decades hospital deaths appear to be declining, 
with corresponding increases in deaths in long-term 
residential care or at home [1]. However, the proportion 
of deaths at home occurring in Canada has still been 
relatively low compared to other countries [2]. Along-
side policy emphases on aging in place and an increas-
ing focus on cost-cutting among Western governments, 
Canada has been prioritizing home death/dying at 
home in public policy, bolstered by persistent and often 
unquestioned claims that this reflects peoples’ wishes 
and preferences [3–5].

Indeed, general population surveys and some other 
types of research, primarily in several Western or 
European countries, appear at first glance to confirm a 
majority preference for home death, with proportions 
varying between 59 and 70% [6, 7]. Some methodologi-
cal concerns, however, have been raised about the evi-
dence [7, 8], including critiques about oversimplified 
measurement [9], the conflation of place of care and 
place of death [10, 11] or of expectations and prefer-
ences [12], and a tendency to exclude respondents who 
express ‘no preference’ [8]. Moreover, in a few studies, 
greater or at least equal preference for dying in insti-
tutional settings such as hospice was reported [includ-
ing Cox et  al., 2013 in the UK [13]; Powell et  al., 2014 
in Namibia [14]; Chung et al., 2017 in Hong Kong [15]]. 
The use of vignette methodology may uncover more 
such variation in preferences [16, 17].

Alongside this emerging evidence, several UK schol-
ars have argued that home is not the best place for all 
people in all circumstances [18, 19], especially given the 
complexity of care at the end of life [5, 20, 21]. In Can-
ada, Hankivsky et  al. [4], and in the U.S., Benson et  al. 
[22], have identified that home death may not be desir-
able and/or attainable for all marginalized groups, such 
as those facing barriers to accessing formal services, or 
have, for instance, insecure housing. As such, caution is 
needed not to idealize dying at home nor assume people 
would universally orient towards the experience in the 
same manner.

Canadian data examining preferences for place or 
setting of death among the general public is still quite 
scarce. Wilson et  al. [23] collected data in 2010 from 
1203 adult respondents in the province of Alberta, which 

indicated that 70.8% preferred to be at home near death 
compared to other alternatives. A few years later, in 2013, 
the Canadian Hospice Palliative Care Association pub-
lished the results of a national panel survey of 2976 Cana-
dians, reporting that of those that indicated a preference 
for place of death, 75% expressed a preference for home 
[12]. However, only 52% of respondents actually expected 
that the majority of their care towards the end of life 
could be provided in their home, and around 40% of the 
sample expressed no preference for either place of death 
or place of end-of-life (EOL) care. Lastly, in an older 
study using a much smaller sample, Martineau, Blondeau 
and Godin [24] examined preferences among 138 older 
retired persons in the province of Québec, reporting that 
when faced with a scenario involving pain, 67% intend 
to choose hospital as a place of death; even in a scenario 
without pain, only 34% chose home.

A variety of research has contributed to emerging 
knowledge about a host of factors that may be associ-
ated with preferences to die in institutional settings in 
contrast to home, such as living alone/being single or 
widowed [in South Australia [25] and in Canada [23]]; 
poverty and housing precarity [in South Australia [25], 
the U.S. [26] and in Canada [23, 27]], or living in an urban 
area [in South Australia [25] and in Denmark [28]].

A body of research that is primarily qualitative in 
nature also suggests that considerations about symptom 
management and the availability of both family and for-
mal supports (which may be affected by both social and 
geographic location) might affect people’s preferences for 
setting of death. Such research has variously indicated 
how practical realities (such as unavailable services), 
needs for medical management and symptom control, 
concern for safety and quality of life at home, a desire to 
protect family members, uncertainties associated with 
terminal illness, fear of dying alone, and wanting to put 
trust in professionals, can all potentially shift preferences 
towards institutional settings [11, 13, 29–33]. Indeed, the 
Canadian Hospice Palliative Care Association indicated 
that consideration of practical realities and care needs at 
the end of life might explain the reported discrepancies 
in their survey between place of death preferences and 
expectations among the public [12].

In 2018, Etkind et al. [34] reviewed 57 studies to syn-
thesize factors influencing preferences for place of care, 
place of death, and care involvement in older adults with 
advanced illness or receiving palliative care. The authors 
identified perceived “support from and burden on family 
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and loved ones” (p.1031) as prominent influences in this 
regard (and as potentially superseding personal views), 
as well as perceptions of what care could be provided in 
different settings, a desire to maintain independence or 
to maintain quality over quantity of life, and beliefs about 
future illness progression and symptoms. Moreover, pref-
erences were not always formed or actively expressed.

In the present study, in addition to the severity of the 
context in which people are dying (including access to 
formal and informal supports, and severity of symp-
toms), we are interested in several other potential moder-
ators of preferences for setting of dying. First, given that 
expectations of family responsibility are institutionalized 
within home care policies across Canada [if not EOL care 
policies [3]], it is important to also consider how support 
for generalized family care obligation norms might also 
shape personal preferences for setting of death. Greater 
attitudinal support for familialism in this regard may be 
associated with personal preferences for dying at home, 
although to our knowledge, this has not been tested in 
existing research. Those who express less normative sup-
port for family obligation may be less likely to want to die 
at home insofar as this might reflect an increased, latent 
concern with burdening family members. A bidirectional 
effect is also possible, if persons who strongly wish to be 
cared for and die at home manifest stronger expectations 
for family support to be able to do so.

Second, associations between older age and decreased 
preferences for dying at home have been reported in 
some research [12, 25, 31, 35, 36]. Etkind et al. [34] did 
not report an association between age and preferred 
place of death (but did find an association between older 
age and preference for home-based care towards the 
EOL), suggesting the research overall may be equivocal. 
Tentative explanations for age as a factor reducing pref-
erences for home death include that older adults might 
place greater emphasis on not wanting to be a burden to 
their family members (who may be more likely to be older 
themselves, [37], especially in countries with generous 
public funding of alternative options [38]. Accumulated 
life experience may also generate increased awareness of 
the nuanced realities of health conditions and care needs. 
Cohort effects might also be operating, with older gen-
erations being generally more likely to trust in medical 
professionals and treatments [39]. As such, we believed 
that older age might be associated with stronger prefer-
ences for dying in settings other than home.

Other potential moderators of preference for place of 
dying might be those pertaining to peoples’ past care 
experiences and/or past experience with the death of 
a close friend/family member, although research is not 
definitive in this regard [6, 40]. Personality characteristics 

such as neuroticism may affect end of life decision mak-
ing and preferences [41, 42].

In sum, given the pervasiveness of assumptions about 
public preferences for home death, alongside the cur-
rent designation of home death as a positive indicator 
of health system function by the Canadian Institutes for 
Health Information [41], the first objective of this study 
was to examine public attitudes about preferences for 
setting of death, including dying at home or in inten-
sive care, palliative care, or a nursing home/long-term 
care. Our second objective was to explore variation and 
nuance involved in preferences for dying – for instance, 
home death might be less preferred in more challenging 
contexts, as well as by older versus younger adults, and 
by respondents who express less normative support for 
family obligation.

Methods
Respondents and procedure
A sample of Canadian adults was recruited for an online 
study by Qualtrics1 between August 2019 and Janu-
ary 2020 (before the COVID-19 pandemic in Canada). 
Qualtrics used one panel partner to field the study in 
Canada – a panel is a group of potential respondents 
that can be sampled to reflect, to the greatest extent pos-
sible, the general Canadian population. Although not a 
purely random or nationally representative sample, pan-
els are arguably more feasible and cost-effective alterna-
tives to random dialing of all household phone numbers 
[43, 44]. To ensure sufficient numbers of participants 
across the lifespan, who speak both official Canadian lan-
guages, as well as men and women and those who live in 
both urban and rural areas, we provided Qualtrics with 
quotas related to age; French as first language; gender; 
and rural geographic location. Invitations and strategies 
used to recruit qualified panelists into a panel survey can 
vary; most panelists have access to a dashboard that lists 
studies they can participate in. From there they may still 
receive periodic invitation prompts, or they can opt-in to 
the survey autonomously if they so choose. Respondents 
are rewarded in numerous ways for opting in, including 
points at retail outlets and gift cards.

REB approval was received from the first author’s 
institution, and all methods were carried out in accord-
ance with relevant guidelines and regulations. Respond-
ents indicated their informed consent at the beginning 
of the survey. Respondents could choose to complete 
the survey measures described below in either official 
language of Canada (French and English), and on their 
phone or a computer (with internet access). All meas-
ures were translated from English into French, reviewed 

1 https:// www. qualt rics. com/ resea rch- servi ces/ online- sample/

https://www.qualtrics.com/research-services/online-sample/
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by French-language speakers, back-translated, and then 
checked against the original English. We “soft launched” 
the survey with a small sample of 200 respondents to 
assess data quality and response distributions prior 
to the full survey launch. This helped us identify slight 
changes to some question and response wording for 
accuracy. It also led us to pilot test how quickly some 
people could reasonably answer the survey, to derive an 
exclusion quality criteria in this regard of < 6 minutes. 
Of the 3236 people who accessed the survey and were 
allowed to complete it (excluding those turned away 
because of full quotas), 667 failed to pass quality checks 
and 69 were dropouts (i.e., discontinued the survey 
before completing it). The final sample of 2500 therefore 
represents a 77.2% completion rate.

Survey
Four types of information were collected through the 
online survey for this analysis, presented here in order in 
which they were answered. First, we assessed sociodemo-
graphic information, generally following procedures and 
categories used by Statistics Canada.2 For our analysis we 
created three age groups representing younger (18-44), 
middle-aged (44-64), and older (> 65) adults.

Second, we assessed preferences for setting of dying 
using vignettes. Respondents were asked to imagine 
that they were currently dying from an illness and pre-
sented with three aspects of the situation that were modi-
fied concurrently to create mild, moderate and severe 
situational scenarios: the three aspects were 1) how well 
pain and other symptoms were managed; 2) availability 
and access/proximity to formal health care services; and 
3) availability of informal/family support. These aspects 
of variation were indicated by our review of existing 
research findings. We pre-tested the vignettes with two 
focus groups of university students (n = 8 in each), and 
after further refinement, sent them to our knowledge 
advisory team and five caregivers or older adults in our 
team’s social networks, for additional assessment of the 
face validity of the items and question and response 
wording. Minor changes to wording were made as a 
result. The final vignettes are presented in Table 1.

After each of the three vignettes was presented to 
respondents, they were asked to rate separately their 
preference for each of the four settings (with the option 
to add another): “In this specific situation, how much 
would you want to spend your last two weeks of life3 in 
the following places (where 1 is ‘not at all’ and 5 is ‘very 
much’): your own home or the home of a family member 

or friend; acute or intensive care unit; a hospice or pallia-
tive care setting; nursing home or long-term residential 
care; another place (please specify).” To mitigate order 
effects, the order of vignette presentation was rand-
omized among respondents. Places specified as ‘other’ 
were recoded where appropriate, into the other catego-
ries; the remainder of responses were too small to permit 
inclusion in subsequent analyses. Importantly, use of the 
term preferences in this paper reflects the most highly 
rated option, rather than an explicit comparison of one 
option over another.

Third, we assessed support for family obligations to 
provide care using an adapted version of the Family 
Norms Scale [45] that was initially developed in French 
and English with a focus on caring for older frail fam-
ily members. We modified the 14 items to refer to dying 
rather than older or frail family members (see Addi-
tional File 1). Each item is rated on a 5-point scale rang-
ing from 1 (completely disagree) to 5 (completely agree). 
We reverse coded three items and then summed them to 
form the overall score (possible range of 14–70). Higher 
scores on this scale correspond to greater endorsed fam-
ily obligations. In the current study, this measure had a 
Cronbach’s alpha of .84, indicating good internal consist-
ency. The variable was normally distributed with a mean 
of 2.9 and standard deviation of .66. Splitting the scores 
at the median (2.93), we divided respondents into two 
groups indicating low versus high belief that it is the fam-
ily’s responsibility to provide end-of-life care.

Fourth, we included several brief ancillary measures at 
the end of the survey to capture variables that might be 
related to end-of-life preferences. These included three 
questions assessing whether respondents had past expe-
riences with: providing care to a friend/family member, 
the death of a close friend/family member, and being 
involved in decisions about life-supporting treatment. 
“Yes” was coded 1 and “no” was coded 0 for each ques-
tion. We also asked a question about whether the person 
was themselves facing a life-threatening illness (1 = yes, 
0 = no). Finally, we included a 2-item measure of neuroti-
cism from the Ten Item Personality Inventory [46].

Analyses
We examined our first research objective with a 3 (lev-
els of situational severity: mild, moderate, and severe) 
by 4 (preferred settings of dying: home, acute/intensive 
care, palliative care, and long-term care) within-subjects 
repeated measures analysis of variance. Situational sever-
ity and place of death were the manipulated independent 
variables and ratings of preference for where partici-
pants would want to spend the last two weeks of life was 
the dependent variable. We followed significant effects 
with post-hoc pairwise comparisons using Fisher’s least 

2 https:// www150. statc an. gc. ca/ n1/ en/ subje cts/ popul ation_ and_ demog raphy
3 This was modified from a single-item measure used by Wilson et  al. 
(2013) which asked respondents “if you were diagnosed with a terminal ill-
ness, where would you choose to spend your last two weeks of life?” [24]

https://www150.statcan.gc.ca/n1/en/subjects/population_and_demography
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significant difference (LSD) procedure. We report both 
statistical test information (with significant effects asso-
ciated with p ≤ .05, two-tailed) and partial eta-squared 
as a measure of effect size in which small, medium, and 
large effects are associated with ηp

2 values of .01, .06, and 
.14, respectively [45]. Very few data were missing on the 
sociodemographic variables in Table 2 (ranging from 0 to 
15 out of 2500) or on the ratings of preferences for place 
of death across the three severity scenarios (ranging from 
8 to 15 out of 2500). We did not, therefore impute miss-
ing data. Data were analyzed using SPSS Version 27.

Our second research question concerned modera-
tors of dying preferences. We began by exploring cor-
relations between our preference for dying at home 
variables (mild, moderate, and severe) and the vari-
ables we hypothesized might affect them. We explored 
both the significance of correlations, and the strength 
of effects where correlations of .1, .3, and .5 are asso-
ciated with small, medium, and large effect sizes [47]. 
We selected variables for subsequent moderator anal-
yses that had significant correlations associated with 
small to medium effect sizes with all three home sce-
nario variables, resulting in two subsequent analyses in 
which family obligations (high vs low) and respondent 
age (young, middle-aged, old) were added as independ-
ent variables to the base model described above. Level 
of situational severity and preferred setting of death are 
again within-subjects factors, and family obligations 
and age are between-subjects repeated factors. We 
focus our interpretation of these moderator analyses on 

the significant three-way interactions between severity, 
setting of death, and either family obligations or age. 
Additional information concerning main effects and 
two-way interactions for these analyses (which were 
with only one exception significant) are available as a 
supplemental file.

Results
Respondent characteristics
Sociodemographic information for the final sample of 
2500 respondents is summarized in Table  2. Respond-
ents ranged in age from 18 to 99, with a Mage  = 52.3 
(SD = 17.4). The sample had roughly equal numbers of 
men and women and the majority of respondents were 
white, English-speaking, married, well-educated, reli-
gious and urban dwelling. Most participants had past 
or current experiences with death and dying. Although 
directly comparable census data is in most cases una-
vailable, our estimates suggest that the sample is roughly 
representative of Canadians 18+ on many sociodemo-
graphic characteristics (age, gender, income, religios-
ity, marital status, rural or urban residence) with slight 
under-representation of respondents self-identifying as 
ethnic minority and over-representation of highly edu-
cated respondents.

Preferences for setting of dying across the three vignettes
We examined respondents’ preference ratings for 
place of dying in each scenario for the four options 

Table 1 Survey vignettes eliciting preferences for setting of dying in three scenarios

In this section, we will show you three hypothetical scenarios in which we: (a) ask you to imagine that you are dying and have two weeks to 
live, and (b) ask you about your preferences for where you would want to spend the last two weeks of life.

Vignette 1. Imagine you are currently dying from an illness, and in addition:
 You have only a few symptoms associated with the disease you are dying from, including mild pain and minor difficulties with breathing. You  
     would rate the severity of these symptoms as 1 out of 10, where 10 is the worst possible. You have no difficulty coping with these symptoms.
 Family and friends are always available to help care for and support you
 Health care professionals are readily available to visit you to attend to any health concerns you might have, even on weekends and evenings. It is  
     also approximately 5 minutes to the closest hospital.

Vignette 2. Imagine you are currently dying from an illness, and in addition:
 You have several symptoms associated with the disease you are dying from, including moderate pain, moderate difficulty breathing, and some  
     difficulty walking. You would rate the severity of these symptoms as 5 out of 10, where 10 is the worst possible. You are having some difficulty  
      coping with these symptoms.
 Family and friends are usually, although not always, available to help care for and support you, and
 Health care professionals are not always available to visit you to attend to any health concerns you might have. Their availability could be delayed  
     or limited especially on weekends and evenings. It is also approximately 30 minutes to the closest hospital.

Vignette 3. Imagine you are currently dying from an illness, and in addition:
 You have many symptoms associated with the disease you are dying from, including severe pain, severe difficulty breathing, very limited mobility,  
     and some problems paying attention and remembering things. You would rate the severity of these symptoms as 10 out of 10, where 10 is the  
     worst possible. You are having a great deal of difficulty coping with these symptoms.
 You have no family or friends available to help care for or support you
 Health care professionals are not available to visit you to attend to any health concerns you might have. It is also approximately 2 hours to the  
     closest hospital.
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(i.e., home, acute/intensive care, hospice/palliative 
care unit, long-term care). Histogram distributions 
for each setting and each scenario are provided (see 
Additional File 2) with a score of 5 indicating highest 
preference.

Regarding our first research objective, there was 
a significant multivariate main effect of situational 
severity [F(2,2446) = 425.77, p  < .001, ηp

2  = .26] on 
overall preferences for place of death, where pref-
erences increased from mild severity (M = 2.53; 
SE = .02) to moderate severity (M = 2.89; SE = .02) 
to severe severity (M = 2.99; SE = .02). These mean 
scores were all significantly different from one 
another (all ps < .001). There was also a main effect of 
setting [F(3,2445) = 1187.92, p < .001, ηp

2 = .59] where 
overall preferences were highest for home (M = 3.81; 
SE = .02), followed by hospice/palliative care unit 
(M = 2.877; SE = .02), intensive/acute care (M = 2.40; 
.02), and lowest for LTC (M = 2.14; SE = .02). Again, 
all pair-wise comparisons were significant (ps < .001). 
The presence of interaction effects, however, makes 
these main effect findings relatively less meaningful. 
Importantly, the interaction between severity and set-
ting was also significant [F(6,2442) = 314.02, p < .001, 
ηp

2  = .44]. The mean scores in Table  3 demonstrate 
that as situational severity increased, preference for 
dying at home decreased, whereas preferences for 
dying in a palliative care unit/hospice, long-term care 
facility, and in acute/intensive care increased. Post-
hoc pairwise comparisons revealed that all compari-
sons were significant except at the highest severity 
level, where there was a non-significant difference of 
preference scores between home and acute/intensive 
care options (p = .325).

Table 2 Summary of demographic characteristics of the 
respondent sample

Characteristic N (%)

Age
 Younger (18–44) 755 (30.2)

 Middle-aged (45–64) 1002 (40.1)

 Older (65+) 737 (29.5)

Gender
 Female 1219 (48.8)

 Male 1269 (50.8)

 Non-binary 12 (.5)

First Language
 English 1949 (77.8)

 French 448 (18.0)

 Other 101 (4.2)

Citizenship Status
 Canadian citizen 2380 (95.2)

 Landed immigrant, permanent  
     resident, refugee, other

120 (4.8)

Relationship Status
 Divorced/Separated 314 (12.6)

 Married or common law 1330 (53.2)

 Never Married/Other 732 (29.3)

 Widowed 123 (4.9)

Ethnicity
 Arab 22 (.9)

 Asian 127 (5.1)

 Bi-racial or other 73 (2.9)

 Black Caribbean or Black African 55 (2.2)

 First Nations or Métis 47 (1.9)

 Latin American 25 (1.0)

 South or Southeast Asian 112 (4.5)

 White 2036 (81.5)

Religion/Belief System
 Religious 1549 (61.5)

 Non-spiritual, no religious  
     affiliation

671 (27.2)

 Spiritual, no religious affiliation 257 (10.3)

Formal Education
 High school diploma or less 650 (26.0)

 Some college or university or  
     higher

1850 (74.0)

Household Income (before tax)
 $0–$19,999 270 (10.8)

 $20,000–$39,999 522 (20.9)

 $40,000–$59,999 491 (19.6)

 $60,000–$79,999 386 (15.4)

 $80,000–$99,999 304 (12.2)

 $100,000+ 520 (20.8)

Residence
 Metropolitan area (1 million) 556 (22.2)

 Large city (100,000–999,999) 803 (32.1)

Missing data on each of the variables in this table ranged from 0 to 15 out of 2500

Table 2 (continued)

Characteristic N (%)

 Medium city (30,000–99,999) 423 (16.9)

 Small city (10,000-29,999) 225 (9.0)

 Town (1000-9999) 293 (11.7)

 Village (300–999) 85 (3.4)

 Hamlet (fewer than 300) or  
     other

79 (3.2)

Experiences with death and dying
 Current life-threatening illness 131 (5.2)

 Provided care for dying family  
     member or friend

982 (39.3)

 Experienced the death of a  
     close friend or family member

2239 (89.6)

 Involved in decision to stop or  
     not start life-supporting treatment

473 (18.9)
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Moderators of preferences for setting of dying 
across the three vignettes
Turning to moderators of dying preferences, corre-
lations between preferences for dying at home were 
significant with small effect sizes for age, and signifi-
cant with small to medium effect sizes for family obli-
gations. None of the other hypothesized moderator 
variables was significantly related to preference for 
dying at home across the three severity scenarios (see 
Table 4).

With respect to the family obligation analysis, there 
was a significant three-way interaction between sever-
ity, setting, and family obligation [F(6,2440) = 9.248, 
p  < .001, ηp

2  = .02]. This interaction is depicted visu-
ally in Fig.  1 and we note that non-overlapping error 
bars indicate significant differences. All pairwise com-
parisons in this Figure are significant (ps < .05) with two 
exceptions: (1) the difference between intensive/acute 
care and hospice/palliative care unit in the case of mild 
severity and high family obligations, p = 0.78, and (2) 
the difference between intensive/acute care and long-
term care in the case of mild severity and low family 
obligations, p = .19. This figure shows that as the sever-
ity of the context worsens people are increasingly likely 
to prefer non-home dying options. In addition, for 
respondents with high family obligation scores, home 
death remains a preferred option for dying, although 
in the most severe situation home death is equally pre-
ferred to dying in a hospice/palliative care unit. Con-
versely, for respondents with low family obligation 
scores, home death is no longer a preferred option even 
in the most severe situation; both intensive/acute care 

and especially hospice/palliative care units are pre-
ferred options in that case.4

With respect to the age analysis, similar to the pre-
vious analyses, as the severity of the context worsens, 
people increasingly prefer non-home dying options, 
whereas preference for home death decreases. This pat-
tern was moderated by age as shown in Fig.  2, which 
omits the middle-aged group because age effects were 
linear such that age effects are clearest when compar-
ing the older and younger groups. All paired compari-
sons between dying at home options were significant 
(ps < .05) with three exceptions: In the high family obli-
gation group differences were not significant: (1) when 
severity is mild between intensive/acute care and LTC, 
p = .51; and (2) when severity is high between home 
and hospice/palliative care unit, p = .35. In the low 
family obligation group differences were not significant 
(3) when severity is mild between intensive/acute care 
and LTC, p = .09.

For younger adults, dying at home is the most preferred 
option even in the severe scenario, in which it is rated on 
par with palliative care. Conversely, for older adults, pal-
liative care preferences approach those of home death in 
the moderate severity condition and by far surpass it in 
the severe scenario. Our oldest respondents even express 
a preference for dying in intensive/acute care over home 
in the severe scenario.

Discussion
Confirming population-based research in other (primar-
ily Western) countries, we can conclude from the present 
study that home is not universally the preferred setting 
for dying in this Canadian sample. The public expressed 
greater preference for care on a palliative care unit or 
hospice in  situations where they might have less fam-
ily or formal support, accompanied by more severe and 
unmanaged symptoms. This confirms emerging evidence 
from qualitative research about the importance of these 
kinds of contingencies [11, 29–32, 34]. Our findings also 
align with a recent Australian survey of the general older 
population that employed a discrete choice experiment 
model, and which concluded that not only was there sub-
stantial heterogeneity in preferences, but that preferences 
for death at home were only minimally greater than pref-
erences for death in institutional settings [48].

In the present study, those expressing lower care expec-
tations of families in general show greater preference 
for being in a palliative or hospice care setting (and to 
a lesser extent, acute/intensive care) in the more severe 

Table 3 Mean scores and standard errors for place of dying 
preferences across severity of the dying scenarios

ICU intensive care unit, LTC long-term residential care or nursing home, Palliative 
care hospice or palliative care unit

Severity Place Severity X Place 
Mean (SE)

Lower 
– Upper 
95% CI

Mild Home 4.39 (.02) 4.34–4.43

ICU/Acute care 1.82 (.02) 1.78–1.87

Palliative care unit 2.16 (.03) 2.11–2.21

LTC 1.76 (.02) 1.72–1.80

Moderate Home 4.00 (.03) 3.96–4.06

ICU/Acute care 2.40 (.03) 2.35–2.45

Palliative care unit 2.95 (.03) 2.90–3.00

LTC 2.22 (.02) 2.17–2.27

Severe Home 3.04 (.03) 2.97–3.10

ICU/Acute care 2.98 (.03) 2.92–3.04

Palliative care unit 3.49 (.03) 3.43–3.55

LTC 2.44 (.03) 2.38–2.49
4 During analysis, family obligation scores were also tested as a trichotomous 
variable (low, medium, high). A similar pattern of results emerged compared 
to family obligations as a dichotomous variable. Consequently, we present the 
dichotomous results for simplicity.
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scenario we presented in the survey. Although we are 
unable to ascertain the causal direction of the effect, it 
is possible that those with lower family obligation scores 
were more concerned about or attuned to the potential 
effects of EOL caregiving on their own family members, 
generating a preference for care in these other two set-
tings over home, in the most severe scenario. It may also 
be possible that people who express lower expectations 
of families in general are those who might already have 
less support from family (or lower relationship quality) 
and who therefore anticipate that it will not be possible 
for them to die at home in the most severe scenario.

The high family obligation group, in contrast, indicated 
relatively equal preference for either a palliative care unit 
or home in the most severe scenario. The continued high 
ranking of dying at home in this scenario, under these con-
ditions, is surprising, as the conditions might highly con-
strain the quality and experience of dying at home. This 
finding might reflect either a lack of awareness about the 
services that can and cannot be provided in these two dif-
ferent settings, a sense that severe EOL symptoms are 
unavoidable, and/or a lack of understanding about or pre-
paredness for what dying at home might entail [49]. There 
is a need for clinicians to discuss expectations in this regard 
with families; making sure that people understand what 
care can and cannot be available at home, and explain when 
the complexity of care needed might make it impossible to 
facilitate a comfortable home death. There are, however, 
particular challenges in this regard that may necessitate 
training and resources for health care providers [50–52].

Notably, even those expressing strong support for fam-
ily obligations tended to have reduced support for home 
death in the most severe scenario, compared against the 
mild and moderate scenarios. Importantly, we know from 
some related research on eldercare in Western countries 

that people might strongly support both state and family 
care responsibility [53, 54]. The Canadian Hospice Pallia-
tive Care Association panel survey [12] likewise indicated 
that respondents expected EOL support from both pro-
fessionals and family. Other research suggests the pub-
lic has bounded, rather than limitless, expectations for 
their own involvement in EOL care [55]. In Canada, this 
bounded sense of family responsibility alongside support 
for state involvement has been confirmed in research 
examining public preferences for caring for older adult 
family members [45, 56, 57]. Indeed, even though high 
support for family care can be found among immigrant 
older adults [58], the authors emphasize that this does 
not mean that professional home care is not needed or 
would not be utilized among these groups.

Older persons also expressed greater preference for 
care within a palliative care setting or hospice (and a 
lesser extent acute/intensive care) as opposed to home in 
the most severe scenario. It is possible that the associa-
tion between age and preferred setting of dying might be 
explained by a tendency for reduced sense of familialism 
in older age groups [59], or at least greater concern with 
family burden. However, this was not supported by our 
data, since older age was in fact associated with greater 
support for family obligations. Instead, we believe that 
this finding may be a cohort and/or age effect related to 
increased preference for medical intervention, and per-
haps an increased desire to place trust in medical pro-
fessionals [60]. In addition, older adults may have more 
experience receiving formal services like home care, and 
may envision that the disruption involved in their home 
environment towards the EOL might be too excessive. 
They may have more experience with how bad symptoms 
can get or what it feels like to not be coping well. They 
may also have more direct and indirect experience with 

Table 4 Correlations among study variables

Values indicate Pearson correlation coefficients

* p < .05. ** p < .01

1 2 3 4 5 6 7 8 9 10 11

1. Mild Home Scenario 1

2. Moderate Home Scenario .33** 1

3. Severe Home Scenario .12** .51** 1

4. Age −.06** −.12** −.13** 1

5. Gender .03 −.02 −.06** −.14** 1

6. Family Obligations .07** .16** .20** −.15** −.07** 1

7. Past Care of Dying Individual .04* .02 −.02 .12** .04 .06** 1

8. Past Death of Close Family .05* .02 −.05* .20** −.03 −.04 .22** 1

9. Past Decision to Stop Life Support .05* .00 −.03 .19** −.02 −.03 .28** .15** 1

10. Neuroticism .01 .04 .05** −.26** .14** .02 −.05* −.04* −.12** 1

11. Current Life-Threatening Illness −.02 −.02 −.01 .10** −.06** −.02 .04 .02 .03 −.02 1
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what palliative care and hospitals can do for dying per-
sons and their families - past experiences were positively 
and significantly correlated with age [61].

We also found that previous experience with care or 
death/dying was only minimally correlated with prefer-
ences, which was perhaps surprising, as previous expe-
riences can inform our attitudes about care in particular 
settings. However, this lack of a strong correlation aligns 
with other research [23, 35].

Somewhat surprisingly, many people, especially those 
who are older, would want to die in an acute or intensive 
care setting in the severe scenario. Among individuals 
supporting this option, there may be a misunderstanding 

of palliative care settings5 (even fear of euthanasia), a 
belief that care at the end of life is still a medical issue, or 
a desire to ‘go down fighting’ (which may reflect sociali-
zation into an acute care mindset that infuses the rest of 
the health care system). This may indicate a need for pub-
lic education about the limits to what care in these set-
tings can accomplish in the last two weeks of life [62, 63].

Given that variation in preferences about dying at 
home does exist, we need to consider whether Canadian 

Fig. 1 Preference for four dying options crossed by scenario severity and family obligation

Fig. 2 Preference for four dying options crossed by scenario severity and respondent age

5 Indeed, this issue was a key focus of national consensus-building activities 
conducted in this country: see Palliative Care Matters: How Canada’s health 
system needs to change. Consensus statement of the Palliative Care Matters 
lay panel. Ottawa, Canada. November 9, 2016.
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policies are indeed evidence-based in a way that is appro-
priately sensitive to the complexities of public attitudes 
(Cox and colleagues [13] make a similar argument in 
the UK). The findings from our research raise questions 
about the extent of public consensus on this issue [64].

Limitations of this study include its use of non-random 
sampling to meet quotas, which introduces the possibility 
of selection and non-response bias. Although the sample 
appears roughly comparable to the Canadian population 
on several key socio-demographic variables such as age, 
gender, and income, there was slight over-representation 
of White-identifying respondents and a more distinct over-
representation of highly educated respondents. This may 
have resulted in the opinions highly educated respondents 
in particular being magnified. People without access to the 
Internet also would have been unable to complete the sur-
vey, which would include proportionately more marginal-
ized populations and people living in more remote areas. 
We are also presenting sample-wide findings; in reality, 
there can be complex differences between provinces and 
territories in access to quality services and care, as well as in 
actual trends and patterns in places of death [65].

Even slight under-representation of cultural and visible 
minority groups, as well as Indigenous communities, is 
another concern, which meant that we could not exam-
ine differences between these groups and the majority 
White population. The need for further research with 
these populations is even more important due to trends 
in immigration, the lack of clear research evidence in 
this area, and the need for equity analyses of policy. For 
instance, death at home might be less preferred than in 
alternative settings in some immigrant and indigenous 
communities [4, 36, 66], yet remain the dominant pref-
erence in others [67–69]. We also know little about how 
culture and processes of racialization, in countries with 
substantial immigrant populations, shape experiences 
of death/dying, group variations in preferences, and the 
need for appropriate care [70, 71].

Conclusions
Death at home has been identified as a key positive qual-
ity indicator for Canadian health care systems, and dying 
at home seems almost universally assumed to reflect the 
wishes of the entire Canadian public. Although some 
research in other countries has begun to question this 
assumption, this article presents the first rigorous evidence 
from Canada. This study contributes important informa-
tion about factors that moderate preferences for setting 
of dying, as well as some factors that do not (e.g., neuroti-
cism, having a life-threatening illness). Our findings illu-
minate some important ways in which public preferences 
for setting of dying depend on our perceptions of available 
formal and informal supports and symptom severity, and 

how they might, in addition, be shaped by age- or cohort-
related effects as well as the extent of our normative sup-
port for family care obligations.

Resources and practices are needed that support flex-
ibility in conditions of uncertainty and/or ambivalence. 
Since views/preferences are context-dependent, we need 
to develop supports that are responsive to changing con-
texts which are common at the EOL, including education 
about EOL as a process rather than an event that may 
occur across multiple locations of care, and to help family 
caregivers understand that if people do not die at home, 
this is not because they have done something wrong. 
Continued public and micro-level education in interac-
tions with health care professionals is also needed about 
what might or might not be accomplished in particular 
settings of care, in the last two weeks of life.

The findings from this study further suggest a need for 
public policy and proxy quality indicators of a good death 
that reflect the complexity of public preferences, along-
side nuanced public policy statements regarding home 
care and EOL care. In addition, the findings suggest 
not only that we need adequate investments in hospice 
and palliative care settings (and their inclusion within 
proxy health system indicators of good deaths), but also 
to ensure that home-based formal services are available 
to help people manage symptoms as much as possible 
towards the EOL. With regards to the latter, a recent 
report [72] has highlighted gaps in services and system 
vulnerabilities in this regard have been brought to light 
during the COVID-19 pandemic, which has simultane-
ously led to increased demand for palliative home care 
services, as more people sought to die at home during 
this time. Future research conducted by the team since 
this initial survey will ascertain whether or not public 
preferences have in fact shifted in this context.

Supplementary Information
The online version contains supplementary material available at https:// doi. 
org/ 10. 1186/ s12904- 022- 01023-1.

Additional file 1. 

Additional file 2. 

Additional file 3. 

Acknowledgements
We would like to thank all survey respondents, as well as the advice of Virtual 
Hospice, Palliative Manitoba and the Canadian Hospice Palliative Care Associa-
tion. In addition, we appreciate the contributions of Danielle Saj, Erin Scott, 
Olivia Peters, Camille Nichols, Alexander Villafranca, Christopher Campbell, 
François Aubé, and the Centre for Social Science Research and Policy (Uni-
versity of Manitoba), to survey development, piloting, formatting, translation, 
literature review, programing, and data cleaning.

Authors’ contributions
LF drafted the bulk of the manuscript, coordinated the project and led the 
research team. CM oversaw the data collection and analysis and maintains 

https://doi.org/10.1186/s12904-022-01023-1
https://doi.org/10.1186/s12904-022-01023-1


Page 11 of 12Funk et al. BMC Palliative Care          (2022) 21:139  

the data file. NDR cleaned, analyzed and interpreted survey data, and created 
the tables. All authors except NDR contributed in a substantial way to survey 
development and testing and provided input to the project and its concep-
tion and design, as well as to interpretation of analyses. All authors read, 
contributed to and approved the final manuscript, and have agreed to be 
personally accountable for their contributions.

Funding
This project was funded by an Insight Grant from the Social Sciences and 
Humanities Council of Canada (File Number 435–2018-0257). This funding 
body had no role or influence in the design, analysis, and interpretation or 
writing of this publication.

Availability of data and materials
The datasets generated and/or analysed during the current study are not yet 
publicly available as they are still be used for additional primary analyses and 
publications by the research team but are available from the corresponding 
author on reasonable request.

Declarations

Ethics approval and consent to participate
This survey received institutional approval from the University of Manitoba 
Human Research Ethics Board (P2019:019) and McGill Faculty of Medicine 
Institutional Review Board (A04-E30-19B), and all methods were carried out in 
accordance with relevant guidelines and regulations as per these protocols, 
including obtaining informed consent from survey respondents.

Consent for publication
N/A.

Competing interests
The authors declare that they have no competing interests.

Author details
1 Department of Sociology and Criminology, University of Manitoba, 307-183 
Dafoe Road, Isbister Building, Winnipeg, Manitoba R3T2N2, Canada. 2 Depart-
ment of Psychology, University of Manitoba, Winnipeg, Manitoba R3T2N2, 
Canada. 3 Department of Communication, University of Ottawa, Ottawa, 
Ontario K1N6N5, Canada. 4 School of Interdisciplinary Studies, University 
of Glasgow, Dumfries, Scotland DG1 4AL, UK. 5 Department of Political Studies, 
University of Manitoba, Winnipeg, Manitoba R3T2N2, Canada. 6 School of Nurs-
ing, University of Victoria, Victoria, British Columbia V8P5C2, Canada. 7 Lady 
Davis Research Institute, 3755 Côte Sainte Catherine Road, Montréal, Québec 
H3T 1E2, Canada. 

Received: 6 December 2021   Accepted: 11 July 2022

References
 1. Wilson DM, Truman CD, Thomas R, Fainsinger R, Kovacs-Burns K, Froggatt 

K, et al. The rapidly changing location of death in Canada, 1994–2004. Soc 
Sci Med. 2009;68(10):1752–8.

 2. Pivodic L, Pardon K, Morin L, Addington-Hall J, Miccinesi G, Cardenas-
Turanzas M, et al. Place of death in the population dying from diseases 
indicative of palliative care need: a cross-national population-level study 
in 14 countries. J Epidemiol Community Heal. 2016;70(1):17–24.

 3. Funk LM. Home healthcare and family responsibility: a critical discourse 
analysis of talk and text. Healthc policy. 2013;9(SP):86.

 4. Hankivsky O, Grace D, Hunting G, Giesbrecht M, Fridkin A, Rudrum 
S, et al. An intersectionality-based policy analysis framework: critical 
reflections on a methodology for advancing equity. Int J Equity Health. 
2014;13(1):1–16.

 5. Van Pevenage I, Durivage P, Dequin A-M, Hamel-Roy L. Do older adults 
wish to die at home (and can they?). In: Billette V, Marier P, Seguin A-M, 
editors. Getting Wise about Getting Old: Debunking Myths about Aging. 
Vancouver: Purich Books; 2020. p. 207–214.

 6. Higginson IJ, Sen-Gupta GJA. Place of care in advanced cancer: a qualita-
tive systematic literature review of patient preferences. J Palliat Med. 
2000;3(3):287–300.

 7. Gomes B, vd. Heterogeneity and changes in preferences for dying at 
home: a systematic review. BMC Palliat Care. 2013;12:7.

 8. Hoare S, Morris ZS, Kelly MP, Kuhn I, Barclay S. Do patients want to die 
at home? A systematic review of the UK literature, focused on missing 
preferences for place of death. PLoS One. 2015;10(11):e0142723.

 9. Pollock K. Is home always the best and preferred place of death? Bmj. 
2015;351:h4855.

 10. Agar M, Currow DC, Shelby-James TM, Plummer J, Sanderson C, Aber-
nethy AP. Preference for place of care and place of death in palliative care: 
are these different questions? Palliat Med. 2008;22(7):787–95.

 11. MacArtney JI, Broom A, Kirby E, Good P, Wootton J, Adams J. Locating 
care at the end of life: burden, vulnerability, and the practical accomplish-
ment of dying. Sociol Health Illn. 2016;38(3):479–92.

 12. Association CHPC. What Canadians say: the way forward survey report. 
Ottawa, ON: Harris/Decima; 2013.

 13. Cox K, Bird L, Arthur A, Kennedy S, Pollock K, Kumar A, et al. Public atti-
tudes to death and dying in the UK: a review of published literature. BMJ 
Support Palliat Care. 2013;3(1):37–45.

 14. Powell RA, Namisango E, Gikaara N, Moyo S, Mwangi-Powell FN, Gomes 
B, et al. Public priorities and preferences for end-of-life care in Namibia. J 
Pain Symptom Manag. 2014;47(3):620–30.

 15. Chung RY-N, Wong EL-Y, Kiang N, Chau PY-K, Lau JYC, Wong SY-S, et al. 
Knowledge, attitudes, and preferences of advance decisions, end-
of-life care, and place of care and death in Hong Kong. A popula-
tion-based telephone survey of 1067 adults. J Am Med Dir Assoc. 
2017;18(4):367–e19.

 16. Dassel KB, Utz R, Supiano K, McGee N, Latimer S. The influence of hypo-
thetical death scenarios on multidimensional end-of-life care preferences. 
Am J Hosp Palliat Med. 2018;35(1):52–9.

 17. Yamagishi A, Morita T, Miyashita M, Ichikawa T, Akizuki N, Shirahige Y, 
et al. Providing palliative care for cancer patients: the views and exposure 
of community general practitioners and district nurses in Japan. J Pain 
Symptom Manag. 2012;43(1):59–67.

 18. Exley C, Allen D. A critical examination of home care: end of life care as an 
illustrative case. Soc Sci Med. 2007;65(11):2317–27.

 19. Morris SM, Thomas C. Placing the dying body: emotional, situational 
and embodied factors in preferences for place of final care and death in 
cancer. In: Emotional geographies: Routledge; 2016. p. 33–46.

 20. Borgstrom E. Planning for an (un) certain future: choice within English 
end-of-life care. Curr Sociol. 2015;63(5):700–13.

 21. Broom A, Kirby E. The end of life and the family: hospice patients’ views 
on dying as relational. Sociol Health Illn. 2013;35(4):499–513.

 22. Benson JJ, Schwarz B, Tofle RB, Parker OD. The motivations and conse-
quences of dying at home: family caregiver perspectives. J Hous Elderly. 
2018;32(3–4):278–336.

 23. Wilson DM, Cohen J, Deliens L, Hewitt JA, Houttekier D. The preferred 
place of last days: results of a representative population-based public 
survey. J Palliat Med. 2013;16(5):502–8.

 24. Martineau I, Blondeau D, Godin G. Choosing a place of death: the 
influence of pain and of attitude toward death 1. J Appl Soc Psychol. 
2003;33(9):1973–93.

 25. Foreman LM, Hunt RW, Luke CG, Roder DM. Factors predictive of pre-
ferred place of death in the general population of South Australia. Palliat 
Med. 2006;20(4):447–53.

 26. Ko E, Kwak J, Nelson-Becker H. What constitutes a good and 
bad death?: perspectives of homeless older adults. Death Stud. 
2015;39(7):422–32.

 27. Wales J, Kalia S, Moineddin R, Husain A. The impact of socioeconomic 
status on place of death among patients receiving home palliative 
care in Toronto, Canada: a retrospective cohort study. J Palliat Care. 
2020;35(3):167–73.

 28. Schou-Andersen M, Ullersted MP, Jensen AB, Neergaard MA. Factors asso-
ciated with preference for dying at home among terminally ill patients 
with cancer. Scand J Caring Sci. 2016;30(3):466–76.

 29. Evans WG, Cutson TM, Steinhauser KE, Tulsky JA. Is there no place like 
home? Caregivers recall reasons for and experience upon transfer from 
home hospice to inpatient facilities. J Palliat Med. 2006;9(1):100–10.



Page 12 of 12Funk et al. BMC Palliative Care          (2022) 21:139 

 30. Gerber K, Hayes B, Bryant C. ‘It all depends!’: A qualitative study of prefer-
ences for place of care and place of death in terminally ill patients and 
their family caregivers. Palliat Med. 2019;33(7):802–11.

 31. Gott M, Seymour J, Bellamy G, Clark D, Ahmedzai S. Older people’s 
views about home as a place of care at the end of life. Palliat Med. 
2004;18(5):460–7.

 32. Harstäde CW, Andershed B. Good palliative care: how and where?: the 
patients’ opinions. J Hosp Palliat Nurs. 2004;6(1):27–35.

 33. Seale C. Dying alone. Sociol Health Illn. 1995;17(3):376–92.
 34. Etkind SN, Bone AE, Lovell N, Higginson IJ, Murtagh FEM. Influences on 

care preferences of older people with advanced illness: a systematic 
review and thematic synthesis. J Am Geriatr Soc. 2018;66(5):1031–9.

 35. Gomes B, Higginson IJ, Calanzani N, Cohen J, Deliens L, Daveson BA, et al. 
Preferences for place of death if faced with advanced cancer: a popula-
tion survey in England, Flanders, Germany, Italy, the Netherlands. Portugal 
and Spain Ann Oncol. 2012;23(8):2006–15.

 36. Gott M, Frey R, Wiles J, Rolleston A, Teh R, Moeke-Maxwell T, et al. End of 
life care preferences among people of advanced age: LiLACS NZ. BMC 
Palliat Care. 2017;16(1):1–10.

 37. Fried TR, van Doorn C, O’Leary JR, Tinetti ME, Drickamer MA. Older 
persons’ preferences for site of terminal care. Ann Intern Med. 
1999;131(2):109–12.

 38. Mair CA, Quiñones AR, Pasha MA. Care preferences among middle-
aged and older adults with chronic disease in Europe: individual health 
care needs and national health care infrastructure. Gerontologist. 
2016;56(4):687–701.

 39. Lloyd L. Dying in old age: promoting well-being at the end of life. Mortal-
ity. 2000;5(2):171–88.

 40. Thomas C. Dying: places and preferences. In:  Palliative care nursing: prin-
ciples and evidence for practice. 2nd ed. Maidenhead, New York: Open 
University Press; 2008. p. 91–105.

 41. Canadian Institute for Health Information. CIHI’s analytical plan: 2021 to 
2023. Ottawa: Canadian Institute for Health Information; 2021.

 42. Lattie EG, Asvat Y, Shivpuri S, Gerhart J, O’Mahony S, Duberstein P, et al. 
Associations between personality and end-of-life care preferences 
among men with prostate cancer: a clustering approach. J Pain Symptom 
Manag. 2016;51(1):52–9.

 43. Kempf AM, Remington PL. New challenges for telephone survey research 
in the twenty-first century. Annu Rev Public Heal. 2007;28:113–26.

 44. Holbrook A, Krosnick J, Pfent A. The causes and consequences of 
response rates in surveys. Lepkowski, JM, Tucker, CJ, Brick, M, Leeuw, E, 
Japec, L, Lavrakas, PJ Link, MW Sangster, RL eds. Adv Teleph Surv Meth-
odol. Stanford: Stanford Univ; 2008. p. 499–28.

 45. Guberman N, Gagnon É, Lavoie J-P, Belleau H, Fournier M, Grenier L, et al. 
Families’ values and attitudes regarding responsibility for the frail elderly: 
implications for aging policy. J Aging Soc Policy. 2006;18(3–4):59–78.

 46. Gosling SD, Rentfrow PJ, Swann WB Jr. A very brief measure of the big-five 
personality domains. J Res Pers. 2003;37(6):504–28.

 47. Cohen J. Statistical power analysis for the social sciences. 2nd ed. Hills-
dale: Lawrence Erlbaum Associates; 1988.

 48. Kenny P, Street DJ, Hall J, Agar M, Phillips J. Valuing end-of-life Care 
for Older People with advanced Cancer: is dying at home important? 
Patient-Patient-Centered Outcomes Res. 2021;14(6):803–13.

 49. Stajduhar KI, Funk L, Outcalt L. Family caregiver learning—how family 
caregivers learn to provide care at the end of life: a qualitative secondary 
analysis of four datasets. Palliat Med. 2013;27(7):657–64.

 50. Bergenholtz H, Missel M, Timm H. Talking about death and dying in a 
hospital setting-a qualitative study of the wishes for end-of-life conversa-
tions from the perspective of patients and spouses. BMC Palliat Care. 
2020;19(1):1–9.

 51. Carey ML, Zucca AC, Freund MAG, Bryant J, Herrmann A, Roberts BJ. Sys-
tematic review of barriers and enablers to the delivery of palliative care 
by primary care practitioners. Palliat Med. 2019;33(9):1131–45.

 52. Clayton MF, Iacob E, Reblin M, Ellington L. Hospice nurse identification 
of comfortable and difficult discussion topics: associations among self-
perceived communication effectiveness, nursing stress, life events, and 
burnout. Patient Educ Couns. 2019;102(10):1793–801.

 53. Daatland SO, Herlofson K. ‘Lost solidarity’or ‘changed solidarity’: a 
comparative European view of normative family solidarity. Ageing Soc. 
2003;23(5):537–60.

 54. Ward RA. Linkages between family and societal-level intergenerational 
attitudes. Res Aging. 2001;23(2):179–208.

 55. Wennman-Larsen A, Tishelman C. Advanced home care for cancer 
patients at the end of life: a qualitative study of hopes and expectations 
of family caregivers. Scand J Caring Sci. 2002;16(3):240–7.

 56. Kemp CL, Denton M. The allocation of responsibility for later life: Cana-
dian reflections on the roles of individuals, government, employers and 
families. Ageing Soc. 2003;23(6):737–60.

 57. Guberman N, Lavoie J-P, Blein L, Olazabal I. Baby boom caregivers: care in 
the age of individualization. Gerontologist. 2012;52(2):210–8.

 58. Haig A, Koehn S, Lonsdale E. Caring for Immigrant Older Adults: Learning 
from Lived Experiences (Policy brief ); 2020.

 59. Gans D, Silverstein M. Norms of filial responsibility for aging parents 
across time and generations. J marriage Fam. 2006;68(4):961–76.

 60. Levinson W, Kao A, Kuby A, Thisted RA. Not all patients want to partici-
pate in decision making: a national study of public preferences. J Gen 
Intern Med. 2005;20(6):531–5.

 61. Trivedi N, Peterson EB, Ellis EM, Ferrer RA, Kent EE, Chou W-YS. Awareness 
of palliative care among a nationally representative sample of US adults. J 
Palliat Med. 2019;22(12):1578–82.

 62. Hua MS, Li G, Blinderman CD, Wunsch H. Estimates of the need 
for palliative care consultation across United States intensive care 
units using a trigger-based model. Am J Respir Crit Care Med. 
2014;189(4):428–36.

 63. Papadimos TJ, Maldonado Y, Tripathi RS, Kothari DS, Rosenberg AL. An 
overview of end–of–life issues in the intensive care unit. Int J Crit Illn Inj 
Sci. 2011;1(2):138.

 64. Badcott D. Assisted dying: the influence of public opinion in an increas-
ingly diverse society. Med Health Care Philos. 2010;13(4):389–97.

 65. Williams AM, Crooks VA, Whitfield K, Kelley M-L, Richards J-L, DeMiglio 
L, et al. Tracking the evolution of hospice palliative care in Canada: a 
comparative case study analysis of seven provinces. BMC Health Serv Res. 
2010;10(1):1–15.

 66. Seymour J, Payne S, Chapman A, Holloway M. Hospice or home? Expecta-
tions of end-of-life care among white and Chinese older people in the 
UK. Sociol Health Illn. 2007;29(6):872–90.

 67. Habjan S, Prince H, Lou KM. Caregiving for elders in first nations commu-
nities: social system perspective on barriers and challenges. Can J Aging/
La Rev Can du Vieil. 2012;31(2):209–22.

 68. Hotson KE, MacDonald SM, Martin BD. Understanding death and dying in 
select first nations communities in northern Manitoba: issues of culture 
and remote service delivery in palliative care. Int J Circumpolar Health. 
2004;63(1):25–38.

 69. Ko E, Cho S, Perez RL, Yeo Y, Palomino H. Good and bad death: exploring 
the perspectives of older Mexican Americans. J Gerontol Soc Work. 
2013;56(1):6–25.

 70. Cain CL, Surbone A, Elk R, Kagawa-Singer M. Culture and palliative care: 
preferences, communication, meaning, and mutual decision making. J 
Pain Symptom Manag. 2018;55(5):1408–19.

 71. Nielsen LS, Angus JE, Gastaldo D, Howell D, Husain A. Maintaining 
distance from a necessary intrusion: a postcolonial perspective on dying 
at home for Chinese immigrants in Toronto, Canada. Eur J Oncol Nurs. 
2013;17(5):649–56.

 72. Canada G of. No Title [Internet]. Palliative Care. 2021. Available from: https:// 
www. canada. ca/ en/ health- canada/ servi ces/ palli ative- care. html# s6. 
Accessed 28 Jan, 2022.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

https://www.canada.ca/en/health-canada/services/palliative-care.html%23s6
https://www.canada.ca/en/health-canada/services/palliative-care.html%23s6

