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Short report

Preferences for location of death of seriously
ill hospitalized patients: perspectives from Canadian
patients and their family caregivers

Kelli | Stajduhar and Diane E Allan Centre on Aging and School of Nursing, University of Victoria, BC,
S Robin Cohen Department of Oncology and Medicine, McGill University, QC and Daren K Heyland
Department of Community Health and Epidemiology, Queen’s University, ON

Previous studies involving palliative patients suggest a preference for dying at home. The
purpose of this paper is to examine, prospectively, patient and family caregiver preferences
for, and congruence with, location of death for hospitalized patients with cancer and end-
stage medical conditions. Questionnaires were administered to 440 eligible in-patients and
160 family caregivers in five hospitals across Canada. This paper reports results of 138
patient/family caregiver dyads who answered a question about preference for location of
death. The results suggest that only half of all patients and family caregivers report a pref-
erence for a home death. Furthermore, half of the patient/family caregiver dyads disagree
on preferred location of death. If one of the primary goals of end of life care is to enhance
the quality of life of dying patients and their family caregivers, policies directed towards
ensuring that patients die in their location of choice ought to be a priority and resources
should be allocated to promote the development of excellent care, not only in the home,

but also within our institutional settings.
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Introduction

Population surveys have established that the majority of
people would prefer to be cared for and die at home.! One
consistently reported predictor of location of death is the
availability of a family caregiver (FCG).>3 Frequently, it is
the FCG who provides the majority of physical and emo-
tional support to the dying patient at home.*> Consequently,
the FCG ought to be an active participant in deciding where
patients should die.® Recent evidence suggests, however, that
the FCG is not always involved in this decision, nor are their
preferences for location of death equally considered to that
of the patient.®’

Little research has focused on FCG preferences for place
of death of the patient. Congruence between patient and
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FCG preferences has also received limited attention.
Additionally, available studies focus almost exclusively on
cancer patients and their FCGs, neglecting a larger portion of
the population that dies with end stage medical conditions.
This paper begins to address this gap through an examination
of both patient and FCG preferences for location of death for
patients with cancer and end stage medical conditions. The
research questions guiding this inquiry were: (a) What are
patient and FCG preferences for location of death?; (b) What
is the relationship between patient and FCG preference for
location of death? (c) Do preferences for location of death
differ based on diagnosis (i.e., cancer and noncancer)?

Methods

Data come from a cross-sectional study examining issues
related to the quality of end-of-life care from both the patient
and FCG perspective.3-10 Five tertiary-care teaching hospi-
tals across Canada participated in the study, which was con-
ducted from 2001 to 2003. Eligible patients included those
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Table 1 Patient and caregiver characteristics (n = 138)
Patients Caregivers
n (%) n (%)
Median age (min-max) 72 (54-95) 59 (20-84)
Diagnosis
Cancer 56 (40.5) NA*
Congestive heart failure 43 (31.2) NA
Chronic obstructive 31 (22.5) NA
lung disease
Cirrhosis 8 (5.8) NA
Female
Relationship
Spouse NA 63 (45.7)
Child NA 62 (44.9)
Other NA 13 (9.4)
Employed
Overall quality of life
Excellent 6 (4.3) NA
Very good 16 (11.6) NA
Good 27 (19.6) NA
Fair 45 (32.6) NA
Poor 44 (31.9) NA
Preference for location of death
Home 74 (53.6) 69 (50.0)
Hospital 38 (27.5) 55 (39.9)
Does not matter 26 (18.9) 14 (10.1)

*Not applicable.

over 18 years of age who could understand English, who did
not appear to have cognitive barriers and who had a mini-
mum expected hospital stay of 72h. Additionally, patients
had one or more specified co-morbidities at an advanced
stage (see Table 1). Details regarding patient eligibility are
reported elsewhere.!? All eligible patients who consented to
participate were asked to identify a FCG (family member or
close friend) who provided care at home. If a FCG was not
identified, the patient was still recruited and only the patient
questionnaire was administered. A face-to-face interview
was administered to patients and FCGs by a trained research
nurse. This paper reports results of 138 patient-FCG dyads
who answered a question about preference for location of
death.

Patients were asked: ‘Assume you could achieve the same
high level of quality care at home as well as in the hospital.
If your current condition deteriorated and you had only a few
days or weeks to live, where would you prefer to die?” This
question was reworded for FCGs: ‘Assume you could
achieve good quality care at home as well as in hospital. If
your family member’s condition deteriorated until the point
where s/he was dying, where would you like him/her to be
cared for?” Response categories for both patient and FCGs
included: (a) home; (b) hospital and (c) does not matter.

Frequencies were used to examine preferences for loca-
tion of death of patients and FCGs. The kappa statistic (k)!!
examined the relationship between patient and FCG prefer-
ence for location of death. Chi-square tests were used to
examine preference differences based on type of disease
(cancer versus noncancer).

Results

Table 1 presents demographic characteristics for patient and
FCG participants. Frequencies for preference for location of
death suggest that over half of all patients (53.6%) and half
(50.0%) of all FCGs reported a preference for a home death.
Nineteen percent of patients and 10% of FCGs reported that
it did not matter to them where the patient died.

Results (Table 2) from the 138 patient-FCG dyads suggest
that 49.3% of patients and FCGs agree on preference for
location of death (k = 0.16).

Table 3 reports patient and FCG preferences for location
of death based on diagnosis. Preferences between cancer and
noncancer FCGs are similar and not significantly different
(x* = 2.40, P = 0.30), although slightly more FCGs of peo-
ple with a noncancer diagnosis compared with those with a
cancer diagnosis preferred a hospital death. Over half
(57.1%) of cancer FCGs and just under half (45.1%) of non-
cancer FCGs prefer a home death. Preference for a hospital
death is 32.1 and 45.1% for cancer and noncancer FCGs,
respectively. As shown in Table 3, differences between can-
cer and noncancer patients follow a similar pattern
(x* = 0.54, P = 0.77). Half (50.0%) of all cancer patients
and 56.1% of noncancer patients prefer a home death, while
30.4 and 25.6% of cancer and noncancer patients, respec-
tively prefer a hospital death.

Discussion

Many health systems across Canada advocate home-based
palliative care, noting that patients and FCGs prefer to be

Table 2 Agreement between patient and caregiver prefer-
ence for location of death (n = 138)

Patients
Home Hospital Does not
n (%) n (%) matter
n (%)
Caregivers  Home 45 (32.6) 13(9.4) 11 (8.0)
Hospital 23 (16.7) 20 (14.5) 12 (8.7)
Does not matter 6 (4.3) 5(3.6) 3(2.2)

Table 3 Patient and FCG preference for location of death
based on diagnosis

Cancer (n = 56) Noncancer (n = 82)

Patient FCG Patient FCG

n (%) n (%) n (%) n (%)
Home 28 (50.0) 32 (57.1) 46 (56.1) 37 (45.1)
Hospital 17 (30.4) 18 (32.1) 21 (25.6) 37 (45.1)
Does not matter 11 (19.6) 6 (10.8) 15 (18.2) 8 (9.8)
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cared for and to die at home. In this study, a considerable
number of patients and FCGs reported a preference for dying
at home, but many also reported either the hospital as the
preferred location of death or that location of death did not
matter to them. The idea that home is the ‘ideal location for
care and death’ has taken firm hold in the minds of many
health service providers and policymakers,%!2 and for many
Canadian families, this is certainly the case. However, the
findings reported here also suggest that this idea may not be
reflective of what many patients and FCGs desire, indicating
a need for an individualized approach to decisions regarding
location of death.

That patients and their FCGs agreed only about half the
time on where the patient should die is an important finding.
A qualitative study examining variations in and factors influ-
encing family members’ decisions for palliative home care
found that patients’ and FCGs’ wishes often did not coincide.”
Though this previous research did not make the distinction
between location of care and location of death, it lends sup-
port to the current investigation, highlighting that we cannot
assume that patient and FCG preferences are the same.
Although a patient’s preference to die at home is undoubtedly
important, the preferences of FCGs are clearly significant
given their central role in allowing patients to die at home,
and the documented risks to their own health of caregiving at
home.!3-15 Thus, both patient and FCG preferences should be
given consideration in the decision-making process and
efforts to understand both patient and FCG perspectives
should be made to ensure clear communication exists.

Finally, results from the across-disease comparisons sug-
gest that FCGs of noncancer patients tend to prefer a hospi-
tal death more frequently than a home death. It is not clear
why close to half of these FCGs preferred a hospital death.
We speculate that it is possible that noncancer FCGs are
more comfortable with the hospital than cancer FCGs
because end-stage medical patients often have numerous
hospitalizations to treat exacerbations over the course of
their disease. Family caregivers of noncancer patients may
also feel less confident in taking care of the patient at home
than FCGs of cancer patients because they may perceive the
home care situation to be as technologically complex as the
care they observe in the hospital and the FCGs of noncancer
patients may therefore feel they are unable to handle the care
needed at home. On the other hand, these FCGs may not be
aware of how comfort care to enable the patient to die at
home would be different (technologically) than care in the
hospital. The reasons for and implications of this high per-
centage of FCGs reporting hospital as the preferred location
of death for noncancer patients should be further investi-
gated to enhance our understanding of the end-of-life
experience for noncancer patients and their FCGs, which in
turn will allow us to provide the most appropriate care.

Although this study provides a beginning point for further
investigations, there are a number of limitations. Since the
progression of disease and passage of time have been found
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to influence preference for location of death,! measuring
length of time between interview and death would be
informative. Longitudinal studies are also needed to examine
if and why preferences change over time. Moreover, the
wording of some of our questions could be improved. For
instance, both patients and FCGs were asked to respond to a
hypothetical question and the response categories used for
the question focused on preference for location of death
were limited and difficult to interpret. For example, the cat-
egory ‘does not matter’ could suggest that the respondent
does not have a preference for home or hospital or that they
really have not given the question any thought. Future stud-
ies should consider categories such as home, hospital, nurs-
ing home, hospice, hospital palliative care unit, location does
not matter and have not considered this question. Finally,
only hospitalized patients and their FCGs were surveyed.
Had home care patients and FCGs been surveyed in addition
to hospitalized patients and their FCGs, the results might
have been different.

Further studies focused on understanding the nuances of
patient and FCG preferences and the factors that influence
these preferences are also needed to provide a more com-
plete understanding of preference issues. As Thomas et al.'®
point out, preferences for place of death are rarely stated
categorically, but rather, are often discussed in relation to
factors such as the relationship between the patient and FCG,
interactions with service providers, and support from the
health care system. Both quantitative and qualitative exami-
nations would assist in crystallizing not only the ‘what’ but
also the ‘why’16 of patient and FCG preferences.

Conclusion

Home has often been cited as the location in which most
patients prefer to die and, indeed, much of the evidence sup-
ports this contention. However, there appears to be lack of
agreement between patients and FCGs on a preferred location
of death. If one of the primary goals of palliative and end of
life care is to enhance the quality of life of dying patients and
their FCGs, policies directed towards assisting patients die in
their location of choice, if this choice is supported by the
FCG, ought to be the priority and resources should be allo-
cated to promote the development of excellent care, not only
in the home, but also within our institutional settings.
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