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FACTORS ASSOCIATED WITH LOCATION OF DEATH
(HOME OR HOSPITAL) OF PATIENTS REFERRED

TO A PALLIATIVE CARE TEAM

Ian R. McWhinney, MD, FCFP, FRCP; Martin J. Bass, MD, MSc, FCFP; Vanessa Orr, MA

Objective: To identify factors associated with the location of death (home or hospital) of patients re-
ferred to a palliative care home support team.

Design: Retrospective case-control chart review.
Setting: Palliative care inpatient unit with a home support team in a large chronic care hospital.
Subjects: All 75 patients receiving services from the home support team who died at home between June 1988

and January 1990 and 75 randomly selected patients receiving the same services who died in hospital.
Outcome measures: Place of death (home or hospital).
Results: Of the 267 patients referred to the palliative care home support team during the study period 75

(28.1%) died at home. Factors significantly associated with dying at home were the patient's prefer-
ence for dying at home recorded at the time of the initial assessment (p.< 0.001), a family member
other than the spouse involved in the patient's care (p = 0.021) and the use of private shift nursing (p <
0.001). The patients who died in hospital were more likely than the other patients to have had no
home visits from the palliative care team after the initial assessment (p = 0.04). The patient's preference
for dying at home was not met if the caregiver could not cope or if symptoms were uncontrolled. The
patient's preference for dying in hospital was not met if his or her condition deteriorated rapidly or if
the patient died suddenly.

Conclusions: Patients' preference as to place of death, level of caregiver support and entitlement to pri-
vate shift nursing were significantly associated with patients' dying at home. The determination of
these factors should be part of every palliative care assessment. Patients and their families should be in-

formed about available home support services.

Objectif: Identifier les facteurs associes au lieu du deces (domicile ou hopital) des patients confies a une

equipe de soutien 'a domicile en soins palliatifs.
Conception lttude cas-temoins retrospective des dossiers.
Contexte: Unite de soins palliatifs dotee d'une equipe de soutien 'a domicile d'un grand h6pital pour

malades chroniques.
Patients: Les 75 patients recevant des services de l'equipe de soutien 'a domicile qui sont decedes 'a domi -

cile entre juin 1988 et janvier 1990 et 75 patients choisis au hasard, recevant les memes services, qui
sont decedes 'a l'hopital.

Mesure de resultats : Lieu du deces (domicile ou hopital).
Resultats: Des 267 patients confies 'a l'equipe de soutien 'a domicile en soins palliatifs au cours de la pe-

riode de reference, 75 (28,1 %) sont decedes a domicile. Les facteurs significatifs associes au deces a
domicile etaient la preference du patient 'a cet egard exprimee au moment de l'evaluation initiale (p <

0,001), le fait qu'un membre de la famille autre que le conjoint participe au soin du patient (p = 0,02 1)
et le recours 'a des services infirmiers prives (p < 0,001). Les patients decedes 'a l'hopital etaient plus sus-

ceptibles que les autres de ne pas avoir eu de visites a domicile de l'equipe de soins palliatifs apres
1'evaluation initiale (p = 0,04). On n'a pu respecter le souhait des patients preferant mourir 'a domicile

quand le soignant n'etait pas en mesure de faire face 'a la situation ou que les symptomes etaient incon-

troles. On n'a pu respecter le souhait des patients preferant mourir 'a l'hopital quand leur etat s'est

deteriore rapidement ou qu'ils sont decedes subitement.
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Conclusions La preference des patients quant au lieu du deces, le niveau de soutien resu des soignants
et l'acces a des services infirmiers prives etaient des facteurs significatifs associes au deces du patient a
domicile. Toutes les evaluations de soins palliatifs devraient tenir compte de ces facteurs. Les patients
et leur famille devraient etre mis au courant des services de soutien a domicile offerts.

Regardless of whether they die at home, patients with
advanced progressive terminal illness usually spend

most of their time there.,,2 As the proportion of elderly peo-
ple in our population rises, and as the number of hospital
beds is reduced, the time at home is likely to increase. In a
study in Britain involving patients with cancer 28% stated a
preference for dying at home., Palliative home care services
in several countries have reported rates of death at home of
37% to 70%.3-8 An inpatient palliative care support service
in Britain reported a rate of 26%;9 however, of the 56% of
patients who expressed a preference as to place of death,
53% wished to die at home.

In a British study a random sample of terminally ill can-
cer patients were interviewed at intervals. Initially, 58%
said that they would prefer to die at home, but this
changed to 49% as pressure on caregivers increased with
advancing illness. However, when asked for their prefer-
ence given ideal circumstances, the initial and final prefer-
ences for dying at home were given by 67% and 70% re-
spectively. Of the 34 patients whos~e initial preference was
for dying at home, 18 died at home, 15 in hospital and 2 in
a hospice. Of the 24 who initially stated that they would
prefer to die in hospital or hospice, only I died at home.
The authors concluded that an increase in community care
could enable more people to attain their preference for
home death.

Factors associated with place of death were examined in
a review of medical records of a US home hospice pro-
gram.4 In the regression analysis death at home was signifi-
cantly associated with a higher number of nursing visits,
and death in hospital was associated with a longer period in
the hospice program. In a population-based study in
Genoa, Italy, multivariate analysis revealed that the provi-
sion of palliative home care was the strongest predictor of
death at home and accounted for the trend toward an in-
crease in deaths at home between 1986 and 1990.5 The au-
thors suggested that an expansion of palliative home care
services might enable 60% of cancer patients to die at
home.

The growth of the hospice movement, the development
of palliative care and the expansion of home care programs
have provided different forms of institutional care for dying
patients, as well as support for those wishing to die at
home. Canadians now have more choice in these matters
than they had before. There is little information, however,
on what choices people are making and how successful
they are in attaining their wishes.

The prerequisites for successful home care of dying pa-
tients have been described as (a) the patient's wishes and
family support, (b) a team of professional caregivers and
home support personnel, (c) a physician who is willing to

visit the patient at home, preferably on a scheduled rather
than on an as needed basis and (d) 24-hour availability of
support with a rapid response to crisis calls.10 Rapid re-
sponse and strong support are especially important when
the patient is close to death and the family is distressed by
changing levels of consciousness, noisy breathing and other
terminal symptoms. This may result in the family suddenly
deciding to take the patient to the hospital, with all the po-
tential consequences of death in the ambulance or emer-
gency department and inappropriate attempts at resuscita-
tion. For patients wishing to die in hospital, attainment of
their wish depends on the availability of a bed when it is
needed and good liaison between home care and inpatient
services.

Between June 1988 and January 1990 the Palliative Care
Home Support Team (PCHST) of the Palliative Care In-
patient Unit at Parkwood Hospital, a chronic care hospital
in London, Ont., attended 75 patients who died at home
and 192 who died in hospital. This patient population pro-
vided the opportunity to identify factors associated with
place of death. Our hypotheses were that (a) the place of
death would be associated with the patient's preference at
the time of the initial assessment and (b) death at home
would be associated with a higher level of family support in
the home, a closer association with the PCHST and the
presence of shift nursing during the terminal phase of
illness.

PALLIATIVE CARE HOME SUPPORT TEAM
The PCHST, launched in 1988, provides support for

family physicians and home care nurses caring for patients
with advanced progressive disease and their families. The
team consists of a nurse coordinator, two half-time nurse
clinicians, a physician and a part-time social worker, all of
whom are members of the Palliative Care In-patient Unit.
Most patients are referred to the team by their family
physicians; some are referred by palliative care nurses in
other hospitals and some by medical consultants. Virtually
all patients receive care through the London-Middlesex
Home Care Program, under the supervision of a case
manager.

After the referral one of the team nurses does a full pal-
liative care assessment in the home. Besides a review of
symptoms, medications and functional status, there is an as-
sessment of needs for personal and emotional support for
both patient and family caregivers and of available re-
sources. The patient and family are tactfully asked about
their preferences as to place of death. The nurse's assess-
ment and recommendations are discussed with the team
physician, who also visits the home if the referring physi-
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cian has requested a medical consultation. All new assess-
ments and all active cases are discussed at the weekly team
meeting.

The involvement of the team after the initial assessment
depends on the wishes of the patient and family and on
negotiation with the family physician and home care
nurse. In a few cases no further contact is made with the
patient or caregivers, in others progress is followed by
telephone, and in some a close relationship develops and
periodic visits are made to the home. One of the team

nurses, with physician backup, is available 24 hours a day,
and patients are given a number to call if their home care
nurse or family physician cannot be reached. Although
team members sometimes provide "hands-on" care when
the home care nurse or family physician cannot meet the
need, the team members never take over complete respon-
sibility for care. In many instances, team members, home
care nurses and family physicians know each other well,
and mutual decisions about care are made on the basis of
personal relationships.

One of the team's most important functions is acting as
a liaison between the Palliative Care In-patient Unit and
the home care service. This involves being alert for warning
signs of family exhaustion, the planning of admission for
family relief or symptom control and of discharge home
again, and the planning of admission for terminal care. All
services provided by team members, including telephone
contacts with patients, family members, case managers,
home care nurses and family physicians are recorded in the
chart, which is maintained by the hospital's records depart-
ment.

METHODS

The charts of all 75 patients who died at home be-
tween June 1988 and January 1990 were reviewed by one
of us (I.R.M.), who was also physician for the team during
most of the study period. The following items of informa-
tion were abstracted from the charts and entered on
recording forms: age, sex and marital status of the patient,
type of residence (house or apartment), composition of
household and family structure; diagnosis; dates of initial
assessment, death and final admission to hospital, if ap-
plicable; number of visits to the home and of phone con-
tacts with patient or family, home care nurse or case man-
ager, and family physician; provision of shift nursing at

time of final admission or death at home; and patient's
preference as to place of death. On the basis of the nurse's
initial assessment the preference was recorded in one of
three categories:
1.Strong preference for remaining at home.
2. Preference for remaining at home conditional on family

caregivers' ability to cope, or preference for remaining
at home without strong support from family caregivers.

3. Strong preference for admission to hospital (no distinc-
tion was made between preferences for death in the

Palliative Care In-patient Unit and those for death in an
acute care hospital).
The mother tongue of the patient was recorded as an

indication of possible cultural influence on the choice.
Notes were made about reasons for patients' choices not
being fulfilled, about the circumstances surrounding the
deaths at home and about the team's involvement in these
deaths.

For comparison a list was compiled of all 192 patients
who were attended by the PCHST during the study period
and who died in hospital. The charts of 75 of these patients
were randomly selected with the use of a random-number
generator. The same items of information that were ab-
stracted from the charts of patients who died at home were
obtained from these charts.
A validity check of patients' preference ratings was

conducted in a subsample of 10 patients (5 from each
group) by the team nurses, each independently reviewing
the other's assessments. Eight of the 10 patients were
given the same rating by both the nurse and the investi-
gator (kappa value 0.736). Only one of the discordant
ratings was between the strong preference categories 1
and 3.

All data were entered and analysed with the use of Epi-
Info software (version 5.0, US Centers for Disease Control
and Prevention, Atlanta). The X2 test was used to compare
categorical data, and t-tests were used to compare continu-
ous data. A p value of less than 0.05 was considered to be
significant.

RESULTS

In all, 75 (28.1%) of the 267 patients referred to the
PCHST died at home during the study period. Of the 75
patients who died in hospital and whose charts were re-
viewed, 55 died in the Parkwood Hospital's Palliative Care
In-patient Unit, I in another palliative care unit and 19 in
acute care hospitals.

DEMOGRAPHIC CHARACTERISTICS
AND DIAGNOSIS

Table 1 shows the demographic characteristics of the
patients and their caregivers and the diagnoses in the two
groups. The groups were similar in terms of mean age and
diagnosis. The group of patients who died at home had
more men and single people and fewer married people than
the group who died in hospital; however, none of these dif-
ferences was statistically significant. Ten patients who lived
alone died at home, as compared with 14 living alone who
died in hospital. More of the households of the patients
who died at home than of those who died in hospital con-

tained a daughter, son or person other than the patient's
spouse (p = 0.021). Fewer of the patients who died at home
than of those in the comparison group were cared for by
their husbands, and more were cared for by a daughter or
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son; none of these differences was statistically significant. A of patients who died at home than of those who died in
slightly higher, but not significantly different, proportion hospital had a first language other than English.

able I: Demographic characteristics and diagnoses of patients referred to a palliative care team who died at
aome or in hospital between June 1988 and January 1990
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DURATION AND FREQUENCY OF CONTACT
WITH THE PALLIATIVE CARE TEAM

For the patients who died at home the duration of con-
tact with the PCHST was from their initial assessment to
the time of death. The mean duration of contact for this
group was 63.3 days. For those who died in hospital the du-
ration of contact with the team was from the time of their
initial assessment to the time of final admission to hospital.
The mean duration of contact for this group was 70.2 days.
This difference was not statistically significant. Ten pa-
tients died within 2 days after admission, 37 died within 3
to 20 days after admission, and 28 were in hospital for 3
weeks or longer.

Even though their duration of contact with the team was

shorter, the patients who died at home had more contacts
with the PCHST nurses than did the patients who died in
hospital (Table 2). The mean number of home visits by the
team nurse was significantly greater in the group of patients
who died at home than in the other group, both from the
time of initial assessment (p = 0.004) and during the last
week before death (p < 0.001).

For 18 of the deaths at home the PCHST nurses and
physicians responded to distress calls from the family and
often spent several hours in the home supporting the family
and dealing with distressing terminal symptoms such as
dyspnea and restlessness.

Significantly more of the patients who died in hospital
than of those who died at home were not visited by the
team after the initial assessment (p = 0.04) or were not vis-
ited in the last week before admission to hospital or death
(p < 0.005) (Table 2). Although not a statistically significant
difference (p = 0.059) the team nurses made more phone
calls to home care nurses for the patients who eventually
died at home (mean 2.01) than for those admitted to hospi-
tal (mean 1.57). The two groups did not differ significantly
in their frequency of contact with the team physician. The
patients who died at home had more private shift nursing
than those who died in hospital (p < 0.001) (Table 2).

PREFERENCE FOR DYING AT HOME

Of the 150 patients in the study 58 (38.7%) expressed a
strong preference for dying at home, and 24 (16.0%) a
conditional preference. When this was extrapolated to the
whole group of 267 patients referred to the PCHST,
47.2% had a preference, either strong or conditional, for
dying at home. As we predicted, the patients who died at
home had a much stronger preference for remaining at
home than those who died in hospital (p < 0.001) (Table
2). In each group, however, there were patients whose
preference was not met: 20 patients died at home despite
their strong initial preference to be admitted to hospital,
and 11 patients died in hospital even though they had ex-

-at e:: brin, 0

Group; no. (and %) of patients*

Death at home (n = 75) Death in hospital (n - 75)

Patient preference

To die at home

To die at home conditional on family's ability to cope

To die in hospital

Not clear

Palliative care team

No nurse visitst

No nurse visits in last weekt

Mean no. of nurse visits (and standard deviation [SD])

Mean no. of nurse visits in last week (and SD)

Mean no. of physician visits (and SD)

Shift nursing§

No shift nursing

< 9 hours per day

9-24 hours oer dav

47 (62.7)

7 (9.3)

20 (26.7)

1 (1.3)

20 (26.7)

27 (36.0)

1.57 (1.21)

1.20 (1.15)

0.47 (1.01)

51 (68.0)

11 (14.7)

13 (17.3)

11 (14.7)

17 (22.7)

45 (60.0)

2 (2.7)

33 (44.0)

45 (60.0)

1.00 (1.12)

0.48 (0.64)

0.47 (0.79)

70 (93.3)

4 (5.3)

1 (1.3)

< 0.001

0.04

< 0.005

0.004

< 0.001

0.478

< 0.001

7Values are given as number (and %) of patients unless otherwise stated.

Does not include initial assessment.
tLast week before death or final admission to hospital.
§At time of death or last admission to hospital.

CAN MED ASSOC J * FEB. 1, 1995; 152 (3) 365

Factor p value

IVUI-, F%"- --I



pressed a wish to remain at home. Of the 24 patients in
the conditional category, 17 died in hospital. Of the 20
patients who wished to die in hospital but died at home 7
had a condition that deteriorated rapidly before admission
could be arranged, 2 died suddenly, and 8 changed their
minds about remaining at home; for the remaining pa-
tients, a bed was not available when needed for 1, and no
reason was recorded for the other two. The reasons why
the 11 patients who wished to remain at home died in hos-
pital were as follows: uncontrolled symptoms (4), family
discord (3), caregiver became ill (1), home conditions
proved to be inadequate (1), and death occurred while in
hospital for family relief (1); no reason was given for 1 pa-
tient. Of the 17 patients in the conditional group who died
in hospital 4 were admitted because of the caregiver's
death or illness, 8 were admitted because the caregiver was
unable to manage, and 3 had uncontrolled pain; no reason
was recorded for 2 patients.

DISCUSSION

Of the patients referred to the PCHST between June
1988 and January 1990, 47.2% had a preference for dying
at home. The rate of deaths at home among these patients
(28.1 %) was similar to that among all cancer patients in
Britain in 1987 (27%)3 and in Genoa, Italy, (33%)5 but
lower than most rates reported by other palliative care
home support services.3`,', The expectation that the pa-
tient's preference would be associated with place of death
was strongly confirmed (p < 0.001). Failure to attain the
stated preference was often due to the kind of sudden and
unexpected developments that are associated with terminal
illness: rapid deterioration, uncontrolled symptoms and
sudden death. Of interest, eight patients decided to stay at
home after initially stating a preference for dying in hospi-
tal. The conditional category included patients whose pref-
erence for dying at home was qualified by doubts about the
family's ability or willingness to cope, and in 17 of these
admission to hospital was necessary.

That 10 patients were able to remain at home even
though they lived alone was surprising but can be easily ex-
plained: 3 had 24-hour nursing care, I had a 24-hour
homemaker,-and 3 died suddenly and unexpectedly; for the
remaining 3, family members managed the care even
though they did not reside in the home.

There were some significant differences between the
two groups in composition of the patient's household. The
household in the group who died at home was less likely to
consist of patient and spouse alone and more likely to have
a resident daughter or son. This supports the hypothesis
that dying at home would be associated with a greater level
of support in the home.

The group of patients who died at home had signifi-
cantly more visits from the PCHST nurses; the patients
who died in hospital were more likely to have no home vis-
its after the initial assessment. The PCHST nurses had

more contacts with home care nurses and case managers for
patients who died at home than for those who died in hos-
pital, an association also reported by Bass, Pestello and Gar-
land. Although the results indicate a closer association
with the PCHST in the group of patients who died at

home, it cannot be assumed that the team's support enabled
the patient to remain at home. Close association with the
PCHST could have been a result of the patient's wish to re-
main at home as well as a factor enabling the patient to at-
tain this wish. On the other hand, there is evidence that for
some patients the PCHST, by responding to distress calls,
was instrumental in enabling the patient to remain at home
in the last stages of illness. Since 10 patients died within 48
hours after admission to hospital, intervention by the
PCHST might have enabled more people to attain their
preference for dying at home. In the Genoa study, an in-
crease of 5% in the rate of deaths at home between 1986
and 1990 was attributed to the activity of a home palliative
care service.5

The use of shift nursing in the home was strongly asso-
ciated with dying at home (p < 0.001). In nearly all cases
this was paid for by an employee's or retiree's benefit plan.
Often, the patient and family were unaware that they were
entitled to this benefit, and questions about entitlements
were a routine part of the PCHST's assessment. The use of
these benefits could have been the result of the patient's de-
cision to die at home rather than a factor enabling the pa-
tient to remain at home. It was the team's observation,
however, that patients dying in hospital rarely had entitle-
ments to private shift nursing. The availability of additional
resources therefore seems to be an important factor in en-
abling patients to remain at home during their final days.
Since the insurance policies usually stipulated that only ser-
vices by nurses would be covered, nearly all the shift nurs-
ing was provided by RNs. In some cases the services of a
nursing assistant or night attendant would have been suffi-
cient. Since shift nursing had such a strong association with
dying at home in our study, and since one-to-one profes-
sional nursing is expensive, further research should be done
into the levels of care needed for patients dying at home.

Retrospective studies have a number of limitations. Since
criteria for the interpretation of the material have not been
established in advance, the interpretation depends on the
judgement of the investigators more so than in prospective
studies. Although the use of a randomly selected control
group enables associations between factors to be identified,
without randomization it is not possible to make strong
causal inferences. Collection and interpretation of the data
by a member of the clinical team who had prior knowledge
of the main outcome (place of death) raises the possibility of
bias. In our study the investigator's judgement of patients'
preferences as to place of death was subjected to a validity
check. Significant associations were found despite some dis-
agreement about classification. Other recorded items re-
quired only simple calculations, such as numbers of visits or
telephone calls, with minimal interpretation.
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Wherever patients choose to die, our health services
should try to help them attain their wish. In our study,
when strong support services were available most patients
who stated a preference for dying at home had their wish
fulfilled; some who initially wished to go to hospital
changed their mind when they saw how well supported
they could be at home. As pressure on hospital beds in-
creases, it may become more difficult to meet patient's de-
sires for admission to hospital. If patients and their families
knew more about the support available to them at home,
more of them might choose to remain at home. At present
we know little about the factors influencing patients'
choices. Further research could help us to counsel patients
and their families in the later stages of illness.

To explore patients' choices further we believe that a se-
ries of interviews should be conducted with patients and
their family caregivers when they have come to the point
of thinking about the care they would prefer in the last
stages of illness. In a prospective study the criteria for as-
sessing preferences could be established in advance, al-
though room would have to be left for interviewers to vary
their approach to such a sensitive subject. Subsequent inter-
views could explore the factors that supported or interfered
with the patient's choice or that led to a change of mind.
One of these factors would be the availability of different
levels of shift nursing, homemaking and night sitting in the
last stages of illness. To assess the strength of this factor, all
levels of care would need to be available for all patients in
the study, irrespective of their entitlements. An economic
assessment of this factor would be important. Preferably,
the study should use a population sample, which would
thus avoid the risk of selection bias inherent in a sample of
patients referred to a palliative care support team. The use
of a population sample would also make it possible to assess
the strength of the PCHST as a factor in enabling patients
to attain their wishes.

In addition, causal relations between these interventions
and place of death could be examined in controlled trials.
However, our experience has been that the use of con-
trolled trials to assess palliative care services, especially if
randomization is involved, poses unique methodologic and
ethical problems."

For patients who choose to die at home and their fami-
lies, the final days are a crucial testing time. If strong sup-
port is not readily available some caregivers will be unable
to bear the strain, and the patient and family will go
through the trauma of an unplanned admission in the last
hours. These crises can be avoided if physicians and nurses
prepare families for this ordeal, visit the home frequently
and make themselves instantly available for distress calls.
Whenever possible, shift nursing, or at least the services of
a night attendant, should be offered during the final days so
that the family caregiver can get some rest. The patient's

and family caregiver's preferences as to place of death, the
support available in the household and the patient's entitle-
ment to private nursing are important elements in predict-
ing the place of death and should form part of every home
assessment.
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