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Abstract

Purpose: The purpose of this study is to determine which element of advance care planning (ACP) - an advance directives
(AD) document or an end-of-life discussion between patient and family (DwF), if any—improves the likelihood of cancer
patients’ attaining their preferences regarding treatments in the last month of life and dying in the place they prefer. Methods:
First-degree relatives of deceased cancer patients, interviewed by telephone, were asked if the treatments the patients
received in their last month of life and their place of death corresponded to the patients’ preferences. Nominal logistic
regression analyses were conducted in search of significant association between having an AD document and/or conducting a
DwF and patients’ treatment and place of death in accordance with their preferences. Results: 491 deceased patients were
included in the study. Their average age was 68; 52% were women. According to 32% of the relatives, the patients’ treatment
in the last month of life was aligned with their preferences and 55% said the patients had died in their preferred place. Only
16.5% had an AD document, 58.5% only discussed their treatment preferences with relatives, and 25% did neither. DwF and
ability to speak until last week of life were significantly related to receiving treatment consistent with patients’ preferences.
Dying where the patient prefers is significantly associated with having an AD and a DwF, with an AD yielding higher odds.
Conclusion: A multifaceted interconnection exists between the two elements of ACP in attaining cancer patients’ wishes
and abetting better end of life care.
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process.'?"> In many counties, the designation of a surro-
gate is included in the AD document.

Advance care planning may be especially important for
cancer patients because numerous complex caregiving deci-
sions are made during their illness. Advance care planning is
found to be associated with improved quality of EOL, less use
of aggressive treatments at EOL, and a better chance of

Introduction

The debate over medical decision-making at end of life (EOL)
has been on the medical, legal, ethical, and public agenda for
almost half a century.' Although advance care planning
(ACP) has long been thought to improve compliance with
patients’ preferences at EOL, innumerable studies and projects
indicate that the issue has not yet been settled.*® Advance care
planning is an ongoing process that helps individuals share
their preferences regarding future medical care.”® Its first
element is a legal advance directives (AD) document (a living
will) that specifies individuals’ care preferences if they can no
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longer express them. The second is the designation of a
surrogate decision-maker (granting of power of attorney); the
third is a discussion between patients and family members as
to the preferences of the former (Discussion with Family—
DwF),”!* as family members often attend cancer consulta-
tions together with patients'' and most cancer patients prefer
to have their families participate in the decision-making
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receiving EOL care consistent with patients’ preferences.'®>

However, the impact of ACP is usually studied and understood
en bloc, bundling the discussion with the documentation of
goals and preferences for future medical treatment and care.
Therefore, the outcomes of care are attributed to the entire
ACP process rather than to each of its elements separately.'’

The attainment of patients’ treatment preferences is key to
quality patient-centered EOL care.”* The alignment of care
with individuals’ preferences, including those relating to place
of death, is one of the most common indicators of such
care.'®*>2° Thus, the purpose of this study is to determine
which element of ACP -AD or DwF, if any -improves the
likelihood of cancer patients’ attaining their preferences re-
garding treatment in their last month of life and dying in the
place that they prefer.

Methods

Research Population

The target population of this retrospective cross-sectional
study is comprised of Israeli citizens aged 23+ who died
from cancer three to 6 months before the study. The con-
secutive names of 1000 cancer patients who had received care
at large 4 university medical centers in Israel, including details
of their primary first-degree relatives, were retrieved from the
centers’ medical records. The actual research population was
composed of these relatives. The relatives were contacted by
telephone, advised about the aims of the study, and asked for
their consent to be interviewed by telephone. Of the 1,000
contacted, 491 (49% of the study target population) agreed to
participate. More than half of those who refused (28% of those
contacted) said that it was too difficult for them to speak about
the last period of their loved one’s life, whereas 23% said that
their loved one’s condition had deteriorated so quickly that
they remembered few details.

Methodology

Telephone interviews using a closed-ended structured ques-
tionnaire were conducted by skilled interviewers who received
half a day of detailed training from the investigators, exercised
a simulation of the questionnaire, and were under the in-
vestigators’ continuous guidance and supervision. Before
each interview began, the interviewers read out the consent
document and the participants reconfirmed their consent to be
interviewed. The study was approved by the 4 medical cen-
ters’ institutional review boards (Helsinki committees).

Research Variables

The dependent variables in this study were two: Did the care
the decedent patients received in their last month of life
correspond to their preferences? and did the patients die in
the place that they preferred? The primary independent

variables were also two: Did the decedent patients have an
AD document and had they discussed with the interviewee
the care they wished to receive at EOL? The answers for both
were yes or no.

Data Analysis

The data were input to IBM SPSS (Version 25). Descriptive
statistical indicators were analyzed first; a bivariate analysis
followed. Nominal logistic regression analyses were used to
estimate the odds ratios of each of the two dependent var-
iables with the two primary independent variables. This is the
most appropriate method for use in comparing a three-point
dependent variable.”” Receiving the preferred treatment was
defined with three categories (yes, partly, and no) and dying
in the preferred place was defined with two categories (yes,
no). The covariates were age (a continuous variable), gender,
years of education, economic capacity (the household’s
ability to make ends meet: with great difficulty, with some
difficulty, fairly easily, and easily), and the ability to speak
until the last week of life. The independent variables were
assessed for the presence of significant multicollinearity;
none was found.

Results

The average age of the deceased cancer patients was 68 (SD
(14.3, 52% were women, about half had 13 years of education
or more, and 51% of their households made ends meet fairly
easily or easily. About 43% of the patients were totally or
almost totally dependent on assistance in Activities of Daily
Living. 31% of the patients died at home, 54% in hospital, and
15% in an inpatient hospice.

The family members’ average age was 55 (SD 14.4). 59%
were women, 40% were patients’ spouses, 40% were off-
spring, and the rest were other. About 32% of relatives said
that the treatment patients received in their last month of life
matched their preference, 26% said it did so partly, 17% said
that it did not, and 25% could not answer. More than half
(55%) said that the patients had died in the place of their
preference, 24% answered in the negative, and 21% could not
answer.

Only 16.5% of the patients (81 people) had an AD doc-
ument and 58.5% had none but discussed their care prefer-
ences with their family. Most of those who had ADs (77
individuals) also discussed their preferences with family,
meaning that 75% either had an AD document or held a
discussion or both. The others did neither.

A statistically significant relation was found between re-
ceiving preferred treatment in both senses (treatment in the last
month of life and dying in a preferred place) and having an AD
document or DwF (Table 1).

The odds of receiving care in line with preferences was
found to be significantly related to DwF and the ability to
speak until the last week of life. The odds of receiving care
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Table I. Characteristics of deceased cancer patients by outcome indicators (percent), N = 491.

Treatment received in the last month of life was

Patient died in the preferred place of

aligned with patient’s preference death Total
N = 491
Yes Partly No Don’t know Yes No Don’t know
N=15 N=127 N-=84 N =125 N=270 N=1I8 N =103
31% 25.9% 17.0% 25.4% 55% 24% 21%
Had an AD document (*) (¥¥)
Yes 25.8 16.5 6.0 12.0 21.5 1.9 8.7 16.5
No 74.2 83.5 94.0 88.0 78.5 88.1 91.3 83.5
Patients discussed care
preferences with family (*) (*¥)
Yes 82.6 77.2 714 62.4 774 737 66.0 74.1
No 17.4 228 28.6 37.6 22,6 26.3 34.0 25.9
Gender
Male 47.7 45.5 45.2 52.8 474 50.8 47.6 483
Female 52.3 53.5 54.8 47.2 52.6 49.2 52.4 51.7
Education (*)
1-8 years 13.0 7.9 14.3 14.2 10.8 18.6 87 12.2
9-12 years 40.0 354 42.9 36.8 385 43.2 33.0 385
13 years or more 40.0 50.4 36.9 43.2 46.3 33.9 44.7 433
Religiosity
Very religious/conservative 522 48.8 712 56.8 53.0 64.4 524 55.6
Secular 47.3 51.2 29.8 43.2 47.0 35.6 47.6 444
Household making ends meet
With great or some difficulty 1.9 47.2 58.3 49.6 43.0 55.1 534 48.1
Rather easily or easily 58.1 52.8 41.7 50.4 57.0 44.9 46.6 51.9
Functional condition during
last 6 months of life (*)

Totally dependent 374 37.8 47.6 48.0 40.7 42.4 44.7 42.0
Partly dependent 49.6 28.3 31.0 384 47.8 47.4 39.8 44.8
Independent 12.9 33.9 214 13.6 1.5 10.2 155 13.2
Ability to speak before death (¥)
Until last week of life 42.6 41.7 40.5 29.6 41.1 314 40.8 41.1
1-3 weeks of life 38.7 40.9 42.9 384 444 33.1 35.9 428
More than 3 weeks 18.7 17.4 16.6 320 14.4 35.6 233 16.1
Place of death (¥) (**)
At home 40.0 29.1 22,6 26.4 54.8 0.0 2.9 30.8
In hospital 42.6 53.5 714 57.6 337 80.5 777 54.2
In hospice 17.4 17.3 6.0 16.0 1.5 19.5 19.4 15.1

*p<0.05 for accordance of treatment in last month of life with patient’s preference.

*#p<0.05 for patient died in place of preference.

partly in line or not in line with preferences was found related
only to ability to speak until the last week of life. Age, gender,
economic capacity, and education were not found related with
receiving treatment consistent with patients’ preferences
(Table 2).

The odds of dying in the place of patient’s preferences were
found to be significantly related to having an AD document,
holding a DwF, and the household’s being strongly able to
make ends meet. These odds, however, are higher when an AD
document exists than when a DwF is held. Only higher ed-
ucation and patient’s ability to speak until the last week of life
are related to not dying in the preferred place. Age, gender, and

education were not found independently associated with dying
in the preferred place.

Discussion

This study explores the relation between cancer patients’
attaining their preferences at EOL with two separate elements
of ACP: having an AD document and holding a DwF. Pref-
acing the discussion of this relation are the striking facts that
only one-third of patients in this study received treatment in
the last month of life that matched their preferences and that
slightly more than half died in the preferred place. It is agreed
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Table 2. Factors related to receiving care in last month of life in line with patient’s preference: nominal logistic regression.
Yes Partly No
Odds P Odds P Odds P
ratio cl value ratio Cl value ratio Cl value
Had AD document = yes 1.90 96 —3.73 .06 1.09 52 —-230 .82 .38 A3 — 112 .08
Discussion with family = yes 257 143 —462 .00 1.75 97 —3.13 .06 1.46 78 — 276 24
Able to speak until last week of life =yes  2.15  1.12 —4.12 .02 2.43 122 — 482 .0l 287 131 —630 .00
Household makes ends meet: With great .70 42— 1.17 .18 1.02 .60 — 1.72 95 1.47 82 — 267 20
or some difficulty
Education: |3 years or more 1.37 82 — 231 22 .76 45 —-128 .30 .16 64 — 212 .62
Gender: Male .88 54 — 144 6l .80 48 — 133 39 .75 42 — 133 .33
Mean age 1.09 67 —1.78 .73 1.27 J7 —2101 35 1.45 82 —-280 .I5

Table 3. Factors related to dying in place of patient’s preference: nominal logistic regression.

Died in place of preference

Did not die in place of preference

Odds ratio @ P value Odds ratio Cl P value
Had AD document 2.49 .16 — 535 .0l 1.38 55 -343 48
Discussion with family 1.71 1.00 — 290 .048 1.70 92 - 3.14 .09
Household makes ends meet: With great or some difficulty .60 .37 — 98 .041 .85 49 — 148 56
Education: 13 years or more 1.55 96 — 252 .07 2.13 .21 — 3.76  .009
Able to speak until last week of life 1.27 79 —205 32 .58 33 - 1.00 .050
Gender: Male 1.05 .65 — 1.68 .84 1.29 J5-222 36
Mean age .88 S55—-140 59 .95 55 —-1.64 86

in other studies that a significant percentage of people receive
various EOL treatments other than those they desire and that a
disconnect exists between patients’ stated preferences of place
of dying and where they actually die.****7 It is also note-
worthy that only one-sixth of cancer decedents in this study
had an AD document. This means that almost 20 years after
the Israeli “Dying Patient” Law was enacted, only a few
percent of the Israeli population (the exact percentage is not
known) had signed AD documents.>'~** The proportion found
in Israel resembles that in other Western countries,'®%>-%33
indicating the underuse of ACP among cancer patients, al-
though other studies report higher rates (Table 3).2%-2!:32-33
In view of this complex reality, we found that receiving
EOL treatment consistent with patients’ preferences is sig-
nificantly related to DwF but not to having an AD document,
and to their ability to speak until the last month of life. Indeed,
cancer patients report that the most important element among
their EOL wishes is to discuss them with family*'®** and a
recent study in Israel found that the main enabling factors in
completing ACP is open communication with family mem-
bers.*® In a systematic review of the relationship between EOL
discussions about care planning, evidence was found that an
EOL discussion is associated with less aggressive or intensive
care as EOL approaches,*® and it was concluded in another
study that patients and caregivers who prepare for EOL by
carrying out comprehensive ACP have the potential of

improving EOL outcomes.®” In other studies, it is found that
while both elements improve the odds of receiving care in
accordance with patients’ preferences, having EOL discus-
sions, rather than AD documents, is the key predictor of
higher-quality EOL care as perceived by bereaved
families.*®*” This finding reinforces a systematic review that
found extensive ACP interventions possibly more effective
than written documents alone.'? In another systematic review,
it is suggested that ACP derives its value from being un-
dertaken more as a family-centered and social process than as
a personal directive.”! Namely, ACP is not simply the man-
ifestation of patients’ choice but the result of complex and
dynamic interaction between patients and their close envi-
ronment, including family and healthcare providers.

The picture as to dying in the preferred place of death is
somewhat similar to that regarding the honoring of care
preferences. Both AD documents and DwF are associated
with dying in place of preference, but here the odds of this
outcome are greater with ADs. Perhaps dying in the pre-
ferred place is less susceptible to variations than are treat-
ment preferences because the burden of symptoms,
interrupted by worsening, is much more contingent upon
fluctuations in the illness trajectory at EOL. In a systematic
review of the stability of patients’ preferences for dying at
home, it was found that most patients do not reconsider this
as their illness progresses.” In another systematic review, it
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was found that more seriously ill patients and those with
ACP most commonly have stable preferences for future
care.*

It is especially noteworthy that one-fifth to one-fourth of
family members were unable to state whether their loved ones
had received the care they desired and died in their preferred
place of death. We did not ask why this was so, but the fact that
two-thirds of them discussed care preferences with their loved
ones may hint at the families’ frustration over being unable to
honor their loved ones’ preferences even though they knew
about them.

This study has several limitations that deserve consider-
ation. First, due to institutional review-board regulations,
information about those who did not consent to participate in
the study could not be collected. Therefore, we could not
assess whether consenting family members differed signifi-
cantly from those who did not consent. Second, although
family members were interviewed close to the patients’ death
and information from proxies abounds in EOL research,
memory problems may create recall bias, social-desirability
bias, and potentially misunderstanding. Thus, when family
members said they could not answer a question, many reasons
for this may have been in play. Even though family members
of cancer patients may try to do the right thing, the emotional
distress that they face may plunge them into anxiety that
persists long after the death of their loved one. In addition,
cultural, racial, and spiritual needs and values may influence
family members’ responses.*’ However, interviewing be-
reaved families in order to explore the quality of care up to the
last stages of life is common in research®®**** and it was
found in a systematic review that two-thirds of next-of-kin
surrogates accurately knew patients’ EOL care preferences.*’
Third, we had insufficient information on patients’ clinical
characteristics such as types of cancer, the speed of disease
deterioration at EOL, and family members’ characteristics that
may have influenced the honoring of patients’ preferences.
Future research should focus on disease-trajectory factors that
may affect the honoring of patients’ preferences and quality of
death. Finally, although the study was performed on a large
national sample, the results are limited to cancer patients in
Israel. Future research should continue to examine the con-
cordance of the different elements of ACP and the attainment
of preferred care outcomes in order to generalize the results to
cancer patients in other countries and in different cultural
contexts.

In conclusion, this study adds to the recognized evidence
of the importance of ACP in cancer patients’ EOL as a
process that improves the attainment of their care prefer-
ences. It also shows that although even one element of ACP is
better than none, DwF has a stronger impact on attaining
EOL care preferences than does an AD document alone. Also
illuminated in this study are the multifaceted interconnec-
tions of the different elements of ACP, indicating that the
realization of all elements abets better EOL care for cancer
patients.
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