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ABSTRACT

Objectives Advance care planning (ACP) is

not systematically performed in Argentina or
Norway. We used the post-bereavement survey
of the ERANet-LAC International Care Of the
Dying Evaluation (CODE) project (2017-2020)

to examine the proportion of relatives who were
offered an ACP conversation, the proportion of
those not offered it who would have wanted

it and whether the outcomes differed between
those offered a conversation and those not.
Methods Relatives after cancer deaths in
hospitals answered the CODE questionnaire 6—
8weeks post bereavement, by post (Norway) or
interview (Argentina). Two additional questions
asked if the relative and patient had been invited
10 a conversation about wishes for the patient’s
remaining lifetime, and, if not invited, whether
they would have wanted such a conversation.
The data were analysed using mixed-effects
ordinal regression models.

Results 276 participants (Argentina 98 and
Norway 178) responded (56% spouses, 31%
children, 68% women, age 18-80+). Fifty-

six per cent had been invited, and they had
significantly more positive perceptions about care
and support than those not invited. Sixty-eight
per cent of the participants not invited would
have wanted an invitation, and they had less
favourable perceptions about the care, especially
concerning emotional and spiritual support.
Conclusions Relatives who had been invited

to a conversation about wishes for the patient’s
remaining lifetime had more positive perceptions
about patient care and support for the relatives
in the patient’s final days of life. A majority of
the relatives who had not been invited to an ACP
conversation would have wanted it.

Key messages

What was already known?

» Systematic implementation of advance
care planning (ACP) programmes increases
in-advance end-of-life discussions.

» Questions about ACP are not routinely
included in post-bereavement surveys.

What are the new findings?

» Relatives who had been invited to an
ACP conversation had more positive
perceptions about support and patient
care in the patient's final days.

> Relatives who had not been invited to an
ACP conversation, but would have wanted
it, had the least favourable perceptions
about support and care.

What is their significance?
» Clinical
— Offering ACP and goals-of-care
discussions may positively influence
relatives’ experiences of end-of-life
care.
» Research
— Post-bereavement surveys may be used
to evaluate the effect of ACP.

INTRODUCTION

Good care for the patient with cancer
requires knowledge about the expected
disease trajectory, the broad spectrum
of treatments and the patient’s perspec-
tives on treatment and care.' > The
patient’s perspective is obtained through
shared decision-making, with health-
care personnel and the patient working
together to make achievable plans
for future treatment and care.”” This
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approach is crucial when planning end-of-life (EoL)
care, commonly described as advance care planning
(ACP). ACP is defined as a process of conversations
which ‘enables individuals to define goals and prefer-
ences for future medical treatment and care, to discuss
these goals and preferences with family and healthcare
providers and to record and review these preferences
if appropriate’.® ACP addresses individuals’ concerns
across the physical, psychological, social and spiri-
tual domains.® Although ACP is used worldwide, the
timing and degree of offering such conversations vary,
which probably influences patient autonomy and the
quality of EoL care.”®

Argentina and Norway are two countries still without
national ACP programmes informing and offering the
population to plan ahead in case of serious illness
scenarios. A systematic ACP approach for patients
diagnosed with serious or advanced disease is also non-
existing. Thus, ACP as a concept is not generally known
in the population nor among healthcare personnel,
even though Argentina has a law that allows people to
formulate advance directives. Standardised and easily
retrievable ACP documentation about patients’ wishes
and values is not in use in hospital care. Consequently,
ACP conversations are not offered on a regular basis,
although there is a growing interest in shared decision-
making as part of goals-of-care discussions due to an
increasing claim for patient autonomy. This situa-
tion allows us to study how different approaches to
communication about EoL issues influence the quality
of care for dying patients.

Norway had 11000 cancer deaths in 2018; 34%
took place in hospitals.” In Argentina, 61000 individ-
uals died from cancer in 2018. Figures on the propor-
tion that died in hospitals are not available, but almost
70% of all deaths in this country take place in ‘health-
care institutions’.'” The hospital setting thus lends
itself to research aiming at improving the quality of
care for dying patients with cancer.

Data presented in this paper were collected as part
of an international post-bereavement survey after
cancer deaths in hospitals in seven European and
South-American countries.'' The survey used the inter-
national version of the CODE (Care Of the Dying Eval-
uation) questionnaire.'? ¥ In Argentina and Norway,
two additional questions about being offered an ACP
conversation in advanced disease were included in the
survey, with the aim to answer the following research
questions:

1. What proportion of the bereaved relatives were offered
an ACP conversation?

2. What proportion of the relatives that were not offered an
ACP conversation would have wanted it?

3. Were there differences in outcomes between the relatives
offered an ACP conversation and those not, with special
reference to communication issues and emotional and
spiritual support?

4. Do the answers to the above questions differ between
participants from Argentina and Norway?

METHODS

Study design

This substudy was part of CODE International Survey,
conducted as part of the ERANet-LAC CODE project
2017-2020: ‘International Care Of the Dying Evalua-
tion (CODE): Quality of care for dying cancer patients
as perceived by bereaved relatives’.!' '* The survey
employed the international version of the validated
CODE questionnaire, i-CODE."* " This questionnaire
focuses on the two final days of life and the imme-
diate bereavement period. It has the following seven
sections: (A) The care received from the nurses and
doctors, (B) the control of pain and other symptoms,
(C) communication with the healthcare team, (D)
the emotional and spiritual support provided by the
healthcare team, (E) the circumstances surrounding
his/her death, (F) overall impressions and (G) infor-
mation about you and your relative or friend.” In
Norway and Argentina, two questions were added to
section (F) (Q32a) “When it became clear that she/he
was seriously ill and had limited time left to live, did
the healthcare team (nurse or doctor) invite you and
him/her to a conversation about your wishes for his/
her remaining life time?’ (response options: Yes/No/
Don’t know); (Q32b) “Would you have wanted this
type of conversation?’ (response options: Yes/No/Not
applicable, we had this type of conversation). In the
following, we use the term ACP conversation for the
conversations addressed in these two questions.

Study setting

Participants were recruited to this post-bereavement
survey from 22 hospitals in seven countries in
Europe and South America from 15 August 2017 to
15 September 2018. In Norway, participants were
recruited from medical, surgical and oncology wards
and palliative care inpatient units at three university
hospitals and four acute care hospitals (all public). In
Argentina, participants were recruited from medical,
surgical and oncology wards and intensive care units at
three university hospitals (two public and one private).

Participants

Adult relatives of adult patients with cancer dying
an expected death in one of the selected hospitals in
Norway and Argentina were eligible for inclusion.
Their relation with the patient had to be documented
in the patient’s hospital record. Written informed
consent was mandatory for participation. Patients had
to have been hospitalised for at least three calendar
days, with the relative present at least some of the
time during the last 2 days. A patient with cancer was
defined as any patient with a solid cancer or haema-
tological malignancy, but not necessarily dying from
the malignant disease. The attending physician was
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consulted in case of doubt about whether the death
was expected or not. If the physician was not available,
any death of a patient with cancer without resuscita-
tion being attempted was accepted. Participants were
excluded if the patient had a sudden and unexpected
death or if the relative was unable to complete the
questionnaire due to impaired cognitive functioning
or lack of language abilities.

Procedure
Recruitment

Upon the death of a patient, local project coordina-
tors among the ward staff (Norway) or local study
teams (Argentina) identified potential participants by
screening the case notes (Norway) or lists of deceased
patients during the last month (Argentina). In Norway,
information was given in verbal and written form prior
to the relative leaving the hospital. If missed, a leaflet
was sent by surface mail. In Argentina, eligible rela-
tives were approached by telephone; in some cases,
relatives were approached by the specialist palliative
care team before leaving the hospital.

Data collection

The questionnaire was presented to the participants
6-8 weeks after bereavement. In Argentina, partici-
pants were either interviewed by telephone (50%) or
face-to-face (37%) by social workers or physicians with
relevant research experience, or responded by email
(13%). In Norway, data collection was only by postal
survey, with one postal reminder to non-respondents
after 4 weeks.

In addition to the questionnaire data, the following
information was collected from the patients’ medical
records by ward staff: primary site of the cancer,
length of hospital stay, type of ward (place of death),
contact with a specialist palliative care team and use of
an individualised care plan for care of the dying. The
data were stored on a protected research server.

Primary outcomes

The two primary outcomes of CODE International
Survey were the participants’ perception of how much
of the time the patient was treated with respect and
dignity in the last 2 days of life by doctors and by nurses
(Q30, two questions), and whether the participant was
adequately supported during the same period (Q31).

Patient and public involvement

The validated CODE questionnaire was developed
according to acknowledged questionnaire develop-
ment methodology, with input from lay persons and
representatives from the target group at every step.'”
The translated versions in Norway and Argentina were
piloted and pretested with volunteers and bereaved
relatives before being used in the survey."’

Data analysis
We present demographic data as counts and percent-
ages. To examine differences in outcomes (eg, quality
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of communication, or emotional or spiritual support)
between the relatives offered an ACP conversation
and those not, we fitted separate mixed-effects ordinal
regression models with questions Q16, Q17, Q20-
Q24, Q31 and the two Q30 questions as response
variables (table 1). The same type of model was used
to compare, for those not offered such a conversation,
the outcomes between those who would have wanted
to be offered a conversation and those not.

The response variables had different response
options, either ordinal (eg, for the level of emotional
support given (Q20), ‘poor’, ‘fair’, ‘good’ or ‘excel-
lent’) or binary (‘no’ or ‘yes’). For binary variables,
the ordinal model is reduced to a logistic model. The
explanatory variables were Q32a and Q32b (separate
models). To take into account any general differences
in outcomes between hospitals, hospital was included
as a random intercept. The output from each model is
an OR. A common OR is estimated over all possible
cut-offs of the response variable, which was coded
such that an OR >1 indicates that a ‘yes’ response
to Q32a/Q32b was associated with a more positive
response (eg, better communication, or better spiritual
support).

To examine country differences, we created extended
versions of the above models by adding country and
the interaction between country and each explana-
tory variable. The original and extended models were
compared using likelihood ratio tests. Results stratified
by country are presented in the supplemental material
published online only.

Before analysis, the data were recoded to remove
any internal inconsistencies (eg, people responding
‘yes’ to Q32a but not ‘not applicable’ to Q32b). When
a patient had missing data on a question—either a lack
of response or a ‘don’t know’ response—they were
excluded from the analyses that used that question
(but included in other analyses). We also report the
number of responses each analysis is based on.

The data were stored in Microsoft Excel 2016
spreadsheet files, and all recoding and statistical
analyses were done using R V.4.0.2."> The regres-
sion models were fitted using the R package ‘ordinal’
V2019.12-10."

RESULTS

Participants and patients

The survey included 194 participants in Norway and
105 in Argentina (response rate 58% in both countries).
The majority of participants were women (Argentina
68% and Norway 70%), with 50-59 (Argentina) and
60-69 (Norway) years as the median age groups. In
the following, we analyse only the 276 participants
(see flowchart, figure 1) who responded ‘yes’ or ‘no’ to
the question (Q32a) about whether they were invited
to an ACP conversation. Table 2 gives an overview of
characteristics of both participants and patients.
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Table 1 Questionnaire items and corresponding response options

Item Question/statement text

Response options

Response variables

Q16 During the last 2 days, how involved were you with the decisions about his/her care  Very involved; Fairly involved; Not involved

and treatment?

Q17 Did any of the healthcare team discuss with you whether giving fluids through a

‘drip” would be appropriate in the last 2 days of life?

Q20 How would you assess the overall level of emotional support given to you by the

healthcare team?

Yes; No; Don't know

Excellent; Good:; Fair; Poor

Q21 Overall, his/her religious or spiritual needs were met by the healthcare team. Strongly agree; Agree; Neither agree nor disagree;
Disagree; Strongly disagree
Q22 Overall, my religious or spiritual needs were met by the healthcare team. Strongly agree; Agree; Neither agree nor disagree;
Disagree; Strongly disagree
Q23 Before she/he died, were you told she/he was likely to die soon? Yes; No
Q24 Did a member of the healthcare team talk to you about what to expect when she/he Yes; No
was dying (eg, symptoms that may arise)?
Q30 How much of the time was she/he treated with respect and dignity in the last 2days Always; Most of the time; Some of the time; Never;
of life? (doctors/nurses) Don't know
Q31 Overall, in your opinion, were you adequately supported during his/her last 2days  Yes; No
of life?

Explanatory variables

Q32a When it became clear that she/he was seriously ill and had limited time left to live,

Yes; No; Don't know

did the healthcare team (nurse or doctor) invite you and him/her to a conversation

about your wishes for his/her remaining life time?
Q32b Would you have wanted this type of conversation?

Yes; No; Not applicable, we had this type of
conversation

ACP conversations

As shown in figure 1, 56% of the patients and partici-
pants had been invited to an ACP conversation (Argen-
tina 58% and Norway 54%). In the group not invited,
68% would have wanted this type of conversation, the
same proportion in both countries.

Perceptions about care and support
We wanted to explore whether having been offered
an ACP conversation was related to the participants’
perceptions about the care given. The main outcomes
are shown in figures 2 and 3. The participants who had
been invited to an ACP conversation perceived that
the dying patient had been treated with respect and
dignity more of the time, by both doctors and nurses
(figure 2). In the group that had not been offered an
ACP conversation, the participants who would have
wanted to be offered one, perceived that the dying
patient had been treated with respect and dignity less
of the time, by both doctors and nurses (figure 3).
Results of the ordinal regression models examining
differences in main outcomes, communication and
support between the participants offered an ACP
conversation and those not, are presented in table 3,
left panel. Here, an OR >1 indicates that the partic-
ipants who had been invited to an ACP conversa-
tion gave more positive responses. The participants
perceived that they were more involved in care deci-
sions, received better emotional and spiritual support,
and were better informed about what to expect in
the dying phase. Overall, they felt better supported

in the patient’s last days. They also perceived that
the patient received better spiritual support and was
more often treated with dignity and respect by the
doctors.

Differences between countries were only found for
Q23 and Q30 for nurses, for which the p values for
country differences (including an interaction effect)
were 0.002 and 0.004, respectively. All other p values
were >0.10. Detailed results are shown stratified by
country in online supplemental table A1, available in
the supplemental material published online only. In
Argentina, 39% of those not invited to an ACP conver-
sation had also not been informed about the patient’s
impending death. Of those who had been invited, the
corresponding proportion was 7%. In Norway, the
corresponding proportions were 11% for both groups.
The OR for the Q30 item for nurses was similar in the
two countries, but the item was answered less favour-
ably in Argentina than in Norway. This was antici-
pated, as there is a huge lack of qualified nurses in
Argentina.'”

The results for participants who had not been offered
an ACP conversation are presented in table 3, right
panel. The OR values <1 indicate that the participants
who would have wanted a conversation rated the
communication and emotional and spiritual support
less favourably than the ones who had not wanted such
a conversation. There was, however, no difference in
their perception of their degree of involvement in care
decisions. Again, the only country differences were
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Norway
(postal survey)

Eligible cases identified

(n = 354)
Excluded (n = 20)
Declined participation: 12
Lack of contact information: 4
Language problems: 3
. No close relative: 1
Argentina
(interview)
Eligible cases identified Eligible cases identified
and screened (n = 180) and screened (n = 334)

Excluded (n = 75) . . .
Declined participation: 45 chir:itoreturn e AR
Lack of contact information: 6 e ﬁc res) e 138
No response when contacted: 22 Withdrgw fror.n study: 2
Withdrew from study: 2 Y-

Completed i-CODE Completed i-CODE
questionnaire (n = 105) questionnaire (n = 194)
(response rate*: 58%) (response rate*: 58%)
Completed i-CODE
questionnaire (n = 299)
(response rate*: 58%)
No response or “don’t know”
to question about having
been offered invitation to an
ACP conversation (n = 23)
Argentina: 7
Norway: 16
Analysed in the present study
(n=276)
Argentina: 98
Norway: 178
Yes, had been invited to an No, had not been invited to an
ACP conversation (n = 154) ACP conversation (n = 122)
Argentina: 57 (58%) Argentina: 41 (42%)
Norway: 97 (54%) Norway: 81 (46%)
Did not respond to a follow-up
question about wanting to have an
ACP conversation (n = 5)
Argentina: 1
Norway: 4
Responded to follow-up
question about wanting to
have an ACP conversation
(n=117)
Argentina: 40
Norway: 77
Yes, would have wanted to have an No, would not have wanted to have
ACP conversation (n = 79) an ACP conversation (n = 38)
Argentina: 27 (68%) Argentina: 13 (32%)
Norway: 52 (68%) Norway: 25 (32%)

Flowchart showing participants and responses. *Based on the number of eligible cases identified and screened. ACP,
advance care planning; i-CODE, international version of the validated Care Of the Dying Evaluation questionnaire.
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Table 2 Characteristics of the deceased patients and study participants

Deceased patients

Participants (relatives)

Argentina Norway Argentina Norway
No. Prop. No. Prop. No. Prop. No. Prop.
Gender
Male 55 56% 114 64% 32 33% 51 29%
Female 43 44% 64 36% 65 66% 124 70%
(Missing) 0 0% 0 0% 1 1% 3 2%
Age
18-29 0 0% 1 1% 1 1%
30-39 4 4% 4 2% 16 16% 7 4%
40-49 7 7% 10 6% 17 17% 19 1%
50-59 9 9% 27 15% 20 20% 39 22%
60-69 34 35% 49 28% 18 18% 40 22%
70-79 23 23% 56 31% 14 14% 24 13%
80-89 18 18% 27 15% 4 4% 6 3%
90+ 3 3% 4 2% 9 9% 42 24%
Religious affiliation
None 13 13% 38 21% 15 15% 33 19%
Christian (all denominations) 83 85% 124 70% 76 78% 132 74%
Any other religion 2 2% 11 7% 7 7% 10 6%
(Missing) 0 0% 5 3% 0% 0% 3 2%
Participant was the patient’s
Spouse/partner - - - - 45 46% m 62%
Son/daughter = = = = 35 36% 50 28%
Brother/sister - - - - 10 10% 8 4%
Son-in-law/daughter-in-law = = = = 1 1% 1 1%
Parent - - - - 2 2% 4 2%
Friend - - - - 2 2% 2 1%
Other - - - - 3 3% 1 1%
(Missing) - - - - 0 0% 1 1%
Cancer diagnosis (possible with more than one)
Gastrointestinal, incl. pancreatic 55 56% 63 35% - - - -
Respiratory organs 14 14% 40 22% - - - -
Urological, incl. prostate 8 8% 23 13% = = = =
Leukaemia/lymphoma 8 8% 14 8% - - - -
Breast 2 2% 9 5% = = = =
Brain 3 3% 4 2% - - - -
Gynaecological 1 1% 2 1% = = = =
Other 8 8% 30 17% - - - -
Type of ward where the patient died
Medical or surgical ward 73 74% 65 37% - - - -
Palliative care unit 0 0% 78 44% - - = =
Oncology ward 23 23% 33 19% - - - -
Intensive care unit 1 1% 0 0% - - - -
Emergency ward 1 1% 0 0% - - - -
(Missing) 0 0% 2 1% - - - -
Specialist palliative care team involved in the patient’s care before death
Yes 80 82% 117 66% = = = =
No 18 18% 59 33% - - - -
(Missing) 0 0% 2 1% - - - -
Care of the patient supported by an individualised care plan
Yes 60 61% 63 35% = = = =
No 38 39% 115 65% - - - -

incl., including; No, number; Prop, proportion.
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How much of the time was s/he treated with
respect and dignity in the last two days of life? By:

0% 25% 50% 75% 100%
Response
Never Some of the time Most of the time [l Always

Yes
Had been

invited to
conversation
about wishes Nurses
for remaining

lifetime?

Figure 2 Association between having been invited to an
advance care planning conversation and the participants’
perception of how much of the time the patient was treated
with respect and dignity (n=274).

found for Q23 and Q30 for nurses (p values 0.005
and 0.02, respectively).

DISCUSSION

In this post-bereavement survey, 56% of the partici-
pants had been invited to an ACP conversation. The
majority (68%) of those who were not invited would
have wanted such a conversation. Having been invited
to an ACP conversation was associated with more
favourable perceptions of the support and care given
to both the patients and the participants themselves in
the patient’s final days.

In cancer care, the growing demand for shared
decision-making has led to an increasing focus on
goals-of-care discussions.'® During the last decade,
ACP programmes have been implemented and studied
as a means for these discussions, exploring patients’
wishes and preferences for EoL care.” ' In the present

How much of the time was s/he treated with
respect and dignity in the last two days of life? By:

Doctors

Would have
wanted this

type of Nurses
conversation?

0% 25% 50% 75% 100%
Response
Never Some of the time Most of the time [ll Always

Figure 3 Association between having wanted to have an
advance care planning conversation (but not offered one)
and the participants’ perception of how much of the time the
patient was treated with respect and dignity (n=115).
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study, we asked about an invitation to a conversation
about wishes for the patient’s remaining lifetime, but,
based on the participants’ responses about support and
participation in EoL care discussions, we assume that
the invitation normally led to a conversation.

The reported prevalence of ACP documentation in
the USA varies between 18% and 70%, presumably
because of variations in the implementation of ACP
programmes.”’ As shown in Australia, the prevalence of
ACP documentation is higher in regions where ACP is
thoroughly implemented.*! In 2019, ACP documenta-
tion in Australia was 41% across all sectors, and about
50% among people aged 65 or older.”! ** However,
counting documents does not give the full picture,
as several conversations may be necessary before any
documentation is produced. In a setting without an ACP
programme, Fakhri et al discovered that only about
309 of patients with life-limiting diseases experienced
EoL care discussions with their physician.” Acknowl-
edging the fact that neither Argentina nor Norway has
any formal ACP programme in hospitals, it is encour-
aging that as many as 56% of the participants in the
present study had been offered a conversation about
wishes for the patient’s remaining lifetime. However,
a high proportion of the patients had been in contact
with a specialist palliative care service, especially in
Argentina (table 2). As goals-of-care discussions are
often provided by specialist palliative care services,
this may be part of the explanation why a surprisingly
high percentage of ACP conversations were reported
despite the lack of a systematic ACP approach.

Even though more than half of the participants in
this study were invited to an ACP conversation, 44%
were not offered a conversation, which indicates
an unmet need. This interpretation is supported by
the fact that these participants perceived care and
support less favourably than those offered a conver-
sation. ACP conversations may contribute to a better
understanding and acceptance of prognosis, and thus
to a higher degree of consensus about treatment
and care.” ** ¥ Disagreement on values and prefer-
ences for life-sustaining treatment between seriously
ill and hospitalised patients and their relatives may
be considerable, and ignorance of this disparity may
result in conflicts between family members and health-
care personnel.”® Johnson et al found that relatives
of patients with cancer considered ACP as useful for
themselves as for the patients, since the discussion
contributed to reduced conflict and stress within the
family.”” The process of ACP in itself can be thera-
peutic, and studies have shown that ACP leads to a
reduction of stress, anxiety and depression among the
bereaved.” ' **

Thirty-two per cent of the relatives not offered an
ACP conversation, expressed that they would not have
wanted such a conversation. Their information needs
may have been met in other ways. However, protec-
tive buffering or belief in positive thinking have been
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Table 3 Relationship between the two ACP questions and the primary outcomes and outcomes related to communication and support

in the CODE International Survey (n=276)

Q32a: Invited to conversation about

wishes for remaining lifetime? (n=276)

Q32b: Would have wanted this type of
conversation? (n=117)

Outcome/response variable* No. OR 95% Cl P value No. OR 95%ClI P value
Q16: Participant involved in decisions about care 273 2.5 1.6 t0 4.0 <0.001 114 0.8 0.4t01.7 0.58
Q17: Participant involved in discussions about hydration 250 3.7 2.1t06.4 <0.001 107 0.9 041023 0.89
Q20: Level of emotional support received 272 238 1.8t04.5 <0.001 116 03 0.11t0 0.6 0.001
Q21: Patient's spiritual needs met 263 2.6 1.7t04.2 <0.001 112 0.5 0.2t0 1.0 0.05
Q22: Participant's spiritual needs met 264 2.7 1.7t043 <0.001 113 04 0.2100.8 0.01
Q23: Informed about impending death 272 2.6 1.3t05.3 0.008 115 0.4 0.1t01.3 0.12
Q24: Informed about what to expect in the dying phase 272 3.4 2.11t05.7 <0.001 115 0.5 0.2t0 1.1 0.08
Q30: Patient treated with dignity and respect by doctors 264 2.8 1.61t05.0 <0.001 109 0.2 0.1t00.6 0.003
Q30: Patient treated with dignity and respect by nurses 273 1.8 1.0t03.2 0.06 115 0.4 0.1t0 1.0  0.04
Q31: Participant adequately supported 270 6.2 2.41t016.1 <0.001 113 0.2 0.1t00.8 0.03

The table shows ORs from ordinal mixed-effects regression models. Each row shows the results for the corresponding outcome variable. For item Q32a, an
OR >1 indicates that the participants who were invited to an ACP conversation gave more positive responses on the outcome items in the questionnaire.
For item Q32b, an OR <1 indicates that of the participants who were not invited, those who would have wanted such a conversation gave more negative

responses on the outcome items; that is, they had unmet needs.
*See table 1 for complete description.

ACP, advance care planning; CODE, Care Of the Dying Evaluation; No, number of participants.

discovered as the most frequently reported barriers
against ACP among relatives.”” Because of differences
in preferences and needs among patients and relatives,
mapping of individual needs and attitudes towards such
conversations is essential for ACP recruitment.’® 3!

The invitation to ACP conversations was posi-
tively associated with the relatives’ perceptions about
support and dignity and respect shown by doctors
and nurses. We do not know whether this relates to
the conversation per se or whether the offer of an
ACP conversation is an indicator of a ward culture
acknowledging the importance of communication
and involvement. In Argentina, being informed about
the patient’s impending death was closely associated
with having been offered an ACP conversation, as
opposed to Norway, where the proportion of relatives
being informed about impending death was the same
for those offered an ACP conversation and those not.
This was the only major difference detected between
the countries. As Norway has a much longer tradition
for palliative care than Argentina has, this finding
strengthens the interpretation that ACP in this study
may be seen as an indicator of a patient-centred and
family-centred ward culture.

We believe that our results underline how important
communication is for emotional and spiritual support
and perceptions about care. Discordance between the
patient and the oncologist about goals of care may
negatively influence caregivers’ satisfaction in EoL
care.’” Similarly, proxies who never attend medical
visits report significantly worse medical care and care
coordination than proxies who always attend such
visits.” In a longitudinal communication approach
for patients with advanced lung cancer, patients and
relatives described times of shock and coping deficits

often related to insufficient communication and poor
continuity of care.** The feeling of safety, often highly
valued by patients, may be increased by performing
patient-centred ACP conversations in which patients
and their relatives are seen, met and heard during the
process of making achievable plans.'® %’

This study used a post-bereavement questionnaire
to ask about ACP conversations. We have identified
one similar survey. Mori et al asked bereaved relatives
to patients with advanced cancer about EoL care and
support, with the aim of evaluating the effects of in-ad-
vance EoL discussions on the quality of inpatient EoL
care.” Primary caregivers had higher ratings of overall
EoL care and support and lower problem scores if an
EoL discussion had taken place. In a longitudinal study,
Garrido and Prigerson investigated modifiable predic-
tors of caregivers’ bereavement adjustment and found
that encouraging ACP for patients with advanced
cancer had a positive influence on the adjustment.*®

Strengths and limitations

Although our study was limited to two countries, the
countries differ in both culture and geography, and the
study included a mix of hospitals in each country. We
also had a moderately high response rate.

The CODE questionnaire focuses on the last 2 days
of the patient’s life and the immediate bereavement
period, while the two additional ACP questions are
not limited to the terminal phase. We cannot rule out
that this distinction may have been overlooked by the
respondents. On the other hand, piloting the questions
did not reveal any comprehensibility problems. This
also concerns the wording of the first ACP question, in
which the expression ‘your wishes’ in English may be
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understood as singular or plural, while the expression
in Norwegian and Spanish is exclusively plural.

Respondents who answered ‘don’t know’ to the
first question (Q32a) were excluded from the analysis.
There is a risk that relatives who either had forgotten a
conversation or who did not have a conversation have
been excluded.

We do not have information about how and to
which extent the ACP conversations were carried out.
Another important limitation is that a high proportion
of the patients were supported by a specialist palliative
care team (both countries) or died in a palliative care
unit (Norway). While specialist palliative care teams
are available in almost all hospitals in Norway, this
holds true only for a minority of Argentinian institu-
tions, limiting the generalisability of the findings.*” **

The study focused on expected deaths, so attempted
resuscitation was an exclusion criterion. This may have
excluded some patients who did not have ACP.

Implications for practice

Our findings show a positive association between the
relatives being offered ACP and their perceptions of
the care and support given. We do not know, however,
whether this association is a direct effect or rather an
indicator of a clinical culture and approach. Our find-
ings nevertheless underline the importance of effective
communication and involvement of patients and rela-
tives in the planning of treatment and care.

There is an ongoing debate about which outcomes
should be used to evaluate the effects of an ACP
programme.®” In this study, there was an associa-
tion between ACP being offered and outcomes such
as respect and dignity, and emotional and spiritual
support, which suggests that these outcomes may be
considered for evaluation of ACP programmes.

CONCLUSION

Participants who had been invited to a conversation about
wishes for the patient’s remaining lifetime had more posi-
tive perceptions about care and support in the patient’s
final days of life, for the patient as well as for themselves.
Most of the participants who were not offered an ACP
conversation would have wanted it. This was true for
both Argentina and Norway. Our findings suggest that a
systematic approach to ACP and goals-of-care discussions
may improve EoL care for patients with advanced cancer
and support for their relatives.
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APPENDIX

Table Al. Relationship between the two ACP questions and the primary outcomes and outcomes related to

communication and support in the CODE International Survey, stratified by country.

Norway:

Outcome/response variable*

Qleé:
Ql7:
Q20:
Q21:
Q22:
Q23:
Q24:
Q30:
Q30:
Q31:

Participant involved in decisions about care
Participant involved in discussions about hydration
Level of emotional support received

Patient’s spiritual needs met

Participant’s spiritual needs met

Informed about impending death

Informed about what to expect in the dying phase
Patient treated with dignity and respect by doctors
Patient treated with dignity and respect by nurses

Participant adequately supported

Argentina:

Outcome/response variable*

Q1le:
Ql7:
Q20:
Q21:
Q22:
Q23:
Q24:
Q30:
Q30:
Q31:

Participant involved in decisions about care
Participant involved in discussions about hydration
Level of emotional support received

Patient’s spiritual needs met

Participant’s spiritual needs met

Informed about impending death

Informed about what to expect in the dying phase
Patient treated with dignity and respect by doctors
Patient treated with dignity and respect by nurses
Participant adequately supported

Q32a:

Invited to conversation
about wishes for remaining

lifetime? (n = 178)

No.
175
158
174
165
166
174
174
167
177
172

OR
24
3.7
2.7
2.2
2.7
1.1
3.1
4.2
1.7
4.6

95% CI

14
1.9
1.5
1.2
1.5
0.4
1.6
2.1
0.8
13

Q32a:

to
to
to
to
to
to
to

to

4.4
7.6
4.8
3.9
4.8
2.9
5.9
9.0
3.9
21.0

Invited to conversation
about wishes for remaining

lifetime? (n = 98)

No.
98
92
98
98
98
98
98
97
96
98

OR
2.9
2.7
3.0
34
2.9
8.5
4.7
1.6
2.1
8.4

95% ClI

13
1.2
1.4
1.6
1.4
2.8
2.0
0.7
0.9
2.5

to

to

6.2
6.4
6.8
7.3
6.2
32.0
11.4
4.1
4.8
38.7

P-value
0.003
<0.001
<0.001
0.007
0.001
0.86
<0.001
<0.001
0.20
0.02

P-value
0.007
0.02
0.006
0.002
0.006
<0.001
<0.001
0.28
0.08
0.002

Q32b:
Would have wanted this
type of conversation?

(n=77)

No. OR 95% Cl P-value
74 06 02 to 14 0.25
68 16 05 to 6.4 0.45
76 02 01 to 0.5 0.001
72 06 02 to 15 0.31
73 06 02 to 15 0.24
75 02 00 to 13 0.16
75 06 02 to 15 0.26
70 0.1 00 to 04 0.001
76 03 00 to 1.0 0.08
73 02 00 to 1.2 0.15

Q32b:
Would have wanted this
type of conversation?
(n = 40)

No. OR 95% Cl P-value
40 15 05 to 54 050
39 05 01 to 21 0.35
40 05 01 to 1.6 0.25
40 04 01 to 1.2 0.10
40 0.2 01 to 0.8 0.03
40 06 01 to 22 0.41
40 03 01 to 14 0.13
39 09 02 to 35 0.84
39 05 0.1 to 1.7 0.28
40 03 00 to 1.2 0.12

The tables show odds ratios from ordinal mixed-effects regression models. Each row shows the results for the corresponding outcome
variable. For item Q32a, an OR > 1 indicates that the participants who were invited to an ACP conversation gave more positive responses on
the outcome items in the questionnaire. For item Q32b, an OR < 1 indicates that of the participants who were not invited, those who would
have wanted such a conversation gave more negative responses on the outcome items; that is, they had unmet needs.

* See Table 1 in the main paper for a complete description.

Abbreviations: No.: number of participants; OR: odds ratio; Cl: confidence interval.
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