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Abstract
Objectives. To examine how an advance care planning (ACP) intervention based on struc-
tured conversations impacts the relationship between patients with advanced cancer and their
nominated Personal Representatives (PRs).
Methods. Within the ACTION research project, a qualitative study was carried out in 4 coun-
tries (Italy, United Kingdom, the Netherlands, and Slovenia) to explore the lived experience of
engagement with the ACTION Respecting Choices® ACP intervention from the perspectives
of patients and their PRs. A phenomenological approach was undertaken.
Results. Our findings show that taking part in theACTIONACP intervention provides a com-
municative space for patients and their PRs to share their understanding and concerns about
the illness and its consequences. In some cases, this may strengthen relationships by realign-
ing patients’ and PRs’ understanding and expectations and affirming theirmutual commitment
and support.
Significance of results. The most significant consequence of the ACP process in our study
was the deepening of mutual understanding and relationship between some patients and PRs
and the enhancement of their sense of mutuality and connectedness in the present. However,
being a relational intervention, ACP may raise some challenging and distressing issues. The
interpersonal dynamics of the discussion require skilled and careful professional facilitation.

Introduction

Advance care planning (ACP) is a formalized communication process that “enables individuals
to define goals and preferences for future medical treatment and care, to discuss these goals and
preferences with family and health-care providers, and to record and review these preferences
if appropriate” (Korfage et al. 2020, p.3). Clear evidence of the effectiveness of ACP in improv-
ing goal concordant care in different patient populations, including cancer, has proved elusive.
Research findings are variable, uncertain, and often inconsistent (Jimenez et al. 2018; Johnson
et al. 2018a; Korfage et al. 2020; Mackenzie et al. 2018; Morrison 2020; Weathers et al. 2016).

However, a recent systematic review suggests that ACP could improve the communication
about provided care and patients’ wishes among a variety of patient populations, including
oncology (Kishino et al. 2022). The field of ACP has changed over time from a legal process
– enabling people to refuse prolonged and futile treatment – to a deliberative and communica-
tive process of engaging patients, together with their substitute decision-makers and relatives,
in conversations about goals of care, values, preferences, and hopes (Robinson 2012). In such
a way, ACP may be conceptualized as a process that goes beyond decisions for future treat-
ment and care, becoming a more complete act of communication among patients, health-care
professionals (HCPs), and caregivers (Fried and O’Leary 2008; Rietjens et al. 2017).

The core of the ACP process seems to reflect an alternative model of autonomy –
relational autonomy (Mackenzie 2008) – which conceives patient autonomy in a rela-
tional context. This perspective is based on the theoretical framework of ethics of care,
which highlights the interdependency of human beings and the fundamental importance
of their relationships with significant others in shaping and sharing decisions about care.
Therefore, any moral choices should be considered within the network of interpersonal
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relationships from which it originates (De Panfilis et al. 2019,
2021).

Within this model, patients are not able to engage in meaning-
ful participation in ACP unless relational, emotional, and social
issues are taken into consideration. ACP has more to do with
shared decision-making and communication, as well as relation-
ships and trust, than with planning future care, refusal of medical
treatments, liberty, and rights (Johnson et al. 2016). A study explor-
ing oncologists’ and palliative care physicians’ understanding of
patient autonomy in the decision-making process in end-of-life
care (Johnson et al. 2018b) provides evidence of the distance
between participants’ theoretical accounts about patient auton-
omy and real clinical practice. Interestingly, relationships were an
important topic that arose from this study: oncologists stressed
how the relationship they had with the patient played a crucial role
in end-of-life care discussions. Thus, the ACP process may be con-
sidered as a communicative tool aimed at balancing patient and
HCP expectations around care and facilitating the understanding
and appraisal of physicians’ recommendations (Hilden et al. 2006).

In order to convey goals and preferences for end-of-life care, it
is necessary to contextualize these communicative acts within the
larger set of beliefs, attitudes, and behaviors that may be shared
by family members. Accordingly, Rhee et al. (2013) emphasized
the bidirectional link between ACP and patient–family relation-
ships: the patient–family relationship affects ACP and ACP affects
patient–family relationships. The efficacy of ACP is shaped by the
quality and nature of the relational dynamics (Carr et al. 2013; Rhee
et al. 2012). In addition, it is important to note that the way ACP
and family relationships interact is not easily predicted. Boerner
et al. (2013) found that emotionally supportive relationships do
not uniformly enhance planning, whereas negative relations do
not necessarily impede it. Little is known about the impact of the
ACP process on patient–family relationships. Kishino et al. (2022)
observe that ACP discussions have the potential to be harmful as
well as positive in their effects. However, Rhee et al. (2013) found
that ACP had a positive impact on the patient’s family. It helped
relatives to prepare physically and emotionally in order to more
easily cope with stressful future end-of-life situations, to grieve
after the death, and to resolve tension and conflict between family
members.

Our aim was to further investigate the impact of the ACP pro-
cess on close relationships through an examination of how an ACP
intervention based on structured conversations affects the relation-
ship between patients with advanced cancer and their nominated
Personal Representatives (PRs), usually a relative. Focusing on rela-
tional issues – in terms of the degree of reciprocal understanding,
level of support, and closeness – allows to increase the potential
of ACP to support communication and understanding between
patients and relatives and to engage in effective communication
with professional caregivers.

Methods

The ACTION research project

The ACTION research project aimed to test the effectiveness of an
adapted version of the Respecting Choices® (RC) ACP intervention
(Detering et al. 2010) among patients affected by advanced lung
and colorectal cancer through a cluster-randomized trial (Korfage
et al. 2020; Rietjens et al. 2016).

The ACTION trial was a multicenter cluster-randomized con-
trolled trial in 23 hospitals in 6 European countries (Belgium,

Denmark, Italy, the Netherlands, Slovenia, and the United
Kingdom). The total number of enrolled patients was 1117 (for
details, see Korfage et al. 2020). The intervention includes 3 main
elements (see box I). All ACTION RC ACP intervention materials
were drafted in English and translated into the languages of the
countries participating in the ACTION trial, in close collaboration
with the RC program developers. In this translation process, mate-
rials were, where necessary, adapted to local cultural and ethical
nuances, while not losing the content, structure, and integrity of
the RC ACP-facilitated conversation (Arnfeldt et al. 2022; Korfage
et al. 2020).

Within the ACTION research project, a qualitative study was
conducted in 4 countries (Italy, United Kingdom, the Netherlands,
and Slovenia) to explore the lived experience of engagement
with the ACTION RC ACP intervention from the perspectives
of patients, their PRs, health-care providers, and RC facilitators
(Pollock et al. 2022). For this study, patients were recruited using
the same eligibility criteria as for the trial (see box II).

Patients and their PRs – defined as the persons chosen by the
patient to express their preferences –were invited to take part in the
qualitative study arranging a first research interviewwithin 2weeks
of completing the RC intervention and a follow-up research inter-
view 10–14 weeks later. Patients and PRs could participate in the
interviews separately or together. Each research interview lasted
approximately 1 hour and was carried out in a private room in hos-
pital or at home. The topics discussed in each of these interviews
are shown in box III. The intervention and the research inter-
views, both with patients and PRs, were recorded and transcribed
verbatim.

Data collection

The lead authors of this paper had access to the content of all Italian
and UK case studies (n = 10) including RC conversations (n = 13)
and research interviewswith patients andPRs (n= 21). In addition,
complete transcripts from oneDutch and one Slovenian case study,
which had been translated into English, were available: a further
2 RC conversations and 4 research interviews. Resources were not
available formore extensive translation of the Slovenian andDutch
case data.

All case study data relating to the first completed English and
translated Italian cases were “rough” coded by members of the
teams from all countries (UK, NL, IT, and SL). Coding was com-
pared, collated, and used as the first iteration of a collaborative
coding frame for thematic analysis of the intervention and inter-
view data. This was developed through further comparative work
on single cases from Italy, Slovenia, and the Netherlands, which
were translated into English. Onemember (M.Z.) of the qualitative
study undertook the task of synthesizing initial coding into a single
framework, which was then used as the basis of coding the remain-
ing case studies which the teams undertook in their own language.
Each team then developed the analysis and coding frame through
working on their national patient cases. In addition, a detailed nar-
rative summary of each casewaswritten in English using a template
developed from the first UK case. This included translated extracts
from the interventions and interview transcripts. Further input and
additional data, including translated extracts, from each team were
provided during the process of review and redrafting of the paper.
For the remaining Dutch and Slovenian cases (n = 8), the national
research teams extracted and translated relevant extracts from the
data relating specifically to the topic.
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Table 1. Sociodemographic and clinical characteristics of the patients enrolled
in the qualitative study

N %

Gender

Male 11 55

Female 9 45

Age

Range 50−88

Mean ± SD 66.3 ± 11.8

Marital status

Married 15 75

Unmarried 1 5

Widow 4 20

Children

Yes 18 90

No 2 10

Cancer

Colorectal 4 20

Lung 16 80

Data analysis

We followed a phenomenological approach (Creswell 1998; Giorgi
2018; Moustakas 1994) aimed at identifying the meaning of the
lived experiences for participants about the RC ACP intervention.
An in-depth qualitative analysis was undertaken bymembers of the
Italian team (F.B., G.M., and A.T.). Relevant meaning units were
identified in each transcript and across case studies. Eventually,
after carefully reading reading and comparison, a structural read-
ing of the data was developed (Moustakas 1994).

The quotations reported in the results section are identified
according to the following code: country (ITA, UK, SLO, and NL),
case number, patient (P) or PR, first or second RC conversation
(RC1 or RC2), and first or second research interview (int1 or int2).

Results

Sociodemographic and clinical characteristics of 20 patients
enrolled in the qualitative study are presented in Table 1. Age of
the patients ranged between 50 and 88 years (mean 66.3; SD 11.8),
15 patients were married, 11 were male, all but 2 had children, and
4 patients had colorectal cancer. ACTION RC ACP conversations
lasted 29–106 minutes (mean 62.5; SD 28.4) when the PR was not
engaged in the conversation and 34–128 minutes (mean 71.4; SD
25.1) when the PR was present. In 3 cases, no PR had been engaged
in the ACTION RC ACP intervention. In 4 cases, the nominated
PRswere sons; in only 1 case, the PRwas not a relative. Patient cases
for whom the complete data set was available to the lead authors
(F.B., G.M., and A.T.) are detailed in Table 2. Analysis of these cases
was supplemented by data extracts from the remaining patients.

The main themes that emerged from our analysis are that
(1) ACP can provide an opportunity to strengthen relationships
between patients and their PRs (2) through the potential realigning
of their understanding and expectations about the illness condition
and its evolution.

ACP: An opportunity to overcome obstacles in
communication between patient and PR

Cancer provokes a significant change in patients’ lives in terms of
priorities, values, and relationships. “When it [the disease] hap-
pens to you, you see it in a completely different way. At least I
find it sad. To be in a situation where you have to change com-
pletely. You have to reset yourself and reload […] Your perspective
changes” (SLO1 P int1). The ACP process opens up new oppor-
tunities for people going through such difficult moments. Indeed,
the ACTION RC ACP intervention provided participants with an
opportunity to explore, reflect upon, and discuss their goals, values,
and beliefs for future treatment and care together with their PRs.
It was experienced as an approach that facilitated the occurrence
of communicative acts between patients and their PRs. “It can’t be
done without a conversation. We always try to find a compromise.
You can’t make a decision on your own. Talking, talking…” (SLO5
PR RC).

Some conversations were experienced as profound and chal-
lenging “…even talking about them [the preferences for last stages of
life] is an unpleasant thing, because one thing is talking about these
topics during a healthy situation, another thing is talking about it in
an illness situation, it is completely different” (ITA2P int2). In some
cases, people refer to not being confident in managing their emo-
tions within close relationships before taking part in the RC ACP
intervention, because they feared to elicit suffering of their loved
ones. “We had talked about it. I had made the speech at home, but
then he always said: ‘Mum, just stop, when it arrives you will see’ …
The speech was possible here in this room [meaning the ACP inter-
vention discussion] because at home he always stopped me” (ITA3
P int1).

The ACTION RC ACP intervention was facilitated by a trained
facilitator, usually a HCP who promoted the communicative acts
between people participating in the process. “It is not that she [the
facilitator] was there to collect the answers aseptically […other-
wise] it might become a meaningless bloodbath…” (ITA4 PR int1).
Moreover, the facilitator was able to encourage family members to
communicate with each other, overcoming emotional barriers. “I
was pleased […], we’ll do it, because you’ve got someone else out of
the family that you can turn to, sort of thing, you know, speak to”
(UK4 PR int2).

Realigning: the potential impact of ACP process

The ACP process involves more complex communicative acts than
the simple giving of information and documenting patient pref-
erences for future care. In some cases, deeply sharing about such
personal and urgent issues as approaching death may have had an
impact on the relationship between patients and PRs. Indeed, par-
ticipants’ accounts revealed a realignment between patients’ and
PRs’ understanding and expectations about the illness condition
and its evolution: “[…]it’s like, not the pushing things away […] it’s
preparing your mind set, really, so yeah, it was useful” (UK1 PR
int1); “But now, having had that conversation, it’s kind of,makesme
more aware […] I’ve become certainly more realistic about things”
(UK1 PR int2).

The process of realigning patients’ and PRs’ understanding
seems to allow the discussion of critical issues concerning the last
stages of life which evoke intimate emotions: “The tears have to
come out” (SLO1PR int2); “Yes, at one point we discussed his death
… and I am still having difficulty coming to terms with it. I am liv-
ing on a black cloud, normally youwould live on a pink cloud… but
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Table 2. Length of RC conversations and research interviews (RI), PR characteristics and compilation of the My Preference form (MP), differentiating full text, and
extracts case studies

Patients I∘ RC (length) II∘ RC (length) I∘ RI (length) II∘RI (length) PR relationship PR age MP

Full text case studies (n = 12)

ITA01 Patient (31 m) Patient (45 m) Patient (78 m) Patient (51 m) – – Yes

ITA02 Patient (89 m) Patient + PR (90 m) Patient (62 m) Patient (67 m) Ex-partner (male) 43 Yes

PR (60 m)

ITA03 Patient (45 m) Patient + PR: (77 m) Patient (57 m) Patient (34 m) Son 39 Yes

PR (44 m) PR (25 m)

ITA04 Patient + PR (61 m) Patient (40 m) – Daughter 40 Yes

PR (59 m)

UK01 Patient + PR (48 m) Patient + PR (49 m) Patient + PR (33 m) Wife 48 No

UK02 Patient (53 m) Patient (39 m) Patient (47 m) – – No

UK03 Patient + PR (70 m) Patient + PR (54 m) Patient + PR (41 m) Wife 72 No

UK04 Patient + PR (not recorded) Patient + PR (43 m) – Wife 78 Yes

UK05 Patient + PR (49 m) Patient (72 m) – Husband 50 No

UK06 Patient (29 m) Patient (26 m) Patient (24 m) – – Yes

NL01 Patient + PR (48 m) Patient + PR (68 m) Patient + PR (60 m) Wife 55 No

SLO1 Patient + PR (100 m) Patient + PR (55 m) Patient + PR (50 m) Wife 60 Yes

Extracts case studies (n = 8)

NL02 Patient (98 m) Patient + PR (34 m) Patient + PR (57 m) – Partner 57 No

NL03 Patient (46 m) Patient + PR (38 m) Patient + PR (72 m) Patient + PR (38 m) Husband 50 No

NL04 Patient (94 m) Patient + PR (128 m) Patient + PR (63 m) Patient + PR (59 m) Wife 73 Yes

NL05 Patient + PR (62 m) Patient + PR (42 m) Patient + PR (69 m) Wife 72 Yes

SLO2 Patient + PR (82 m) Patient + PR (62 m) Patient + PR (45 m) Son 32 Yes

SLO3 Patient (106 m) Patient + PR (84 m) Patient (90 m) – Daughter 31 No

PR (25 m)

SLO4 Patient + PR (89 m) Patient + PR (50 m) – Daughter 63 No

SLO5 Patient (52 m) Patient + PR (83 m) Patient + PR (58 m) Patient + PR (30 m) Wife 61 Yes

RC: respecting choices conversation; RI: research interview; MP: my preference form; length in minutes (m).
When columns I∘ RC and II∘ RC are joined, it means that the RC intervention was undertaken in a single conversation.

I can’t really get to grips with it yet” (NL1 PR int1); “It makes you
get older to hear words like these […] because you imagine him in
a condition in which he is no longer able to be the father you have
always had” (ITA4 PR int1).

This emotionally activating “sharing process” seemed to have
the potential to make the relationship between patient and PR
closer. Indeed, in one case, we noticed a reluctance to share emo-
tions before engaging in the ACP process: the patient avoided
talking freely about her intimate experiences and concerns related
to the disease with the whole family in order to protect them all
from suffering. However, participating together with her son in the
ACP process was a kind of liberation “[it] frees you from every-
thing” (ITA3 P int1,2). After the ACTION RC ACP intervention,
the patient explicitly reported that her son had begun to behave
in accordance with her wishes and that he finally grew up, making
their relationship stronger “At present he talks more than previ-
ously, he is much more open with me, he asks me if I had my blood
pressure measured, if I ate something, while before he did not ask
anything to me.” (ITA3 P int1).

We observed something similar in another case where the
patient and his wife began to discuss topics they would not have
otherwise, sharing vulnerable feelings and thoughts related to his
illness. “Yes, it [the intervention] freed us. I said if youwant the best
forme, don’t cry. But we didn’t talk. After the [RC] conversation, we
started talking” (SLO1, P int2). The patient’s wife confirmed this:
“The tears have to come out. It’s a lot easier now that we talk openly.
We’re not hiding anything. It feels good to talk” (SLO1, PR int2).
Thismade them “even closer.” “Even before that, wewere very close.
Now, we are even closer. What we need the most is each other.”
(SLO1, PR int1). “He’s handling everything well. I think it will be
ok. If they prolong his life for a few years, we’ll be happy. To go to
sleep and wake up together… it’s the most beautiful thing, truly.
You can really appreciate it, even more.” (SLO1, PR int2).

The data indicate the potential for ACP discussions to result
in a shared understanding between patients and their PRs and
a strengthening of their relationship and mutual commitment.
However, this was not always apparent, and in some cases,
it seemed that the ACP intervention could spark conflict and
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disagreement. For instance, this happened in a case where the
patient chose as PR someone who had previously been her fiancé
for 12 years. Although their romantic relationship ended a few
years before taking part in the ACTION RC ACP intervention, the
patient had no doubts in choosing her PR, given their deep and
trusting friendship. They had discussed several times what their
wishes and preferences were for future treatment and care, and she
had been always reassured that her preferences would have been
followed. However, when the patient reflected on the ACP inter-
vention in her research interview, she expressed the thought that
in the event, a ready agreement by her ex fiancé to the comfort care
she had specified as her preference, rather than the option of active
care to prolong her life, would constitute an expression of her low
worth to him, rather than his respect for her wishes. “It had struck
me when he [the PR] had said, when the facilitator had asked him
whether he would surely have done what I had said to do, even if he
would not have agreed…Andhe said yes, he felt so calm and secure
[…] I thought in general that one might have doubts, puzzlements
and uncertainties […] And this thing had struck me very much”
(ITA2 P int1). The patient reported that she and her PR had quar-
reled between the first and second research interviews, and their
friendship was ended. The patient herself questioned whether the
ACP RC intervention might have caused the interrupting of the
relationship between her and the PR: “In that moment it did not
seem to me that our relationship had changed … after this thing
[the intervention] … but maybe yes, a little bit and probably … I
am not able to say if it had influenced or not in interrupting our
relationship” (ITA2 P int2). As a result of the broken relationship,
the patient suffered a lot: “[…] it’s a lack, it’s a separation, it’s a loss,
it’s like when someone dies” (ITA2 P int2).

Discussion

Our findings suggest that taking part in the ACTION RC ACP
intervention may impact the relationship between the patients and
their PRs by realigning patients’ andPRs’ understanding and expec-
tations about the illness condition and its evolution and strength-
ening their commitment to each other. This is the desired outcome
of a person-centered communication (Epstein and Street 2007),
i.e., that specific professional–patient relationship which allows
patients to share efficaciously the decision-making process with
their doctors.

Given that the ACP process encourages trust and commit-
ment and “sanctions” the interactions through the formalization
of choices for future treatment and care, it works like a linguistic
performative act. According to Austin (1962), a linguistic perfor-
mative act means “doing things with words,” as when people get
married, testify, or promise something to someone. Austin high-
lighted that a linguistic performative act requires the fulfillment of
a list of “felicity conditions,” among which the full commitment in
the process is the most important.

Overall, the results of the study make apparent the potential of
the ACP process for opening up a reflective space with the poten-
tial to increase awareness of patient and PR perspectives and the
reality of the illness (Zwakman et al. 2019), while also strength-
ening bonds between the patient and PR in the present (Pollock
et al. 2022). Indeed, several patients and their PRs cherished their
relationship and aimed at preserving or developing togetherness
(a good life together), notwithstanding the difficulties due to illness
and treatment and the uncertainties of the future.

For all these reasons, the ACP process may be understood in
terms of a model of relational autonomy. Decision-making about

future treatment and care involves the patient not only at an
individual level but also the involvement of family and friends.
Moreover, it has been stressed that relational autonomy in ACP
incorporates the fluctuating nature of autonomy in chronic diseases
like cancer and the role of vulnerability of the patient, particularly
when a life-threatening illness is progressing (Killackey et al. 2020).
Our results, limited to the relationship between the patient and
PR, support this model, highlighting the importance of the rela-
tional context surrounding the patient. However, choosing the PR
on the basis of the most supportive relationship does not necessar-
ily result in a positive ACP process (Boerner et al. 2013). This is
illustrated in the case of the ex-partner who fulfilled all the quali-
ties generally required for the PR in the ACP process but failed to
find resonance with the emotional needs of the patient now fac-
ing death. Therefore, it is important to recognize how sensitive the
ACP process is in reality and how crucial may be the need for
skilled facilitation in supporting effective communication about
ACP between patients and their relatives, as also Kishino et al.
(2022) highlighted.

Limitations and further research

A first limitation of this study concerns the limited period of
follow-up observations and the focus on the PR only. Furthermore,
the significance of the relationship between patients andPRs (being
a partner, or a child, or friend) was not explored. Future research
should investigate this topic through a longer follow-up and post-
bereavement interview to explore whether any other changes hap-
pened concurrently in the wider relational context of the patient
and the potential relevance of the relationship between patients and
PRs.

A second relevant limitationwas the language barrier, given that
the fluency in a native language is critical in a phenomenological
study. Moreover, the limited resources for translation restricted the
access of team members to all primary data.

Further research is required to confirm and extend the results
of the study findings.

Strengths

A strength of the study is its international nature with a shared
methodology. It was especially valuable to have access to the tran-
scripts of the ACTION RC ACP discussions between the patient,
PR, and facilitator and to be able to compare these with subse-
quent interview data. In addition, the study involved a careful
development and translation process to ensure cross cultural adap-
tation ofmaterials anddata analysiswithin each of the participating
countries.

Conclusion

ACP is a dynamic interplay between patients, family members,
and HCPs, which goes beyond the expression of a patient’s choice
for future treatment and care. We suggest that a significant conse-
quence of the ACP intervention may be to strengthen the relation-
ship and mutual understanding between some patients and their
PRs and to enhance their sense of mutuality and connectedness in
the present.

Supplementary material. The supplementary material for this article can
be found at https://doi.org/10.1017/S1478951523000482.
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