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Abstract

Objective: Clinicians' fears of taking away patients' hope is one of the barriers to
advance care planning (ACP). Research on how ACP supports hope is scarce. We
have taken up the challenge to specify ways in which ACP conversations may poten-
tially support hope.

Methods: In an international qualitative study, we explored ACP experiences of
patients with advanced cancer and their personal representatives (PRs) within the
cluster-randomised control ACTION trial. Using deductive analysis of data obtained
in interviews following the ACP conversations, this substudy reports on a theme of
hope. A latent thematic analysis was performed on segments of text relevant to
answer the research question.

Results: Twenty patients with advanced cancer and 17 PRs from Italy, the
Netherlands, Slovenia, and the United Kingdom were participating in post-ACP
interviews. Three themes reflecting elements that provide grounds for hope were
constructed. ACP potentially supports hope by being (l) a meaningful activity that
embraces uncertainties and difficulties; (Il) an action towards an aware and empow-
ered position; (Ill) an act of mutual care anchored in commitments.

Conclusion: Our findings on various potentially hope supporting elements of ACP
conversations provide a constructive way of thinking about hope in relation to ACP

that could inform practice.
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1 | INTRODUCTION

Advance care planning (ACP) enables patients to define goals and
preferences for future medical treatment and care, to discuss these
preferences with family and health-care providers, and to record and
review them if appropriate (Rietjens et al., 2017).

Hope in patients with a life-threatening illness is defined by John-
son as being global in nature, moving from, or alongside, hope for lon-
gevity or cure, to hope embedded in relationships (Johnson, 2007).
Johnson described 10 essential attributes of hope in terminally ill
patients: Positive expectations, personal qualities, spirituality, goals,
comfort, help, interpersonal relationships, control, and life review
(Johnson, 2007). Various studies confirm that patients are usually
hoping for comfort, quality of life, spirituality, and supportive
relationships (Broadhurst & Harrington, 2016; Johnson, 2007;
Kellehear, 2014; Kylma et al., 2009; Zwakman et al., 2020). Johnson's
conceptualization of hope corresponds well to the concept of “rea-
sonable hope” introduced by Weingarten (2010) or “reality-based”
hope that suggests relating to achievable aims in the face of life-
limiting illness (Duggleby & Wright, 2005). Reasonable hope is argued
to be relational, consisting of a practice, maintaining that the future is
open, uncertain, and influenceable, accepting doubt, contradictions,
and despair (Weingarten, 2010). It is a moderate and sensible variant
of hope suggesting actions and seems to be particularly suitable in the
ACP context.

Hope is widely considered to be essential to well-being and
quality of life and even to life itself (Chochinov et al., 2002; Eliott &
Olver, 2009). There is evidence of hope being sustained in palliative
and dying patients (Broadhurst & Harrington, 2016; Nierop-van
Baalen et al., 2016; Penson et al., 2007; Sanatani et al., 2008). Worry
of health care professionals that ACP may take away hope is one of
the main recognised barriers in initiating ACP (Almack et al., 2012; De
Vleminck et al., 2013; Jabbarian et al., 2018). ACP conversations
include sensitive topics, such as asking patients about their
preferences for care if they become unable to make their own
decisions. Clinicians often perceive such questions as incompatible
with promoting hope and maintaining normality in patients'
remaining lifetime (Boyd et al., 2010). However, quantitative studies
have indicated that engaging in ACP does not diminish hope or
increase hopelessness (Cohen et al., 2020, 2021; Green et al., 2015)

nor does ACP disrupt hope for a cure in most patients and their loved
ones (Robinson, 2012). ACP may even enhance hope through provi-
sion of timely appropriate information (Davison & Simpson, 2006).

Findings from qualitative and concept analysis studies
(Broadhurst & Harrington, 2016; Davison & Simpson, 2006; Eliott &
Olver, 2009; Johnson, 2007; Nierop-van Baalen et al., 2016; Penson
et al., 2007) provide us with a sufficient understanding of the concept
of hope and themes that foster hope in the context of palliative care,
but we lack an understanding of potentially effective mechanisms of
supporting hope in the context of ACP. The aim of this study was to
explore how ACP conversations support different attributes of hope
as conceptualised in the medical and nursing literature.

2 | METHODS

As part of the cluster-randomised controlled ACTION trial assessing
the ACTION Respecting Choices (RC) ACP intervention in six
European countries (Rietjens et al., 2016), we carried out a qualitative
study in four of these countries (Italy, Netherlands, Slovenia,
United Kingdom) to explore how patients and their personal represen-
tatives (PR) experienced taking part in the ACTION RC ACP interven-
tion (the ACTION qualitative study).

The ACTION RC ACP intervention is an adapted and integrated
version of the RC® First Steps and Advanced Steps RC facilitated ACP
conversation (more details can be found at www.respectingchoices.
org). It consists of three main components, the ACP conversation
being one of them (Figure 1).

The ACTION qualitative study explored patient and family
experience of receiving the ACTION RC ACP intervention and their
perspectives on ACP (Pollock et al., 2022). This present paper
reports on how taking part in the ACTION RC ACP intervention may
support hope as one of the secondary objectives of the ACTION
qualitative study.

2.1 | Ethical approval

Ethical approval for the qualitative study was obtained from the

Research Ethics Committee (REC) of the study coordinating centre

The ACTION 1) The ACP conversations between the patient and, if they wish, his/her relative,
RC ACP and a certified facilitator. Facilitators use conversation guides to support patients
intervention and their relatives in exploring the understanding of their iliness, in reflecting on

their goals, values, beliefs and hopes and in discussing their preferences for

future treatment and care.

2) Documentation of wishes in the My Preferences form. The My Preferences
form can be used to document the patient’s goals, values, and preferences.
Depending on local legal regulations, the My Preferences form can be used as

an Advance Directive.

3) The facilitators provide leaflets with information regarding ACP and the role
of the Personal Representative (PR) to all participants. Where relevant,

facilitators also provide leaflets about resuscitation, artificial ventilation and/or

artificial feeding.

FIGURE 1 The ACTION RC ACP
intervention, completed before the
ACTION qualitative study
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and from the relevant local RECs. Informed consent was obtained

from all individual participants included in the study.

2.2 | Sampling and recruitment

Patients with a diagnosis of lung cancer (stage Il or IV) or colorectal
cancer (stage IV or metachronous metastases) and, if involved, the
person the patient nominated as their PR were invited to participate
in the ACTION RC ACP intervention and in subsequent semistruc-
tured qualitative interviews. For details about the inclusion criteria,
recruitment strategy, and the ACTION RC ACP intervention, we refer
to the ACTION project article and the research protocol (Korfage
et al., 2020; Rietjens et al., 2016). Data for the qualitative interviews
were collected between January 2017 and July 2018.

2.3 | Data collection and analysis

Semistructured qualitative interviews following the ACTION RC ACP
intervention were chosen as being best suited to address the research
question and are considered the primary dataset for the analysis. We
used detailed narrative summaries of each patient case written in
English and summaries of parts of the ACP conversations where
patients explicitly reflected on their hopes as a part of the interven-
tion. This allowed us to view each case holistically and to check
whether recognised hope-enhancing aspects were in some way
related to patients' explicitly stated hopes.

Patients and their PRs were invited to take part in a semistruc-
tured qualitative interview approximately 2 weeks after ACP interven-
tion. A follow-up interview was requested 3 months later. Drawing on
a topic guide developed collaboratively between researchers from the
countries taking part in the ACTION qualitative study, participants
were asked to tell about their current health circumstances, to discuss
experiencing the ACP conversations, to reflect upon nominating and
involving a person as their PR, and to consider outcomes of the ACP
conversations. Experienced researchers from a range of academic and

professional disciplines (sociology, nursing, psychology) carried out

_WILEY-2®

qualitative interviews. The ACP conversations and the interviews
were audio recorded and transcribed verbatim.

The concept of hope in the terminally ill is context-specific and
reflects how we think and practice. We did not ask participants
directly about how ACP supports their hope or narrow our search on
the word “hope” in the interviews, as hope can be less consistently
understood across participants. We examined interview transcripts
from the ACTION qualitative study using a deductive approach, utilis-
ing attributes of hope in terminally ill described by Johnson (2007) as
our initial codes. We predetermined what to look for in the data, using
a data extraction form (Supporting Information S2) based on John-
son's rich conceptualization (Johnson, 2007). This sensitised us to fea-
tures of data indicating attributes of hope and provided context for
analysis of the data (see Introduction for details on Johnson's essential
attributes on hope). Johnson's concept analysis was recognised as a
notable work in terms of explicating a wide range of aspects of hope
from the perspective of the terminally ill and is in accordance
with qualitative studies examining strategies to enhance hope
(McClement & Chochinov, 2008).

Our analytical approach (Figure 2) involved researchers from each
participating country rereading the transcripts in their native language,
before extracting and translating relevant interview segments. We did
not have resources to translate all interviews into English.

Analysis was conducted largely in English to facilitate discus-
sions between teams. English was the language of the ACTION
study, and all researchers were fluent in written and spoken English.
The codes were categorised into themes at a latent level (Braun
et al., 2016; Braun & Clarke, 2006) by identifying coherent patterns
in relation to hope supporting elements of ACP across sites and
countries. The first two authors took the lead in analysis and inter-
pretation of data. Analysis and data were discussed during regular
meetings and email correspondence between researchers from all
teams. Reflexivity was often employed, through each of us sharing
our understandings of different conceptualizations of hope and
implications for practice, which improved our conceptual thinking
and the rigour of this study. To ensure the quality of our report, we
followed a checklist COREQ (Tong et al., 2007) for reporting of

qualitative studies.

FIGURE 2 Flow-chart of data

ACTION qualitative study ACTION qualitative study ACTION qualitative study
ACP conversation(s) took After 2-3 weeks, the first 10-12 weeks after the
pIaFfe with a certified interview WIth pat'lents a'nd, !ntervgntlon, the second
facilitator. where possible, with their PR interview was undertaken. A
was undertaken. narrative summary of each
case was written.
Nested study on hope Nested study on hope Nested study on hope
Interview segments Parts of the ACP Two researchers coded all
reflecting attributes of hope conversations where extracted segments and
specifically being related to patients explicitly talked analyzed them using the
the ACP intervention were about their hopes were constant comparative
extracted. summarized. method.

collection and analysis procedure
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3 | RESULTS

Twenty patients, including 17 patients with their PR, participated in
interviews following the intervention, four from Italy, five from
Slovenia and the Netherlands, and six from the United Kingdom.
Fourteen patients engaged in two interviews and six in a single
interview. Sixteen patients had advanced lung cancer, and four had
advanced colorectal cancer. Patients were aged from 50 to 88, with
mean age 66. Eleven patients were men and nine were women.
Twelve PRs were partners of patients and five were adult children
(sample characteristics are provided in Table S1).

When asked directly about hope during the ACP conversation,
participants expressed hope for longevity or even a possible cure.
Other themes of hope mainly addressed close relationships, comfort,
and quality of life.

When asked about the ACP conversations, participants referred to
some attributes of hope in the palliative care setting as suggested by
Johnson (2007), such as sense of control, inner strength and interper-
sonal relationships, as being enhanced or strengthened by the ACP con-
versation. Exploring relevant statements further, ACP is argued to be a

hope-enhancing strategy by virtue of themes presented in the following.

3.1 | ACP as a meaningful activity that embraces
uncertainties and difficulties

ACP provides tools to deal with difficult situations related to feared
images of illness progression that may give people grounds for hope in
the midst of sadness. Some participants claimed that the ACP conversa-

tion had a short-term effect in a sense of raised distress. Excerpt 1:

At first, | was not happy about it [ACP conversation],
quite the opposite; | had a moment where | thought to
myself, “Damn, there are so many things to fight right
now, and the sadness. We would be better off without
this.” Well, it became clear with time, after a few days
had passed and feelings have faded that this is good,
you take the information you need and you move on.

(Personal Representative 4, 1st Interview, Italy)

Excerpt 2:

PR: So yes, that's pretty hard of course, but you cannot
avoid it. We both prefer to know that, also from
each other, how we feel about it. Because it gives
you control.

Patient: ... Yes, clarity is the most important. Clarity about

how you see things. (Patient and Personal

Representative 4, 1st Interview, Netherlands)

The ACP experience often described by participants consisted of
an immediate feeling of discomfort discussing end of life (EOL) fol-

lowed by perceiving it as directly relevant and meaningful for their

situation. We came to understand ACP as a meaningful activity that
contributed to participants' sense of what existed at the moment,
including current feelings, uncertainties and multiple perspectives, in
order to prepare themselves for challenges that lay ahead of them.

An ltalian patient who had a “profound fear of pain” described
the ACP conversation influencing his fear and image of death by giv-
ing him some control over dying. At the same time, he maintained see-

ing his future as uncertain. Excerpt 3:

One never knows how it will end, everyone knows that
more or less. But to be able to understand what could
be my possibilities to carry on in dignity from here till
... This helps. (Patient 1, 1st interview, ltaly)

3.2 | ACP as an action towards an aware and
empowered position

The participants' accounts on beneficial aspects of the ACP conversa-
tion are characterised by a prevailing sense of empowerment. ACP
conversation helped some participants to explore ways to cope with

the scenario of health decline. Excerpt 4:

... to understand the disease better, what kind of behav-
ior one should have, how to communicate with doctors
in a clearer way, because if one knows a little more one

can ask better questions. (Patient 1, 1st interview, ltaly)

ACP conversation can assist people in a tangible way with the for-
mulation of possibilities for the plan of care at the end of life. A partici-
pant from Slovenia stressed the importance of gaining constructive
information from a professional perspective as part of the ACP. It is in

this space that new thoughts and feelings can be expressed. Excerpt 5:

It was helpful. Of course. We can talk about it at home,
but you get a professional perspective from a conver-
sation like this. Before, you did not even think about
certain things. Little details can open you up. You start
to think in a different way, but not in a radical way. In a
way that might be good, | could do that too. It helped a
lot. (Patient 1, 1st interview, Slovenia)

ACP conversation can support one's identity as a determined,
resilient and organised person. Participants from the UK described
having a constructive mind-set while engaging in the ACP conversa-

tion. Excerpt 6 and 7:

... it's like, not the pushing things away, is not it, it's out
in the open, and let us talk about it and make us
stronger as well, and prepared kind of, you know what
| mean? So, we have had this conversation and it's
preparing your mind set, really, so yeah, it was useful.

(Personal Representative 1, 1st interview, UK)
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It's given me the opportunity to think everything, pre-
pare everything, sort of make sure everything is stable
for everybody, then they do not have so much hassle
in the future. / ... /because, as | said, I'm well organized,
always, so, | still want to be, leave things well orga-
nized. (P 1, 1st interview, UK)

3.3 | ACP as an act of mutual care anchored in
commitments

For some, ACP embodied mutual care. Caring for loved ones was the
most consistently covered dimension in explicitly stated hopes by par-
ticipants. An ACP conversation is something people do together.

Excerpt 8:

... to give people who are in a state of vulnerability
and dependency, the feeling of being accepted,
heard, and for those around them to feel less lost ...
It is important because of the feeling that | share
these issues with another human being and the fact
that he ACP]. (Patient 2,
1st interview, Italy)

participated [in

Most of the participant discussed the importance of ACP
being a shared activity, helping them to establish or maintain aware-
ness of one another's intentions, feelings and opinions on this matter.

Excerpt 9:

In my opinion it works therapeutic, this [ACP] conver-
sation ... Otherwise you will not sit down for it
together. | really find it helpful. / ... /we liked it, as this
was a welcome confirmation that we are aligned to
each other [with PR].

Netherlands)

(Patient 3, Interview 1st,

Facilitating such discussions, however challenging these may be,
enabled some of them to relate to emotional aspects of the process,
enhanced a sense of partnership, and shared responsibility in facing
potential illness progression. Excerpt 10:

Do you think that your conversation with the facilitator in any
way influenced the conversations you have with each other?

Patient:  Yes, it freed them. | did not allow crying in my pres-
ence. | said [to my wife] if you want the best for
me, do not cry. However, we did not talk. My son
also told her not to cry. After the conversation, we
started talking.

PR: It is a lot easier now that we talk openly. We are
not hiding anything. It feels good to talk ... | feel as
if not all the responsibility and suffering is on my
shoulders. (Patient and PR 1, 2nd interview,

Slovenia).

_WILEY-L2®

4 | DISCUSSION

Our ideas about hope are reflected in our behaviour. A question arises
regarding how we think about ACP conversations that include sensi-
tive topics, such as end of life care, in relation to hope. This paper
argues that ACP may support hope as posed in the literature on hope
in dying (Johnson, 2007). Considering how ACP is hope-supporting
has practical explanatory value, it might affect ACP practice. We
acknowledge hope in patients with advanced illness as being multifac-
eted and achievable no matter how poor one's prognosis
(Johnson, 2007). Especially valuable for circumstances that are
believed to diminish hope is a concept of “reasonable hope”
(Weingarten, 2010). Patients and their family members in our study
harboured a range of hopes. Usually hope for living a “normal” life as
long as possible prevailed. Other themes of (reasonable) hopes mainly
addressed close relationships, comfort and quality of life. We used
Johnson's conceptualization of hope (Johnson, 2007) to examine
interview data from a new perspective. We did so to find a variety of
hope-supporting mechanisms within the experience of ACP we would
otherwise have overlooked, such as enhancing control, personal quali-
ties (namely courage) and strengthening relationships. Our results
show that for some participants, ACP has the potential to enhance
hope through promoting a proactive stance and helping to feel
empowered to meet difficulties that lie ahead while embracing uncer-
tainty. Hope in this sense is not about the positive outcome but refers
to preparations and making sense of the current condition. Referring
to Weingarten's concept of reasonable hope (Weingarten, 2010), our
themes underpin the importance of directing our attention to what is
within reach more than what is desirable but unattainable.

In ACP conversations caring interactions can occur, which are
argued to be hope-supporting, new thoughts and commitments can
be expressed. It is something challenging that people do together in
meeting the demands of possible iliness progression. Relationships are
recognised as paramount to hope (Johnson, 2007). Weingarten
(Weingarten, 2010) argues that reasonable hope flourishes in relation-
ship and refers to actions of one or many people, less to the attribute
of an individual.

Health care professionals' efforts to understand how patients and
family members respond to ACP is important; especially because their
understanding guides their practice. For example, their perceptions of
what is good for patients and a desire to protect them and themselves
are directly connected to decisions about initiating discussions about
EOL care or not (Keating et al., 2010; Prod’homme et al., 2018). This
is especially relevant in cultures where ACP is not part of mainstream
patient-centered care and introducing ACP at earlier stages of illness
is frequently avoided (Prince-Paul & DiFranco, 2017).

While ACP might intensify somewhat unpleasant emotions linked
to focusing on scenarios related to EOL (Johnson et al., 2016), partici-
pants felt the future is uncertain, but working, together, towards con-
trolling some aspects of it felt valuable. Our findings support a
relational approach to ACP (Briggs, 2004; Johnson et al., 2016). Partic-
ipants valued ACP as a relational process that emphasises engage-

ments between patient, PR and healthcare professional over time.
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ACP can provide an opportunity for patients and their significant
others to explore subjective worlds and unknown territories together.
Papadatou (2013) refers to “growth” in the context of palliative care
as something that “occurs between people in the context of relations
that become personal” and our findings show that ACP has a potential
to support intimacy and honesty.

Though the facilitated ACP RC intervention was standardised,
participants engaged individually with different expectations and
objectives, for example, acquiring information about their illness,
engaging a family member or making advanced treatment decisions.
Understanding ACP as a means by which patients exercise control
over choices at the EOL is too narrow, as studies have shown
(Johnson et al., 2016; Michael et al., 2014). Our study provides further
support that some fundamental and complex relational and emotional
needs may be addressed in the process of ACP, which should be taken
into account when discussing hope in relation to ACP. For many,
agency is put in the service of caring for others; for example, to act on
patient's behalf to secure desired outcomes or to spare a family mem-
ber the difficulties related to decision-making. Growing intimacy and
open communication were reported by some participants as a result
of the intervention that is important in the light of the notion that
new targets of hope in patients with life-threatening iliness are likely
embedded in their intimate relationships (6). There is evidence of the
crucial significance of relational dimensions in patients' hoping in the
context of palliative care (Benzein et al., 2001; Kylma et al., 2009;
Olsman et al., 2016).

Our findings do not say much about the importance of document-
ing preferences about EoL care for its own sake—instead they indicate
other hopes and values patients and their PRs hold. We argue that
hope supporting elements of ACP are about enabling a collaborative
space where agency for the case of illness progression is supported
and intimate and sometimes difficult thoughts and emotions are con-
tained. From this interpersonal realm, hope can be supported. Hope
for a cure or longevity is usually held simultaneously with other hopes.
Integrating our findings into clinicians' worldview can contribute to
their readiness and confidence in offering discussion of ACP. Clini-
cians should expect and be prepared to tolerate an increase in nega-
tive affect while discussing EOL matters while keeping in mind that
ACP conversations have hope supporting features. Our findings sup-
port clinicians to discuss different possibilities about future care with
their patients, explore feelings and multiple perspectives while sus-
taining uncertainty about the future, giving particular attention to key

relationships and shared responsibility.

41 | Strengths and limitations

Our findings extend observations from previous studies on hope in
the context of ACP and contribute international data to this literature.
It is important to note that ACTION RC ACP conversations avoid the
predominantly biomedical model of discussing end-of-life care prefer-
ences and are taking into account emotional and psychosocial aspects

in such planning as well.

Building expertise in ACP was an intensive process involving care-
ful and critical consideration of the ACTION ACP intervention ele-
ments with regard to social context and specifics, which led to deep
understanding of the ACP process. Deep contextual knowledge was
necessary before moving onto analysis across sites, enhancing rigour
of our study. Exploring an evidence-based ACP intervention in the
intercultural context facilitates the application of our findings to other
contexts and settings.

Bearing in mind that participants' understanding of hope in relation
to ACP could be hard to grasp if asked directly, we decided to search
cues in their spontaneous talks about the intervention. The primary
study, done simultaneously by authors of this substudy, was not
designed to study hope. Whereas using this conceptual framework on
hope did alert us to a range of important aspects, it might also direct
our attention away from some other potentially important aspects. We
did not take into consideration potential variances in perception of hope
in the different cultures within and between the countries included.

Our approach of coding parts of data explicitly on hope in ACP
conversations and extracted data from interviews, allowed us to con-
struct coherent themes that are relevant for participants' explicitly
stated hopes, which is important for validity of our findings.

Hope is sometimes discussed as one side of a polarity: Hope-
hopelessness. Addressing hope-hindering aspects of ACP would cre-
ate further balance in the discussion. However, hope and hopeless-
ness may be distinct constructs and both could not be covered
adequately in this paper. We decided to focus on hope-supporting
themes as only possible using this method of analysis.

A note of caution is also necessary regarding translating data early
in the process of analysis. Analysing translated segments meant risk-
ing losing some meaning inherent to the data. However, we worked
collaboratively to ensure that data were not misinterpreted.

5 | CONCLUSION

Despite the challenges of ACP processes for patients with advanced
cancer and the difficulties and resistance participants sometimes feel
in imagining the future, our study suggests that structured ACP con-
versation, addressing clinical, emotional, psychological and social
aspects of patients' experience might support some hope-enhancing
attributes. By consenting to the concepts of “reasonable hope” and
“hope in terminally ill” that suggest a modest and sensible variants of
hope, a new way of thinking about hope in relation to ACP is possible.
Grounded in authenticity and awareness of a difficult reality, promot-
ing empowerment and connection, ACP conversations can provide

grounds for hope.
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