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Abstract

Background: Advance Care Planning (ACP) can be defined as an ongoing process of communication between patients and (in-) formal caregivers to help an
individual identify, reflect upon, discuss, and express her or his values, beliefs, goals, and priorities to guide individual care and treatment decision making when nearing
end of life. Studies suggest ACP is not well implemented in the hospital setting. This contrast sharply to the necessity of those conversations in hospitals: treatment
decisions are made which potentially have a big impact on the patient’s and families quality of life. AIMS: In order to facilitate the implementation of the ACP
decision making process in hospital, it might be interesting to know what helps hospital professionals to overcome challenges.

Methods: 24 semi-structured interviews were taken from hospital physicians, nurses, psychologists and social workers and analyzed using content analysis based upon
grounded theory principles.

Results: Participants reported that finding consensus about treatment and care was difficult. Furthermore, finding consensus on when to start decision making
conversations with patients was difficult. Helping factors are multidisciplinary cooperation and strategies to convince one another, like the use of rhetoric’s. Also,
working closely together is also seen to be advantageous, because opinions can be checked and one can learn from more experienced colleagues.

Conclusion: This study gives an insight in how ACP is conducted in hospital practice and what is experienced as helping to overcome obstacles. Results can be used

to facilitate implementation, for example by educating professionals.

Introduction

In recent history, calls for the strengthening of individual
patient rights and participation in decision-making, have led to the
development of the concept Advance Care Planning [1]. Advance
Care Planning (ACP) can be defined as an ongoing process of
communication between patients and (in-)formal caregivers to help an
individual identify, reflect upon, discuss, and express her or his values,
beliefs, goals, and priorities to guide individual care and treatment
decision making when nearing end of life [2].

The ACP decision-making process is important in the hospital
setting for many reasons. A first argument is that an important goal of
ACP decision-making is guaranteeing continuation of care throughout
the different care settings [3]. Second, in order to prevent hospital
admissions for palliative patients, health services often focus on the
implementation of ACP in the primary care setting and nursing homes
[4-11]. However, still many palliative patients reside and die in the
hospital setting [12-16]. When admitted to the hospital, palliative
patients often experience the disease and treatment burden strongly.
In these moments, questions concerning the meaning of treatment and
disease may arise in patients. It is not a remote theoretical discussion
that doesn’t concern them [17-20]. In this setting, treatment decisions
are made which potentially have a big impact on the palliative patient’s
daily life and might even cause or hasten death [21]. The biggest
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treatment decisions indeed concern hospital treatments (e.g. starting
chemo therapy, stopping hemodialysis, placement of defibrillator ...)
[22]. Furthermore, if the palliative patient loses competence in hospital,
life-sustaining measures including cardiopulmonary resuscitation
(CPR) are routinely implemented [23]. In the absence of advance
directives (AD’s) or medical instructions, this may lead to unwanted
resuscitation [24]. Studies show that a lack of ACP discussions in
hospital may lead to patients feeling overly optimistic about their
prognosis, thereby choosing too aggressive medical treatment with a
high burden of toxicity or side effects a high likelihood of an undesirable
outcome [25,26].

However, studies suggest ACP is not well implemented in this
setting for palliative patients [10,27-30]. Implementation literature
emphasizes the importance of a good understanding of experienced
barriers and helpful factors [31-38]. In order to implement ACP
more easily in hospital, it is valuable to have a better understanding
of the ways in which hospital professionals deal with, and overcome
these barriers [31]. In this article, we focus on what is seen as helpful
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for hospital professionals to overcome experienced obstacles for
ACP discussions. The research question of the study is: “‘What is seen
as helpful by hospital professionals to overcome challenges for the
implementation of ACP conversations with patient and their families?’

Methods
Design

This study is part of a larger research project focused on
understanding the difficulties of implementing ACP conversations
in an hospital setting [39]. In this present study, an exploratory,
qualitative methodological approach was chosen in order to study what
is experienced as helpful to overcome barriers. Obtained data were
studied with grounded theory [40-43].

Recruitment of participants

The study was conducted at the University Hospital UZ Leuven
in Belgium (UZ Leuven 2016). This setting was chosen because
of diversity in pathology and hyper-specialization of personnel.
Recruited participants included physicians, nurses, psychologists
and social workers, further in this paper referred to as ‘participants’.
These participants work in one of the three main care trajectories with
palliative patients [45]: organ failure, oncology and gerontology. In
total, 24 participants were included in the study (Table 1).

Data collection

The participants were interviewed in a room on the care unit where
the hospital professional worked. Before the start of the interview, the
participant was asked to sign an informed consent form and to fill out
a brief questionnaire to gather some socio-demographic data (listed up
in Table 1).

Theresearcher (firstauthor) used an interview topic guide consisting
of open questions. In line with grounded theory principles (Strauss &
Corbin 2015; Charmaz 2006), the researcher adapted the topic guide
for every new interview (collection and analysis happened concurrent,
see data analysis): every new interview brought new insights to the
researcher, which she explored further, in the next interview.

Data analysis

The interviews were transcribed verbatim. After transcription, a
summary of the interview and an overview of the main themes were
made, following the QUAGOL approach for qualitative analysis
[42]. Then, a line-by-line analysis of each interview was done using
MAXQDA software. In that way, there was an oscillation between
summarizing the main themes, and line-by-line detailed analysis.

The research group (2nd, 3rd and 4th author) came together
regularly during the collection and analysis process. They supervised
the analysis and gave suggestions for further directions of investigation.

Afterwards, three external auditors independently revised the
hierarchical coding and categorization process. The researcher included
their comments in the study.
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This research received no specific grant from any funding agency in
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that there is no conflict of interest. Ethics approval for the study was
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Results

The results are part of a larger study conducted by Vanderhaeghen
et al. [39] in which data also led to the development of a model of ACP
in hospital practice and to the unveiling of experienced barriers to
ACP for hospital professionals. Both topics were described in an article
[39]. In order to give a clear description of factors that are helpful
in the implementation of ACP conversations, as they are experienced
by professionals, we will briefly refer to some findings of the broader
project concerning the barriers experienced by the professionals, if this
seems necessary for clarification.

Walking two roads simultaneously

As shown in the previous study of Vanderhaeghen et al. [39],
the participants reported that an important barrier to initiate ACP
conversations is the absence of a consensus within a team about what
the best moment is to start these conversations (see Figure 1 in appendix
A). Many participants reported that they thought ACP conversations
should take place if there is a slight chance that the patient will die [39].
They tended to start talking early in the disease trajectory. Participants
who started talking about ACP late in the disease trajectory, reported
to only initiate ACP conversations when treatment chances were low.
They only saw one road; the road of real treatment chances. They didn’t
foresee different possible scenarios as they held on to the fact that there
were still chances.

Participants who started talking about ACP early in the disease
trajectory (seen as an essential part of ACP by patient organizations
[46,47]), used the image of two roads that could be walked
simultaneously. As a psychologist stated: “In my opinion, it is ‘and...
and...’, both roads at the same time. A patient can get full treatment
options and still have good chances to live long.”. They thought that by
explaining the other group of hospital professionals the metaphor of
two roads, they could be thought that bad or good treatment chances
are not the decisive factor in starting ACP.

Finding consensus through communication within a team

Participants reported that it is not clear when they have to stop
treatments [39]. Participants have different grounds upon which they
decide to stop treatments. One group of participants only considered
the medical condition of the patient in this decision. Another group
considered the resilience of patients and their families in order to carry
the burden of the disease and treatments. Still another group focused
on the wish of the patient as the most important ground upon which to
base the decision to stop treatment. It was striking that the participants
seemed to be unaware of these differences between one another. If it is
not clear in a treatment team what the point of disagreement actually
is, it may impede decision-making in the treatment team, as it makes
reaching consensus more difficult [39].

Itis not surprising in this context that communication is seen as the
key facilitating factor in this process of finding consensus. According
to our participants, in order to optimize communication in the team,
the team should meet frequently. An important perceived facilitating
vehicle for ACP is the weekly interdisciplinary team meeting on the
ward. As a nurse stated: “The team meeting really is the place where
I can discuss what I feel about what good care is now..., what we
should do.” In such weekly meetings, nurses, psychologists and social
workers share psycho-social information about the patient, while
physicians share medical information (e.g. prognosis). All interviewed
participants perceive this information as helpful in their ongoing
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ACP communication with patient and family. This information is
considered to be very important in order to make decisions. Also, some
participants report that it is nice to know that decisions are back up by
most team members.

Furthermore, some participants perceived a shared conceptual
framework as important in communication. A head nurse stated:
“Working with clear definitions, visible during the team meeting was
helping, we understood one another better. E.g. when we talked about
the ‘palliative phase’, we all meant the same.

Coping with the hierarchy in decision-making

As described in the previous article of Vanderhaeghen et al.
[39], the four main actors in the treatment team (physicians, non-
physicians, psychologists and social workers, see Figure 1, appendix
A) often passionately defend their convictions, because care and
treatment decisions concern life and death themes. Participants report
that during such discussions, there is an important power inequality
between the actors. When physicians and non-physicians have
different convictions, non-physicians have all kinds of strategies to
convince physicians to stop treatment. E.g. they used rhetoric’s, they
gave the physician a vivid image of the suffering of the patient, they
used the words of the patient to convince the physician, they picked
their battles (cases that are worth fighting for), etc. Some physicians
reported they try to involve non-physicians as much as possible in
decision making, because they use their opinion as a check: “This really
is the best decision, because team members have the same opinion.”
With this regards, participants also reported that working together
closely on a care unit is helpful. They explained that by working side
by side, it is possible to share with one another new information about
the psychosocial and physical condition of the patient. Furthermore,
it offered the possibility to check whether one’s interpretation of the
facts is shared by one’s colleagues. For example, when the family asks
to slow down the process of dying, the correctness of their request can
be checked with colleagues.

Sometimes it is not possible to find consensus about treatment and
care policy. This was experienced as very burdening by our participants.
This was sometimes tangible during the interviews with participants;
especially when there was anger about what was experienced as
incorrect treatment decisions. One important difficulty reported by
some participants, was the feeling of continuing dependency from
one another; while sometimes there is no trust anymore. While
professionals of the same care unit had to work together in many cases;
having had to deal with treatment decisions of others with different
judgments was a burden on the relationship of trust and collaboration.
It seems that difficult cases may leave traces on the professional
relationship. It makes working with patients, families and other team
members more difficult.

Finding meaning in care that is focused on the well-being of
a patient

Some participants reported that they found meaning in care that
was focused on life prolongation; but not in palliative care. Creating
time for palliative care was not seen as important for this group of
participants [39]. This is an important barrier because it implies that
professionals may sometimes not find meaning in care that is in line
with the wishes of the patient. In contrast with these professionals, other
participants report that for them contributing to the patient’s life by
focusing on quality of life, even if it is not focused on the prolongation
of life, may be very meaningful. For those participants, palliative care
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is seen as an important aspect of patient care, where quality of the time
left, is of utter importance. These participants reported that to them
ACP is very important.

Some participants reported that personal life-events (e.g. a death
in the family) or specific patient-cases made that they changed their
point of view regarding what is good care: through such experiences
they learned that contributing to the well-being of a patient can be as
valuable as contributing to life prolongation. Other participants told us
that they felt powerless towards the disease, but felt that they had a least
some control over the well-being of the patient. A nurse told us: “I have
the same kind of... no, even more satisfaction when I can wash a dying
woman’s hair, than when I’'m able to learn a difficult technical action.”
The latter group is open to ACP conversations, because the essence of
these conversations, to them, is understanding how the patient can feel
better during treatments and care.

A culture of patient-centeredness

Some participants reported that the culture on a care-unit is
helping or inhibiting the possibility to be focused on the wellbeing of
the patient. On some wards, the head nurse installed a culture focused
on care that is attuned to the personality of the patient. Within such a
team culture, nurses who are focused on contributing to the patient’s
life by giving patient-centered care can develop this aspect in their care.
ACP is seen as an important aid on these wards: it fits in the philosophy.
Participants reported that such a team culture is an important
facilitating factor when they want to engage in ACP conversations.
They felt encouraged to know how the patient experiences care given
and treatment received.

On other wards, there was a culture in which both the technical
and the person focused care were valued and in which they are seen
as complementary. On those wards, the nurses could specialize in care
they felt more comfortable with: e.g. some nurses wanted to accompany
physicians when they had ACP conversations with patients, while
others preferred not to be part of decision-making and to focus on
the treatment of the patient. As a physician said: “Some nurses are
interested in being involved in the treatment and care policy, others
want to stay away from it, they focus on the technical aspects of their
job. Both are fine by me. Both are necessary.”

Experience with conversations about death

An important facilitating factor for having ACP conversations was
the experience of participants that patients and families experienced
relief if they could talk about dying. According to some participants,
it may be very helpful for inexperienced professionals to witness for
the first time the positive reactions of patients while other (more
experienced) colleagues have these kinds of conversations. Through
learning of observing colleagues, they reported to have overcome
their fear of addressing the topic of dying, which is essential in ACP
conversations.

Discussion

While many studies in the ACP implementation literature only focus
on experienced barriers to implementation [48], this study focuses on
the resourcefulness and strengths of adopters of ACP decision making
in hospital. Our findings show that ACP decision-making is seen to
be the responsibility of the team of the care unit. The team decides
when to start ACP, when to have the ‘stop treatment’ conversation,
etcetera. Seeking consensus within a team is often challenging. Many
reported helping factors are in fact ways to deal with this challenge and
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to find team consensus in decision-making. In line with some of the
existing literature, our study shows that factors to overcome obstacles
are mostly situated in communication with patients [23,49-51] or in
personal attitudes of professionals [52-55].

An important finding of the study is that it is difficult to reach
team consensus about the importance of timely engaging in the ACP
process. Since the ACP decision-making process is not part of standard
care, starting ACP depends upon the conviction of the hospital
professionals that are involved. As a result, not all patients are offered
the same option for timely engaging in the decision making process.
There may be different strategies, to counter this inequality in patient
care. One strategy might for instance be to teach head nurses that
embedding a holistic view on patient care in the culture of the care
unit is an important aid for hospital professionals to engage in ACP
conversations.

It seems valuable to install milestones in the disease trajectory at
which ACP can be executed. E.g. a team can agree that an oncology
patient in stadium IV of the disease should have an ACP decision-
making conversation. In this way, every patient gets the chance to
reflect upon his or her care.

The results show that team cooperation might hold great
opportunities for the facilitation of the ACP decision-making process.
Team members can help each other. They can educate one another
(e.g. learning through experience). Furthermore, they can function as
sparring partners in decision-making and they can serve as a moral
compass for one another.
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Appendix A

Model of ACP communication in hospital, as described in the
study of Vanderhaeghen et al. [39].
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