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Purpose: Advance care planning (ACP) performed by regular staff, which also
includes patients with cognitive impairment and their next of kin, is scarcely studied.
Thus, we planned an implementation study including key stakeholders (patients, next of
kin, and health care personnel) using a whole-ward/system approach to ACP. We explored
how they experienced ACP and its significance.

Patients and methods: This qualitative study is part of a mixed-method implementation
study of ACP. In four nursing homes, we did qualitative interviews and audio-recordings of
meetings. We completed 20 individual semistructured interviews with participants soon after
ACP conversations. The interviews included patients with cognitive impairment, their next
of kin, and health care personnel. We also conducted four focus group interviews with staff
and managers in the nursing homes and audio-recorded four network meetings with the
project teams implementing ACP.

Results: All participants appreciated taking part in ACP. Patients and next of kin focused
more on the past and present than future treatment preferences. Still, ACP seemed to
contribute to a stronger patient focus on end-of-life conversations. More generally, ACP
seemed to contribute to valuable information for future decision-making, trusting relations,
improved end-of-life communication, and saving time and resources.

Conclusion: Safeguarding a strong patient focus on ACP and fostering a person-centered
care culture in nursing home wards seem to be achievable through implementation of ACP
that includes regular staff, patients with cognitive impairment, and their next of kin.
Keywords: qualitative, person-centered care, whole-system approach, implementation,

cognitive impairment

Introduction

Advance care planning (ACP) is a communicative process that supports individuals in
understanding and sharing their personal values, life goals, and preferences regarding
future medical treatment and care.'* Possible outcomes of ACP are increased comple-
tion of advance directives,”* occurrence of conversations,* improving communication
skills,” concordance between treatment given and patient’s wishes,*® improved doc-
umentation of conversations and patient’s preferences,”’ improved knowledge of
patient’s preferences,” cost-effectiveness,”'® and hospitalization effects.*'"'> Many
outcome studies have been performed in nursing homes.”*"'*"'* However, there are
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few studies from nursing homes assessing the significance of
ACP that is performed by regular staff and includes patients
with cognitive impairment and their next of kin.”

National guidelines in Norway strongly recommend
that severely ill patients are given opportunities to express
their values and preferences through ACP.'> However, we
know that ACP in nursing homes, which is the place of
death for half the Norwegian population,'® is scarce.'” In
addition, health care personnel report a lack of routines for
ACP in nursing homes'® and are in need of more compe-
tence in discussing death and dying."®

In order to provide the health services with a knowledge-
based approach to ACP, to give patients a better opportunity
to express their values and preferences, and to give health
care personnel competence and routines in doing ACP, we
planned an ACP implementation study that introduced an
educational program for nursing homes.>° We had a “whole-
ward” or “whole-system” approach,'** which meant:

1. Regular staff at the ward performed ACP since we
wanted the staff involved in ACP as much as possi-
ble and considered this more sustainable than exter-
nal facilitators,

2. Managers should endorse the project and participate
in the local project team,

3. We encouraged participation also of patients with
cognitive impairment,

4. We encouraged the next of kin to participate
together with the patient or alone when the patient
could not participate,

5. Using a sustainable train-the-trainer model with lim-
ited out-of-site training time and a freely available
ACP-guide (see below),

6. ACP is viewed as a process consisting of more than
one conversation and that ACP may be supplemen-
ted by more informal conversations or “windows of
opportunities” — ie, spontaneous conversations on
matters of importance to the patient — for example,
existential aspects or end-of-life issues typically dis-
cussed between health care personnel and patient
during daily activities and initiated by the
patient,”* and

7. ACP should be voluntary.

By ACP being voluntary, we mean that the patient greatly
influences what and how much is discussed. Furthermore,
ACP should not be dominated by health care personnel’s
agenda. Rather, the patient, including those with cognitive

impairment, should be given excessive opportunity to con-
tribute with their perspectives. We find this whole-ward
approach to be in line with person-centered care. Person-
centered care includes relationships in enhancing respect for
patient autonomy. A person’s autonomy, according to per-
son-centered care, relies more on his or her relational and
social context than what is proposed in individualist- and
cognitive-based approaches to autonomy.”* Furthermore,
next of kin, through so-called supported decision-making,
2526 may assist in increasing the autonomy of a person with
cognitive impairment. Decision-making processes in person-
centered care are characterized by a dynamic dialog between
the patient, their next of kin, and health care personnel.?’

We evaluated the intervention through both quantitative
and qualitative research, including this study, observation of
the conversations, and wusing pair-matched cluster-
randomized trial design. The intervention was the imple-
mentation of ACP. Implementation support included training
(2-day seminar) and supervision of health care personnel
and establishing local project teams (preferably nurse,
ward manager, and physician) at the nursing home wards.
Furthermore, together with the project teams, we developed
an ACP guide®® and a documentation template. For more
information about implementation support, the background
of the study, and design, we refer to our protocol article.”

The focus of ACP has broadened from eliciting future
treatment preferences to include the patient’s existential,
psychosocial, and spiritual needs.'° One reason for this is
that seriously ill patients may find enhancing relationships
and improving communication more important and less
intrusive than completing advance directives or living
wills.>® Furthermore, family members may value general
end-of-life conversations more than writing down more for-
mal and specified directives.’' Nursing home patients are
generally positive to ACP,** but some patients may experi-
ence unpleasant feelings when confronted with end-of-life
issues or detailed questions, eg, about resuscitation or not.*
On the other hand, addressing difficult issues without “going
too far” can make the patients feel comfortable and
respected, enabling them to be open about their wishes and
thoughts.>* Consequently, the ACP in this implementation
study emphasized quality of life and existential aspects as
central, in addition to end-of-life care preferences.

This article has the following research questions: 1)
what are the experiences of patients, next of kin, and
health care personnel who participated in ACP and 2)
what is the significance of ACP for patients, next of kin,
health care personnel, and nursing home managers?
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Material and methods

Data consisted of transcripts of semistructured individual
interviews, focus group interview, as well as recordings
from network meetings. Four wards from the four nursing
homes in the intervention group participated in this study.

The individual interviews included patients, next of
kin, and health care personnel who had participated in
ACP, see Table 1. All individual interviews took place
shortly after the ACP, except for one patient and one
health care personnel whom we interviewed 2 days after
ACP. One patient requested that her niece be present
during the interview. All patients and their next of kin
met the researcher for the first time on the day of these
interviews. Some of the health care professionals partici-
pating in these interviews were also local project team
members, and knew the researchers, while the rest of
participating health care personnel did not know the
researchers.

In order to get more and broader information about the
experience and significance of ACP, we also collected data
from focus group interviews with health care personnel at
the wards and network meetings with the project teams.
Project team members had established a relationship with
the researchers, while the rest of participating health care
personnel did not know the researchers.

Recruitment of participants and data

gathering

Participants were invited to take part in the study through
purposive sampling. We did no repeat interviews and data
saturation was not a topic during the data-gathering period.
All interviews and network meetings with project teams
were audio-recorded and transcribed verbatim. Transcripts
were not sent to participants for comments or corrections.

Table | Semistructured interview participants

Individual interviews

The project teams at the nursing home wards first invited
patients and next of kin to participate in ACP. The invitation
followed a template in the ACP guide.”® The project teams
assessed whether patients could participate in ACP or not.
They did so based on implementation support encouraging
participation of patients also with cognitive impairment.
Project teams then gave oral and written invitations to
patients, next of kin, and health care personnel regarding
being observed by the first author during the ACP and
interviewed by him afterward. Interviews followed an inter-
view guide prepared by the authors together with Elisabeth
Gjerberg and lasted between 22 and 75 mins. The first
author, who conducted the interviews, wrote field notes
after the interviews. He is a registered nurse specialized in
geriatric care, with an interest in ethics at end of life and had
previous experience doing individual interviews as part of
his Master of Social Science education.

Focus-group interviews

Project teams invited health care personnel who had partici-
pated in at least one ACP to a focus-group interview at their
nursing home. All participants in these interviews were
nurses or nurse’s aides. One interview had two participants,
while the other three had four participants each. Experienced
senior researchers from the Centre for Medical Ethics at the
University of Oslo carried out the four interviews — LL and
LT carried out three, while LL and RP did one.

Meetings with project teams

The local project teams from the four nursing homes got
together at the Centre for Medical Ethics for network
meetings three times during and one time after the inter-
vention period. All nursing homes were represented in the

Interview c Nursing home

Conversation Interview a Interview b
1 Nurse, physician Patient

2 Nurse Patient

3 Nurse, nurse’s aide Patient

4 Nurse, nurse Patient

5 Nurse, nurse’s aide Daughter

6 Nurse Daughter

7 Nurse, nurse’s aide Wife

8 Nurse Husband

9 Nurse’s aide Patient, niece

Daughter, son in law

- N W W - — — AN

Niece
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meetings, but who participated varied. Nurses (coordina-
tors) participated most often, some ward/nursing home
managers, and one physician once.

Data analysis

We based our analysis of data on thematic analysis.**>’
Thematic analysis is a systematic approach for identifying
and analyzing patterns — themes — across a dataset.>> All
authors read interview transcripts in order to familiarize them-
selves with the data and individually selected interesting fea-
tures of the data. We then met and agreed on research questions
and main themes. TJLS and RF presented a text with relevant
data based on the research questions and main themes to the
other authors. The authors individually searched for other
possible themes in the data. We further developed the main
themes in drafts of the manuscript by rechecking with the data.
The authors then met to agree on the themes. The themes were
also slightly refined through the drafting of the manuscript.

Research ethics

Norwegian Centre for Research Data (NSD — reference
number 41114), the Data Protection Official for Research,
approved the study March 4, 2015. The review performed
by NSD covers all main ethical issues for this kind of
research, eg, related to informed consent and privacy. NSD
granted permission September 22, 2015, for audio-
recordings and observing conversations.

All interviewed participants received a written invita-
tion to participate before the interview, which included
information about the project and some of its goals, anon-
ymization, and voluntary participation. Prior to the inter-
view, they signed an informed consent form.

We also asked for consent to audio-record the meetings
with the project teams.

Results

Transcription of the 20 individual interviews resulted in
318 pages of text, focus-group interviews: 123 pages, and
meetings with project teams: 160 pages. All patients inter-
viewed had some level of cognitive impairment.

Our individual interviews indicated that end-of-life
decisions were not the focus in ACP for these participants.
Matters of the present and the past occupied all patients
and many of the next of kin. The patients, their next of kin,
and the health care personnel valued the ACP. The focus
on the patient in our approach was important for the
patient, for the next of kin, and for the relationship
between these and the health care personnel. In addition,

information such as getting to know the patient as a person
and their general attitudes toward life, death, or decision-
making process was revealed which sometimes gave more
general, but still important input to future end-of-life deci-
sions or help next of kin to meet the death of their loved
ones. Our focus-group interviews and the project team
meetings confirmed these findings.

ACP — a valued experience
The patients, next of kin, as well as the health care per-
sonnel described the conversations in positive terms.
“I experienced it as very good. I really did. It was good
to have the opportunity to express things in words” [4b].
The same patient felt that bringing end of life into the
conversation was natural ...after all I live in a nursing
home”.

All next of kin expressed that they appreciated the
conversation, for example, one interviewee said:

this is a subject which as I see it is a little taboo, and
I think it is very important, I think very many people are
thinking about it, both next of kin and the patient, just
elucidating it, ... and talk about it, in my opinion it results

in lowering your guard. [3c]

Nevertheless, it could be demanding for the next of kin
“...it is not so easy for me to talk about these things. It is
easier when we sit in a group” [Sb]. Some said sponta-
neously that such conversations should be part of the
nursing home routines. They emphasized that it was
important that the initiative should come from the institu-
tion, not them as a family member because “I would not
have asked for such a conversation if I was not
invited” [6b].

All health care personnel described the ACP as pleasant
with a relaxed atmosphere, despite one nurses’ aide feeling
stressed about limited time. The active patient participation
in the ACP, as well as learning more of the patient’s history,
further contributed to experiencing the ACP participation as
positive. Most participants felt well-prepared for the conver-
sation and sufficiently informed about what to expect.
However, due to cognitive impairment, some of the patients
had difficulties in retrospect to explain how they were
informed about the aim and content of the ACP.

The significance of ACP

For a stronger patient focus

The patients praised the way they were treated in the
nursing home. The ACP gave them an opportunity to
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address things of importance to them, which were other-
wise difficult to communicate due to personnel’s lack of
time “... it means very much to have an opportunity to
share the thoughts I am preoccupied with” [4b].

The next of kin stressed that it was important for them
that the conversation was on the patient’s premises, that it
was individualized and adapted to what the patient wanted
to talk about, and that the patient was the focus of the
conversation.

The patient focus in ACP was valued also by health care
personnel “it puts the patient very much in focus” [2a].
Health care personnel perceived this approach to ACP
strengthened their respect for the patient and the patient’s
integrity “we empower the patient” [2a]. One nurse claimed
she individualized her approach to patients more generally in
her work, in line with another who said “For me, the most
important thing was to get to know the patient in a different
way ... And perhaps from the daughter’s information, get
a more complete picture” [6a]. A nurse’s aide said

I for my part think that the patient should feel that he is
seen. That one can obtain more insight into who the
patient is and what he wishes us to do in an acute event.
Also, that the patient should feel that he is taken care of
and that he should feel seen and heard about thoughts that
he may not share with many others. It is not good to be
alone with these kinds of thoughts. [9a]

For building trusting relations

One ward manager said that ACP, through sharing what is
of importance to the patients, made patients feel safer. The
next of kin claimed that their relationship with the health
care personnel strengthened because they had shared
something personal. One next of kin said her family mem-
ber had been a patient in the institution for 6 months but it
was not until the ACP that she felt that the personnel
acknowledged her.

Next of kin received the opportunity to share what they
knew about the patient’s life, values, and interests. This
felt meaningful since they could contribute with key infor-
mation about the patient as a person, and thus influence
their stay.

I feel safe because they are interested in knowing my
mother better, kind of learning about her situation, how
it was before and how things are now, and at the same time
to inform me. .. The most important part of the conversa-
tion is to know that my mother is in safe hands and this is

comforting me. [6b]

ACP strengthened the next of kin’s feeling of being seen
and heard and acknowledged as an important person for
the patient. Some of them had talked about their relation-
ship to the patient and through this, the health care per-
sonnel who knew the patient confirmed next of kin’s
important role in the patient’s life. Familiarity with the
staff who participated in ACP and that would continue to
take care of the patient was important to next of kin and
the patient.

In addition, ACP could increase trust and improve the
cooperation between next of kin and the institution,
according to health care personnel “and through this
(ACP) make it easier for patient and next of kin to relate
to the institution” [nurse 5a].

For discussing end-of-life care

None of the patients said that it was important for them to
decide about life-prolonging treatment. However, talking
about their own future death was not difficult. Several
patients expressed a trust in health care personnel making
end-of-life decisions according to their best interests.
One patient said she felt safe in their care and trusted
their decisions “one hundred percent” [4b]. “That day
will come. It is a good thing that we know nothing”,
another patient said [1b]. One patient admitted that she
was thinking a lot about what will happen before she dies
“But then I figure, I will probably get the help I need ...
Yes, I will be ok, I think, because many people have gone
before me” [3b]. She did not recall that future medical
decisions were touched upon in the conversation. Life
was good, a patient said “it (end of life) comes when it
comes, for sure, but when I can live the life as I do today,
I am very pleased” [4b]. Another patient said explicitly
that she thought it was a good thing not to know what
would happen and that she put her fate in God’s hands.
A few patients nevertheless gave unexpectedly clear
responses to questions of life-prolonging treatment
(nurse, focus group Nhl). Health care personnel did not
regard any preferences for future treatment expressed by
patients as final decisions since “Things happen that we
cannot control or change” [8a], necessitating possible
reconsiderations in the future.

Most of the interviewees stressed that such conversa-
tions should not be a onetime event, and follow-ups are
necessary. ACP as a process is probably crucial because
“some next of kin find it hard to say something there and
then” [nurse, focus group Nh 2]. “However, when this
structured conversation has taken place, I think that it is
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easier to keep that door open ...one can refer to that
conversation; bring up the themes once more” [nurse Sa].

Some next of kin confirmed the patients’ descriptions that
they were not afraid of death and dying. “She is not afraid,
what will happen happens” [9c]. Talking about end of life
could also give the next of kin new information about the
patient “at the same time I got some information about how
they look at him as a patient, how he had developed” [7b].

Most next of kin believed patients wanted the doctors
to decide future medical treatment, trusted the profes-
sionals, and agreed to this. A few stated that they knew
about their loved one’s will because they had talked about
end of life when a relative had died.

Talking about end of life prepared next of kin for what
they knew will come. Broaching the subjects of the ACP
conversations more generally would make it easier to
discuss them in more detail later, if needed.

Some of the next of kin thought health personnel
should not insist on discussing particular topics during
ACP. One spouse informed that he had had two conversa-
tions about end-of-life aspects before this ACP implemen-
tation project. However, these conversations were “rather
short, about end of life treatment . .. it [was] obvious what
the doctor’s aim was ... to have something to show,
in situations at end of life” [8b].

At the same time, the health care personnel emphasized
that there was a risk avoiding difficult topics — which the
patient wanted to talk about at least on a general level -
altogether. Frequently, “we hide the upcoming death”
[through comments like] “you may live until you are
hundred” [nurse 3a].

ACP made it possible to tailor the end-of-life commu-
nication to the needs of the individual patient and their
next of kin “one really important thing to know when one
is living here, [is] whether you are afraid of it [death] or
whether next of kin are afraid of it, whether they need
more information, less information” [nurse 3a]. Through
ACP and learning more of the others’ needs, health care
personnel adapted both the care and information given
both to the patient and to next of kin.

For the nursing homes

ACP had started up something important, stated health
care personnel, as a preparation for later ACP with the
same patient and the next of kin. Moreover, they described
a more general change in the ward culture and attitudes, ie,
focusing more on the patient in interactions with patient
and next of kin.

Furthermore, the staff and managers stated that getting
to know the patient better may save time and resources in
future difficult end-of-life decisions, for example, avoiding
conflicts, complaints, or overtreatment.

ACP — together with the implementation support to the
whole wards — had also influenced the awareness and
attitudes among health care personnel to life and death
issues. Some had done similar conversation also before
this ACP project; however, now they carried them out
differently and related to the patient in new ways, both
in ACP and more generally. For example, now health care
personnel will more often enter into informal conversa-
tions about existential and end-of-life topics initiated by
the patient — windows of opportunities — rather than avoid-
ing them.

The implementation of ACP also led to a more meth-
odical approach to end-of-life care conversations, for
example, a greater recognition of the importance of doc-
umenting ACP, as well as windows of opportunities.
Physicians with limited knowledge of the patients and
that had not themselves participated in the ACP had posi-
tively commented on the documentation, a nurse said in
a focus group interview. Another physician, who probably
would not have participated in such a conversation with
the patient if not for ACP, emphasized the value of invol-
ving next of kin in ACP to get to know the patient better.
However, for some of the patients, these conversations
about life and death decisions came too late “when the
patient moves in here, they are often in a bad shape both
physically and psychologically, making it difficult to talk”
[nurse and nurse’s aide 7a].

Discussion

The participants in this ACP-implementation study in nur-
sing homes experienced ACP — with a whole-ward
approach (eg, performed by regular staff, including
patients with cognitive impairment and their next of
kin) — as positive and worthwhile. ACP performed in this
way, and adapted to the individual patient, seems to lead to
a better and stronger patient focus both in the ACP con-
versation and more generally in the nursing homes. In line
with others, we found ACP did not often lead to concrete
and specific guidance for future decisions concerning life-

3637 and future treatment decisions

prolonging treatment,
were not the main focus in the ACP.”>® Nevertheless,
health care personnel reported that they, to a greater extent,
saw the value of accessible documentation of ACP, in
particular future

of specific treatment preferences.
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Deciding about future life-prolonging treatment did not
seem important to the patients participating in this study.
Other studies have similar results. One review indicated
people with dementia may be reluctant to think about their
deaths and future end-of-life preferences.* Elderly per-
sons with early-stage Alzheimer’s disease did not reflect
on future care,*® and elderly persons with dementia were
not always able or wanted to discuss future care.*' Finally,
most nursing home patients in a study of experiences with
ACP expressed a desire not to think about the future and
instead preferred to “live for the day”.** Future not being
important to patients in this study may partly be
a consequence of their cognitive impairment;**** however
it could relate to patients trusting health care professionals
in making the right decisions for them, a finding also
found by others.** A main reported result of ACP was
better and more trustful relationships between the patient,
the next of kin, and the staff,*> thus making it easier to
make difficult decisions together at a later time and may
save time and resources. Furthermore, talking about past
and present, and more generally about hopes, worries, and
preferences for the future, may provide relevant informa-
tion for future decisions on life-prolonging treatment.
These findings are in line with the ideals of person-
centered care — respecting the patient autonomy in
a social and relational context.

The health care personnel stressed viewing ACP as
a process that opened up doors, sensitized patients and
next of kin to the topic, and made it easier to talk about
end-of-life issues. Patients or their next of kin did not
consider talking about death and dying scary or intrusive.
Both patients and their next of kin wanted health care

personnel to initiate ACP*#44¢

and preferred knowing
the ACP facilitator.?> At the same time, more formal
ACP seems to have the potential to promote windows of
opportunities and more informal end-of-life communica-
tion initiated by the patient.

What constitutes good ACP is still debated, eg, the need to
clarify specific treatment preferences before it is too late. Our
approach to ACP acknowledged both patient’s existential
needs and the possibility to elicit future life-prolonging treat-
ment preferences. In addition, we had a whole-ward
approach.”'** Furthermore, we emphasized ACP to have
a patient focus. Focusing on the patients in ACP may seem
superfluous. However, our previously published observations
of ACP and other end-of-life conversations indicate that this
may not be as self-evident as it seems,’**” ie, the ACP may
easily be dominated too much by the professionals. In this

study, we found indications that next of kin involvement in
ACP is valuable, in particular to patients with cognitive
impairment, at least as long as the patient remains the focus
of the ACP. A sub-study of this study concluded similarly “if
the aim of ACP is to get to know important issues and values
to frail elderly patients, family members may play a very
important role”.*® This finding indicates our approach to
ACP may support more person-centered care. Health care
personnel nevertheless noted that at admission to nursing
homes, some patients are unable to participate in ACP. Thus,
initiation of ACP at an earlier stage may be the best timing.*’

We have also observed the ACP in which the partici-
pants in the individual interviews took part. Results from
the observations also indicate that health care personnel
had a strong patient focus during the ACP (even when
only the next of kin participated), patients focused more on
past and present than future, and next of kin as valuable in
supporting the patient. The main results reported above are
also supported by another sub-study of this mixed-method
implementation study.

Limitations

This study interviewed mainly nurses and nurse’s aides and
only one physician. Experiences from physicians and other
relevant health care personnel in doing ACP would have
enriched our data. In general, qualitative findings cannot be
generalized beyond participants and contexts we studied.
However, the main findings are supported by the other sub-
studies from this project using other methodological
approaches. It could be argued that particularly our finding
of building more trusting relationships, but also a stronger
patients focus, may be a result of simply taking more time to
talk to patients and their next of kin. Future studies could
randomize between ACP and unstructured friendly conversa-
tions to assess the specific effects of ACP.

Conclusion

Safeguarding a strong patient focus in ACP and fostering
a patient-focused culture in nursing home wards seem to
be achievable through a whole-ward approach to ACP
implementation. In this approach, patients with cognitive
impairment and next of kin are encouraged to participate
in ACP performed by regular staff. ACP implemented in
this way is experienced as positive and worthwhile for all
stakeholders and may contribute to person-centered care,
both in ACP and more generally at the ward. In addition, it
may build trusting relationships and better end-of-life
communication and may save time and resources.
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The patients and next of kin focused more on the past and
present, and more general hopes, worries, and preferences
than specific future life-prolonging treatment. However,
ACEP can still give valuable information for future treatment
decisions and facilitate future communication and shared
decision-making.
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