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Abstract

Background: Advance care planning gives patients and their family members the possibility to consider
and make decisions regarding future care and medical procedures.

Aim: To explore the view of people in the early stage of dementia on planning for future care.
Research design: The study is a qualitative interview study with a semistructured interview guide. The
data were analyzed according to the Qualitative Analysis Guide of Leuven.

Participants and research context: Dementia nurses assisted in the recruiting of people with dementia
for participation in the study. Study information was mailed to 95 people with early stage dementia. Ten
people with dementia and eight caregiver spouses participated in the study.

Ethical considerations: People with dementia belong to a vulnerable patient group, and care was taken in
the areas of informed consent and accessible information.

Findings: The views of people with dementia are characterized by a complex storyline involving tensions
and movement within the themes of wants, beliefs, and levels of insight. Participants wanted to think about
the future but also wanted to live in the here and now.

Discussion: High demands are placed on the advance care planning process for people with dementia and
their family caregivers. A dignity-enhancing approach in dementia care emphasizes the dignity of and respect
for this vulnerable and care-dependent patient group.

Conclusion: The process of advance care planning in dementia care needs to go beyond person-centered
care to a relationship-centered process. The illness trajectory and the impact on autonomy need to be
taken into consideration.
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Introduction

Supporting autonomy and engagement in care are at the core of ethical values in healthcare' and
important concepts in person-centered care. The person is to be treated as a unique individual and his
or her preferences to be taken into consideration. The recommended treatments, risks and benefits,
available alternatives, and likely outcomes of no treatment need to be known to the patient.’
Life-prolonging care at the end of life is not always in harmony with the needs and intents of the
patient.>* An important way to alleviate this discrepancy is to engage the patient in care decisions,*’
including end-of-life care decisions.

Advance care planning (ACP) is a means of extending patient autonomy to a phase of life where
patients are no longer capable of making their own care decisions.*® It can be described as a process of
discussion about the goals for care* and gives patients and their family members the possibility to
consider the kind of care and medical procedures that are acceptable or not acceptable in the future.*
Person-centered care is also a process in which the patient’s life experiences, wishes, and interests are
sought as a basis for a care plan’® and the inclusion of family members is part of the process.” Within
dementia care, the challenges of the ACP process reach another dimension as the person with dementia
(PWD) will gradually lose cognitive and functional abilities.*'®"'> Capability for autonomy should not
be seen as the capability to make rational decisions.'® Ethical challenges arise when trying to balance a
need of PWD for independence and autonomy with the degree to which lost abilities affect
decision-making capacity.'

This study is part of a project which aims to develop a model for a relationship-centered ACP process in
dementia care. The objective of the current study is to explore the view of people in the early stage of
dementia on planning for future care. How do they describe and understand their current circumstances and
their ability to affect their future situation?

Background

Dementia is a global issue of concern with the number of people living with dementia expected to double
every two decades.'” In recent years, ACP in dementia care has received attention with a number of
studies exploring barriers and facilitators as well as subsequent effects on end-of-life care.®16:17
A challenge in the ACP process is the need for guidance pertaining to the timing of ACP as well as to
the approach chosen when introducing the ACP concept to patients and their family members.'® A survey
of general practitioners’ perceptions on ACP for people with dementia (PWDs) indicated that most
respondents agreed that discussions in the early stages would make decision-making easier during the
advanced stage of the disease. However, many were reluctant to holding these discussions at the time of
diagnosis. The optimal timing was viewed as being determined by the readiness of the patient and family
to acknowledge the end-of-life considerations.'®

Many ACP programs and interventions have been developed as evidenced by the results of a recent
scoping review.'” There is a general lack of dementia-specific components in a number of the identified
ACP programs and interventions. A low number of published ACP intervention studies include feedback on
the interventions from the people with dementia themselves.'

In Finland, palliative care has received attention during the last two decades with reports and recom-
mendations produced by the Ministry of Social Affairs and Health.?® Concepts related to ACP, such as
advanced directives, advance decisions to refuse treatment, and lasting power of attorney, have been in use
for a long time.>' However, ACP has not received attention in Finland until fairly recently,?>*' and thus,
there are few relevant studies.”'
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Methodology

Research setting

The context is dementia care in the Finnish welfare society. Finland is a developed country with an
established home-nursing and long-term care infrastructure according to the “Nordic model,” characterized
by strong institutionalized care for older people.”*?* In a society with a government-financed healthcare
and social care system, the population lives with the beliefs, hopes, and expectations that society will take
care of the ill and the older people, and that family members and relatives will not be expected to provide
and finance long-term care.”*

Design

The study is a qualitative interview study with an inductive approach and a semistructured interview guide
(Supplemental file 1). The interview guide was constructed by two of the research team members and
evaluated and approved by the remaining two team members. The general area of inquiry revolved around
the wishes of the PWD since being diagnosed with dementia and views on planning for future care in
general. The interview guide consisted of open-ended key questions with optional and flexible follow-up
questions to elicit descriptive answers to the main inquiry. Care was taken to use language that the
participants could easily understand. The dementia nurses from memory clinics in four municipalities were
asked to assist in the recruiting of PWDs, as they know their clients well. Before recruitment started, one
dementia nurse was asked to evaluate the recruitment form.

Inclusion criteria

Study information and recruitment forms were mailed to 95 people in four municipalities. The recipients
were all living in their own homes as opposed to assisted living facilities. None of the participants had
regular home care services at the time of the study. Due to confidentiality reasons, the research team did not
have access to the client registers. The dementia nurse determined which of her clients would receive the
study information and recruitment form. The decision was based on the nurses’ own assessment of
the cognitive abilities and illness insight of the PWD, as understanding of the purpose of the interview
and the ability to give informed consent were necessary. The dementia nurses were asked to keep careful
records of the number of recruitment forms mailed out as well as the age span of the recipients. A certain
minimum number of points achieved in Mini Mental State Examination or Consortium to Establish a
Registry for Alzheimer’s Disease testing were not set as a criterion as there is disagreement about whether
these fully indicate and assess the capabilities of the PWD to understand and participate in an interview
situation.”> 2" A limit was not set on time since diagnosis as the progress of dementia is highly individual
and time since diagnosis is not an indicator of ability to participate in a study.®

Participants

Ten people, aged 65-85 (mean age 76.6 years), accepted the invitation to participate and were equally
distributed in gender. The interviews took place in participants’ homes. The researcher was contacted by
three PWDs themselves and by caregiver spouses on behalf of the remaining PWDs. At first contact with the
spouse, it was emphasized that the PWD him/herself had to be able to give informed consent. Two of
the participants and their caregivers were not sure of which type of dementia they had been diagnosed with.
The characteristics of the participants are presented in Table 1.
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Table I. Participants’ information.

Participant Gender Age, years Time since diagnosis Diagnosis CG present CG gender Age, years
| Female 85 | year Alzheimer’s X Male 89
2 Male 79 6 months Unknown X Female 71
3 Male 82 3.5 years Alzheimer’s X Female 79
4 Male 71 3 years Alzheimer’s X Female 67
5 Female 76 I month Unknown - -
6 Male 82 2 years Alzheimer’s X Female 80
7 Female 83 5 months Alzheimer’s - -
8 Female 75 | year Alzheimer’s X Male 8l
9 Female 65 3 months Alzheimer’s X Male 69
10 Male 68 4 years Benson’s syndrome X Female 65

CG: caregiver spouse.

During eight of the interviews, the PWD was accompanied by his or her caregiver spouse as per the
wishes of the PWDs and the spouses, making the interviews dyadic in nature. The caregiver spouses
sometimes expressed their own views on ACP and supported the PWDs by at times clarifying statements.
However, precedence was given to the PWD responses as the primary source of information. Two PWDs
were interviewed without a caregiver spouse as they were both widowed. Data were collected from July
2018 to April 2019. The interviews lasted between 28 and 85 min with the average interview lasting about
60 min. The interviews were recorded with the permission of the PWD and the caregiver spouse (when
present), and transcribed verbatim. Immediately after each interview, the interviewer recorded field notes,
observations, and reflections on the interview. Field notes were also transcribed verbatim.

Data analysis

The current study used a modified version of the Qualitative Analysis Guide of Leuven (QUAGOL).>**°

QUAGOL presents a multifaceted, comprehensive, and systematic approach to the analysis of complex
qualitative data without being rigid. A systematic analytical approach is combined with a case-oriented
narrative approach.>® The analysis was performed in interconnected stages described in Figure 1. The
analysis process was a team activity where forthcoming results were discussed continuously within the
research team. Common themes and differences between emergent findings were explored. An example of a
conceptual interview scheme can be found in Supplemental file 2.

Ethical considerations

This study is ethically challenging as PWDs belong to a vulnerable patient group where heightened
sensitivity is required. The researcher needs good understanding of guidelines with regards to informed
consent, the balance of risk and benefits, and insight into acceptable procedures for such patient groups.>’
An approved application for permission to conduct the study was obtained from the ethics committee of
Abo Akademi University and from the healthcare committee of each municipality participating in the study.
Participants were recruited specifically among people in the early stage of dementia that the dementia nurse
deemed capable of understanding the purpose of the study and participating. The researchers consciously
used plain language in the consent form and the interviewer reviewed the consent form with each participant
and their caregiver spouse before the interview. Participants were informed of their right to withdraw at any
time, interview confidentiality, and how their identity would be protected. They were told about the
potential discomfort experienced when discussing illness progression and end-of-life care. At the end of
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Step 1
Thorough reading of the interviews, noting significant passages with Word comment function,
forming a tentative comprehensive understanding of participants' experiences
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The interviews and field notes were used to create narrative reports in a case-oriented approach

creating key storylines for each interview
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Narrative reports and significant statements were abstracted in conceptual interview schemes,
themes emerged, and actual experiences replaced by concepts on different levels of abstraction
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of the schemes
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Common themes and differences were identified in a constant comparison process with with-in
case and across-case analysis
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Analysis of essential and common concepts and themes integrated into a meaningful conceptual
framework or storyline forming a complex story in response to the research questions
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The results were described narratively
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Figure |. Stages of the analysis.
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the interview, the participants were told they could contact the researcher with further questions or con-
cerns. They were also reminded of the local memory clinic and dementia nurse as support systems.

Results

The results are presented in the form of a narrative storyline. The participants gave an account of their views
on ACP as well as of their fears and hopes for the future. The views of the PWDs and their caregiver spouses
are characterized by a complex dialectic tension between and within the three main themes of the con-
ceptual framework created in the analysis: wants, beliefs, and levels of insight. Within this storyline, there is
tension and movement between the poles.

Wants: to plan for the future or to live for today

Participants fell mainly into two groups, one that thought ahead by anticipating future needs and possible
consequences of illness progression and one that did not want to think about or be reminded of what the
future might hold. This latter group wanted to live day by day and not worry too much about the future.
Some participants vacillated between the viewpoints by understanding the need to think about the future but
making a conscious decision to live in the present and not worry about the future. Most participants felt
positively about ACP in general while expressing preference for living day by day. Some expressed the
view that since their illness was progressing slowly, they did not feel an urgent need to plan for or think
about the future. A few PWDs and caregiver spouses noted the importance of planning sooner rather than
later and were willing to accept help with planning for the future.

PWD3:  No, one doesn’t want to dwell on it, how things may become and so on.

Two of the PWDs disclosed other health conditions which they felt would lead to death before the
dementia would. They expressed the wish that they would indeed die from the other illness before the
dementia worsened. Participants did not want life-prolonging care if there were no hope for improvement.

PWD4: [ haven't been able to decide how I would want this bu-but for sure it’s the way that . . . if the
cancer doesn’t progress fast enough, it means that I will get more and more memory
problems . . .and-and that’s something that I don’t want. My memory would become really
bad that way ...so in that sense you could say that I actually would rather die from
cancer . ..and as quickly as possible then, if it. . . then when it becomes difficult.

Almost all of the participants had completed legal documents such as continuing power of attorney
where the adult children were assignees. In all of the PWD—caregiver spouse dyads, the spouse had taken
over management of household finances as well as contact with healthcare organizations. In three of the
dyads, a wish to avoid family conflicts caused by inheritance issues was mentioned as a motivating factor in
drawing up legal documents. Few of the participants had completed living wills or advance directives. One
of the dyads had obtained living will forms but found them too complicated to complete and wished for a
simpler document to be made available. Some expressed the view that it was enough to have talked to their
spouse and/or children about end-of-life care and stated that as a reason for not having completed a living
will. They trusted their spouse or children to make good choices for them. When asked about how they
would feel about a nurse visiting them in their homes to inform them about living wills, most participants
were positive to the suggestion while a few said they were not interested in such an arrangement.

PWD4:  Ido want that on paper, in the way that one shouldn’t be tortured until the end, always to the
end in that way.
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Participants who took the view that they wanted to live for today expressed a desire to not burden
themselves and their spouses with worry about the future. They wanted to enjoy the present moments and
not feel stressed about the future. The view that anything might happen in the future was expressed, and thus
planning for it is pointless. Others again expressed a desire to feel some sort of control over the future.

CG10:  No, we haven’t thought about it. Someone gets to, someone gets to decide that later. No, that
[end-of-life] is so, it’s so dismal somehow since weve always felt ourselves to be so youthful
and thought that we have so much left . . . somehow one wants to sweep it under the rug and just
enjoy the sun today and simply not care about it.

Half of the PWD—caregiver spouse dyads had simplified their living arrangements by moving from
single-family homes to easier to care for apartments. The widowed participants felt stressed about the future
in anticipation of worsening illness. Both had made plans for future living arrangements in nearby assisted
living facilities.

Beliefs: to be cared for with love or to be a burden

The PWDs were in most cases aware of the difficulties they would have if their spouse would not be there to
help them. They expressed their gratitude while also seeming to take for granted that the spouse would be
there for them. One PWD did not even want to think about the possibility that the caregiver spouse would be
the first to die, thereby leaving the PWD behind.

PWD4: [Idon’t know...no, I can’t really imagine that-that it would be that way that you wouldn’t
be ...Idon’t know what I'd do if something were to happen so that you were not here, I don’t
know. I haven’t thought about it that way. For sure I don’t want to think about
it ...consciously at least.

A few acknowledged that they would feel like a burden for their caregiver spouse if or when their
condition worsened and expressed a wish to move to a nursing home in such circumstances. Some of the
dyads had talked to each other about end-of-life care while others had not. In several instances, the couples
assumed the other would know without needing to discuss it. The participants had experienced the creation
of the welfare state during their lifetime. The participants trusted healthcare in general and did believe that
there will be enough nursing home places for everyone as needed.

CG3: We kind of trust society, we have tried to be a part of building our society . . .we trust our
society . . . that there will be people who want it to function.

PWDS:  [when I become really ill] it’ll be the bed ward then and I’ll lay there until I get to go to some
other place.

Most of the participants had personal experiences of their loved ones or friends becoming ill and dying
from dementia. The experience influenced some of the participants, particularly in the way they viewed
nursing homes and where they wanted to live and be cared for in the future. The ones who had visited loved
ones in nursing homes had strong opinions about what a good nursing home and care received is like. Recent
national nursing home scandals did, however, affect the participants. They expressed doubts and fears that
there may not be nursing home vacancies when needed and that the care received would not be of high
quality.
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Insight: to be aware of progressing illness or to think things will stay the same

While some participants had educated themselves about dementia, others were less knowledgeable about
the illness. Most of the PWDs seemed to have trouble imagining a future where their condition had
worsened. Several of the PWDs used the phrase “IF it gets worse” rather than “WHEN it gets worse.”
Some of the caregiver spouses also seemed to have difficulties imagining a worsening condition. The
slowness of the illness progression was mentioned as a factor in this. The caregiver spouses also tended
to use the term “if” instead of “when.” Two of the PWDs had professionally cared for patients with dementia
in nursing homes or mental institutions, but did not seem to connect those experiences to their own illness
and possible illness trajectory.

Interviewer:  What do you think the future could be like?

PWDS: Exactly the way it is now

CG8: Well, no

PWDS: if we both live

CG8: yes, but it can

PWDS: (raising her voice) yes but I said for as long as we both are alive and I'm healthy then it

will be like it is today but we don’t know anything about it when that day comes, it can
come tomorrow

Some PWDs were reluctant to acknowledge any difficulties or lost functions, while others were very
much aware of losses. One identified irritation as well as increased anxiety associated with being confronted
with unfamiliar things. One of the widowed participants worried about the illness progressing and not
knowing the speed of progression.

PWD7: ...butldon’t know how it will progress and how fast it will go and that’s why I worry so much
about why it’s taking such a long time [to get an appointment for a follow-up], . . . I know that
I have a terrible time with collecting myself and to discuss and I forget all kinds of things, not
Jjust names but . . .words . . . that’s the worst, not knowing how long I can be at home for, when
will I have to go there [nursing home] and I don’t want to go there. ..

In two of the care dyads, the relationships were complicated by the PWD’s lack of insight into the help
they needed and how much effort was made by the spouse. The PWD even bristled at times at the suggestion
that they would not be able to, for example, live at home on their own or partake in travel on their own.

None of the participants felt that it was a negative or burdening experience to talk about ACP and
end-of-life care. Some of the caregiver spouses expressed gratitude for the opportunity to talk about their
situation and for the attention they felt dementia patients were given throughout this study.

Discussion

Dementia care is a complicated process, with policies and care plans often guided by our ethical values.
While participants in the current study acknowledged a need to plan for the future, they also expressed a
wish to live in the present and not bother themselves too much with gloomy thoughts. While thinking about
the future elicited worries and fears, there was simultaneously hope that the illness would somehow not
progress. There were also thoughts about other illnesses leading to death before the dementia worsened,
thereby eliminating the need to plan for future care. PWDs wanted and trusted their spouse to care for them,
but did not want to be or become a burden. They believed and trusted that society would take care of them if
needed while harboring doubts about the quality of older people care in general and future access to a place
in a nursing home. Most of the PWDs were aware of lost functions, but were at times not aware of how the
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illness affected them and their caregiver spouse. Such powerful dialectic tensions between and within
wants, beliefs, and insight place high demands on the ACP process for PWDs and their family caregivers.

Timing is of importance in ACP discussions and even more so in dementia care as the PWD will
progressively lose cognitive and functional abilities.'®'? Time is required to come to terms with the
diagnosis, but is also important when discussing future care decisions in the early stages of the dis-
ease.’>* A few of the PWDs showed signs of anosognosia, lacking insight into their illness. All seemed
to have difficulties imagining a future where the illness had progressed and what it would mean for
themselves and their caregiver spouse. Similar results have been found in previous studies with
PWDs.'¢*35 Most study participants did not seem to recognize dementia as a life-limiting illness. Some
seemed to view dementia as a normal part of aging, especially when reflecting over the illness trajectories
of their own parents or older relatives with dementia. These barriers to ACP have been identified in other
studies as well.>®>7

To enable PWDs to make informed decisions about care, they need information about the possible illness
trajectory, different care alternatives, and the consequences of these alternatives. Informative discussions
can take place as part of a systematic, person-centered ACP process in the early stage of dementia while the
PWD has the necessary capacity to partake in decision-making about future care. The term
“person-centered” care was first used by Kitwood in the context of dementia care,*®** emphasizing the
lived experience of PWDs along with the importance of communication and relationships.***° This carries
over to Gastmans’s*'*** foundational ethical framework for dignity-enhancing nursing care, where lived
experience and the dialogical-interpretative process are two of the framework’s pillars. Gastmans argues for
a move from principalism where respect for an autonomy that is cognitive-oriented is one of the corner-
stones. Dignity-enhancing care for PWDs offers an alternative, with an emphasis on the respect for and
dignity of vulnerable and care-dependent people in their full reality. Care practices have to be situated in a
relational and dialogical context.*? When this frame of mind is brought to the ACP process in dementia care,
it opens up for a dialogical-interpretative process based on lived experience with the aim of protecting and
maintaining the dignity of the PWD. The ethical challenges in dementia care move to the forefront when it
comes to illness trajectory—do PWDs want information about illness progression and about what can be
expected in the late stages? Such information can aid in decision-making about future care, but also promote
a sense of hopelessness and despair.

The place of care for PWD transitions from out-patient memory clinics to assisted living facilities and
nursing homes as the dementia progresses and the PWD’s care needs increase. A challenge in dementia care
is this lack of continuity in contact with care professionals. In this type of dementia care structure, the PWD
and his or her family caregiver will encounter many nurses and doctors along the illness trajectory who are
not necessarily familiar with the PWD and his or her family, their care preferences, and their wishes for
end-of-life care. A focus on the restructuring of dementia care to ensure care continuity, staff competency,
and responsibility is essential. Knowing the patient* becomes of utmost importance in the dementia care
ACP process when striving to maintain dignity and protect this vulnerable patient group.
A relationship-centered dementia care model where the nurse works together with the PWD and the family
caregiver in a triad, to promote senses of continuity, security, purpose, achievement, and significance is
ideal***

PWDs account for a large minority group within all populations worldwide and need to be treated as
citizens with personhood*®; however, persons with diminishing cognition were rarely heard from in
research despite the growth in size of this group.*’*® In the late 1990s and early 2000s, with the increased
interest in person-centered care came a growing recognition in the research community that PWDs should
be included in the research as participants and not merely as subjects or objects. It is possible to include
PWDs in research and it is important to do so.*’
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Strengths and limitations

There are several limitations in this study. One of the challenges in involving PWDs in research pertains to
reaching a wider range of participants, such as people who do not have family caregivers and people who
lack illness insight. The sample is limited in size and does not reflect the full range of PWDs, as the
recruitment of enough participants for the study was challenging. Therefore, the findings cannot be general-
ized to the study population. It should additionally be noted that the findings were potentially biased. The
people who contacted the researcher were aware of their diagnosis and possibly already interested in
planning for future care. Furthermore, the presence and participation of the caregiver spouse and how this
might have affected the responses needs to be noted as well.>® The interviews conducted jointly resulted in a
shared narrative,”' where there is the risk that the voice of the PWDs is overpowered.’? Other disadvantages
may include the interviewer only getting the “public” story.’® However, dyadic interviewing is also con-
sidered a method of triangulation and as an accommodation for PWDs.>”

QUAGOL*"° was used as the guiding tool it is intended for. The potential stumbling blocks of the
method include information overload, losing track of the research question, and the focus on intuition and
creativity.?*° The trustworthiness of the analysis process was enhanced by the documentation of reflec-
tions and field notes which were used in the narrative reports and conceptual interview schemes. Continuous
research team discussion about data analysis and emergent results affirm credibility.

Conclusion

The process of ACP in dementia care needs to extend beyond person-centered care to a
relationship-centered process, and it needs to consider the illness trajectory as well and the impact of the
illness on autonomy. To take willingness as well as reluctance to plan for the future into account is possible
for a nurse who knows the patient. Promoting the sense that society can be trusted to care for PWDs is
essential for the well-being of PWDs and perhaps even more so for family caregivers.
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