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Abstract

Background Dementia care is essential to promote the well-being of patients but remains a difficult task prone

to ethical issues. These issues include questions like whether manipulating a person with dementia is ethically
permissible if it promotes her best interest or how to engage with a person who is unwilling to recognize that she has
dementia. To help people living with dementia and their carers manage ethical issues in dementia care, we developed
the CARE intervention. This is an intervention focused on promoting the ethical self-efficacy of people living with
dementia and carers, i.e, their confidence that they can manage ethical issues when they occur. The purpose of this
paper is to explain and discuss how we have developed the CARE intervention to promote the ethical self-efficacy

of people living with dementia, their family, and professional carers through a specific and, we believe, new use of
literary texts.

Methods The CARE intervention has been developed in two phases: First, we conducted a needs assessment of
the occurrence of ethical issues in dementia care and the need for an intervention to support people living with
dementia and their carers in managing such issues. Second, in a design phase, we developed the CARE intervention
to meet identified needs.

Results To address identified ethical issues in dementia care we designed the CARE intervention as a workshop
format where people living with dementia and carers can meet, discuss literary texts, and deliberate on how to
solve such issues. The workshop is structured by the following elements: An agenda of ethical issues, a collection of
literary cases exemplifying ethical issues, a moderator with an understanding of dementia care, and an overview of
the ethical principles relevant to the discussion of ethical issues. >This workshop concept is operationalized in three
applications tailored to meet the specific ethical issues of each of the study s three target groups: people living with
dementia and family carers, professional and family carers, and professional carers.

Conclusion We conclude the paper by stating that it is possible to develop an intervention that promotes the ethical
self-efficacy of people living with dementia and family and professional carers.
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Background

Still more people suffer from dementia [1]. In 2015,
47 million people worldwide have dementia, and the
number is predicted to increase to 75 million in 2030
and 132 million by 2050 [2]. At the same time there are
no effective treatments of dementia. Alzheimer’s dis-
ease, for instance, is the most prevalent form of dementia
(accounting for up to 50% of cases) and while four drugs
are currently licenced for its treatment none of them pro-
vides any long-lasting effect [3].

This creates a care challenge to people living with
dementia and their carers because while dementia care is
essential to promote the well-being of people living with
dementia and their carers it is also difficult and prone
with ethical issues [4, 5].

Ethical issues in dementia care can e.g. be a conflict
between respecting the self-determination of a person
with dementia, in terms of what she wants, and acting in
what from a given professional’s point of view is in her
best interest [6]. Other ethical issues concern how care-
givers can prioritize justly among the needs of people
with dementia they care for or, in some situations, how to
balance avoiding causing harm to people with dementia
with allowing them to make their own decisions. In this
paper, we primarily define ethical issues according to the
ethical framework of principlism [4]. Principlism states
that four moral principles, i.e., beneficence (promoting
people’s best interest), non-maleficence (avoid causing
people harm), respect for autonomy (supporting people’s
self-determination), and justice (fairly distributing ben-
efits, goods, and risks) [7], constitute prima facie moral
norms that should be followed and that ethical issues
occur when they conflict. We also incorporate elements
from the ethical literature on dignity in dementia care [8],
on how to balance e.g. dignity and self-determination,
and from feminist literature on relational autonomy con-
cerning how the autonomy of people with dementia can
be enhanced by carers [9].

To solve the care challenge described above much
attention has been given to answer the ethical issues in
dementia in the theoretical ethical literature on the sub-
ject [10—13]. For instance, The British Nuffield Council
on Bioethics in 2009 published a report on dementia eth-
ics in response to the increasing prevalence of dementia
in the UK. The report concluded, among many things,
that carers of people living with dementia needed more
support and access to appropriate education to better
tackle the ethical problems they meet on a daily basis
than is currently provided and presented an ethical
framework aimed at helping people living with demen-
tia and their carers [5]. In 2009 an EU network on ethics
in dementia was also created and operated by Alzheimer
Europe though it was discontinued after some years
[14]. Recently, a new COST Action EU network, Ethics
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in Dementia, focused on working with ethical issues in
dementia care, has been established [15].

Notwithstanding, considerably less attention has been
devoted to involving people living with dementia and
their carers in devising tools that can help them man-
age ethical issues in living with dementia [16], although
studies show the importance of having such tools and
involving stakeholders in making them [17, 18]. This is,
probably, partly because the academic field of ethical
issues in dementia care to a high degree has focused on
advance directives and -planning concerning end-of-life
decisions and less on everyday ethical issues [19, 20] and
partly because ethicists in general tend to believe that
ethical issues are best solved theoretically without the
involvement of the people who meet the issues in prac-
tice [21].

To help remedy this problem — that people living with
dementia and their carers have not been sufficiently
involved in making tools to manage ethical issues in
dementia care — we have developed the CARE interven-
tion in close collaboration with people living with demen-
tia and professional and family carers: an intervention
developed to support people living with dementia and
carers to manage ethical issues in dementia care. More
specifically, the goal of the intervention is to promote
the ethical self-efficacy of people living with dementia
and their carers, i.e., their confidence in their own abil-
ity to manage ethical issues when they occur when living
with dementia. While the concept of self-efficacy, i.e. a
person’s belief that she has the capability to act in ways
necessary to reach specific goals [22], has previously been
used as an outcome measure in studies in other domains
of dementia care [23], [24], it has not been applied spe-
cifically to ethical decision-making in dementia care. The
assertion is that when individuals with dementia and
their caregivers have improved ethical self-efficacy, they
feel more confident in their ability to navigate and mas-
ter the ethical challenges that may arise throughout the
course of the illness.

The research aim of this paper is to describe the devel-
opment of the CARE intervention, which enhances
ethical self-efficacy among people with dementia, their
families, and professional carers, by utilizing literary texts
in a novel manner.

Methods.

The CARE intervention has been developed by an
interdisciplinary research group with participants from
the University of Southern Denmark and Rudersdal
Municipality, comprising: a research manager with a
background in philosophy and public health who had
extensive experience in working with ethical issues in
dementia care; a PhD student with a background in pub-
lic health science; a PhD student with a background in
philosophy; a post doc with a background in literature
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studies and a municipal coordinator with a background
in public health science.

It has been developed in two phases: First, we con-
ducted a needs assessment that investigated the occur-
rence of ethical issues in dementia care and the need for
an intervention to support people living with dementia
and their carers in managing such issues. Second, in a
design phase, we developed the CARE intervention to
meet identified needs (see Fig. 1).

Phase 1: needs assessment

In this phase we explored what ethical issues and what
support carers and people living with dementia have:
first, in an ethnographic study we investigated how ethi-
cal issues emerge among carers and people living with
dementia in two nursing homes and one day care cen-
ter in Rudersdal municipality. Second, we conducted a
qualitative thematic synthesis of guidelines distributed
to people living with dementia and their family carers in
Denmark.

An ethnographic study
To explore how ethical issues emerge in dementia care
and are perceived by people living with dementia and
their carers we conducted an ethnographic study of
dementia care at three different care facilities in the
municipality of Rudersdal: an activity centre, a somatic
nursing home and a nursing home specialised in demen-
tia. Somatic nursing homes in Denmark provide care
for citizens with significant and lasting physical and/or
psychosocial disabilities, and therefore also accommo-
date citizens with dementia. The three institutions were
selected in collaboration with the municipality with the
aim of reflecting the institutional variations in services
for citizens with dementia at different stages of their
disease.

The study comprised observations and interviews
with people living with dementia and family and pro-
fessional carers focusing on generating insights into

Phase 1: Needs assessment

Ethnographic study

Need for ethical
support

Qualitative thematic
synthesis

Fig. 1 Design process
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which and how different ethical issues appeared in these
groups, which, taken together represent a full dementia
trajectory. Data was collected in November — Decem-
ber 2020 and again in February 2021. The PhD student
who conducted the fieldwork was a part of the daily life
at the institutions for three weeks at each location. This
involved, for example, participating in meals, spending
time and interacting with residents and staff members in
common areas, and participating in formal and informal
activities.

The study comprised a total of 39 observations last-
ing from 1.5 to 8 h, as well as the following interviews:
four interviews with people with early-stage demen-
tia, eight interviews with family carers, and five focus
group interviews with professional carers (n=17). Inter-
views were conducted using a semi-structured interview
guide informed by ethical literature on dementia [4].
All interviews were subsequently transcribed ad verba-
tim. Observations were conducted using an observation
guide informed by ethical literature on dementia [4]. We
observed everyday situations at the nursing homes (e.g.,
meals, formal and informal activities) with special inter-
est in the interactions between and among residents
and caregivers. Behaviours, situations that seemed chal-
lenging, fragments of conservations, and descriptions of
physical surroundings were written down as field notes.

All data from the observations were imported to the
qualitative analysis software programme NVivo 12 and
coded using thematic analysis [25]. The analyses of the
ethnographic study showed that carers and people liv-
ing with dementia face a number of ethical issues in their
everyday lives, including how to talk to a person about
opening up about their illness to those around them, if
the person does not want to, and how to respect self-
determination and privacy etc. The full design and results
of this study are forthcoming in a separate publication.

Phase 2: Design Result

Outline of intervention to
meet the identified need

—> The CARE intervention

Prima facie validation of
intervention in stakeholder
workshops
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A qualitative thematic synthesis

To broaden and further qualify the knowledge of the
occurrence and variety of ethical issues when living with
dementia, we also completed a qualitative thematic syn-
thesis of guidelines to people living with dementia and
family carers. The aim was to clarify what (if any) guid-
ance people with newly diagnosed dementia and their
family carers receive to manage ethical issues, and what
needs remain unmet. Data were collected from January
to March 2021.

The synthesis included 653 references; 555 remained
after duplicates were removed. Data were collected via
online search engines and manual contact with relevant
governmental, municipal and patient organisations from
November 2020 to January 2021. They wereselected
based on formal criteria, such as publication year, target
group and public availability. The data were controlled
for content of ethical issues and recommendations. After
screening for formal inclusion criteria, 59 references
remained, and applying qualitative control for content
of ethical issues and recommendations, it ultimately
resulted in the selection of a sample of 15 guidelines.
Data was imported to NVivo 12 and analysed with con-
tent analysis. The analyses identified four specific subcat-
egories of prevalent ethical issues: being concerned with
issues arising in conjunction with disclosure of private or
sensitive matters; vulnerability and acceptance of depen-
dence; changes in what is perceived as dignified behav-
iour; and decision-making and autonomy. The results of
this study have been published in Dementia [16].

Phase 2: design

The design phase of the CARE intervention was con-
ducted in two separate stages: first, we outlined an inter-
vention to address the need for ethical support identified
in the needs assessment. Second, we prima facie vali-
dated and refined this intervention in workshops with
people living with dementia, professional and family
carers.

Outlining the intervention

The ethical issues we uncovered in our needs assessment
were, to a large extent, shared by various target groups
in dementia care, including people living with demen-
tia, professional and family carers [9]. Hence, we decided

Table 1 Target groups and arenas
Target groups
1 People living with dementia living at home Day

Arenas

and their family carers Center

2 Family and professional carers Nursing
Home

3 Professional carers Nursing
Home

Page 4 of 11

that the intervention should be directed at all three tar-
get groups and the setting of the intervention should be
day centres, frequented by people with dementia living
at home, and nursing homes that house people with late
moderate and severe dementia (see Table 1 for an over-
view of which target groups were addressed in which
arena).

Because ethical issues occur when moral principles
conflict, we decided that the intervention should be
designed as a workshop format where people living with
dementia and carers could meet and deliberate on how
to solve such conflicts. Also, we decided that the ethical
issues to deliberate on should be presented as concrete
cases rather than as abstract problems. While we con-
sidered different types of interventions, e.g. online or
written communication material to people living with
dementia and their carers, we decided that it was impor-
tant to actively involve them face-to-face in deliberations
on how to manage ethical issues, thus fostering peer-
interaction and cooperative problem solving [26, 27].

To facilitate a thorough discussion of the ethical issues,
we decided to present them through literary cases that
express actual life situations [28]. Drawing on the tradi-
tion of narrative medicine, we hypothesised that using
literary texts would be a useful way of fostering improved
understanding of mutual experiences and values in
dementia care [29]. To identify literary cases that exem-
plify the identified ethical issues, we conducted an exten-
sive literary study of 15 Danish and Anglophone works of
contemporary prose, poetry, autobiography, and fiction
dealing with dementia. 10 works were autobiographi-
cal, and five were fictional. Criteria for selecting these
works included works written from various viewpoints to
gain insight into life with dementia from the perspective
of care workers, people living with dementia and their
next of kin, and works that poignantly describe life with
dementia and directly engage without necessarily pro-
viding solutions to ethical issues in relation to dementia
care. The most important criterium for selecting a lit-
erary work was that it should express a relevant ethical
issue (see Table 2) in a setting and manner we consid-
ered close to Danish dementia care practice. After read-
ing through the books, we selected six works in which we
identified text excerpts for use in the intervention (see
Table 3 for a list of the books we have used).

Prima facie validation

Subsequently, this outline of the intervention was vali-
dated in three workshops with professional and family
carers and people living with dementia.

The first workshop was held in September 2020 and
was with professional carers (n=10), including two
nurses, five healthcare workers and three blue-collar
workers, all working at nursing homes caring for people
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Table 2 List of books from which we have used text excerpts

Title Examples of scenarios from the texts Author Type Pu-
blica-
tion
year

No man’s An elderly man who is frail and delirious expresses a desire to die at a nursing home. Kirsten Fiction 2004

land* However, given his lack of autonomy, should caregivers fulfill his request? Thorup

Thawed The author describes how they informed those around them about their wife's dementia  Thomas Autobio-graphical 2017

snow and and the various reactions they received, highlighting the importance of discussing how  Bredsdorff

forsythia* to communicate about dementia.

Somebody A woman with dementia describes how she, along with her daughters, is about to fill out  Wendy Autobio-graphical 2018

l'used to a power of attorney for the future and shares her thoughts on not wanting her children  Mitchell

know to look after her in the future. Therefore, she delegates the decision regarding transition

to a nursing home to her daughters
Gratitude An elderly woman with cognitive frailty hides a bottle of whisky in her nursing home Delphine de  Fiction 2019
room, raising the question of privacy in long-term care facilities. Vigan

Dementia, An adult child narrates her mother’s transition to a nursing home, including how her fa- ~ Lone Carmel Autobio-graphical 2020

dilemmas ther one day reaches a breaking point regarding keeping the mother at home. She shares and Annette

and star her conflicting emotions and thoughts about her own role. Have | done everything | Thuesen

moments* could?

| still see A relative describes how she gradually takes over her husband'’s responsibilities, such as  Julie Rubow  Autobio-graphical 2020

you* planning their son’s celebration and writing emails for him along sharing her thoughts

about wanting to continue to involve her husband in decisions as long as it remains

meaningful.

*Danish book titles translated by us

with dementia. The aim of the workshop was to test the
relevance of the issues identified in the ethnographic
study and, if necessary, to adjust them and to test whether
literary cases describing ethical issues in dementia would
be perceived as a suitable method for conversing on these
issues. The professional carers were all experienced in
working with people living with dementia. Some had
backgrounds as nurses and social and health assistants
while others were assistants with no educational back-
ground in the field of health. They went from having a
few years to more than ten years of experience working
with people living with dementia. The workshop lasted
two hours. Four researchers and a coordinator from Rud-
ersdal municipality participated in the workshop.

The second workshop was also completed in Septem-
ber 2020 and was held with family carers (n=12). The
aim of the workshop was to investigate whether the ethi-
cal issues earlier identified in the needs assessment were
relevant to this target group. The participants” experi-
ence with dementia spanned from an adult child whose
mother had recently died from dementia to a woman
whose husband had only recently been diagnosed with
Alzheimer s disease. Three researchers and a coordinator
from Rudersdal Municipality participated in the work-
shop. One of the researchers facilitated the workshop
while the two others continuously took notes. The work-
shop lasted two hours.

The last workshop was with people with early-stage
dementia (n=6). It was completed in January 2021. The
aim of the workshop was to investigate the relevance
of developing an intervention aimed at supporting

management of ethical issues in dementia and whether
the use of literary cases presented a suitable method for
conversing on these issues. The workshop was conducted
at a day centre for people living with dementia. In addi-
tion to the six persons with dementia a professional carer
from Rudersdal Municipality also participated in the
workshop. Two researchers conducted the workshop.
The workshop lasted 45 min.

Results

In this section we present the generic design of the CARE
intervention, the ethical issues it addresses and its opera-
tionalization in three specific applications that address
the individual needs of the project’s three target groups.

The CARE intervention

To meet the need identified in our needs assessment, we
designed the CARE intervention as a workshop concept
where people living with dementia and carers meet and
have a facilitated deliberation on ethical issues in demen-
tia care. The design of the workshop concept was struc-
tured by the following elements:

+ An agenda of ethical issues.

+ A collection of literary cases exemplifying relevant
ethical issues.

+ A moderator with an understanding of dementia
care and familiarity with the methodology of the
intervention.

+ An overview of the ethical principles and
considerations relevant to the discussion of ethical
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Table 3 The nine ethical issues the CARE intervention address

Target Groups
People living with  Family and pro- Professional
dementia living at  fessional carers carers
home and family
carers
Ethical How to engage with How to coordinate  How to
issues a person whois un-  care responsibilities  prioritize the

willing to recognize
that he or she has
dementia

This may involve a
conflict between
respecting the self-
determination of the
person with demen-
tia and promoting
her best interest

How to communi-
cate with surround-
ings, e.g. friends
and relatives, about
having dementia

if the person with
dementia fears
stigmatization

This may involve a
conflict between
respecting the self-
determination of the
person with demen-
tia and promoting
her best interest

How to talk about
future ethical issues,
like future power of
attorney, transition
to nursing home
etc, likely to come

This may involve a
conflict between
the principles of not
doing harm (non-
maleficence) and
promoting the best
interest of the per-
son with dementia

between family
and professional
carers

This may involve a
conflict between
respecting the
autonomy of the
family carer and the
autonomy of the
professional carer

How to respect the
privacy of people
living with demen-
tia when family and
professional carers
communicate

This may involve a
conflict between
respecting the
self-determination
of the person with
dementia and
promoting her best
interest

How for family and
professional carers
to balance the
needs of the per-
son with dementia
with the needs of
other residents at
the nursing home
This may involve a
conflict between
promoting the best
interest of the per-
son with dementia
and allocating
resources justly

needs among
residents at
nursing homes
This may
involve a con-
flict between
promoting the
best interest
of the person
with dementia
and allocating
resources justly
How to bal-
ance the need
to sometimes
use manipula-
tion in the care
of a person
with dementia
with respect-
ing his or her
dignity

This may
involve a con-
flict between
respecting the
self-determi-
nation of the
person with
dementia and
promoting her
best interest

How to respect
the privacy

of residents

at nursing
homes while
at the same
time providing
optimal care
This may
involve a con-
flict between
respecting the
self-determi-
nation of the
person with
dementia and
promoting her
best interest.
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issues to enable the moderator to facilitate the
workshop.
The agenda constitutes the composition of the workshop
and, notably, the ethical issues to be discussed among
workshop participants.

To facilitate a discussion of these issues, as already
mentioned, the CARE intervention makes use of liter-
ary cases. The idea was that to have a rich but sensitive
discussion of the typically very complex ethical chal-
lenges faced by people living with dementia and carers,
the issues should not be discussed as abstract ethical
difficulties, nor as intimately tied to the real-life situa-
tions of people involved, but rather as concrete problems
embedded in life situations as they are presented in lit-
erary texts. Thus, we explicitly wanted to utilise one of
the main strengths of literary texts, which is that they
are not solely bound by the factual, but also make use of
the imagination to invent fictions that may stimulate new
thinking and insight. This is especially true for difficult
and tabooed subjects that lack predetermined outcomes,
except the outcome of making the participant even more
aware of the dilemma at hand [30, 31]. Interesting similar
work has already been conducted using literature in con-
nection with dementia care [28].

In the workshops we held for people living with demen-
tia, professional and family carers when designing and
validating the intervention, everyone endorsed the idea
of using literary texts to discuss ethical issues, but espe-
cially the professional carers had strong opinions on the
character of these cases. It was very important to them
that they were realistic and accurately reflected their
everyday practice. To accommodate their comments sev-
eral text cases were replaced. The workshop with people
living with dementia importantly confirmed that discus-
sion of ethical issues by the use of literary cases was seen
as appropriate for this target group.

The CARE intervention is to be facilitated by a modera-
tor. The idea is that a moderator reads a literary excerpt
aloud (which will also be handed out) and then asks par-
ticipants open questions, such as “What is the dilemma
at play here? or ‘Do you think this action was appropri-
ate? The participants then consider the text excerpts and
questions individually, in couples or in groups, depending
on the specific application of the intervention. Through
this use of literature as a medium to frame a discussion
of ethical issues, we have aimed to create spaces for dia-
logue where people living with dementia and carers can
meet and recognise themselves in literary texts that rep-
resent ethical issues and thereby constructively reflect
upon and work towards personal solutions to the chal-
lenges they face in their respective life situations. Because
narrative literary texts, as Martha Nussbaum influentially
suggests, have “the power to make us see the lives of the
different with more than a casual tourist’s interest” (p. 88)



Lauridsen et al. BMC Medical Ethics (2023) 24:45

even as they do not provide concrete solutions to ethi-
cal issues that literary characters have, but instead engage
the reader in an open-ended search for solutions typically
modelled on their own situation, we hypothesised that
these texts were especially good at enabling readers to
find their own best solutions [32].

Finally, it is a requirement that the workshop, when
people living with dementia are involved, is led by a mod-
erator with extensive knowledge of and experience with
dementia care, e.g. a dementia coordinator or a dementia
nurse.

Ethical issues

The CARE intervention concept outlined so far only
describes the generic features of the intervention. To
address the needs of the project’s specific target groups
the overall intervention concept had to be operational-
ized. Each target group — people living with dementia
and their family carers, family and professional carers
and professional carers — faces an individual set of ethical
issues which the intervention must address.

In total, we uncovered nine ethical issues in our needs
assessment. Three per target group. All issues refer to sit-
uations where the four principles of principlism, benefi-
cence (best interest), non-maleficence (not doing harm),
respect for autonomy and justice, can conflict and thus
leave people living with dementia, family, and profes-
sional carers in uncertainty on how to act. Although the
ethical issues identified within the auspice of principlism
correspond closely to the ethical issues we identified in
the needs assessment, respect for privacy and dignity
were also identified in this assessment as values champi-
oned by professional and family carers.

The list of the nine ethical issues is not intended to be
exhaustive. To ensure that the issues that are dealt with
at the CARE workshops reflect the needs of the partici-
pants, their relevance will continuously be assessed, and
they will be replaced if necessary. See Table 2 for an over-
view of the nine ethical issues.

Three applications of the CARE intervention

To address these nine ethical issues, we operationalized
the CARE intervention in three independent specific
applications, each containing a workshop agenda con-
sisting of the ethical issues relevant to the target group
in question, a collection of literary excerpts exemplify-
ing the issues, an overview of the ethical principles and
considerations at play in the issues and a guide on how to
moderate a discussion of the issues using the collections
of literary texts and ethical principles. Subsequently, we
have designed a programme theory for each application,
explaining how we expect the specific interventions to
lead to improved self-efficacy regarding managing ethical
issues for the respective target groups (see Fig. 2).

Page 7 of 11

First application: family carers and people living with
dementia

The aim of the first application of the CARE interven-
tion was to initiate deliberation among people living
with dementia and their family carers on topics such as
what it means to have a dementia disease, how to com-
municate with family, friends, and other surroundings
about the disease and how to prepare for future decisions
concerning issues such as transition to a nursing home.
The hypothesis was that by having a conversation based
on the literature on these topics with both their relatives
and other people, persons living with dementia and their
carers would obtain a better awareness or intelligence of
their emotions and more confidence in managing ethi-
cal issues. Research on emotional intelligence, self-effi-
cacy, and nursing has shown that there is a correlation
between emotional intelligence, self-efficacy, and self-
esteem among certain groups, such as nurses and indi-
viduals with intestinal stoma. These studies suggest that
emotional awareness and intelligence can enhance confi-
dence in some individuals. Given this evidence, it is pos-
sible that emotional intelligence could also benefit people
with dementia and their caregivers. Thus, we hypothesize
that improving emotional awareness and intelligence
could boost the confidence or self-efficacy of individuals
with dementia and their caregivers [33, 34]. The work-
shop was planned to last two hours.

Second application: family and professional carers

The next application of the CARE intervention focuses
on the collaboration between family and professional
carers in caring for a person with severe dementia in a
nursing home setting. We know from our ethnographic
studies and workshops with professional and family car-
ers that difficulties of collaboration between these two
groups may arise due to, among other things, differences
in values and relations to and perceptions of the person
with dementia. Our hypothesis was that engaging in one
another’s perspectives through literary cases and conver-
sations on issues in dementia care would improve the col-
laboration between family carers and health professionals
and make them more confident in making ethical care
decisions. The workshop was planned to last two hours.

Third application: professional carers

The third application focused exclusively on health pro-
fessionals working in nursing homes. The purpose was
to provide them with the tools required to identify, anal-
yse, and act in relation to ethical issues in dementia care.
Our hypothesis was that the moral sensitivity of these
professionals would be enhanced by introducing them to
ethical principles and using literary cases that describe
ethical issues from the perspective of health profession-
als, family carers and even people living with dementia.
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Target group and arena Intervention

Mechanisms
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Qutcome

Fadlitated workshop on:

e Acceptance of
disease

e How to
communicate with
surroundings about
disease

e How to talk about
future dilemmas

People with dementia
living at home and
family carers
Arena: Day center

Triggering of participants’
recognition of disease,
understanding of disease
stigma and of each
other’s perspectives and
wishes regarding future
ethical choices to be
made

Participants feel more
confident in making
ethical decisions together

Family and
professional carers

Fadlitated workshop on:

e Division of
responsibilities

e  Privacy of people
with dementia

e Balancing needs of
the individual person
with dementia and
other residents at
nursing homes

Arena: Nursing home

Triggering of participants’
understanding of each
other’s priorities,
workflows, feelings, and
perspectives, as well as
an ability to consider
each other’s views when
acting or deciding in
relation to the respective
person with dementia at
the nursing home

Ability for family and
professional carers to
consider each other’s
perspectives, and
coordinate values and
become more confident
in making ethical care-
decisions

Fadlitated workshop on:

e  Prioritizing needs
among residents at
nursing homes

e Balancing
manipulation and
dignity

e  Privacy of residents
at nursing homes

Professional carers

Arena: Nursing home

Triggering an
understanding of ethical
concepts relevant for
dementia-care like
autonomy, dignity,
integrity

Ability to recognize
situations that raise
ethical issues, the
relevant considerations in
the issues, and
confidence in making

ethical decisions
Ability to recognize
relevant ethical
considerations in
dementia-care

Fig. 2 Program theories for the three specific applications

This would improve their understanding of ethical issues
and their confidence in making decisions concerning
these types of issues. The implementation of this inter-
vention was planned as two connected workshops, each
lasting four hours.

Discussion

People living with dementia and their carers face ethical
issues every day, ranging from questions such as how to
engage with a person with dementia who is unwilling to
accept that she or he has the disease or how to decide
whether manipulating a person with dementia is ethi-
cally permissible if it promotes her best interest. These

Generic facilitating context factors: Trust, open-mindness,
empathy, institutional dedication, equality in perspectives ...

issues have, for the most part, been given serious atten-
tion in the bioethical literature, and theoretical answers
have been suggested [5, 35]. Little research, however, has
focused on developing interventions to make the issues
more manageable for those affected by them [36-38]. In
this paper, we have explained how we, through collabora-
tion with people living with dementia, carers and other
stakeholders, have developed an intervention that fills
this gap.

The CARE intervention has important affinities with
similar ethics interventions that stress the importance of
ethical reflection though developed for different settings
and target groups [39—41]. Some ethicists would disagree
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with this approach to ethical issues and argue that the
task is to apply theoretical solutions to the ethical issues
in dementia rather than to empower people living with
dementia and their family and professional carers to
make up their own answers [42]. For instance, it has been
argued that questions of resuscitation and life-prolonging
treatment have been answered through ethical theory
and have been successfully institutionalised as advance
directives [43, 44]. To others, however, the idea of
advance directives is flawed [20, 45]. Thus, some degree
of disagreement exists for most, if not all, ethical issues
in dementia care. This does not imply that ethical theory
is unimportant in answering issues in dementia care.
However, if people affected by dementia are to embrace
principles and possible solutions developed in the field of
bioethics, they need to find them meaningful and valu-
able, as well as be able to imagine them as applicable to
their own situations [46]. Theoretical solutions to ethi-
cal issues may qualify and enrich a dialogue on how to
manage the issues, but these solutions most often cannot
substitute for an ongoing open-ended dialogue among
those affected by dementia-causing diseases [47]. To
address ethical issues in dementia care, we have adopted
a practice-based approach that leverages the perspec-
tives and experiences of those who face these challenges
on a daily basis. Our approach draws on ethical theory
in terms of the ethical framework of principlism, which
helps identify ethical issues in dementia care. At the same
time, we assert that ethical theory alone is insufficient for
addressing the complexities of dementia care. Therefore,
we engage people with dementia and their caregivers
in facilitated workshops to collaboratively identify and
develop solutions that work for their unique situations.
By involving those directly impacted by the ethical issues,
identified by the framework of principlism, we ensure
that the solutions are relevant and practical, and reflect
the values and preferences of the people affected. Ulti-
mately, this approach, we assume, results in more mean-
ingful ethical decision-making in dementia care.

The CARE intervention may also be criticised for
being overly naive. The change we pursue is that people
affected by dementia can become more confident in
managing ethical issues after scrutinising them in a delib-
erative process. This may seem like a plausible theory
when it comes to family and professional carers, but less
so when it comes to people living with dementia. The
reason for this is that the theory of change only works if
people receiving the intervention can recognise ethical
issues, balance considerations relevant to the issues and
make decisions on how to address them. These capa-
bilities are the kind of competences lost by people liv-
ing with dementia; therefore, developing an intervention
may appear overly naive. It seems to involve a group of
people who, because of their disease, are prevented from
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reaching the outcome the intervention is designed to
produce.

For two reasons, though, we do not believe that this
criticism applies. Firstly, timing is important. People liv-
ing with dementia can still be involved in ethical discus-
sions and can still improve their ethical self-efficacy in
the early phase of the disease [27, 48]. Involving people
living with dementia in decision-making care enables an
informed and respectful conversation with, for example,
their spouses or children regarding which decisions to
make when the disease progresses and counteracts the
alienation that people living with dementia tend to expe-
rience as a consequence of their disease [49]. Secondly,
though people living with dementia eventually will forget
what they have talked about at the workshop, a longer
lasting effect may occur for family carers having shared
these conversations in the early stage of the disease. Sen-
sitive topics that are difficult to address in everyday life
may be taken up, such as future transition to a care facil-
ity, and having had a conversation on these topics may
make them confident that they can make the right ethical
decisions later when such choices must be made [50].

Strengths and weaknesses

It is, we believe, a strength of the CARE program that the
basis of the intervention, and the needs of target groups,
have been thoroughly researched in both a comprehen-
sive ethnographic study and a qualitative thematic analy-
sis of guidelines to people living with dementia and their
family carers. It is also a strength that stakeholders have
been strongly involved in both outlining its design and in
identifying the ethical dilemmas it addresses. It may be a
weakness that the developed intervention includes three
applications and hence is somewhat complex. The reason
for this was that all the project’s stakeholders reported
a great need for tools to be developed that would help
them deal with ethical issues specific to their context.

Further research

It is an important next step to evaluate the feasibility of
the CARE intervention. Such a study will include an eval-
uation of whether people living with dementia and carers
experience the intervention to be valuable and one that
leads to improved ethical self-efficacy and whether it is
practically possible to implement it in a municipal con-
text etc. [51]. An assessment of the feasibility of the inter-
vention will then allow a decision on the appropriateness
of evaluating it further in a realistic evaluation design
[52] or a cluster-randomised controlled trial to obtain the
highest level of evidence of the effect of the intervention
[53]. Also, more work needs to be done on investigating
the relation between ethical self-efficacy and reasonable
ethical decision-making.



Lauridsen et al. BMC Medlical Ethics (2023) 24:45

Conclusion
In this paper, we have presented and discussed the devel-
opment process of the CARE intervention, which aims to
support family and professional carers as well as people
living with dementia in dealing with ethical issues related
to dementia care. To achieve this goal, we employed a
deliberation-based approach that draws on literary texts.
Planners of intervention programmes who work with
ethical issues in dementia care, or who address similar
sensitive and complex issues, can benefit from our expe-
rience in using participatory techniques, in the form
of workshops, to engage key stakeholders and vulner-
able groups in intervention development. The developed
CARE intervention and its model for discussing complex
and delicate matters by use of literary cases may also be
helpful for researchers and planners who work more gen-
erally on engaging vulnerable groups in the deliberation
of sensitive topics. Future studies will uncover the CARE
intervention s feasibility and eventually its effect on ethi-
cal self-efficacy among family and professional carers and
people living with dementia.
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