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Background: Knowledge about the priorities and preferences of people living with dementia
(PwD) might help to individualize treatment, care, and support, which could improve patient-
related outcomes. This study aimed to summarize preferences of PwD or people with mild
cognitive impairment (MCI), considering all relevant aspects of health care and everyday life.
Methods: We conducted a systematic literature review and included studies about patient
preferences published in English between January 1, 1990 and October 28, 2019. The
inclusion criteria were that preferences were elicited directly by PwD or patients with
MCI. We used the International Consortium for Health Outcomes Management value set
for dementia to categorize the preferences into the following topics: a) clinical status, b)
symptoms, functioning, and quality of life, and c) sustainability of care.

Results: Of 578 initially identified studies, 45 met the inclusion criteria. Patients preferred to be
informed about the diagnosis as early as possible, especially for anticipatory care planning. They
ranked caregiver quality of life as their highest priority. They preferred not to be a burden to
others more than their caregivers’ mood, their own functional status, or their own distressing
behaviors. Furthermore, PwD are eager to participate in medical decisions, especially in those
about creating an everyday life routine. PwD preferred their own quality of life, self-efficacy, and
emotional well-being. Institutionalized PwD preferred individualized and person-centered care.
According to the sustainability of care, PwD preferred to maintain close bonds with their family
at the end of their life and wanted to be treated with empathy.

Conclusion: This systematic review provides essential insights into cognitively impaired
patients’ preferences, which are rarely considered in treatment, care, and support services.
Further studies should evaluate whether considering preferences in treatment and care or
daily living can improve patient-reported outcomes.
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Introduction

Dementia represents one of the most significant public health challenges. Worldwide,
approximately 50 million people live with dementia.' A diagnosis as early as possible is
essential to initiate evidence-based treatment and care and to better cope with the disease.
The progressive nature of the disease leads to declining self-responsibility levels, self-
determination, and autonomy, which are associated with an increasing need for care.
Decisional capacity steadily decreases, but persons with dementia (PwD) wish to be
acknowledged in all disease stages and aspects of care, make individual decisions, and be
involved in decisions about treatment and care, daily living, and support.®”’
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Dementia care should promote patient autonomy and be
person-centered and, thus, be preference-based, respecting the
patient’s values and the need to improve the patient’s sense of
self-efficiency.®” It is also important to offer patients a purpose
in life, open up perspectives for them, support them, and
transfer responsibility to them.'® Furthermore, informal care-
givers need to be considered.'' In the progression of the
diseases, many PwD experience emotional changes and diffi-
culties with how to express and manage their feelings, which
can lead to more intense emotional reactions, which can be a
great challenge for caregivers.'” Additionally, it can be a
challenge to meet the expectations of PwD when the share
of responsibilities changes between the person with dementia
and his or her caregiver."®

It is often assumed that informal caregivers know the
preferences of PwD best. However, some studies found
that more than one-third of caregivers could not predict
PwD preferences correctly.'* Most caregivers try to com-
pensate for the decreasing abilities to support the patient’s
well-being but might sometimes project their own prefer-
ences instead of putting themselves into the position of the
PwD.'*'> Furthermore, caregivers’ preference prediction
for PwD can subconsciously be influenced by how the
caregivers’ own life is affected by certain decisions.”
Such preference divergences have also been elicited
between nursing care staff and patients. Dementia patients
in long-term care appreciate autonomy, whereas staff
assumed safety and a homey ambience were the most
important, demonstrating the existence of discrepancies
between professionals and patients.'®

Knowing preferences for PwD could inform recom-
mendations for dementia care practices, increase adher-
ence to treatment, therapies, and care, and improve and
individualize interventions and patient-related outcomes,
including health-related quality of life (QoL).'”"'® A sys-
tematic review that summarizes the existing qualitative
and quantitative evidence about PwD preferences is cur-
rently lacking. Therefore, this systematic review aimed to
summarize the preferences of PwD, including all relevant
domains of treatment, care, support, and everyday life.

Methods

Search Strategy

Studies published in English between January 1, 1990 and
October 28, 2019 were identified through searches of the
electronic databases PubMed, Science Direct, and Cochrane.
“dementia”, “Alzheimer”, or

Key phrases included

“Alzheimer’s disease” in combination with “preferences” or
“priority”. Titles and abstracts were reviewed for dementia
terms, whereas only the title was considered for preference
terms. In parallel, a search of MeSH terms was conducted in
the PubMed database to find all articles that used the terms
“mild cognitive impairment” or “dementia” in combination
with “patient preference”. The systematic literature search
process is presented in Figure 1.

Data Extraction

Studies were included if i) patients were diagnosed with
dementia, Alzheimer’s disease, or mild cognitive impair-
ment or ii) priorities and preferences were directly elicited
from PwD or patients with MCI. All studies were
included, irrespective of the quantitative or qualitative
methods used to elicit preferences. Studies were excluded
if they reported animal experiments or if no abstract was
available. Additionally, systematic reviews and studies
eliciting preferences with hypothetical patients from the
general population were excluded. A total of 578 studies
were found. After removing 34 duplicates, 544 studies
remained to be screened for titles and abstracts by two
independent reviewers. A third reviewer was involved in
discussing disagreements. Overall, 446 studies were
excluded after title and abstract screening, and 98 studies
remained for full text screening. After full text screening,
an additional 54 studies were rejected, resulting in the
inclusion of 44 studies. The study flow chart of the screen-
ing procedure is demonstrated in Figure 1.

Data Description

To categorize the heterogeneous studies with respect to their
evaluated domains, we used the Standard Set of Dementia
Criteria of the International Consortium for Health Outcomes
Management (ICHOM).?® Experts and patient representatives
developed this standardized set of outcomes to focus on what
is most important for PwD. As this systematic review was
focused on preferences of PwD and not the disease in general,
the Standard Set was modified and adapted. Specifically, the
category “disease and progression” was replaced by the cate-
gories “treatment and care” and “diagnosis”. Given that some
studies used modern assistive technology, we added the cate-
gory “technology”. Caregiver QoL was removed, as prefer-
ences of PwD and not of their caregivers were the focus of this
study. In cases in which study outcomes overlapped across two
or more categories, three reviewers discussed the categoriza-
tion. The final set categorized the elicited preferences of PwD
into the following three main domains and subcategories: (A)
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578 Citations Identified for Screening

\ 4

34 Duplicates rejected

544 Studies retrieved for Abstract Screening

446 rejected after abstract screening (did not meet
inclusion criteria)

Unavailable abstract (6)

no use of English (n=3)

Animal experiment (n=29)

Focused patients without
dementia/cognitive impairment (n=78)
no consideration of preferences (186)
No preferences of people with dementia
solicited (n=144)

98 Studies retrieved for full text Screening

inclusion criteria)

54 rejected after full text screening (did not meet

No fulltext article avaialble(n=4)
Focused patients without
dementia/cognitive impairment (n=1)
Patient with dementia but no
consideration of preferences (n=13)

No preferences of people with dementia
(n=34)

Systematic review(n=2)

A

44 studies included for systematic review

Figure | Study flow chart (CONSORT). Data from ICHOM standard set for Dementia. Available from: https://connect.ichom.org/standard-sets/dementia

clinical status including i) treatment and care and ii) diagnosis,
(B) symptoms, functioning, and QoL, including i) cognitive,
ii) social, iii) daily living, and iv) overall QoL, and (C) sustain-
ability of care, including i) time to full-time care, ii) end-of-life
care, and iii) assistive technology.

Results

Characteristics of the Included Studies
Most of the studies were published in Europe (n=21) and the
USA (n= 14). The ages of the study participants ranged from

/.20

57 to 87 years. Sample sizes differed substantially, ranging
from two to 2028. An overview, including summaries of the
included studies, is presented in Table 1.

Diagnosis

PwD and caregivers emphasized the importance of receiv-
ing a formal dementia diagnosis. Several studies found
that more than 86% of PwD preferred to be informed
about the dementia diagnosis.’’>° Those PwD who
receive a formal diagnosis show a higher QoL related to
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social life and the environment than PwD who have not
received a formal diagnosis.>® Another study highlighted
that PwD would rather receive a false-positive diagnosis
than staying undiagnosed.*® Approximately 40% of PwD
prefer that their family is present while receiving the
diagnosis, and 30% of PwD prefer to be alone.”
However, some PwD also express a feeling of “falling
into a black hole” after they receive the diagnosis and
explain that it takes time until they receive access to
support services.*'

In many relationships, PwD decide on the disclosure of
the diagnosis to relatives and friends. Concerning this
disclosure, preferences are divergent. Some people want
no one to know, others only tell their spouses, some only
want their family to know about the disease, and some feel
fine with everybody knowing about their diagnosis. PwD
express various reasons concerning their wish not to dis-
close: some never try to talk about it, whereas others feel
regret after informing others about their medical condition.
Others presume a change in others’ perceptions after dis-
closure and want to avoid being treated differently.*?

Treatment and Care

Studies have shown that it is difficult to identify the right
moment to start advanced care planning (ACP). Most PwD
have reported that right after the diagnosis is not good
timing for ACP. It is often hard for both PwD and their
relatives to cope with the new diagnosis. Sometimes this
process of developing a coping strategy takes years.*’
Generally, willingness to plan is present, but most PwD
prefer informal plans over written documentation and trust
their family members to make the right decisions. PwD are
not aware of all components in ACP. They described a
lack of knowledge concerning all the opportunities, includ-
ing the range of available services. Most PwD are not
aware that the progression of dementia in the future
might impede them from expressing preferences, eg, the
preferred place of care. However, some PwD, for example,
plan their funeral, ie, choosing songs and paying for a
funeral plan because they do not want their relatives to
spend too much money.**** When PwDs were asked about
future scenarios, receiving invasive life-prolonging treat-
ments, eg, cardiopulmonary resuscitation and tube feeding,
was less preferred. Concordance between each level of
care preference and directives that PwD want to withhold
were as follows: comfort care 7%, primary care 49%, and
intensive care 58%. Proxies preferred comfort care the
most, followed by primary care and intensive cars,

concluding that better alignment between preferences for
comfort-focused care and advance directives is needed in

advanced dementia.?®*

Daily Living, Activities and Social Life

Studies have revealed that PwD have a positive attitude
toward physical activity, as evidenced by their endorsing
statements that described physical activity as being

EEINNT3

“important for health”, “good”, “enjoyable”, and “social”.
The most preferred ones were “simple/light/safe” and
“affordable” exercises with “accessible” settings, prefer-
ably in a group. In general, leisure activities were the most
preferred. PwD agitation was found to be reduced by
including their preferences for leisure activities in beha-
vioral management.*> The use of different kinds of stimuli
that reflect past and present interests of PwD helps to
increase engagement and responsiveness as well as to
support positive behavior.’® Most PwD prefer activities
that are suggested by their general practitioner. Exercises
should be adapted to individual needs and expectations.
“A lack of company” and “memory” prevented PwD from
doing exercises.” Joint-activating interventions to fit both
PwD and their informal caregivers were influenced by

EEINT3

factors, such as “timing”,

LR N3

need for activity”, “lifestyle”,
“apart or together (with their spouse)”, and “meaning of
life”. Many dyads share similar values, such as “keeping

CRINNT3

active”, “getting out of the house everyday”, and “staying
mobile”. Programs helping dyads organize activities and
adapt lifestyles are highly appreciated.®'

In addition to daily living activities, the food prefer-
ences of PwD are very heterogeneous and individual.
However, PwD want to be involved in related daily life
routines and decisions on mealtimes, meal sizes, and food
options.*> Halpern et al** also found that PwD can state
their aesthetic preferences and that these preferences did
not change over time and with cognitive decline.”
According to the design of the living environment, auxili-
ary colors, such as brown and violet, are most preferred,
black d.2h?

Additionally, pictures that patients are able to relate to in

whereas and gray are least preferre
terms of familiarity and urban and natural characteristics
seem to be suitable for use as environmental cues. Pictures
can further enhance the ambiance or serve as prompts for
communication and interaction.>?

Social interaction has been found to slow down the pro-
gression of the disease in PwD.”® It may be challenging to
understand what PwD want to express because their verbal

expression does not necessarily reflect what they mean and
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act upon. Observing PwD behaviors and emotions can yield
essential indications. In shared decision-making, PwD some-
times prefer to rely on their caregiver.”® Some claim to be
dependent on their caregiver because they cannot make deci-
sions on their own. Additionally, it should be considered that
PwD often need a great deal of time for their decisions, which
may change over time.?” Researchers have suggested adopt-
ing the Model of Collaborative Deliberation for the context
of care for PwD by drawing particular attention to recognize
and define decision-making.*®

According to the method of communication, PwD pre-
fer teleological explanations over mechanical ones.
Lombrozo et al** asked study participants questions, such
as “Why are there eyes?”. Participants chose the (teleolo-
gical) answer “so people and animals can see.”. The
mechanistic explanation is “because bodies have special
cells that combine to produce eyes”. McMurtray et al’*
additionally revealed that bilingual PwD relapse more and
often return to their primary language during the progres-
sion of dementia.

Quality of Life

PwD and caregivers state that PwD QoL and self-efficacy
are most important. Functional status, patient and care-
giver mood, caregiver burden, and PwD memory perfor-
mance have been ranked as the most essential aspects of
QoL."®* Incongruence between socioemotional care pre-
ferences of both the caregiver and the PwD was found to
be associated with lower QoL of PwD. Additionally, per-
ceived incongruence of care preferences was found to
negatively influence the mood of PwD and worsen the
relationship between caregivers and PwD. Following this,
a lack of correlation of preferences can predict a decrease
in the QoL of PwD and adverse social and psychological
outcomes.>* Many caregivers underestimate preferences of
PwD regarding autonomy, being a burden to others, con-
trol, family, and safety.>® Generally, both PwD and their
spouses have altruistic preferences (ie, they put the other’s

needs before their own).'®

Technology

More than 80% of PwD regularly use a computer. Nearly
everyone has a phone, and many of them know how to send
text messages. More than 90% have access to the Internet at
home, and every fourth person reported facing issues with
using it. Only a few PwD use social media, but the use of
e-mail is widespread. The majority expressed that a website
designed for health issues in old age (eg, tracking physical

and cognitive health conditions) would be beneficial.’! A
“digital life story book” to share memories with others is
preferred by PwD.>?

Time to Full-Time Care

One of the major concerns for PwD is becoming less
independent over time in areas, such as mobility (ie, driv-
ing a car), dealing with finances and work, and self-care.
PwD try to upkeep as many activities for as long as
possible. PwD understand that safety must be ensured
either by someone helping them or by task modification.
However, they want to have a purpose in life, and mean-
ingful activity is crucial to them. PwD state that they can
better cope with the disease when they are more active.'”
Another study focused on the preferences for the selection
of health-care services and providers, revealing that exper-
tise is most important for PwD.>°

End-of-Life Care

More than 50% of PwD did not state their opinion on end-
of-life decisions to their family caregivers. However, those
PwD who stated their preferences usually had a different
opinion than their relatives. The incongruence of prefer-
ences occurs, for example, in 48% of cases concerning
CPR and tube feeding and in 60% of cases of artificial
ventilation.*®*” At the end of life, PwD prefer to maintain
family links, maintain independence, feel safe, not be a
burden, be treated with respect and dignity, have a choice
in their place of care, engage in pleasurable activities,
experience person-centered care, be in touch with the
world, and have comfortable care. However, most impor-
tant for caregivers was to ensure good quality care at all
times.*® Hill et al'* identified four main preferences that
are most important for PwD at the end of life: family
involvement, living in the present, autonomy, and indivi-
duality. If PwD are unable to express their wishes, they
prefer their family to make decisions. They highly value
having their family and friends close during that time.
PwD want to be cared for with compassion and want to
be seen as individuals who can maintain hobbies and
interests. Preserving their independence in self-care, such
as eating and taking medications, as long as possible is of
great importance for many PwD.'

PwD self-esteem and confidence related to expressing
opinions are affected by their disease awareness and the
related memory loss, which makes many PwD feel as if
they have nothing to say that would be worth listening to.
The feeling of being understood and well cared for is

2802 "
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important for PwD to entrust themselves to the staff. PwD
in care homes at the end of life have stated that it is an
excellent experience to live in a care home and values it as
“his home” now. Furthermore, losses have a significant
impact on whether PwD see a purpose in life or not.
Frequently, PwD cannot think about their own care needs
because their thoughts are overshadowed by past experi-
ences (eg, a loss of a family member or spouse). Others
prefer to return home to their family but know that it is not
burden.**

Mulqueen et al*® found that nurses do not always precisely

possible because they would be a
predict what patients consider most important. PwD value
comfort, family presence, familiar staff, and surroundings
most, whereas nurses thought they most preferred good
communication, pain management, ACP, and care by pro-

fessional staff.*

Cognitive Ability to State Preferences
Some studies have evaluated whether patients with cogni-
tive decline are able to state their preferences, whether
preferences are stable over time instead of associated
with cognitive decline, and how cognitive decline affects
the communication of preferences. Wijk et al*' evaluated
the ability of color naming, color discrimination, and color
preference in Alzheimer’s disease, revealing that the abil-
ity to discriminate and name colors was affected but that
preferences for color are stable over time, despite cogni-
tive decline.”!

Discussion

This systematic literature review summarizes the prefer-
ences of PwD from 44 publications with very heteroge-
neous results, capturing preferences for the diagnosis and
disclosure of the disease, aspects that have to be consid-
ered in the medical decision-making process physical and
everyday life activities, QoL and self-efficiency as well as
concordance on care preference and end-of-life care. The
review revealed that PwD are able to state their prefer-
ences according to these domains and that these prefer-
ences are stable over time, even though the cognition of
PwD declines and the disease progresses. Additionally,
proxy preference ratings (ie, statement of preferences of
caregivers for the PwD) have been found to provide useful
aspects of PwD preferences, but they are not perfect sub-
stitutes for patients’ preferences. As a result, possible
differences should be taken into account within decision-
making processes.

The majority of PwD wants to be informed about the
diagnosis as early as possible.’’? In 2000, 40% of
patients received a formal diagnosis.®® A few years later,
less than 50% received a formal dementia diagnosis.®'***
In the last 10 years, there has been increasing evidence
that the prevalence of dementia is stagnating or even
decreasing in some countries.®*® Rohr et al® and
Wolters et al°® confirmed that there is evidence of decreas-
ing age-specific incidence rates in industrialized nations.
In Germany, the prevalence (incidence) of dementia
decreased from 2.2% (0.4%) in 2015 to 2.0% (0.3%) in
2019, causing a decrease in the number of PwD, despite
continued demographic changes.®® Many physicians are
somewhat skeptical of the ascribed effects of evidence-
based and dementia-specific treatment opportunities, such
as anti-dementia drugs.®” For this reason and because of
potential side effects, some experts have advised against
the use of anti-dementia medication.®® Some health autho-
rities stopped covering the costs of such drugs.
Therapeutic nihilism that the GPs are forming, is a disin-
centive for the state of that diagnostic workup. Therefore,
practitioners’ current diagnostic behavior is not in line
with patients’ preferences for an early and uncovered
dementia diagnosis.

In previous times, it was believed that PwD do not
need to know much about the disease due to missing
curative treatments, but this perception has changed over
the years.®”’ One reason was that PwD might not cope
well with the diagnosis, which can deteriorate the relation-
ship between the doctor and the patient. On the other hand,
advantages were seen in reducing uncertainty and having
sufficient time to organize social support services, appro-
priate treatments, and plans for the future when symptoms
start to worsen.”' Furthermore, a dementia diagnosis can
be a relief for older people who perceive memory loss
without knowing the cause. It is assumed that coping with
the disease is easier in early stages of dementia. PwD in
these stages can still be meaningfully involved in conver-
sations about ACP.**!-*? Additionally, QoL was found to
be positively associated with an early diagnosis, as it
improves freedom and self-determination.'®*® Hence, clin-
icians and practitioners should not avoid discussing the
disease with their patients.>® Future research should eval-
uate the best ways to deliver the diagnosis and minimize
negative emotional and psychological impacts, such as
fear, as well as whether an early diagnosis is associated

with better patient-reported outcomes later on.’’
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Concerning postdiagnostic treatment and care, PwD
prefer to focus on the present, and it is difficult to discuss
and decide on treatment and care in the future, considering
end-of-life care options.*® Family members’ and care-
givers’ support plays a significant role in current and future
decisions around treatment and care, even though PwD
should not ultimately leave important decisions regarding
their own future in their relatives’ hands. Uncertainty about
the future can be reduced by including joint anticipatory
planning between PwD and their families. Some PwD make
informal flexible plans, but usually only in areas they per-
ceive as necessary (eg, to decrease stress for their family).
Additionally, families have to be prepared for potential
changes in future care realities.”*** This process should
be initiated as early as possible to comply with PwD pre-
ferences as closely as possible for the current and future
treatment and care situations.*> Concerning the choice
between behavioral treatment options, memory compensa-
tion training was found to be the most popular among PwD.
Following this, it seems that many PwD are always aware of
their memory problems and try to work against the disease
progression. '8

Preferences could also play a crucial role in the daily
life of PwD. Therefore, it would be beneficial to observe
the emotions of PwD during daily life routines because
they can agree or disagree with the current living situation,
allowing PwD to be engaged in certain decisions without
being a burden to others.”® An introduction of behavior
plans that used PwD-preferred items (such as personal
photos, books, or music) or activities can reduce beha-
vioral and neuropsychiatric symptoms and, thus, relieve
the burden of caregivers and health professionals.
However, not only is it essential for patients’ behaviors
to be considered in daily life, but specific behaviors of
other people in the surroundings could also affect PwD. A
majority of cognitive processes can be positively influ-
enced by direct gaze because mere perception improves
the likability of faces and helps with remembering them.>*

PwD want to be active and engaged and need a purpose to
conclude a task. Identifying and carrying out activities that
satisfy PwD might keep them physically and cognitively
active for longer, which, in turn, could improve the living
and caring situation.”> The implementation of such activities
in the daily routine could be beneficial. Such activity pro-
grams should use work-related stimuli to improve engage-
ment duration and attention.” We identified various ways to
retain high levels of well-being for PwD. Meaningful activ-
ities, including social interaction, provide satisfaction by

giving patients a purpose in life.”” Dickins et al'® found
that PwD in early stages look for activities that match their
cognitive abilities, especially everyday activities.

Within their daily life routine, PwD want to be sur-
rounded by a social environment. Being alone with no
company and having memory problems are some of the
main aspects that hindered them from being active.
Simple, light, and safe exercises are preferred, such as
walking.*>>> PwD are always more engaged in activities
that suit their main interests.*® Therefore, they prefer lei-
sure activities over edible items. Furthermore, the method
of communication should be considered because PwD
prefer teleological explanations over mechanistic ones.**
Such aspects should be considered within decision-making
processes with PwD as well as within daily living and
communication. Regarding preferences for food, PwD do
not differ from nondemented controls. However, a sys-
tematic “one-size-fits-all” approach, as is often used in
nursing homes, is not appropriate for either nonimpaired
adults or PwD. As one aspect of person-centered care,
PwD have to be able to keep control and be engaged in
various aspects of food. A range of food choices and
should offered.
Additionally, in cases where PwD are diagnosed with

individual mealtimes always be
dysphagia, meals should still be taste-modified regularly
and aligned with individual tastes.*? Concerning the living
environment, different studies?!*? have revealed that pic-
tures with familiar content or positive emotions are easier
to recall for PwD and could be used as cues for the design
and setup of the environment and ambience of PwD homes
as well as within conversations and interactions with PwD.

Thus, individual preferences of PwD alongside their
available resources have to be determined individually. As
the disease progresses, isolation and the loss of common-
place occupations are some of the main challenges PwD
face. Over time, autonomy declines, but most PwD still
wish to remain in their homes. There is no general
approach defining at which point in time PwD should
leave their homes. To be dependent on others can be
accepted by PwD to maintain activities that determine
their daily life at home, which could still improve or
maintain their well-being.'*** Preferences for end-of-life
care depend on the characteristics, individual ideas, and
personal needs of PwD. Due to their cognitive decline,
PwD sometimes feel unhelpful and not worth listening to.
In such cases, caregivers need to show empathy and sen-
sitivity to PwD to support their feelings of safety and
trust."*** Home is considered a familiar place where
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PwD feel safe, surrounded by people who care and know
them very well.**”> Communication is also a vital part of
end-of-life care, as PwD want to be kept informed about
what is happening around them and their health condition.
As PwD cannot comprehend the future very well, it is
necessary to make them aware of their influence on a
variety of aspects in present and future care. Evidence-
based guidelines need to be adapted individually by care-
givers and clinicians to allow a person-centered approach
and to reassure the excellent quality of care at all
times.'***

This systematic review has shown a variety of heteroge-
neous preferences, that patient preferences are present in all
aspects of care and daily living, and that PwD can state their
preferences. Even though the disease progresses, preferences
remain stable over time, irrespective of cognitive decline.
Therefore, PwD preferences should always be taken into
account. However, there is a lack of quantitative preference
studies which identify the most and least preferred aspects of
diagnosis, treatment, and care, and PwD daily life routines, as
well as quantitative differences between these aspects. Until
now, there has been a lack of studies evaluating whether a strict
consideration of PwD preferences could improve patient-
related outcomes, such as PwD QoL. Therefore, further
research is needed. Such studies should be conducted to create
a fundamental basis to extend existing evidence-based guide-
lines based on the clinical efficacy and effectiveness of
interventions.
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