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ABSTRACT

Importance and objective Conducting advance care
planning (ACP) conversations with people with dementia
and their relatives contributes to providing care according
to their preferences. In this review, we identify moral
considerations which may hinder or facilitate physicians in
conducting ACP in dementia.

Design For this meta-review of systematic reviews

and primary studies, we searched the PubMed, Web of
Science and PsycINFO databases between 2005 and 30
August 2019. We included empirical studies concerning
physicians’ moral barriers and facilitators of conversations
about end-of-life preferences in dementia care. The
protocol was registered at Prospero (CRD42019123308).
Setting and participants Physicians and nurse
practitioners providing medical care to people with
dementia in long-term and primary care settings. We also
include observations from patients or family caregivers
witnessing physicians’ moral considerations.

Main outcomes Physicians’ moral considerations
involving ethical dilemmas for ACP. We define moral
considerations as the weighing by the professional
caregiver of values and norms aimed at providing good
care that promotes the fundamental interests of the people
involved and which possibly ensues dilemmas.

Results Of 1347 studies, we assessed 22 systematic
reviews and 51 primary studies as full texts. We included
11 systematic reviews and 13 primary studies. Themes
included: (1) beneficence and non-maleficence; (2)
respecting dignity; (3) responsibility and ownership; (4)
relationship and (5) courage. Moral dilemmas related to
the physician as a professional and as a person. For most
themes, there were considerations that either facilitated or
hindered ACP, depending on physician’s interpretation or
the context.

Conclusions Physicians feel a responsibility to provide
high-quality end-of-life care to patients with dementia.
However, the moral dilemmas this may involve, can lead
to avoidant behaviour concerning ACP. If these dilemmas
are not recognised, discussed and taken into account,

Strengths and limitations of this study

» This study exclusively focuses on moral barriers and
facilitators to advance care planning to increase
depth on reasons including moral dilemmas behind
possible practical barriers and facilitators while
other reviews have studied barriers and facilitators
more generally.

» To further increase depth and to minimise chances
of missing important barriers and facilitators, the re-
view covered both systematic reviews and primary
studies.

» We could not compare study quality in a valid man-
ner as there was no good tool to appraise the quality
of the evidence of the moral considerations we ab-
stracted while the tools we used may be suboptimal
for our purpose.

implementation of ACP as a process between physicians,
persons with dementia and their family caregivers may fail.

INTRODUCTION
Advance care planning (ACP) requires
discussing medical, psychological, social,

spiritual and existential issues, being aware
of patients’ norms and values, life events
and what really matters to them in the last
phase of life.' * The patient's perspective may
be lost when ACP is not discussed directly
with patients themselves, not carried out in
advance, or focuses mainly on preferred
medical interventions, such as decisions
around hospitalisation or withholding life-
prolonging treatment.”*

Although evidence on effectiveness in
dementia is still limited, ACP may be particu-
larly important for patients with dementia.”°
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Due to the cognitive decline and progression of the disease,
patients with dementia will become less competent to
express their values and preferences regarding the end
of life (EOL),” and they become dependent on others
to arrange their EOL care.' **'! This increases the rele-
vance of starting the conversation in the earliest phase of
the disease.'” "

However, patients’ interests may change over time,
whether due to a change in personality as a result of
the disease or not." * ®® '7 Despite physicians’ aims to
make decisions based on the patient’s autonomy'* > and
best interests,10 2l 2 reserved and ambivalent attitude to
ACP, specifically concerning patients with dementia,*
is observed among physicians. Physicians may experi-
ence specific ethical dilemmas which may involve moral
considerations such as those related to anxiety, hope and
relationships,” ** which previous reviews did not address
in depth as they mostly reported organisational and prac-
tical barriers. The aim of this meta-review of systematic
reviews and primary studies is to better understand these
moral considerations that present physicians and nurse

practitioners (further referred to as physicians) in long-
term care (LTC) and primary care settings with ethical
dilemmas regarding ACP with patients with dementia and
their family caregivers.

METHODS

We regard ACP in dementia—due to exclusion of persons
with no capacity in general work around ACP®—as a
communication process between physicians, patients if
possible and family caregivers or other relatives to under-
stand personal preferences for care goals, treatments
and other wishes regarding the EOL. We define moral
considerations as the weighing by the professional care-
giver of values and norms aimed at providing good care
that promotes the fundamental interests of the people
involved and which possibly ensues dilemmas.*®

Search strategy
We systematically searched the PubMed, Web of Science
and PsycINFO databases. We combined the search terms:

Table 1 Search strategy and inclusion criteria

Search strategy

PubMed Web of science

PsycINFO

*33

(“dementia”(mesh] OR neurocognit*(tiab] (“dementia
OR “cognitive”(tiab] OR “cognition”(tiab]

OR “Alzheimer”(tiab] OR
“Alzheimer’s”(tiab] OR “amnesia”(tiab]
OR “amnesias”(tiab] OR “amnesic”(tiab))
AND (“Advance Care Planning”(Mesh] OR
Advance Care Plan*(tiab))

Inclusion and exclusion criteria
Inclusion criteria:
(1) Reporting on empirical data

OR neurocognit* OR
“cognitive” OR “cognition” OR

OR “dementia”(tiab] OR “dementias”(tiab] “neurocognitive” OR “Alzheimer*”
OR “amnesia*” OR “amnesic”) AND
“Advance Care Plan

(DE “Dementia” OR DE “Alzheimer’s
Disease” OR neurocognit* OR Tl
“dementia*” OR Tl “Alzheimer*” OR Tl
“cognitive” OR TI “cognition” OR TI
“neurocognitive” OR “amnesia*” OR TI
“amnesic” OR AB “dementia*” OR AB
“Alzheimer*” OR AB “cognitive” OR AB
“cognition” OR AB “neurocognitive” OR
“amnesia*” OR AB “amnesic”) AND (DE
“Advance Directives” OR Tl “Advance
Care Plan*” OR AB “Advance Care
Plan*")

(2) A population or an identifiable subgroup diagnosed with dementia

(8) ACP in the context of a long-standing relationship between the physician, the patient with dementia and his/her

relatives

) Care provided in long-term care (LTC) and primary care settings

@
(5) Barriers to and facilitators of ACP on the part of the physician and described from various perspectives
(6

) Studies emphasising moral considerations as a barrier or facilitator for the physician

Exclusion criteria:
(1) Studies about consent for research participation

(2) ACP limited to drawing up an advance directive that is not brought to the attention of

a physician

(8) Theoretical, legal and ethical issues that are not barriers to or facilitators of ACP for the

Physician

(4) Studies that exclusively consider advance decision making on euthanasia

ACP, advance care planning.
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dementia and ACP as MeSH terms, free-text words and
equivalent index words (table 1). The search was limited
to articles in English, Dutch, French and German and
published in peerreviewed journals between 1 January
2005 and 11 May 2018, and was updated on 30 August
2019. We checked the reference lists of included system-
atic reviews for additional primary studies and searched
for relevant grey literature.

Types of studies

We included systematic reviews, defined as reviews with a
systematic search strategy, and additional primary studies
that were not included in the systematic review and that
met the criteria listed in table 1.

Study selection

We followed the Preferred Reporting Items for System-
atic Reviews and Meta-Analyses Statement for Reporting
Systematic Reviews and Meta-Analyses of studies that
Evaluate Health Care Interventions.?” After removing
duplicates, using Endnote X9 software, four researchers
(AK-vL, MvT-dB, BT and JvdS) independently screened
all remaining studies for possible eligibility by reading
titles and abstracts. Disagreements were discussed in
this team. The full text of studies that met the inclusion
criteria was independently read and assessed for eligi-
bility in pairs (AK-vL, MvI-dB, BT or DT). Disagree-
ments were resolved through discussions with a third
researcher (JvdS). For the process of data extraction,
we refer to the Prospero protocol. (online supplemental
file 1)

Thematic analysis

The included studies were analysed using qualitative analysis
software ATLAS.ti V.7. Through inductive coding,” 80% of
these studies were independently coded by two researchers
(DT, AK~vL). The codes were repeatedly compared and
discussed to reach agreement. In the event of disagree-
ment on the relevance of a code, the team discussed until
consensus was reached and a set of codes was established.
One researcher (AK-vL) subsequently coded the remaining
20%. Codes with similar content were merged while differ-
entiating facilitators and barriers. Related groups of codes
were subsequently combined into categories. Finally, we
merged the categories into themes describing the main
moral considerations.

Methodological quality

The methodological quality of the primary studies was
determined independently by two researchers (BT, AK-vL)
using the Mixed-Methods Appraisal Tool (MMAT) range
0 (no quality criterion met) to 100 (all five criteria met)).
The systematic reviews—except for scoping reviews> were
appraised independently by AK and HS using AMSTAR-2
(A MeaSurement Tool to Assess systematic Reviews) with
no scoring as recommended for AMSTAR-2.”

RESULTS

The search resulted in 11 systematic
reviews,? 10 12 13 1517 21 23 3152 g 18 primary
studies!™ 08 112235-38 (figure 1). Check of the reference
lists of the systematic reviews did not yield any relevant
additional primary studies.

The 11 systematic reviews included qualitative or mixed-
methods studies; none included quantitative studies only.
Three were scoping reviews with systematic searches
(table 2). Of the 13 primary articles, nine reported
on qualitative research, two reported on quantitative
research and two had a mixed-methods design (table 3).
Most of the primary studies (9) were conducted in the
UK, and settings varied (home, hospital, nursing home).

Methodological quality
MMAT ratings for primary studies varied between 20 and
100 (see online supplemental table 1). The overall quality
of five studies rated 80 or 100, six studies achieved ratings
of 60, and two studies rated 40 or less. The quality of the
eight assessed systematic reviews was rated critically low.
The thematic analysis identified five themes: (1) benef-
icence and non-maleficence; (2) respecting dignity; (3)
responsibility and ownership; (4) relationship and (5)
courage (table 4).

Beneficence and non-maleficence

Physicians generally aim to provide care according the
principles of beneficence and non-maleficence, and
therefore, intend to act in patient’s best interest from
their own professional perspective and that of others
including patients and family caregivers. In practice this
intention facilitates ACP, promoting awareness of the
patient’s previous wishes. However, it can also create
barriers and hence, dilemmas for conducting ACP.

Category: providing good care and decision making at the EOL
Physicians aim to provide good care in the interest of the
patient, particularly at the EOL,'**' and avoid unnecessary
suffering.! ® 17 % ** Being aware of the patient’s previous
wishes helps physicians to resolve possible disagreement
between patients and family caregivers and to avoid crises
in decision making.'"® * However, a dilemma emerges
when he fears that discussing a patient’s interest uncovers
conflicting views,?®?'°#*% or when discussing the imple-
mentation of earlier wishes is notin the actual bestinterest
of the patient.”®®?'9**% Another dilemma arises when
the physician notices a shift in the patient’s response in
time, signifying that patient’s preferences deviate from
anticipatory beliefs.’

Physicians also aim to avoid adding emotional burden
to the patient,' >392 135 and provide emotional support
to family caregivers.”*'?'?** These intentions will on the
one hand motivate starting and conducting ACP conver-
sations.” ® 9 1% 123 On the other hand, fear of inducing
anxiety or emotional harm may induce reluctance to start
conversations about the EOL.
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Category: maintaining hope for the future

De Vleminck et a and Lai et al’' note that physicians in
general aim to provide and maintain the patient’s hope
for the future, but fear that discussing the diagnosis
and prognosis of dementia can take away hope.”®??!
This dilemma arises because physicians are aware of the
uncertainties in prognoses and a future that can only be
captured in hypothetical scenarios.'" ' '° 1736 This may
result in reluctance to make advance decisions."” '° A fear
to induce anxiety by discussing the future can make the
physician even more hesitant.”®?%

Additionally, physicians observe that patients with
dementia themselves often prefer not to initiate such
discussions about future care, because they are unaware
of the diagnosis and prognosis or because of diminished
decision-making capacity.” '* ** A preference of people
with dementia to focus on immediate rather than on
future concerns®® !0 131221 23T oy create a dilemma
when deemed at odds with the intention to provide hope
for the future.

n=13

Preferred Reporting Items for Systematic Reviews and Meta-Analyses flow diagram. ACP, advance care planning.

Categories: physician’s professional and personal attitude towards
talking about death and dying
Despite findings that physicians who have more profes-
sional experience witnessing patients’ illness or death are
more motivated to conduct ACP,*> many authors report
that physicians feel uncomfortable discussing death or
the approaching EOL with their patients,”® 101721 23 3435
This hesitation is reinforced by the patient or the family
caregiver either actively or passively avoiding discussing
dying, 13810 1118172223 35-35

Patients may show active reluctance to face the EOL,23
and avoid all conversations about their own death.?
Passive avoidance of the conversation is observed when
the patient puts all his faith in the physician,” or post-
pones talking about the future.'” In addition, family care-
givers may not want to discuss their relative’s preferences
because they do not want to think about, or accept their
relative’s EOL.* 1" 11

Booij ¢t al’ emphasise that besides being a professional,
the physician is also a ‘fellow human being,” who may
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Table 2 Continued

Study design
(qualitative,

Type of

Author and
year of

No of articles and Themes relevant to moral
setting

Scope of the
review

quantitative or

systematic
review

AMSTAR-2

considerations/perspective

mixed-methods)

Study goal

publication

Critically low

Several themes revealing both

17 studies
included.

6 databases

Literature review
of quantitative,

Examine facilitators
and inhibitors to

Narrative
review

Dening et al*?

2011

quality review

barriers and facilitators for ACP.

Perspectives: people with

searched for

articles published  NH, primary care,

qualitative and

ACP in people with

dementia, family carers and

professionals

between 1950 and community care

mixed-methods

studies

dementia and themes
that emerge from the

literature

and Alzheimer

2010

disease centre

ACP, advance care planning; LTC, long-term care; NH, nursing home; EOL, end of life; GP, general practitioner.

experience a conflict of interests. Physicians’ personal
experiences with death can result in a moral conflict
between the required professional role and private feel-
ings.” ' ' % Physicians who are motivated to follow the
professional standards based on established guidelines
can experience a dilemma when they feel thatin a specific,
individual case, following these guidelines is harmful.***

Respecting dignity

Category: good death

Maintaining or improving quality of life at the EOL is often
reported as an important goal for physicians to pursue.
This involves a good death, dying with dignity,” '®* and a
process in accordance with a person’s wishes and ethical
standards.” However, being confronted with different
views on what a good death means, reduces physicians’
willingness to initiate ACP."? '’ For example, physicians
in favour of more active treatment show a more reserved
attitude towards ACP.**

Family caregivers regard communication with and
coordination of care by physicians in agreement with rela-
tives as important conditions to achieve an EOL free from
distress and suffering.' * ® 12717 2133 336 The planning of
care and EOL choices,1 68101122 ¢ instance, concerning
the place to die,'? are seen as important aspects of a good
death.

When a physician aims to increase the patient’s and
family caregiver’s control over the EOL, he is more likely
to initiate ACP."® An intention to ensure that patients
with dementia have the same opportunities as anyone
else," also facilitates ACP. In practice, however, physicians
report a gap between family caregivers’ expectations
concerning the dying process and reality, which creates
dilemmas especially when decisions agreed on with the
patient are reassessed."”

Category: respecting cultural, spiritual and religious beliefs
Physicians who feel a responsibility to respect a patient’s
life story, religious beliefs, socio-cultural norms and
personal values are motivated for ACP.' ® ? 11 1035 op
the other hand, many authors also report that physicians’
personal beliefs, especially when they differ from the
patient’s or relative’s view, adversely affect the motivation
for ACP and subsequent EOL decision making.®? > ** %

Although concordance of values and beliefs facilitates
decision making,” physicians with explicit personal
beliefs report less perceived control in relation to ACP.***
Differences in beliefs or ethnicity between physicians,
patients or their families can act as a barrier to ACP for
the physician.®?'° 1% This applies even more when such
differences are observed between the physician and the
nursing home’s policy.

Category: respecting autonomy, wishes and preferences

Physicians who aim to maintain the patient’s indepen-
dence as long as possible, and those who promote self-
determination and a person-centred approach,1 1721353436
regard ACP as a way of maintaining a person’s individual
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identity,! ' 101721 33 3436 Honouring the patient’s life
story,'® and respecting the patient’s healthcare or EOL
wishes,! 08 10 111617223436 3¢ 4 portant to physicians who
prefer individual decision making based on an existen-
tial view rather than collective decision making based
on a communitarian view.' '® Because of future inability
to communicate and lack of decision-making capacity
in case of dementia, these physicians strongly prefer to
conduct ACP.

However, physicians’ personal integrity can conflict with
their intention to respect the patient’s autonomy,6 91335
especially when the aim to preserve life contradicts the
patient’s or family caregiver’s wishes,” or when the fulfil-
ment of the expressed wishes seems contrary to the
patient’s actual best interests.”

Lack of awareness of the diagnosis or prognosis
impedes patients in making their own choices or even
to be engaged in the conversation.” "> ** Preferences
can change as time passes, which may cause difficulties
specifically in the case of cognitive decline.! ¢ #1517 3!
The patient will no longer be able to communicate new
preferences, and changing one’s mind can indicate loss
of control, loss of self or loss of identity.' *? A perceived
loss of personality enhances dilemmas for physi-
cians,1 3681517 fop example, when confronted with the
decision to either respect current wishes or to regard the
patient’s prior advance decisions. When the physician has
doubts whether the relatives’ view may truly be viewed as
substituted judgement and adequately reflects the wishes
of the patient,g_11 161723 3536 1is dilemma becomes even
more obvious.

Taking responsibility and ownership

Category: obligation

Physicians view talking about the EOL as a professional
and moral obligation.6 3% 36 Subsequent agreement on
future treatment is considered as a promise not to let the
patient down.™ Such an obligation can serve as a facili-
tator for ACP but also as a barrier.

Category: responsibility and ownership

The responsibility for initiating and conducting
ACP"™ " derives from the urgency of reaching decisions
in line with the patient’s needs or in accordance with his
wishes®® 1°#2 %% or at the request of the family caregiver
as a substitute decision-maker.'” '®* Some studies show
that physicians do not want to make decisions in advance
at all, but prefer letting others serve as surrogate deci-
sion makers. They view ACP and decision making as the
others’ responsibility.'" #* %%

The prognostic uncertainty in dementia increases
physicians’ concerns about the right timing.® 172335 Espe-
cially when patients do not initiate the conversation
themselves, physicians may regard taking the initiative
as inappropriate.'” '® This uncertainty about who should
start the discussion can make physicians reluctant to
assume responsibility,'™® 1?15 172335 36

Relationship

Category: long-term relationship

Long-term relationships facilitate ACP through better
understanding of patients’ needs, preferences and fears,
and of family dynamics.'™*? % % However, personal integ-
rity can be at stake when there is doubt about the appro-
priateness of a physician’s personal relationship with the
patient, especially if this attachment is considered less
professional and therefore impedes ACP.’ 2% Other
considerations include fear to disturb the relationship.

Category: trust and confidence
Both long-standing relationships and a professional rela-
tionship that is characterised by continuity, intensity and
trust among all involved,? """ 117255 ¢an Jead to accep-
tance, understanding and sincerity. Such experiences
make physicians confident regarding ACP."' *?# % In the
context of this relationship it is possible to share values
and beliefs, which is important for a desirable level of
trust.'* * When the physician—family relationship lacks
trust,' 1° % physicians note passive avoidance or even
reluctance on the side of the family to be involved in
ACP."" "1 This may also appear when there are different
views between family caregiver and nursing staff.
Additionally, a strong family attachment,' *' % * and
an involved family caregiver who encourages the patient,
facilitate physicians, whereas a family—patient relation-
ship lacking empathy and warmth serves as a barrier for
physicians to take the initiative.®?** %

Courage

Category: decision making in conflict and crisis

According to Beck et al’, physicians refuse EOL deci-
sion making in a challenging relational crisis, whereas a
medical crisis can even trigger tailored decision making.”
When a family caregiver’s view appears to conflict with
the patient’s own wishes, whether previously expressed
or currently experienced, physicians perceive this as a
serious barrier to ACP and hesitate to make decisions at
the EOL,.1 811162185

Category: legal aspects

Physicians express uncertainty about the legal status of
ACP,"” and may experience a conflict of duties.” ® They
may be worried about being blamed or fear litigation
or being viewed as less professional.” ® 17 2! 23 31 3450 They
may even fear being held legally accountable if the
patient dies,”® '* especially when patients change their
mind,"” ** % or when the family caregiver has different
views about care.

DISCUSSION

This meta-review is unique in its focus on physician’s
moral considerations in ACP in dementia. We conclude
that despite different stages of dementia and (cultural)
context, physicians involved in providing medical care
within the scope of a long-term relationship, generally
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face the same dilemmas. Several moral considerations can
either facilitate or hinder ACP, depending on the physi-
cian’s personal interpretation or the context in which
care is provided. This concerns, for instance, providing
hope and comfort. ACP offers an opportunity to provide
reassurance, but it could also take away hope for the
future and induce anxiety. Also, professional experience
with talking about death and providing care to patients
with dementia at the EOL can facilitate ACP, while the
same experience in private can make physicians hesitant.
The same applies to the obligation to act according to
patient’s expressed wishes, which can function both as a
facilitator and a barrier.

This review shows that physicians acknowledge their
responsibility for decision making based on patients’
autonomy and best interests. Therefore, a moral dilemma
arises when striving to preserve patients’ identity and
autonomy is seen as contrary to the provision of care
based on their actual best interests, especially when an
observed change of patient’s mind does not appear to
be the result of a conscious revision of prior wishes. This
may result in avoiding ACP in future cases. This main
dilemma for physicians is evident from the perspective
of physicians themselves, and is also witnessed by others
including family caregivers.

Gillett” refers to two possible interpretations of
autonomy: the evidentiary view and the integrity view,
presented by Dworkin'®. The evidentiary view states that
autonomy means allowing competent patients to decide
in their own best interests, as viewed at the moment. In
Gillett’s view, contemporary wishes should be respected,
even if they conflict with a prior ACP and despite cogni-
tive decline and the possibility of anosognosia, to safe-
guard the patient’s sense of freedom. In contrast, in the
integrity or existential view of autonomy, the patient’s
prior advance decision, formulated in the competent
phase of their life, is leading. This leaves the physician
with a dilemma regarding which course of action to take:
to follow the prior wishes outlined in the context of ACP
or to honour the patient’s apparent wishes now, despite
cognitive decline and change of personality and loss of
self. Schenell et al*’ promote patients’ self-determination
by proposing a person-centred approach or, as defined
by Wilson and Davies*!, a relational model of autonomy.
Understanding patients’ life stories by conducting ACP
allows for perceiving people with dementia as the person
they were, as well as the person they are now. This will
reduce a focus on patient’s dependency and strengthen
their selves. Making patients and relatives aware of this
dilemma and discussing a possible effect of changing
wishes on decision making, allows for sharing the respon-
sibility with the patient.

Physicians have a professional responsibility to provide
care in accordance with professional standards and norms,
based on their patients’ best interests and respect for
their autonomy while also considering decision-making
capacity. Talking about the EOL, as intended by ACP, is
regarded as a legal, professional and moral obligation.

However, apart from professional norms, physicians also
have their own, potentially conflicting, personal norms,
values and feelings. The theory of planned behaviour
(Ajzen*®) may apply, describing behaviour predicted by
perceived control over the behaviour, and intention.
Physicians show a positive attitude and intention towards
ACP. However, they encounter several barriers based on
professional and personal moral considerations, which
cause a serious impediment to physicians’ practice of
ACP. Despite positive attitudes and intentions, this may
explain why physicians may be reluctant with regard to
engaging in ACP in practice.

A third important complication relates to physician’s
doubts whether the relative who acts as a surrogate deci-
sion maker truly represents the patient’s perspective, or
even has the intentions to serve the patient’s interests. The
fear of being held legally accountable may discourage the
physician to show leadership in ACP.

Strengths and limitations

To increase depth and to decrease the risk of missing
important ethical dilemmas and moral considerations
that constitute barriers and facilitators to ACP, we anal-
ysed both systematic reviews and primary studies. Most
studies reported research limited to western societies,
but pointed out an influence of different cultural back-
grounds and religious and spiritual beliefs on ACP.
Nevertheless, they show that the observed dilemmas
are consistent across studies. Additionally, we found
that family caregivers’ observations of physicians’ moral
considerations were generally consistent with the physi-
cians’ own perspectives.

The quality of the systematic reviews was rated critically
low based on AMSTAR-2. However, this tool penalises
reviews, for example, for not reporting funding sources
while intellectual rather than financial conflicts of inter-
ests are probably relevant to our and other such reviews.
In psychology, AMSTAR-2 had a profound floor effect,
95% rating critically low.* The quality of the primary arti-
cles in our review, however, was rated moderate to high,
while findings were consistent with the systematic reviews
supporting an explanation that the tools do not fit the
purpose of our review on moral considerations.

Recommendations for practice and research
Physicians regard timely initiation and a structural
follow-up of ACP as beneficial for people with dementia,
which indicates that barriers to implementation should
be overcome. The fact that physicians, besides feeling
obliged to conform to professional norms and standards,
also encounter personal dilemmas, needs to be acknowl-
edged by patients, relatives, society and by physicians
themselves. Further research may study how conflict of
personal norms concerning ACP with professional norms
might be resolved.

An open, safe and ho nest discussion of the topic,
including the detrimental effect it may have on the physi-
cian’s job satisfaction in the long term, is needed. This is
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a responsibility for the professional association and the
healthcare team. The dilemmas we identified may also
be addressed during ACP training. Raising awareness
should be part of moral education within the context of a
structurally provided peer discussions in practice. If these
dilemmas are not recognised, discussed and taken into
account, ACP will not be generally implemented. This
may not only result in poor quality of care provided to the
patient with dementia at the EOL, but may also negatively
impact bereavement of relatives.

CONCLUSION

Physicians feel a responsibility to provide high-quality
EOL care to patients with dementia. However, the
moral dilemmas they encounter may lead to avoidant
behaviour concerning ACP practice. If these dilemmas
are recognised, the implementation of ACP and, more
importantly, physicians’ aim to support an EOL in accor-
dance with patient’s wishes, may become successful.
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