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Abstract.
Background: Planning ahead may be particularly relevant in dementia considering patients’ cognitive decline and difficulty to
predict the course of the dementia.
Objective: To identify factors associated with initiation of advance care planning (ACP) regarding end-of-life issues in dementia.
Methods: Systematic review of the PubMed, Embase, Cinahl, Psychinfo, and Cochrane databases until January 2013. We
included articles reporting on empirical research, identifying factors related to initiation of ACP defined as starting a discussion,
starting the decision making, or having a documented patient-written advance directive.
Results: Of 4,647 unique articles, we assessed 178 as full-texts, and included 33. Most designs (64%) were qualitative; 42%
limited to moderate to severe, and 6% to mild to moderate stages. Perspectives varied: family (33%), professional caregivers
(24%), patient (15%), or multiple (27%). A variety of factors with complex interplay was involved in initiating ACP. Family
factors dominated, with family’s initiative or lack of it, and willingness or reluctance to engage in initiating ACP identified in a
series of studies. Further, professional caregivers’ initiative or lack of it and patient’s health status were important factors that
facilitated or hindered initiating ACP. Ethnic minority status of those involved and family distance may be barriers. Continuity
of care and health care system factors also affected initiating of ACP.
Conclusion: Professional caregivers may initiate ACP early if strategies carefully consider timing and family and patient
receptiveness or reluctance, and are family and patient-centered. Interventions should address the complexity of interrelated
system and personal factors affecting initiation of ACP.
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INTRODUCTION
Eliciting health care preferences in an early stage
and goal-based care planning may facilitate end-of-life
decision making in dementia. These are initial steps
of advance care planning (ACP). The PubMed MeSH
term defines ACP as “discussions with patients and/or
their representatives about the goals and desired direction of the patient’s care, particularly end-of-life care,
in the event that the patient is or becomes incompetent
to make decisions.” Others have emphasized ACP as a
communication process that occurs over time which is
therefore not limited to drawing up of a living will or
appointing of a proxy decision maker and a focus on
competency [1–4].
There is some evidence on effectiveness of ACP
in nursing home residents including but not limited
to those with dementia in terms of improvement on
process measures. This refers to a better documentation of preferences, changes in health care utilization
(decreased hospitalization and increased hospice use),
and reduced costs [5–7]. ACP may improve patient
and family satisfaction in older hospitalized patients
and diminish stress in surviving families [8]. In a pairmatched trial in nursing homes which included families
of patients who were incompetent for decision making
although not specific to dementia, ACP did not significantly affect patient and family satisfaction with
care [9]; more recent work specific to dementia lacked
power [10].
In spite of evidence still being sparse, there is a consensus among experts around the globe that planning
ahead regarding end-of-life issues can be beneficial in
dementia, and that ACP preferably starts early, which
maybe around diagnosis, anticipating the patient’s
cognitive decline [11]. Patients’ “ability to imagine”
decreases, involving difficulty to imagine scenarios,
and increasing lack of taking initiative and decisions
[12]. Eliciting patient health care preferences early is
also important because families have difficulties distinguishing between their own and patient’s preferences
[13–15]. Early planning is further justified by the notorious difficulty of predicting prognosis in dementia
[16].
Starting around diagnosis, however, may not be
common practice; moreover, it may not necessarily
and uniformly be the best time to initiate the process
of ACP. Around diagnosis, patients and families are

already exposed to an abundance of emotional information that needs to be processed, which in itself may
need a stepwise, “progressive” disclosure [17, 18].
Patients may wish to live by the day [19] and patients,
families, and professional caregivers may not readily
talk about end-of-life issues and may lack frameworks that support dialogue. In practice, discussions
around end-of-life issues may often not take place or
start too late [5, 7]. The optimal timing of initiating
ACP may vary across countries and individuals. For
example, Italian families as compared to Dutch families, those with lower education, and caring for older
patients were more likely to prefer receiving information on palliative care in dementia before, rather than
after nursing home admission [20]. Some may also
wish to delegate, postpone, or refuse engaging in ACP.
Therefore, we lack evidence to inform an early start
of ACP.
For clinical practice, it is important to optimally
estimate if and when individuals are open to engage
in sensitive dialogues around ACP. From a clinical
viewpoint but also from a societal and public heath
perspective, it is important to know if certain care structures and processes help trigger the initiation of ACP.
To support professional caregivers and optimal design
of interventions, we performed a systematic review of
the literature to identify factors associated with initiation of ACP. We sought for empirical data on possible
barriers and facilitators at different levels (structures
and processes of care, and persons) that related to initiation of ACP for end-of-life care in dementia.

METHODS
Search
We searched the PubMed, Psychinfo, Cinahl,
Embase, and Cochrane databases for articles published
up to 10 January 2013 (flow chart in Fig. 1). The search
strategy involved the requirement of MeSH terms or
words in title or abstract relating to (1) dementia; (2)
advance care planning or decision making; (3) at least
one of the following four items: setting including institutional and community long-term and hospice care
settings; care at the end of life including palliative care;
aged 80 and over; relationship such as proxy. An initial search strategy was revised after pilot testing for
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tive available to professional caregivers (e.g., found in
the chart). We included (c) because of its early timing and potential to initiate discussion of the health
care preferences indicated in the directive [23]. The
advance directive may be a specific living will or a
patient authorization of a legal decision maker.
Identifying the factors associated with initiation of
ACP and other data abstracted

Fig. 1. Identification of relevant articles.

feasibility and for accurate identification of a few key
articles on initiating ACP.
Inclusion of articles
Two team members (MCS-P and MH-H) screened
all titles and abstracts for possibly relevant articles.
We included articles if the population comprised over
50% patients with dementia and allowed a lower
proportion if presented as an identifiable subset; if
written in English, French, German, or Dutch, and if
it reported on empirical data (i.e., we excluded articles such as commentaries). We limited to institutional
and community long-term care and hospice settings,
also including ambulatory care settings. We excluded
work from acute care and hospital settings to focus on
initiating discussions with favorable possibilities for
follow-up, and considering early work that suggested
initiating ACP in the hospital might be too late [21, 22].
Using a full-text assessment form which was pilot
tested, discussed within the team and revised, we
abstracted factors related to initiating ACP for end-oflife care in dementia. We defined the initiation of this
as: (a) starting a discussion, not necessarily resulting
in plans; (b) starting the decision making or a decisionmaking process, i.e., actual planning of care; and (c)
having a patient-written, documented advance direc-

Abstracting of factors related to initiating ACP was
performed by two researchers completing the fulltext assessment form independently (JTS or NU, and
another team member; all authors had a share). Afterwards, all full-text assessments were discussed to
reconcile any differences, resulting in combined and
agreed-upon completed forms and each included article having been assessed by two to four (usually three)
team members.
Other elements independently abstracted with the
full-text evaluation included: country, setting, study
design (qualitative, quantitative, or mixed-methods), if
factors were pre-specified or identified using an explorative design, perspective (e.g., patient or caregiver),
and dementia stage.
Data analyses
Based upon the combined, agreed-upon full-text
assessment forms and the original sources, we categorized factors related to initiation of ACP under
the main categories structure and process of care, and
related to persons (patient, family, or professional caregiver) involved. Subcategories were developed by JTS
in consultation with the team, in an iterative process of
developing codes, labeling, and some relabeling (e.g.,
we refined structure of care to include health care system and organization, and context). Further, the final
subcategories were verified by MCS-P based on key
articles [23–25] that drove several sub classifications
and contributed multiple and sometimes difficult to
interpret factors.
We analyzed factors related to initiating ACP per
article as the unit of analyses. That is, the quantitative
or qualitative data of one study may be published in
more articles, or different articles may, for example,
focus on different phases of ACP. Considering generalizability of the findings, we tabulated factors only
if the sub category, whether or not pre-specified, was
found in at least two studies, also reporting factors if,
for example, found once with a patient, and once with
a family.
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We reported separately factors related to the three
different outcomes (discussions (a), decision making
(b), and written advance directive (c)). We also distinguished between pre-specified, explicitly defined
factors such as demographics, versus less clearly
defined factors abstracted from explorative, hypotheses raising work. We interpreted the last factors as a
facilitator or barrier because this work does not necessarily find that the reciprocal of a facilitator is a barrier
and vice versa. For factors that related to structure or
process of care, we further examined possible differences between countries considering different health
care systems.

was most common; 33% had a quantitative design,
and one (3%) used a mixed qualitative-quantitative
design. Ten articles (30%; eight studies) clearly tested
pre-specified factors. Family perspectives (45% in
total; 33% exclusively, 12% combined) were more
frequently sought for than views from professional
caregivers (24% exclusively, mostly physicians), or
patients (15%). In almost half of the articles (48%)
a dementia stage was specified—mostly moderate to
severe dementia (42%) and infrequently (6%) mild to
moderate dementia.

RESULTS

Table 2 shows factors extracted from the 10 articles that tested associations of explicitly pre-specified
factors, mostly with (c), having an advance directive,
and Table 3 lists the non pre-specified factors. The prespecified factors were abstracted from 10 of the 11 articles with quantitative data only. Demographics were
tested most frequently, and findings were insignificant
or in opposite directions (combining results in Tables 2
and 3: older patients, gender patient and family, and
also family and patient level of education). The serious and (potentially) progressive co-morbid diseases
malignancy and congestive heart failure were associated with initiating ACP. Only family ethnic minority
status and greater distance (also consistent with disengaged family in Table 3 [25]) were consistently
associated with lower chances of initiating ACP.
Table 3 provides a more comprehensive overview of
the factors that were not explicitly pre-specified which
were abstracted from 23 articles and interpreted as a
barrier or facilitator to one or more of the three initiations of ACP outcomes. Only one article addressed
written advanced directives, also addressing another
outcome which was initiation of discussions within
a family context [23]. The authors noted that several of the factors related the initiation of a discussion
“were quite similar to those factors that led to creating an advance care directive” [23]. Indeed, most
factors related to several outcomes. One understandable pattern was that patients’ wishes or willingness to
engage, an attitude of planning, and taking initiative
were identified as related to (a), initiating discussions
(as preceding the making of decisions (b)), and to (c),
self-written advance directive.

Search result
The search resulted in 4,647 unique articles of which
we retrieved 178 for a full-text assessment (Fig. 1).
After excluding ineligible articles, articles referring
to a specific direction (content) of decision making,
and one article describing a sample with unclear proportion of dementia [26], we included 33 articles that
met our inclusion criteria [7, 13, 23–25, 27–54]. These
described 29 single studies; two articles per study were
available for four studies [7, 13, 24, 28, 33, 38, 42,
53]. The four studies reported on different analyses,
subgroups, or phases of the research in each article. Of
the 33 included articles 25 were identified in PubMed
(76%), 23 by Embase (70%), Cinahl and Psychinfo
each identified 20 (61%), and Cochrane a single article (3%, the only ACP intervention study [48]; another
tested hypothetical case scenarios [36]). Cinahl found
the most in addition to PubMed (7 of 8; Psychinfo 4,
Embase 2, Cochrane 0).
Of the 33 articles, 8 (24%) referred only to (a)
starting of a discussion, 12 (36%) only to (b) starting of decision making, and 7 (21%) to both (Table 1).
Five other articles (18%) referred only to (c) having a
patient-written, documented living will, and one article
to both (a) and (c).
Most articles (19/33; 58%) were from the US; only
one included comparative data from two countries
(Table 1). The first study was published in 1995 [25],
and there has been an increase since then, with many
articles published in the last few years (12/33 between
2010 and early 2013) with an increasing proportion
of non-US studies (three-quarters of these 12 recent
articles: five UK and three other countries versus four
US). Further, most reports (58%) limited to long-term
care settings. An exclusively qualitative design (64%)

Pre-speciﬁed and non pre-speciﬁed factors

Interpreting the non pre-speciﬁed factors
We identified slightly more barriers than facilitators, and some factors worked in both directions. We
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Table 1
Typology of the 33 included articles
Characteristic

% (number of
articles)

Initiating outcomes and topics
(a) “Starting discussion” Overall
– starting of discussions between patient and/or family, and professional caregiver [27, 30, 32, 33,
35, 39, 43, 45, 46, 48, 49, 52], includes difficulty or ease of discussions suggestive of initiating
discussions [36, 43]
– starting discussions within family context; not with professional [23]; same study:∗ [13, 24]
(b) “Starting decision
Overall
making”
– starting of a process of decision making of patient and/or family with professional caregivers
(mostly) [24, 27, 31, 32, 34, 37, 39, 41, 43, 45, 47, 50, 51, 54]; same study: [33, 42]; includes
difficulty or ease of decision making suggestive of initiating decision making [43, 44] and
achieving of consensus with family or among staff [25, 40]
– starting decision making with lawyer/accountant [24]
(c) advance directive
– found written advance directive of patient with dementia [23, 29]; same study: [7, 53] and [28, 38]
Other characteristics
Countries: number of
– US [23, 25, 29, 31, 32, 34, 35, 37, 40, 43, 44, 48, 50, 52, 54; same study: [13, 24] and [28, 38]
publications (single
– UK [27, 41, 45, 46, 49, 51]
studies)
– Netherlands; same study: [33, 42]
– Flanders (Belgium); same study: [7, 53]
– Canada [39, 47]
– Australia [36]
– mixed (US and Netherlands) [30]
Setting
– long-term care (mostly nursing homes) [23, 25, 29, 30, 32, 34, 37, 39–41, 46, 48, 49–51]; same
study: [7, 53] and [33, 42]
– community, including home care, ambulatory care clinics and GP settings [27, 31, 45, 47]; same
study: [28, 38]
– mixed (due to sampling of physicians or families, no specific setting or sampling in more settings)
[35, 36, 43, 44, 52, 54]; same study: [13, 24]
Study design (and mostly Qualitative only, total
analyses/reporting)∗
– case study [40, 41, 44, 51]
– other qualitative study [23, 25, 27, 30, 32–34, 39, 42, 43, 45–47, 49, 50]; same study: [13, 24]
Quantitative only [29, 31, 35, 36, 48, 52, 54]; same study: [7, 53] and [28, 38]
Mixed qualitative and quantitative [37]
Factors (hypothesis)
– explicit, pre-specified factors (the outcome is reported and allows for “no association;”
pre-specified
quantitative studies only) [29, 31, 35, 36, 48, 54]; same study: [7, 53] and [28, 38]
– implicit testing of pre-specified factors (qualitative, quantitative, or case studies; may be
combined with explorative analyses as well) [40, 41, 44, 50, 51] or combined explicit and
implicit testing of factors [13]†
– none, because of a broad or explorative goal, no specific hypothesis‡ [23–25, 27, 30, 32, 34, 37,
39, 43, 45–47, 49, 52]; same study: [33, 42]
Perspectives
– patient only [29]; same study: [7, 53] and [28, 38]
– family caregiver only [23, 27, 31, 32, 34, 39, 43, 50, 52]; same study: [13, 24]
– professional caregiver only; physicians [30, 35, 36, 41, 45]; nurses [46]; nurse plus managers
[49]; chart only [54]
– mixed family and other [25, 47, 48, 51]
– observation of interaction between and within several parties [37, 40, 44]; same study: [33, 42]
Dementia stage
– mild, or mild to moderate [28 (subsample of [38]), 35]
– severe (or moderate to severe, but mostly exclusively severe, advanced, end-stage) [7, 23, 25, 29,
32, 34, 37, 39, 40, 44, 48, 50]; same study: [13, 24]
– all stages or not specified [27, 30, 31, 36, 38, 41, 43, 45, 46, 47, 49, 51–54]; same study: [33, 42]
∗ The

52% (17)
42% (14)

9% (3)
64% (21)
61% (20)

3% (1)
18% (6)
58% (19)
18% (6)
6% (2)
6% (2)
6% (2)
3% (1)
3% (1)
58% (19)
18% (6)
24% (8)
64% (21)
12% (4)
52% (17)
33% (11)
3% (1)
30% (10)
18% (6)

52% (17)
15% (5)
33% (11)
24% (8)
12% (4)
15% (5)
6% (2)
42% (14)
52% (17)

† From

data of one study may be published in more articles;
this article [13], we report only on factors that related to an explorative goal,
because the analyses of the qualitative, explorative study that also quantified associations with, for example, demographics, were underpowered;
‡ Goal is described in terms of “to describe the decision making process,” “to describe palliative care practice,” or “to explore views and
experiences” (mostly qualitative studies, however, possible for quantitative studies that report on a large number of associations without
statistical testing [52]).

found factors referring to structure and process of care,
and the three parties involved: professional caregivers,
patient, and family, and specified a number of sub cat-

egories. Guidance, guidelines, and regulations were
mentioned in articles from the UK only [41, 45, 49,
51], whereas a philosophy of comfort care came from
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Table 2
Pre-specified factors explicitly associated with initiating advance care planning

Perspective

Initiating ACP (timing outcome) and association∗

Factor

DiscussionsDecision
(a)
Making
(b)
Patient

↑?† [28]
↑ [38]
=[29]; same study: [7, 53]
=same study: [7, 53] and [28, 38]
↑ [29]‡
↑ [28]¶ [29]
=[38]¶
=same study: [28, 38]
↓ [29]‡

Age, higher

Gender, female
Education, higher
Marital status, unmarried
Health
–Comorbid disease:
depression
malignancy
cardiovascular, respiratory, urogenital, metabolic disorder, other
neurological disease
congestive heart failure
–Clinical deterioration
More severe dementia [38]; same study:
[7, 53] or perceived lack of decision making capacity [35]
History of dementia in family ∗∗
Patient
Family
Family closeness

Written advance
directive (c)

↓ [35]

↑ [54]
↑ [54]

Ethnic minority
↓ [31]
–Living situation, had not lived with others
–Family not involved

↓ [36]

Physician
Lack of time∗∗
Health care system ACP intervention∗∗
Health care context Local factors, unspecified and unexplained variability between
facilities∗∗

↓ [35]
↑ [48]

=[38]
↑ [53]
=[53]
↑=[53]§
=[38] [53]¶§
↓ [7]‡ [53]¶§
=same study: [28, 38]
↓ [28, 29]
↓ [29]‡
↓ [7]
↓=[53]††
↑↓ [29]

∗ Direction

of association, with = indicating no association, ↓ indicating a negative association with the outcome, which may be interpreted
as a barrier, and ↑ a positive association with the outcome which may be interpreted as a facilitator (note that the reverse can be considered
a barrier); † “?” means an uncertain association for the subgroups of those with mild cognitive impairment and mild or severe Alzheimer’s
disease as compared to cognitively intact; because of an interaction, age may be less important in the group with mild cognitive impairment
and Alzheimer’s disease; ‡ Association significant in univariable analyses, not in multivariable analyses; ¶ The same study had different findings.
One of the studies better suited our research questions because of limiting to those with dementia [38] versus [28], and [7] versus [53], survival
analyses referring to timing rather than binary logistic regression [38] versus [28], but variable definition for educational level with more
categories was more informative in [28] versus [38]; § Significant association of dementia (severity) with having and advance directive, but not
with a patient authorized legal representative. Same for neurological disease in this sample of patient with and without dementia [53]; ∗∗ Included
in this table on explicit pre-specified factors despite found in only one study (1 or 2 articles), because a similar factor was found in articles
with no explicit pre-specified factors (Table 3); †† No significant association of having involved family with having and advance directive, but
significant for a patient authorized legal representative.

US work [25, 37], and continuity of care as a facilitator from Dutch-US comparative work [30]. The fewest
number of factors related to process (continuity) of
care, and the largest number to families. Family factors were identified from articles that included a family
perspective or observation, and in only one article providing a (non)family (professional only) perspective
[49]. Those most frequently identified (shaded cells
in Table 3) were: patients’ health, professional caregivers’ and families’ initiative, and families’ wish or
willingness to engage in ACP.

Main factors: willingness or reluctance to engage
in ACP, initiative, and patient’s health
A reluctance to engage in ACP and not taking initiative were barriers to initiating ACP found among
all involved. Among patients and families, reluctance
was also phrased as “unwillingness,” “active avoidance,” and “not being ready.” Less outspoken was not
feeling a need to engage into ACP (or “blind trust”
or “passive avoidance”), which was close to not taking initiative. Some articles provided detail, enabling
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Table 3
Facilitators and barriers of initiating advance care planning which were not pre-specified (implicitly pre-specified or abstracted from
explorative work)
Main category

Sub category
Shaded cells
indicate those
with ≥ 5 studies,
↑ and ↓, and ≥
2 outcomes†

Structure of care: Philosophy of care
health care
–based on comfort
system and its
care
organization, and
context
Guidance,
guidelines and
regulations
–available
–lack of guidance
Physician on the
staff, clinical
leadership, or
professional
development
–available
–lacking
Context
–region

Process of care

Professional
caregiver

Initiating (ACP timing outcome)
and association∗
Discussions Decision
(a)
Making
(b)

↑ [25, 37]

↑ [49]

↓ [30]

↑ [41]
↓ [45, 51]

↑ [25]
↓ [50, 51]

↑↓ [52]‡

–facility type
↑↓ [52]‡
Continuity of care
–continuity
↑ [33]
–discontinuity
↓ [30, 33, 39] ↓ [34]

Wish to engage in
ACP
–reluctance

↓ [49]

↓ [25, 46]

Initiative
–professional
↑ [49]
↑ [25, 43]
caregivers
providing
guidance to
families
–not taking it in ↓ [45, 46, 49]↓ [32, 50]
guiding families

Time for dialogue
–taking time

↑ [25, 40]

Examples and explanation

Written
advance
directive (c)

Nursing home unit’s philosophy based on
ethical and clinical principles that undergird comfort care
involving a conscientious attitude may facilitate initiating of
decision making [25, 37].
This factor appears in UK work only. Guidance for staff on how to
approach discussions may help [49]. Legal requirements, the UK
Mental Capacity Act may create opportunities for patients
to participate in decision making [41]. Absence or no clear
guidelines or protocols was a barrier for initiating ACP [45, 51].
Physician’s absence in US nursing homes resulted in lack of
family contact [30] and more specifically, lack of follow-up after
an initial discussion with nursing staff [50]. In Scotland, lack of
clinical leadership resulted in decisions made too late [51]. A
US study described professional development as instrumental in
achieving consensus in decision making [25].
Any discussion of tube feeding varied by US state.
Discussions did not happen often in assisted living facilities and
in-patient hospice settings [52].
(Note also Health care context – local factors in Table 2).
Continuity refers to regular planned meetings between family
and professional caregivers that provide opportunities for
communication [30, 33, 39] and these may help initiate
discussions ([Netherlands [33]). Discontinuity may occur with
infrequent or no regular meetings (US [30] and Canada [39]) or
high nursing staff turnover resulting in lack of communication
with a consistent provider (US [34]).
Staff may have fear to talk about death [49]. Non Jewish and
ethnic minorities in a UK nursing home were concerned to be
blamed of being less professional if they engaged in ACP [46].
(Note also ethnic minority as a factor in Table 2).
Professional caregivers helping families to elicit patient
preferences, informing, supporting, reinforcing and reassuring
families may facilitate initiating of ACP [25, 43, 49]. A sensitive
approach may be helpful, whether direct, or cautious and indirect
[49]. Nursing home staff lack of guidance, involving of families
and providing of information, resulted in no follow-up after an
initial discussion [50]. This may relate to being unaware of
families’ information needs [32], or just not thinking about
end-of-life care ahead [45]. Misperceptions due to cultural and
ethnic differences between staff and a nursing home may also
explain not initiating discussions: non Jewish and ethnic
minorities in a UK nursing home were prejudiced that in a
Jewish home, religious principles would dominate ACP and
therefore incorrectly assumed it was irrelevant [46]. Further, a
perception that some medical scenarios are unforeseen or
unplanned may impede starting discussions, as well as a
perception that families should take the initiative [49]. (Note
also ethnic minority as a factor in Table 2).
Physicians [40] or staff [25] taking time for dialogue and
guiding families facilitated decision making. Moreover,
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Table 3
(Continued)

Main category Sub category
Shaded cells
indicate those
with ≥ 5 studies,
↑ and ↓, and ≥
2 outcomes†
–lack of time
–not right timing

Patient

Initiating (ACP timing outcome)
and association∗
Discussions Decision
(a)
Making
(b)

↓ [32]

Written
advance
directive (c)

↓ [32]
↓ [50]

physicians’ lack of time was a barrier to both starting
discussions and decision making [32]. However, upon
admission to a nursing home may not be the right time to
initiate decision making, with families being overwhelmed
and, when there is no physician involvement at that point, it
may be either too late or too early [50].
Prior familiarity with the patient and a high level of trust in
health care providers facilitated initiating ACP [39, 40].
Further, concordance of values and beliefs facilitated
decision making [39]. Lack of communication with the
same nurse was a barrier to decision making [34] (Note that
this factor also refers to Context).

Relationship with
family and/or
patient
–established
↑ [39, 49] ↑ [39, 40‡ ]
–absence of a stable
↓ [34, 40‡ ]
relationship or
conflicts
Demographics
–older
↓ [52]
Wish or willingness
to engage in ACP
–reluctance
– not feel a need

Initiative
–encouraged by
others
Attitude of planning,
anticipating
–put things in order

US patients with no discussion of tube feeding were older [52].
Patient’s reluctance to engage in advance care planning and
avoidance as perceived by family, was a barrier to starting
discussions [23]; same study: [13, 24]. The reluctance may be
specified as relating to patient’s fear of death [23], discussion
not being in the patient’s personality, same study: [13, 24],
and denial of dementia diagnosis or anything being wrong,
same study [13, 24], which may or may not relate to coping
strategies.

↓ [13, 23]
↓ [23, 24]

↓ [23]
↓ [23]

↑ [23]

↑ [23]

Family or others encouraging the patient may be essential to
start discussions and planning [23].

↑ [23]

Patients may create document to ease decision making for their
families [23], or may not plan ahead in general [23].

–to live by the day
Experience
–motivated by “life
events”
Health condition
–decline
↑ [24] ↑ [25, 33, 34,
–health problem
↑ [52]
37, 40, 42]
–patient incapable ↓ [24, 45, 49]
of being involved

Wishes
–expressed by
patients
–absence of clear
wishes

Examples and explanation

↑ [23]

↑ [27]
↓ [44]

↓ [23]
↑ [23]
↑ [23]
↓ [23]

↑ [23]

Patient decline in general may facilitate starting of decision
making in the context of continuous availability of physicians
or nurses involved in care planning with families [25, 33, 40,
42]. Further, families witnessing patient decline [23–25, 34,
37, 42] including after a traumatic hospitalization [24, 37] or
patients choking on food [52] related to initiating ACP. This
is interpreted as a positive factor but can also be a negative in
the absence of clinicians’ guidance, such as families thinking
about decisions only when forced by events [34], and the
patient may no longer be capable of being involved in
developing plans [23, 24, 45, 49]. Of note, patients’ failing
health may lead to the development of documents [23], but
only when the family was emotionally prepared.
Absence of patient’s wishes in writing and different views
of family members may complicate the making of a decision
[44], whereas patient’s expressing of wishes,
including in the family context [23] was helpful to initiate
ACP [23, 27].
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Table 3
(Continued)
Main category Sub category
Shaded cells
indicate those
with ≥ 5 studies,
↑ and ↓, and ≥
2 outcomes†
Family

Initiating (ACP timing outcome)
and association∗
Discussions
(a)

Demographics
– female
↓ [52]
Education
–higher level
↑ [52]
–lower level
↓ [52]
Wish or willingness
to engage in ACP
–reluctance
↓ [13, 23, 32]
↓ [32]
–not feel a need
↓ [23, 24, 39]
↓ [34]
–being emotional/
↓ [24, 33]
↑ [25] ‡
coping
↓ [25, 34, 43, 49]

Initiative
–professional
guidance
–not taking it

↓ [32]

Involvement
–disengaged

↓ [23]

↓ [25, 27, 32, 34]

↑ [24, 27, 43]
↓ [27, 34, 43]

Experience
–having witnessed ↑ [23, 24, 27]
others
–awareness
vulnerability
patient increases
over time
Family dynamics
– conflicts, distrust
– advice

Written
advance
directive (c)

↑ [25, 27, 43]

Attitude of planning,
anticipating
–to put things in
order
–to live by the day

∗ Direction

Decision
Making
(b)

↓ [23]

↑ [34]
↑ [47]

↓ [27, 40, 44]
↑ [27]

↓ [25]

Examples and explanation

↑ [23]

No discussion of tube feeding was more frequent if the
respondent (caregiver) was female [52].
High school graduates more often had no discussion
of feeding tubes, whereas having no discussion was
less frequent among those with 1–3 years of college [52].
There may be a reluctance to talk about the sensitive subject
of death and dying specifically, avoiding discussions with
staff [49] to not seem an advocate for death [32]. Another
study reported “blind trust” as a barrier to starting
discussions [39], or “passive avoidance” [24]. Staff may
help families prepare [25]. Some families may feel others,
or the disease impose the decisions [43]. A large
emotional burden and feeling guilty may be a barrier to
start decision making [25, 34, 43]. Family may deny that
the patient is at the end of life [49]. By contrast, they may
also have the psychological resources to cope with
outcomes of discussions [25].
Taking the initiative to start decision making also involves a
cognitive component along with information needs:
families may be unable to or need professional’s help to
visualize possible disease trajectories [25, 34, 43] and to
familiarize with types of decisions or the decision making
process [32, 43]. Providing of clear prognostic
information may help start decision making [27].
Family attitude of active planning may reflect a wish to put
things in order [24, 27, 43] and include the wish to
ease decision making for other family [27]. It involved
being pragmatic and realistic [43]. Others tended to take
one day at a time and felt more comfortable to postpone
decisions to “when the need arose” [34, 43], which
families may justify by the inability to look far in the
future [27, 43].
Having witnessed other people with dementia [27, 34] or
other people’s illness or death [23, 24] facilitated
initiating ACP. Such triggers may be medical, but may
also refer to changes of the living situation or financial
issues of friends or other family [24]. One study found
that over time, families realise that the potential of a crisis
increases [47] and this would trigger tailored decision
making.
Family conflicts or disagreement may be a barrier to
consensus building [40, 44] and therefore complicate
initiating the taking of decisions [27]. Distrust between
family and patient may impede starting discussions [23].
On the other hand, consulting of other family members
may help start decision making [27].
Family may be disengaged which needs staff action [25].
Note also family closeness in Table 2.

of association, with ↓ indicating a barrier, and ↑ indicating a facilitator (note that, in view of more explorative goals, the reverse
factor cannot necessarily be interpreted as a barrier or facilitator, respectively); † Shaded cells indicate factors identified most frequently: those
reported in 5 or more studies, working as a barrier and the reciprocal as a facilitator, and for at least two of three outcomes; the same factor is
shaded only for the party that meets these criteria (e.g., for “Wish to engage in ACP” the family only); ‡ Both directions possible as the factor
was phrased neutrally referring to both directions.
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further interpretation of reluctance as fear of being
blamed, or fear of death, feelings of guilt, personality, or denial which may or may not be explained in
terms of coping [13, 23–25, 32, 34, 43, 46, 49]. The
articles specified multiple reasons for not taking the initiative; for example, not having thought about it [45],
misperceptions [46], being unclear about roles [49] for
professionals, and for families, being unclear about
possible disease trajectories and the process of decision making [25, 34, 43]. Further, there were individual
differences in attitudes toward planning and anticipating in general, which affected initiating ACP in both
patients and families.
Having a picture of the disease trajectory may help
initiate ACP: families may have witnessed disease or
death before, or visualize it when professionals inform
families on this (Table 3). Otherwise, the family may
witness the patient’s decline and this may trigger ACP
in a later phase. For example, one article reported that
over time, families realize that the potential of a crisis
increases [47] and this would trigger decision making. Family’s witnessing a patient’s decline was mostly
perceived as a facilitator, but in the absence of clinicians’ guidance, families may think about decisions
only when forced by events [34].
Families’ reluctance to engage in ACP discussions
was reported along with patient’s reluctance in two
studies [23]; same study, one of which with two articles [13, 24]. Further, several articles [23, 32] pointed
to the complexity of factors involved. For example,
even for discussions between patient and family only,
Black et al. [23] reported that initiating discussions
and writing of advance directives may be hindered by
a combination of the patient’s or family’s reluctance to
discuss an unpleasant topic, lack of an easy opportunity to begin such a discussion, or a belief on the part
of the family, patient or both that such a discussion was
not necessary. This study also theorized that whether to
discuss was driven by “intrinsic catalysts” such as the
willingness of patient or family to discuss wishes as
well as “extrinsic factors” such as encouragement by
others and witnessing the end of life of someone else,
and when exactly was driven more by such extrinsic
factors. Further, patients’ declining health led to the
development of documents, but (interacted) only when
the family was emotionally prepared [23].
Common factors pre-speciﬁed and non
pre-speciﬁed, and common to more groups
Some factors reported in Table 3 were also tested
directly as a pre-specified factor (Table 2), for exam-

ple, 33% of physicians confirmed that lack of time
was an issue in a survey study [35]. Some were found
with other groups: family views elicited this factor
too [32] (Table 3). A quantitative US study explored
a large number of factors related to discussions and
decisions about tube feeding at any time during a
patient’s life [52]. There was no statistical testing of
associations and we considered this work not strongly
hypotheses-driven. Some of the factors, however, were
more similar to the pre-specified factors in Table 2,
such as demographics and health problems. Further,
the cultural and ethnic barriers reported in Table 2
were also identified in explorative work reported in
Table 3 [46, 49], although in one of these articles [49]
the authors seemed to challenge an implicit assumption that cultural beliefs related to difficulty discussing
matters.
Additional factors from single studies
Most factors were reported in more studies and as
such reported in the tables. We additionally identified
a few single factors including waiting lists in Canada
(health care system) forcing families to think ahead
of desirability of hospitalization as an alternative to
nursing home admission [47], staff consensus among
themselves preparing for achieving consensus with
family [25], and a son trying to protect a his mother
from the discomfort of discussing the topic [23].
Explicit qualiﬁcation as too late
Some articles reported on initiating ACP as having been “too late,” for example when the patient
was no longer capable of being involved due to progressed cognitive impairment [13, 23, 24, 35, 45, 49,
51] (Table 3). Families may express regret on having
been too late to discuss ACP [13, 24] or having failed
to anticipate problems in the dying phase [51].
DISCUSSION
In this systematic review, we identified 33 articles
that reported on a variety of factors involved in initiating ACP. Family factors dominated, with family’s
initiative or lack of it, and willingness or reluctance
identified in a series of studies. Further, professional
caregivers’ initiative or lack of it, and patient’s health
status were important factors that facilitated or hindered initiating ACP. We also found continuity of care
and health care system factors affecting the initiation
of the ACP process.
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Generalizability
The large majority of factors was found in multiple
articles, which suggests that many factors generalize
to different settings and countries. The factors were
also consistent across the three initiating outcomes
(discussions, decision making, and written advance
directive) for the data available. Moreover, factors
consistently pointed to the same direction, except for
demographics.
We identified fewer patient factors, typically prespecified quantitative factors related to living wills or
related to the patient’s health probably because only a
few articles examined patient views directly. Our finding that family factors dominated should be interpreted
in view of the larger number of studies that presented family views, although most such studies also
reported their views on encounters with professionals. The richest studies that provided the most factors
were explorative, often qualitative work with no prespecified hypothesis, which also showed a complex
interplay between more factors identified as associated
with ACP. This suggests that at times, initiating ACP
depends on factors that happen to optimally interplay
in time, for example, with a professional initiating a
discussion when the family and patient are receptive,
feeling an urgency to start ACP before a crisis develops
triggered by the patient experiencing a modest health
decline.
Taking the initiative and time, and a positive attitude
toward anticipating future scenarios seem universal
across different parties and studies. Studies in dementia [6] and other palliative care populations found
that discussion of end-of-life issues may often not
take place or start too late [55, 56]. The sensitivity and individuality of the subject may be reflected
in the type of facilitators we identified; some, such
as taking ample time to listen and professional and
personal life experience with serious illness or death
overlapped with facilitators of spiritual care giving
[57, 58].
Methodological considerations; limitations and
strengths
The nursing literature contributed substantially to
our review; Cinahl identified 7 of the 8 articles not
identified by PubMed. The review focused on timing
and not on possible preceding factors such as recognizing dying or dementia as a disease you can die
from [59], nor on the contents of ACP or the decisions
taken or care delivered. It is conceivable that factors
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overlap, yet differ. For example, delivered care may
be affected more strongly by the health care system
including staffing and staff skills [51, 60], and decisions taken to forgo treatment may need more support
from professionals compared with consent to treatment [61]. Similarly, factors associated with having
an advance directive may differ from those associated
with do-not-resuscitate orders [29].
We excluded hospital-based studies from our review
assuming, based on early work, this environment suboptimal to initiate ACP. However, recent work from
Sampson et al. using mixed-methods indicated a similar complexity of factors related to initiating ACP in a
UK hospital [62, 63], additionally identifying a private
room being unavailable in the hospital hindering initiation of ACP. Further, in this study, families and patients
were keen to discuss end-of-life issues, even if they
were reluctant to decide, did not continue planning,
or needed more time to explore the patient’s situation
[62]. Therefore, future work should include the hospital setting. We included work with a minority of people
with no dementia. From this work we learn that the
dementia itself may be a barrier (to writing advance
directives [53]) and that factors might differ somewhat
from those in people who are not cognitively impaired
[7, 28, 53].
Abstracting of factors related to initiating ACP
was not always straightforward; we therefore adopted
a rigorous approach with abstracting of factors by
more researchers independently. Some articles did
not limit to end-of-life care but included discussion
of, for example, legal and financial issues [27, 35,
43] which we could not always separate, nor did
rich qualitative work always clearly distinguish factors related to initiating ACP and the contents of the
decision [32, 33]. Other, quantitative, work [7, 53]
was difficult to interpret for our purpose because it
reported on associations with factors for which a temporal relation with initiating ACP as the outcome is
unlikely such as an (un)expected death assessed afterwards and place of death. Some case studies were not
very informative presenting few factors from a specific case or although much in line with our findings,
discussed these in global terms, for example: “The
process and pitfalls of consensus building will vary
depending on the patient’s clinical condition, the family dynamics, and the level of pre-existing trust or
conflict in the physician–patient–family relationships”
[40].
We did not systematically judge the quality of the
articles. We did, however, consider quality when, for
example, ignoring results from underpowered statis-
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tical analyses in otherwise qualitative work [13]. We
note that possible bias may be highly relevant to an
assessment of strength of associations but less so in
our review which limited to a comprehensive listing of
factors potentially related to initiating ACP.
Future research
Future work in this fast developing field may find
strategies to attune initiating ACP to the receptiveness,
knowledge, and attitudes of all involved, professionals, families, and also patients. The field may learn
from, for example, shared-decision making strategies
to involve patients and families as partners, the psychological literature on coping, and remaining hopeful
[64, 65], breaking bad news and communication strategies more generally, death denial [66], and ethics
considering autonomy and coercion. So far, only few
intervention studies on effectiveness of ACP have been
performed; reviews on articles published until early
2010 [5, 6] found only one that included (a majority of) people with dementia [67], but newer studies
in dementia have been published since then [10, 48,
62]. Experimental work may manipulate, or at least
describe the system-related factors we identified as
associated to initiating ACP. It should also provide
accounts of how the interventions are being received by
all parties. Mixed-methods studies or studies employing a collaborative, local approach such as action
research are rare so far, but might better accommodate attitudinal aspects and inform the development of
suitable interventions [63]. Observational studies may
quantify the factors identified in this review and also,
for example, determine the prevalence of regret of not
having initiated ACP versus those who found it too
early and identify factors associated with a perception
of untimely initiation of ACP. Patients’ and nurses’
perspectives and community settings are understudied. Some qualitative reports presenting patient’s views
were published recently although not necessarily comprising factors related to the initiation of ACP [68–70].
Reports from different countries, settings, and health
care systems may be helpful, and may increase through
the trend we observed of other countries than the
US publishing work more recently, and these non-US
studies also presenting with more awareness of contextual factors. This review may be repeated in a few
years because of the rapidly increasing attention for
the topic also from the research community, and the
empty cells and breadth of factors in our main Table 3
indicating that data saturation has not been reached
yet.

Recommendations for practice: the right timing
We listed factors related to initiating ACP as identified from empirical studies, but the timing in these
studies is not necessarily the right timing to initiate
ACP. The right timing may also be affected by multiple
interrelated factors, among which individual receptiveness, but as this has hardly been tested or evaluated,
there is little evidence regarding optimal timing. Several authors explicitly stated that the initiation of ACP
may just need time [25, 33, 40, 43, 47, 49, 62]. For
example, the oldest article in our review ([25]) provides a number of recommendations including to avoid
pushing family or staff for a premature decision and to
give a healing period after the admission. Time is also
needed for professionals to develop a trusting relationship with the family. However, in this particular setting,
because of the continuous presence of staff including
physicians, staff had ample opportunity to postpone, as
discussions could still “be held immediately if a patient
crisis occurs” [25]. Other such recommendations may
also apply in these favorable circumstances, such as to
reinforce that family may change their mind, and assure
families that staff will spent more time when the patient
is dying to facilitate the decision making [25]. Dutch
work in a nursing home setting with physicians on the
staff also reported that decisions may be postponed purposefully to allow more time for the family [33]. ACP
itself of course also needs time and may require continuous care. If discontinuous, one risks being too late
to initiate ACP when waiting for the patient to decline
or post-hospitalization, when a revisiting of previous
plans seems more appropriate. A systematic review
found that providing of oral information over multiple
sessions was the most successful intervention to even
promote advance directives among older adults [71].
Of course, optimal timing requires optimal communication, and studies in western dementia and palliative
care populations have highlighted that patients and
families commonly prefer a combined confrontational
and reassuring approach when discussing diagnosis or
palliative care [18, 72, 73].
CONCLUSION
Professional caregivers should initiate ACP if appropriate in individual cases, and invest time in building
up relationships so that strategies carefully consider
timing and receptiveness, and are family- and patientcentered. They may need to encourage families and
patients to talk, guide discussions and decision making [25, 27, 32], visualize possible disease trajectories
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[25, 34, 43], and familiarize families and patients with
decision making [32, 43]. Professionals may assess
families’ coping strategies as a way to individualize their approach [25]. Different disciplines may be
involved in different countries, mostly, although not
limited to physicians and nurses; psychologists, social
workers [20], and spiritual care staff [74] may (also)
play a role. Finally, our mapping of factors affecting
the initiation of ACP may also inform research on the
effectiveness of interventions that address the complex
dynamics of barriers and facilitators of initiating ACP,
and provide evidence to optimize the timing of ACP.
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