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Abstract

Background Providing individualised healthcare in line with patient wishes is a particular challenge for emergency
healthcare professionals. Documentation of patient wishes (DPW), e.g. as advance directives, can guide clinicians in
making end-of-life decisions that respect the patient’s wishes and autonomy. However, patient centered decisions are
hindered by limited availability of DPWs in emergency settings.

Objective This systematic review aims to congregate present data on recorded rates for DPW existence and
availability in the emergency department (ED) as well as contributing factors for these rates.

Methods We searched MEDLINE, Google Scholar, Embase and Web of Science databases in September 2023.
Publications providing primary quantitative data on DPW in the ED were assessed. Publications referring only to a
subset of ED patients (other than geriatric) and investigating DPW issued after admission were excluded.

Results A total of 22 studies from 1996 to 2021 were included in the analysis. Most were from the US (n=12),
followed by Australia (n=4), Canada (n=2), South Korea, Germany, the United Kingdom and Switzerland (n=1 each).
In the general adult population presenting to the ED, 19.9-27.8% of patients reported having some form of DPW, but
only in 6.8% or less it was available on presentation. In the geriatric population, DPW rates (2.6-79%) as well as their
availability (1.1-48.8%) varied widely. The following variables were identified as positive predictors of having DPW,
among others: higher age, poorer overall health, as well as sociodemographic factors, such as female gender, having
children, being in a relationship, higher level of education or a recent previous presentation to hospital.

Conclusions Existence and availability of a recorded DPW among ED patients was low in general and even in
geriatric populations mostly well below 50%. While we were able to gather data on prevalence and predictors,
this was limited by heterogeneous data. We believe further research is needed to explore the quality of DPW and
measures to increase both rates of existence and availability of DPW in the ED.
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Background

Every medical intervention requires the patient’s con-
sent— both potentially curative as well as palliative mea-
sures. However, in case of an emergency treatment
the patient’s capacity to understand and consent to or
decline an intervention can be impaired. In these situa-
tions, it can be advantageous for patients, their relatives
and healthcare providers to have access to some form of
prearranged documentation on the patient’s beliefs and
wishes to guide treatment, summarized under the term
Documentation of Patient’s Wishes (DPW).

Patients with life-limiting illness are often seen in the
emergency department (ED) [1]: more than three-quar-
ters of those aged>65 years will have a visit to the ED
in the last six months of life [2]. Due to demographic
change, the amount of patients requiring end-of-life care
will likely continue to increase, including in emergency
settings [3].

EDs often set the course for further treatment both in
hospital as well as outpatient settings. Due to the need
for fast decision-making in the care of patients with acute
illness, evaluating goals of care can be difficult challeng-
ing and at times impossible, particularly when a patients’
decision-making abilities are impaired, and relatives or
proxies are unavailable to help ascertain the patient’s
likely wishes and preferences for goals of care [4]. There-
fore, patients requiring palliative care or having special
preferences, such as the refusal of blood transfusion for
religious reasons, e.g., Jehovah’s Witnesses, are at risk of
not having their therapeutic goals met in the emergency
department [5, 6].

Thus, it is essential to sufficiently train health care pro-
viders in palliative medicine and end-of-life care [7, 8],
identify patients’ needs in a standardized manner [1, 4,
9], and communicate their wishes efficiently and as con-
cretely as possible— for example by means of DPW [10].
Available DPW upon presentation to the ED could pre-
serve patient autonomy once decision-making capacity
is lost, reduce the occurrence of procedures not in line
with patient wishes and distribute ED resources more
efficiently.

The scope of this review includes (1) Advance Direc-
tives (ADs) or Living Wills (LWs), wherein the patient
declares which specific medical measures may be under-
taken, (2) Advance Care Planning (ACP) documents
as an extension of the original ADs, which provide a
repeated evaluation of patients’ preferences concerning
goals of care based on their wishes and values, and (3) the
commonly used Do Not Resuscitate (DNR) and Do Not
Intubate (DNI) orders, which can be put in place either
verbally by patients themselves or via any of the afore-
mentioned documents. Health Care Proxy or Power of
Attorney documents, which delegate decisions in cer-
tain areas of life to other persons, are not included [5].

Page 2 of 8

Furthermore, differences between AD and ACP [10],
consideration of DPW by health care providers and its
impact [11, 12] or initiation of palliative measures in the
ED [12-15] are not explored in this paper.

This analysis aims to assess the status quo, focusing on
general ownership of DPW in patients presenting to the
ED, their availability to the treatment team on site and
predictive factors influencing the likelihood of patients
having a DPW.

Methods

This systematic review was conducted using several data-
bases and in accordance with the Preferred Reporting
Items for Systematic review and Meta-Analysis and the
according protocols (PRISMA and PRISMA-P) [16, 17].
The PRISMA-P is a reporting guideline which aims to
provide a comprehensive protocol for systematic reviews
to promote transparency of review methods [17].

Data source and search

An electronic search was conducted through the online
databases Cochrane, Web of Science, Embase via Ovid,
Google Scholar and MEDLINE (PubMed) in September
2023 in accordance with recommendations for systematic
literature searches by Bramer et al. to guarantee adequate
and efficient coverage [18]. The search algorithms used
are displayed in Supplementary, Tab. s1. The bibliogra-
phies of all included studies were screened for references
to other original sources.

Study selection and data extraction

We included studies that were (1) published before Sep-
tember 2023, (2) available in English or German, (3)
conducted in an ED setting, (4) gathered primary quan-
titative data on existence and/or availability of DPW,
and (5) investigated either general adult populations or
geriatric populations defined by age, morbidity or nurs-
ing home (NH) residence. Publications were excluded if
(1) they referred to only a subset of ED patients defined
by specialty (e.g., only dept. of surgery), illness (e.g., only
sepsis) or patient disposition (e.g., only out- or inpatient),
or (2) DPW was issued after ED contact. Data extraction
was performed manually according to predefined catego-
ries relevant to the above-mentioned status quo analysis
as well as sample characteristics.

Selection process and data management

We screened the titles and abstracts for inclusion and
exclusion criteria as described above. Full-text manu-
scripts meeting the inclusion criteria were applicable.
The data extracted were added to Microsoft Excel (Ver-
sion 2016, Microsoft Cooperation) data sheets. Data
were then exported to CSV file format to be analyzed and
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visualized using R in RStudio (Version 2023.09.0+463,
Posit Software, PBC).

Data items, data synthesis and outcomes

For all studies included finally, characterizing data on
setting, methodology and study population (sample size,
age, gender, inclusion/exclusion criteria) were gathered.
A descriptive analysis comprising all included studies
was performed. The outcome parameters, which were
extracted individually for each study, were: existence of a
recorded DPW, availability of DPW and possible predic-
tors for both.

Risk of bias assessment

For assessing possible risk of bias of each study, the meth-
odological quality was assessed by two reviewers using
the most appropriate tool: Joanna Briggs Institute (JBI)
Clinical Appraisal Checklist for Prevalence Studies [19].

The tool uses four answers: “yes’, “no’, “unclear” and “not
applicable” based on an eight-item-scale.

Results

Search results, overview and characteristics of included
studies

Our systematic database search identified 881 stud-
ies. Of the abstracts screened, n=119 publications were
retrieved for full-text assessment (excluded n=685). 27
more were identified by screening the bibliographies of
all included studies. After removing duplicates (n=97)
and applying the in- and exclusion criteria, a total of
22 studies were included in the analysis [4, 11, 20-38],
whereas 104 studies (Supplementary, Tab. s2) were
excluded (Fig. 1).
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Of the 22 included studies, most (7=12) were from the
United States [4, 20-23, 27, 30-33, 37, 39], followed by
Australia (n=4) [11, 24, 29, 35], Canada (n=2) [26, 38],
South Korea [34], Germany [28], the United Kingdom
[25] and Switzerland [36] (n=1 each). The earliest study
was published in 1996, the most recent in 2019, with over
half (n=13) of the research published after 2010. Almost
all research was conducted in urban academic emer-
gency departments, except for Davis et al. [27]. Lahn,
Street and Kim were multi centric data studies [4, 29,
34]. Methodologically, all included studies were observa-
tional cross-sectional studies, using either surveys— oral
or written— or analysis of patient records. 10 were per-
formed prospectively, all others retrospectively (Supple-
mentary Tab. s3).

In total, 33.664 ED patients participated across all stud-
ies. Median sample size was n=300. Sample sizes were
mostly in the range of n=50 [39] to n=1.131 [34], with
the notable exception of Vranas et al. (n=26.128) [37].
Women and men were represented almost equally with
51.31% of all subjects being female (not reported by Har-
rison [33]).

The included studies can be dichotomized by their
inclusion criteria (geriatric population with age restric-
tion of 265 years or presence of characteristic mor-
bidities and/or nursing home residents vs. general adult
population>18 years) as well as their research objective
(DPW existence, availability or both of DPW in the ED)
(Table 1).

Mean age among the studies classified as adult popu-
lation varied from 49 to 66 years; in those classified as
geriatric population from 76 to 86 years (given as median
by several publications and thus not directly comparable;
see Supplementary, Tab. s3).

Included in Review (n=22)

Records identified via
S Database Search (n=881)
b= MEDLINE (n=239) Excluded before Records identified via Excluded before
= Cochrane (n=38) > Screening (n=77) Bibliography Screening > Screening (n=20)
€ Google Scholar (n=60) Duplicates (n=77) (n=27) Duplicates (n=20)
3 Embase (n=219)
Web of Science (n=325)
A
Abstract Screening (n=804) > Excluded (n=685)
=)
=
§ Y 5
S Fulltext A 1ent (n=119) > Excluded (n=97) Fulltext A nent (n=7) > Excluded (n=4)
& No Prevalence Data (n=43) No Prevalence Data (n=3)
Population inadequate (n=44) Population inadequate (n=1)
DPW after ED contact (n=10)
A4

Database Search (n=19) <
Bibliography Screening (n=3)

Fig. 1 Flowchart representing search results, exclusion of studies due to applying the inclusion/exclusion criteria and final number of included studies
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Table 1 Included publications by investigated research question
and study population. Note, some studies investigated both
existence and availability

DPW Existence (n=15)

DPW Availability
(n=17)
Slankamenac, Christ,
Davis, Vranas

Chua, Osman, Lahn,
Kim, Wall, Gill, Platts-
Mills, Street, Grudzen,
Ishihara, Harrison,
McQuown, Russell

Llovera, Llovera, Slanka-
menac, Christ, Davis, Vranas
Taylor, Carter, Saliba, Gill,
Platts-Mills, Street, Grudzen,
Ishihara

Adult Population

Geriatric
Population

The risk of bias assessment according to the JBI clinical
appraisal checklist is depicted in Supplementary, Tab. s4.
Questions 5—7 and mostly 9 were not applicable.

Existence of DPW

The proportion of all ED patients having DPW was
reported to range from 19.9% [36] to 27.8% [28], as
described by five of the included studies [21, 22, 27, 28,
36] (Fig. 2). Slankamenac et al. conducted a follow-up
after 60 days via e-mail, in which the rate of DPW had
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increased by 2.7% (loss-to-follow-up: 56.8%), simply due
to having come into contact with the topic [36].

In geriatric populations, described by 11 studies, the
variation in rate of DPW was greater, ranging from 2.6%
[25] to 79% [23]. Only 4 studies were able to report signif-
icantly higher rates than in the general population, with
40.2% [31], 51.9% [32], 68% [39] and 79% [23], respec-
tively (Fig. 2).

Availability of DPW
In the adult population of ED patients, the percentage
of patients with DPW available in the ED was between
0.3% [36] and 6.8% [37] (Fig. 3). Availability in the geriat-
ric population varied broadly between 1.1% [26, 34] and
48.8% [35] (Fig. 3).

In the studies where both existence and availability
were examined, the proportion of existing DPW that
were available was calculated. Five studies reported val-
ues of 11.6% or below [26-28, 31, 32, 36]. Russell et al.
found that in patients with terminal disease, 41.7% of
possessed DPW were available upon ED presentation
[38]; McQuown and Harrison reported 41.2% and 50%
of DPW being available in NH patients transferred to the

Existence of DPW in ED Patients by examined Population

Adults Geriatric
800/0 T
60%
Sample Size (n)
"
100
250
40 /o N 500
1000
5000
o
Ishih.
20% (i)
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1995 2000 2005 2010 2015 2020 1995 2000 2005 2010 2015 2020
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Fig. 2 DPW existence by study population (left: adult, right: geriatric) and year of publication
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Availability of DPW in the ED by examined Population
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Fig. 3 DPW availability by study population (left: adult, right: geriatric) and year of publication

ED, respectively [33, 39]. One outlier, Street et al., found
that for NH residents who possessed a DPW, it was avail-
able for 97.6% in the ED [29].

Predictors of DPW existence and/or availability

All studies that examined potential predicting factors [5,
21, 22, 24, 28, 30-32, 36], except one [39] identified older
age as a positive predictor of documented patient wishes
Likewise, several studies found a correlation between
comorbidities or self-rating of generally poorer health
and increased likelihood of holding a DPW [22, 29, 36].
The use of health care services, especially NH or similar
institutions, seems to correlate with a higher rate of DPW
[29, 30, 36]. In a 1:1 matched cohort study (150 NH resi-
dents with 150 independently living persons of the same
age) all DPWs were in the NH group [29].

Having a primary care physician was found once as a
positive predictor [22], and once as a negative [28]. Vari-
ous other socio-demographic variables with positive
influence were identified, for example: female gender [5,
20, 30], having children [22], being in a relationship [28]
and higher level of education [24], as well as ethnicity
defined as “white” [5, 22, 30, 32] (Supplementary Tab. s5).

Most of the studies did not calculate effect sizes, thus,
further evaluation and analysis was not feasible.

Discussion

Here, we present a systematic and comprehensive over-
view of the literature until September 2023 addressing
DPW in ED settings in the geriatric and non-geriatric
population. We searched five databases and two review-
ers screened abstracts and full-text manuscripts follow-
ing predefined inclusion and exclusion criteria. A risk of
bias assessment was performed for all included studies. A
descriptive analysis of all studies was conducted.

In the general population of patients presenting to the
ED, one in five to one in four patients reported having
a DPW, but the actual availability in the ED was much
lower by comparison with no more than 7%. In geri-
atric populations, both existence and availability rates
were highly variable: Existence rates were as high as 70%,
whereas availability rates were below 50% in all studies.
In addition to already known predictors, such as age and
health status, further variables influencing rates of DPW
were identified, such as social structure, institutional fac-
tors in nursing homes, patient education in primary care
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and previous hospital admissions in the last 12 months
including intensive care treatment.

Existence, availability and predictors

The first available data on DPW in the general ED pop-
ulation were published more than 25 years ago, with
reported rates of 22-27% [20, 21] Despite increased
efforts for education in recent years [32], more recent
studies from 2012 to 2021 did not show a clear upward
trend in rates of DPW existence, which ranged from 20
to 28% [27, 28, 36]. A possible increasing effect of the
COVID-19 pandemic was shown in other contexts [40],
however all studies included in this review only pre-
sented data from pre-pandemic times.

The high variability of existence and availability rates in
the geriatric population could be explained by heteroge-
neity of in- and exclusion criteria in different studies (e.g.,
geriatric defined in several studies by age>60, 265, =70
or =75 years [11, 20, 24, 26, 29, 31-33], in others by being
NH residents [4, 23, 25, 30, 34, 35, 39]) as well as insti-
tutional circumstances (e.g., in one Australian study the
nursing home was particularly well integrated with the
hospital [35]). One study showed that this variance is not
only inter-individual but also inter-institutional: availabil-
ity rates were 0% in some nursing homes, 94% in others
[5].

Of note, availability rates of DPW in the emergency
department were distinctly lower than possession rates
in all respective studies; affecting both geriatric and com-
paratively younger populations alike. Some studies found
no more than 5% of existing DPW were actually available
on presentation to emergency clinicians [26, 27, 31, 36].

Studies which reported comparably high existence and
availability rate, originated mainly from the United States
and Australia [23, 32, 35, 39]. This may partly be attrib-
uted to several initiatives aimed at increasing the number
of DPW in nursing homes in Australia since 2007 [29] or
such as the Choosing Wisely campaign in the US [15].

Among the predictors identified, some were related to
socioeconomic factors, such as education. Similar find-
ings have previously been reported regarding the general
availability and completion of advance care directives
in the community [41]. It can be hypothesized that the
socioeconomic background influences the likelihood of
DPW existence, which might be due to an influence of
levels of awareness of palliative care and advance direc-
tives by race, ethnicity and socioeconomic variables e.g.
in different Californian populations [42].

Remarkably, fewer studies than expected identified
having a general practitioner (GP) as a positive predic-
tor. One study even found it to be a negative predictor
[20]. Conversely, having a specialist physician was con-
sistently found to be a positive predictor, which might be
confounded by higher morbidity (already identified as a
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positive predictor) when being in the need of a specialist
physician.

We hypothesize that the general possibility of docu-
menting patient wishes and the available options to do so
is not known well enough in both patients and medical
staff. Moreover, especially younger and healthier people
may be reluctant to address preemptive decisions con-
cerning significant sickness or their own death. Further-
more, patients already possessing DPW often don’t bring
them to the ED. This may be corroborated by Emergency
Medical Services (EMS) not asking or checking for DPW
very often before transporting patients to the ED, as indi-
cated by Harrison and Vranas [33, 37].

According to this data, evaluating goals of care
through DPW currently is rarely feasible in an ED set-
ting, although essential. In the ED, a potential approach
to increase both availability and patients’ awareness
of DPWs would be the implementation of mandatory
inquiry and documentation as part of standard operat-
ing procedure. In an outpatient setting, increased num-
bers of qualified low-threshold ACP advice services
might reduce barriers for patients willing to document
their preferences. Moreover, a visit to the ED, treatment
in hospital or ICU seems to increase the willingness and
demand to document one’s wishes, additionally con-
firmed by the increase of DPW possession rate after a
60-day-period simply due to the contact with this topic
shown in one study [36], which offers a possibility to
ED medical staff to at least give an impulse and start the
conversation. Finally, more research also including quali-
tative studies is needed to establish further causes for
patients choosing not to have a DPW.

Limitations

One limitation is the strong heterogeneity of the included
studies regarding time period, country, sample size, pop-
ulation, documentation, endpoints and concepts of DPW,
which limits comparability. This is further complicated
by regional differences in the definition of DPW (e.g.,
one study classified AD separately from DNR [5]), even
though these were accounted for in this analysis.

The use of “general population” and “geriatric popu-
lation” as categories is not entirely consistent between
studies. Therefore, some overlap between the two groups
is present.

We acknowledge that visual depiction of descriptive
analysis to facilitate comparison between studies has
limitations, however due to the heterogeneity of the stud-
ies, the data set was not amenable to meta-analysis or
meta-regression.

To the best of our knowledge the only other system-
atic review on this topic [43] analyzed six studies from
the US [4, 20-22, 27, 31], all of which were also included
in our review. The authors describe comparable results
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of patient-reported AD possession rates for the general
population ranging between 20% and 27%. However, the
results of one study [20] were likely misreported by this
review as “53%” instead of “22% (n=53)” in the origi-
nal publication, probably due to an error in data entry.
Results and conclusions for the older cohorts might be
affected by this.

Conclusions

DPW possession rates and availability were low among
ED patients. Thus, public awareness campaigns, intensi-
fied education of medical staff and improved cooperation
between GPs, NHs and hospitals is needed to address this
unmet medical need. ED staff could also play a vital role
by initiating conversations about patient wishes. (Inter-)
Nationally standardized forms of documentation and
new modalities for saving and accessing such informa-
tion (e.g., emergency cards or digital health passes) might
aid in increasing availability. More research is required
to structurally explore the efficacy of such measures, as
well as to assess the contents and effects of existing DPW
and their concordance with therapeutic decisions being
made.

Abbreviations

ACP Advance care planning
AD Advance directive

DNI Do not inubate

DNR Do not resuscitate

DPW  Documentation of patient whishes
ED Emergency department
LW Living will

NH Nursing home
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