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Abstract 

Background  Advance care planning (ACP) is the process supporting individuals with life-limiting illness to make 
informed decisions about their future healthcare. Ethnic disparities in ACP have been widely highlighted, but interpre-
tation is challenging due to methodological heterogeneity. This review aims to examine differences in the presence of 
documented ACP in individuals’ care records for people with advanced disease by ethnic group, and identify patient 
and clinician related factors contributing to this.

Methods  Mixed-methods systematic review. Keyword searches on six electronic databases were conducted 
(01/2000–04/2022). The primary outcome measure was statistically significant differences in the presence of ACP in 
patients’ care records by ethnicity: quantitative data was summarised and tabulated. The secondary outcome meas-
ures were patient and clinician-based factors affecting ACP. Data was analysed qualitatively through thematic analysis; 
themes were developed and presented in a narrative synthesis. Feedback on themes was gained from Patient and 
Public Involvement (PPI) representatives. Study quality was assessed through Joanna Briggs Institute Critical Appraisal 
tools and Gough’s Weight of Evidence.

Results  N=35papers were included in total; all had Medium/High Weight of Evidence. Fifteenpapers (comparing 
two or more ethnic groups) addressed the primary outcomemeasure. Twelve of the fifteen papers reported White 
patients had statisticallyhigher rates of formally documented ACP in their care records than patientsfrom other ethnic 
groups. There were no significant differences in the presenceof informal ACP between ethnic groups. Nineteen 
papers addressed the secondaryoutcome measure; thirteen discussed patient-based factors impacting ACPpresence 
with four key themes: poor awareness and understanding of ACP; financialconstraints; faith and religion; and family 
involvement. Eight papers discussedclinician-based factors with three key themes: poor clinician confidence around-
cultural values and ideals; exacerbation of institutional constraints; andpre-conceived ideas of patients’ wishes.

Conclusions  This review found differences in the presence of legal ACP across ethnic groups despite similar pres-
ence of informal end of life conversations. Factors including low clinician confidence to deliver culturally sensitive, 
individualised conversations around ACP, and patients reasons for not wishing to engage in ACP (including, faith, 
religion or family preferences) may begin to explain some documented differences.
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Background
Rationale
Advance Care Planning (ACP) is an internationally rec-
ognised term describing conversations around an indi-
vidual’s future healthcare preferences. The aim is to 
support individuals to “live well and die well, in the place 
of their choosing” [1]. These conversations can lead to 
legal outcomes including (but not limited to) lasting or 
durable power of attorney, advanced directives/state-
ments, and living wills (“a decision you can make now 
to refuse a specific type of treatment at some time in the 
future”) [2, 3]. ACP’s acceptability to patients is variable 
for many reasons, including the challenge of having to 
consider a deterioration in health; preference to spend 
their remaining time with family and friends; and other 
practical difficulties such as language barriers and health 
literacy [2].

The first national guidance for healthcare profession-
als in the UK was developed in 2007 [4]. Since then, ACP 
has become a fundamental component of patient-centred 
care. In the US, ACP development has a longer history 
[5] with legal tools of ACP evolving from the mid-1970s 
[6]. Notably, ACP is an internationally recognised term 
used by healthcare systems in over 40 countries [1]. In 
2017, an international taskforce composed a Delphi 
study where over 100 experts in the field (across Europe, 
North America and Australia) collaborated to build an 
international consensus and create practice recommen-
dations for ACP [7]. The resulting consensus defined: 
“Advance care planning enables individuals to define 
goals and preferences for future medical treatment and 
care, to discuss these goals and preferences with family 
and healthcare providers, and to record and review these 
preferences if appropriate”. This was the first transcultural 
consensus definition of ACP, aiming to unify approaches 
internationally.

Race, ethnicity & ACP
The international literature on race, ethnicity and ACP 
is complex due to variations in the definition and meas-
urement of ACP, the wide range of disease groups and 
differences in labels for ethnic groups used across dif-
ferent countries. In this study, ACP is defined as “a pro-
cess that supports adults at any age or stage of health 
in understanding and sharing their personal values, life 
goals, and preferences regarding future medical care” [8]. 

The current review focusses on ethnicity, defined by the 
American Psychological Association’s (APA) guidance 
for reporting ethnicity as “referring to shared cultural 
characteristics such as language, ancestry, practices and 
beliefs” [9]. Although the current review will not refer 
to groups by ‘race’, some individual studies considered 
within the review utilise the term. Therefore, the follow-
ing definition of race is offered by the APA: ““race refers 
to physical differences that groups and cultures consider 
socially significant”.

There are long recognised ethnic inequalities in 
healthcare [10, 11]. Over recent years there has been an 
increased focus on these disparities, catalysed by factors 
including the Black Lives Matter movement [12] and the 
unequal number of deaths during the Covid-19 pandemic 
[13, 14]. Many studies internationally indicate some 
degree of disparity in rates of ACP related to ethnic-
ity [15-17]. Evidence from the USA suggests that White 
patients have higher rates of hospice use, and formal ACP 
documentation and/or “do not attempt cardiopulmonary 
resuscitation” (DNACPR) statements compared with 
people from other ethnic groups [18-20]. Specifically, 
White patients are evidenced to be two to three-times 
more likely to have an advanced directive than Black or 
Latino patients [21]. This disparity also appears to be 
consistent across other countries; UK-based data sug-
gests White patients are more likely to have DNACPR 
statements orders than any other patient group [22]. 
The issues underlying these disparities are complex and 
likely multifactorial; some ACP literature notes spe-
cific differences in ethnic values related to illness, dying 
and decision making, as well as differences in disease 
and comorbidity burden [23], education levels [24], and 
family involvement [25]. Furthermore, broader consid-
erations include systemic racism and power imbalances, 
described as a legacy of colonial oppression that remains 
felt within today’s society and healthcare system [26]. 
These issues intersect with ethnicity to cause inequity in 
ACP [27].

Previous systematic reviews
A review of reviews [28] highlighted the heterogeneity 
of research exploring the role of ethnicity on ACP and 
emphasised the importance of starting to consolidate 
this. Previous reviews, for example, include those syn-
thesising disparities in the presence of ACP by ethnicity, 
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reviews investigating the underlying reasons for this, and 
reviews identifying ethnicity as a factor affecting ACP 
[29-31].

Bazargan & Bazargan-Hejazi (2021)’s review inves-
tigated disparities in ACP document completion for 
non-Hispanic Black patients [29]. They found “major dif-
ferences” in the general rate of advanced directives com-
pleted: patients from non-Hispanic White groups had 
higher completion rates than patients from non-Hispanic 
Black groups and all other ethnic groups assessed. This 
finding remained when specifically studying individu-
als with advanced disease; non-Hispanic White patients 
with a serious illness were more likely than non-Hispanic 
Black patients to have legal ACP documentation.

Other reviews identify ethnicity as a factor influenc-
ing presence of ACP, though the underlying reasons for 
this require further exploration. For example, Lovell 
and Yates (2014) found that “being African American” 
affected uptake of ACP in palliative care [30], and Spelten 
et al. (2019) found that White patients were more likely 
to be involved in ACP than Latino or African American 
patients [31]. Some reviews have investigated these fac-
tors in greater depth; for example, McDermott & Selman 
(2018) found specific cultural factors affecting ACP in 
patients with advanced disease included religiosity, trust 
in the healthcare system and patient and clinician com-
fort discussing death [32]. Similarly, Hong et  al. (2018) 
found health literacy and experiences, cultural values, 
and spirituality to be factors affecting ACP presence [33]. 
Notably, Sanders et al. (2016) utilised a systematic review 
methodology to produce a model beginning to explain 
factors impacting ACP presence among African Ameri-
can patients [34]; this identified patient-based factors and 
system-specific factors impacting ACP presence, includ-
ing trust, family, beliefs about illness and death, and 
religion and spirituality. However, this review only con-
sidered African American patients.

The heterogeneity of research studies (and to some 
extent, reviews) elicits the need for an up-to-date review 
encapsulating global literature on ACP for all ethni-
cally diverse groups. This review aims to investigate the 
existing literature around ethnic disparities in the docu-
mented presence of ACP and to illustrate the patient and 
clinician factors affecting this, to improve understanding 
of culturally competent ACP and promote progression 
towards this.

Research objectives
This study will review published literature around ACP 
and ethnicity. Firstly, we will explore and illustrate dis-
parities in the documented presence of ACP by ethnicity; 
secondly, we will conduct thematic analysis of extracted 

data to illustrate key clinician and patient-based factors 
affecting this.

Methods
Study design
This is a mixed-methods systematic literature review 
including (1) tabulation and narrative exploration of the 
primary outcome measure (i.e., differences in presence 
of ACP by ethnicity) and (2) a Thematic Analysis [35] of 
qualitative data illustrating the secondary outcome meas-
ure (i.e., factors related to ethnicity affecting the pres-
ence of ACP). The quantitative and qualitative analyses 
are conducted and presented separately, allowing us to 
address each research objective, and then considered in 
combination within the discussion section of the review: 
a parallel-results convergent design [36, 37]. The current 
study was prospectively registered on PROSPERO (regis-
tration number: CRD42022315252) and was undertaken 
in accordance with PRISMA 2020 guidelines (Additional 
1) [38].

Eligibility criteria
The full eligibility criteria are outlined in Table 1 below. 
Although ACP can be useful for healthy adults, this 
review focussed on adults with advanced disease. This 
was due to the perceived high importance of ACP for 
those with an advanced, life-limiting condition within 
the literature, and the quantity of research publications 
within the field. Criteria relating to advanced disease 
were purposefully broad and inclusive to maximise trans-
ferability; we included papers involving patients with 
any advanced, incurable, life-limiting condition or dis-
ease. Notably, we excluded populations where advanced 
disease was not explicitly reported (i.e. ‘older adults’ or 
‘nursing home residents’), as this review aimed to focus 
on ACP for those with advanced disease only. Research 
published between 2022 and 2000 was searched; the year 
2000 was chosen as the lower limit to allow inclusion of a 
broad range of literature, while acknowledging that ACP 
practices have developed over time.

Information sources
Searches were conducted on six key databases on 
16/03/2022: PubMed (2000 – March 2022; Medline (2000 
– March 2022); AMED (2000 – March 2022); EMBASE 
(2000 – March 2022); PsychINFO (2002 – present); 
CINAHL (2000 – present). Additional literature was 
sought via manual journal index searching on 06/04/22 
(using criteria 2000 – 06/04/22) of: Palliative Medicine; 
BMJ Supportive and Palliative Care; BMC Palliative Care; 
Ethnicity and Healthcare.
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Selection and data collection processes
Search outputs were imported into a reference manag-
ing software (EndNote) and records deduplicated. Two 
members of the research team (JC, ST) independently 
screened the remaining titles for inclusion/exclusion; 
decisions were reviewed (JC, ST) and discrepancies 
resolved through discussion (JC, ST, GC). Abstracts and 
subsequently full texts were selected through the same 
process.

Data extraction of full texts was conducted indepen-
dently by two members of the research team (JC, ST) into 
a pre-designed form, extracting study data, cohort data 
and data relating to both the primary and secondary out-
come measures. Output was compared and combined. 
Discrepancies were resolved through discussion with a 
third team member (GC).

Outcome measures
Primary outcome measure
The primary outcome measure was statistically signifi-
cant differences in the documented presence of advance 
care planning in individuals’ care records for people 
with advanced disease by ethnicity; this is illustrated in 
the tabulation (see Table. 4). For the primary outcome 

analysis, only papers comparing two or more ethnic 
groups as defined by the original paper were included 
in order to facilitate measuring differences. Studies not 
reporting data on the primary outcome measure were 
excluded from the primary outcome analysis. Due to 
the heterogeneous nature of ACP within research lit-
erature, we included a variety of measurement tools for 
ACP including current and retrospective care records, 
formal documentation of ACP (including advance direc-
tives, DNACPR, living wills), patient/carer self-reports, 
and any other in-study designed measurement of ACP 
occurrence. Cross-sectional, retrospective, and longitu-
dinal studies were all included. For longitudinal studies, 
advanced disease must have been present at study com-
mencement; data collected throughout the study was 
included in this analysis.

Secondary outcome measure
The secondary outcome measure was clinician and 
patient-based factors affecting the presence of advanced 
care planning. This was extracted from papers analysing a 
single ethnic group with substantive focus on cultural or 
ethnic factors; and from papers comparing two or more 

Table 1  Eligibility criteria for including papers in review

Inclusion Criteria Exclusion Criteria

Population • Patients with any advanced, incurable, life-span limiting 
condition or disease
- Can include multi-morbidity (so long as at least one condi-
tion is advanced)
- Can include ‘serious illnesses’ that have led to palliative care 
consultation
• Proxy discussions of any ‘real patients’ (e.g., by a relative/
carer or healthcare professional) where the patient otherwise 
meets the inclusion criteria
• (For RQ2) Any healthcare professional (e.g., consultant, doc-
tor, nursing staff )
• Any self-defined ethnicity
• Adults >  = 18-years-old

• Patients with non-advanced/non-lifespan-limiting conditions 
only
• The above includes ‘nursing home’ and ‘community dwell-
ing older adult’ populations where no advanced disease is 
reported
• Patients with curable disease
• Children/paediatric patients under 18-years-old
• Members of the general public with no advanced disease

Comparison • Either:
- Contains a comparison between two or more groups based 
on ethnicity/race
- RQ2: If focussing on a single group, contains a substantive 
focus or analysis of cultural, ethnic or racial factors

• Focus on only a single group with no analysis of cultural/
ethnic factors

Outcome Measures • RQ1: Any exploration/discussion of uptake of advance care 
planning (i.e., qualitative, or quantitative)
• RQ2: Any exploration/discussion of patient or clinician fac-
tors affecting advance care plan uptake (likely qualitative but 
include quantitative)

• No exploration or discussion of either:
- Uptake of advance care planning
- Factors affecting uptake of advance care planning

Study Design & Setting • Any qualitative or quantitative study design (including case 
reports where ethnicity is discussed)
• Any location of healthcare (including but not limited to 
hospice, hospital, community, home care)
• Year of publication 2000 – 2022
• English language publication
• Data from any country

• Papers with no new empirical data or new analyses (including 
systematic reviews, editorials, and commentaries)
• Case reports with no reference to ethnicity
• Published before year 2000
• Non-English language publication
• Autopsy, wet-lab and animal studies
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ethnic groups (as defined by the paper) to enable a com-
prehensive exploration. This was a qualitative analysis 
considering factors in two key categories: patient-related 
factors and clinician-related factors.

Other data extracted included study data (i.e., geo-
graphic location, healthcare location, main objective) and 
cohort data (participant type, participant demographics 
including age and gender, ethnic groups discussed, dis-
ease type).

Risk of bias
Risk of bias assessment was conducted using the Joanna 
Briggs Institute Critical Appraisal Tools [39]. The appro-
priate critical appraisal tool was selected according to the 
paper’s methodological design and completed indepen-
dently by two researchers (JC, ST) for each accepted full 
text. These weightings were used to inform the tabling 
and narrative synthesis analyses, and interpretation of 
results: papers were scored as high (90–100%), medium 
(80–90%) or low (70–80%); those scoring less than 70% 
were excluded.

To consider the suitability of each included paper, 
Gough’s (2007) Weight of Evidence (WoE) assessment 
was conducted (JC, ST) with the JBI outcome integrated 
into this as WoE criteria A [40]. The other two compo-
nents of WoE (i.e., the appropriateness of research meth-
odology and the relevance of research question and 
outcome) were assessed independently by two members 
of the research team (JC, ST). All three components were 
combined to produce one overall WoE assessment (high, 
medium, or low), used as both a sensitivity analysis and 
certainty analysis to assess robustness and confidence in 
synthesised results, respectively. Risk of Bias and Weight 
of Evidence ratings can be found in the Study Character-
istics table (Table 3).

Synthesis methods & analysis plan
To decide which studies were eligible for each synthesis, 
study characteristics were tabulated (Table  3) and com-
pared against the planned outcome measure for each 
synthesis.

Data extracted for the primary outcome measure (sta-
tistically significant differences in the presence of docu-
mented ACP in individuals’ care records for people with 
advanced disease by ethnic group) was quantitatively 
tabulated to demonstrate the key findings. To represent 
confidence in the results and compare results of similar 
quality papers, output was organised by Weight of Evi-
dence ratings. No numerical data conversions occurred. 
Inter-related ethnic groups were tabulated together for the 
summary analysis (Table 2) for concision. These summary 
groupings were reviewed for appropriateness by Patient 

and Public Involvement contributors who were ethnically 
diverse individuals with experience (personal or via a loved 
one) of ACP and advanced disease. No meta-analysis was 
conducted due to the heterogeneity of ethnic groupings 
and ACP measurement tools within the literature.

For the secondary outcome measures (clinician and 
patient -based factors affecting presence of ACP for dif-
ferent ethnic groups), extracted data was imported into 
a qualitative coding software (NVivo Plus™). Analysis 
followed thematic analysis methodology as described 
by Braun & Clarke [35]. Initial coding was undertaken 
independently by two researchers (JC, ST) who then 
collaborated for reiterative coding and theme develop-
ment. Themes were explored within two main catego-
ries: patient-related and clinician-related factors affecting 
presence of ACP. Within these two categories, coding 
and theme development was inductive. Initial themes 
were refined through discussion with the wider research 
team (GC) and through Patient and Public Involvement.
patient & public involvement

Two Patient and Public Involvement (PPI) contributors 
provided feedback to inform this review: a British-South 

Table 2  Ethnic groupings used for summary analysis

a The terms ‘New Zealand European’ and ‘Other European’ were used in reference 
[41]. The authors understand these terms to be in reference to ‘White’ ethnic 
groups

Original racial and ethnic 
group names used in 
papers

Summary analysis group 
name

Number 
of 
papers

White White 24

Caucasian

Non-Hispanic White/Cau-
casian

Non-Latino White
New Zealand Europeana

Other Europeana

Black Black & African American 27

African American

Non-Hispanic Black

Asian Asian 9

Chinese (South) East Asian 7

Taiwanese

Malay

Latino/a Hispanic 11

Hispanic White

Māori Māori 1

Non-Māori Non- Māori 1

Pacific Pacific 3

Non-Pacific Non-Pacific 1

Mixed-race (i.e., Chinese 
American, Asian American)
Native [American, Indian, 
Hawaiian]

Minority Other 5
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Asian individual with personal and professional experi-
ence of ACP, and a White Other, Jewish individual with 
personal experience of ACP. Early iterations of themes 
illustrating the secondary outcome measure were pre-
sented to the PPI contributors, who offered comments 
and opinions based on their own personal and profes-
sional experiences. This feedback and critique shaped the 
final iterations of the themes presented. PPI contributors 
were also invited to be co-authors for this review, and 
were involved in reviewing and giving feedback for drafts 
of the review manuscript.

Results
Study selection
The electronic searches yielded 1390 papers of which 
907 remained eligible after de-duplication. The screening 

process diagrammed in Fig. 1 resulted in 35 papers being 
included in the review.

Study characteristics
The characteristics of the 35 studies included in the anal-
ysis, along with the Risk of Bias and Weight of Evidence 
ratings, are presented in Table 3.

Primary outcome measure
Fifteen papers were included in the primary outcome 
measure analysis [15, 44, 47, 49, 51, 53, 56, 57, 59, 62, 
64-66, 68, 73]. Only one paper came from outside of the 
USA (Kenya [73]), and no papers were located from the 
UK nor wider European countries.

All fifteen papers included drew comparison between 
two or more ethnic groups. The operationalisation of 

Fig. 1  PRISMA diagram of studies excluded at each stage of screening
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ACP was variable, as illustrated in Table  4; a general 
distinction can be drawn between the measurement of 
informal discussions (including EOL care discussions, 
advanced care planning conversations) and the measure-
ment of medico-legal outcomes (including completion 
of legal or formal advanced care plans, completion of 
DNACPR forms, advanced directives, living wills, medi-
cal power of attorney and healthcare proxies). All papers 
defined ACP discussions and ACP outcomes as distinct 
concepts; six papers measured both [15, 44, 47, 51, 65].

All fifteen papers used legal measures of ACP: Six 
papers measured DNACPR completion [15, 44, 47, 51, 
56, 57], five measured advanced directive completion 
[53, 57, 62, 64, 68], and five measured living wills [15, 49, 
59, 65, 66]. Thirteen papers found significant differences 
between ethnic groups [15, 44, 47, 49, 51, 53, 56, 57, 59, 
62, 65, 66, 68]. Twelve of the thirteen papers found higher 
rates of legal ACP completion for White patients com-
pared with patients from other ethnic groups (41,44,46,
50,54,55,57,60,64,65,66,68]. One paper identifying ethnic 
differences in rates of ACP outcome found no significant 
differences between White patients compared with Black 
and African American patients in DNACPR or advanced 
directive completion but found that Black and African 
American patients were more likely to have a power of 
attorney [64]. Another paper carried out in Kenya found 
no statistically significant differences by ethnicity in 
advanced directive completion [73].

Of the thirteen papers finding statistically significant 
ethnic differences in the presence of legal ACP, four 
were rated High Weight of Evidence [44, 47, 49, 51]. The 
remaining nine were all rated Medium Weight of Evi-
dence [15, 53, 56, 57, 59, 62, 65, 66, 68]. The two studies 
that reported no significant differences were also rated 
Medium Weight of Evidence [64, 73].

Five studies operationalised ACP in terms of informal 
discussion or end of life conversations [15, 44, 47, 51, 65]. 
None of these papers identified ethnic differences in rates 
of patients receiving ACP discussions with their health-
care providers, despite all five indicating statistically sig-
nificant differences in legal ACP measures [15, 44, 47, 51, 
65]. Of these five studies, three were rated High Weight 
of Evidence, and two Medium.

Secondary outcome measures
The secondary outcome measures investigated ethnicity-
related patient and clinician factors affecting presence 
of ACP in patients’ healthcare record. Nineteen papers 
addressed these outcomes and were included in the anal-
ysis [41-43, 45, 46, 48, 50-52, 54, 55, 58, 60, 61, 63, 67, 69-
72]. The majority (eleven) of these papers were from the 
USA (39,40,45,47,49,51,56,59,61,63,67], with six based 

in Asian countries (42,43,52,58,69,70]; two in New Zea-
land (53,72); and a single UK-based study [71]. Individual 
studies varied widely in the ethnically diverse groups they 
assessed.

Patient factors affecting ACP
Thirteen of the nineteen papers discussed patient-based 
factors affecting ACP presence; four key themes were 
identified: lack of awareness and understanding; financial 
constraints; faith and religion; and family involvement.

Lack of awareness and understanding
One frequently cited barrier to ACP was a general lack 
of awareness and understanding surrounding ACP [32, 
41, 42, 45, 55, 58, 60, 63]; this was evident across stud-
ies of varied ethnically diverse groups, including Pacific 
patients within New Zealand, Indigenous patients liv-
ing in Taiwan, Chinese and Malay patients in Singapore, 
and African American individuals [45, 60, 63, 72]. Par-
ticipants stated they had very limited understanding sur-
rounding the aims, options and procedure for ACP [72]. 
Patients also expressed confusion around the legalities of 
ACP, including around the role and authority of each par-
ticipant in the decision-making process, and whether an 
individual could change their mind at a later date [60]. Of 
the eight studies which reported a lack of awareness as a 
barrier to ACP, four explicitly stated this; all four of these 
involved participants with cancer [45, 60, 63, 72].

“All patients were predominantly unaware of con-
cepts related to ACP, and none of the cases, nor their 
family caregivers, had prior experience making life-
sustaining treatment (LST) decisions themselves.” 
[45].

There are multiple intersectional factors which impact 
upon a person’s awareness of ACP. The evidence suggests 
that a lack of previous experience with, and exposure to, 
death and dying may contribute to an individual’s lack of 
awareness surrounding ACP. Beltran (2022) in an Ameri-
can study of Latino patients and relatives found that min-
imal exposure to other relatives’ ageing and dying limits 
the opportunity to learn about ACP and facilitate con-
versations about one’s own preferences [42]. Highlighted 
reasons for this lack of exposure included immigration 
to another country resulting in elder relatives living far 
away, and lack of funds to visit elder relatives who were 
reaching end of life. Where individuals did have previous 
experience caring for an unwell relative, they were often 
more agreeable to conversations surrounding their own 
ACP [46].

An individual’s health literacy and education levels 
may also impact their understanding of ACP. Patients 
perceived “limitations in their ability to seek out and 
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understand health information and services” [42]. Li 
(2021) found that amongst people from Taiwanese Indig-
enous tribes, patients with lower levels of formal educa-
tion retained a lower readiness to engage in ACP even 
after exposure and awareness promotion [45].

Financial constraints
Financial necessity influenced end-of-life consultations 
particularly in countries where ACP consultations were 
not covered by insurance, nor subsidised by the health-
care system [46]. In the UK, the impact of financial con-
straints is more ambiguous due to a largely accessible and 
freely available National Health Service. However, PPI 
contributors emphasised that, financial constraints do 
play a part, particularly for people who have No Recourse 
to Public Funds (NRPF) [74].

Faith and religion
Of the thirteen papers discussing patient-based factors, 
ten discussed the importance of faith and religion for 
ACP [41, 45, 48, 50, 51, 54, 55, 58, 63, 69]. The belief that 
‘one’s journey is in God’s hands’ heavily impacted opin-
ions on and willingness to engage in ACP and was seen 
across papers with participants from a number of ethni-
cally diverse groups (Latino [54]; Indigenous to Taiwan 
[45]; Asian Americans [48]). For some Latino patients, 
signing an advanced directive was seen as not having 
faith in God, as God is perceived as the determinant of 
death [54]: engaging in ACP is deemed futile and disre-
spectful of their pre-ordained fate. A sample of Indig-
enous patients with late-stage cancers expressed that 
life-sustaining treatment was unnatural, and would con-
test God’s authority [45].

For some patients, faith that their health-trajectory was 
not in their control, allowed for optimism and positiv-
ity despite difficult circumstances. In an American study 
of Latino cancer patients, patients described remaining 
optimistic as they placed their faith in the ability of God 
to guide their lives towards a positive outcome [51]. Simi-
larly, some Chinese patients spoke about “accepting the 
inevitability of death and staying positive” [55]. Jung-Hwa 
(2021) highlighted “an old saying in Korea… “Even if I am 
rolling in dog poop, this life is better than the one in the 
afterlife.” referring to the preference to focus on the posi-
tives, rather than preparing for the worst [69, 71].

Family involvement and looking after your own
Nine of the thirteen papers identified family as a fac-
tor affecting discussions around ACP (45,47,51,52,53,
56,59,63,69,72). For some patients, this meant entrust-
ing all end-of-life decisions to family members [48, 51, 
55, 69]. For others, initiating ACP conversations caused 

apprehension for fear of causing distress to loved ones 
[54] and disturbance to daily lives [55].

In some cultures, caring for loved ones was consid-
ered the family’s responsibility – a “fundamental family 
obligation” [72]—particularly following the diagnosis of 
advanced disease. In this context, it was reported that 
ACP was perceived by some to represent evasion of this 
responsibility by avoiding doing everything they could 
for their relative, particularly for Pacific and Asian fami-
lies [41]. Allowing a relative to be admitted to a hospice 
in this context was a source of shame and embarrassment 
[72].

Clinician factors affecting ACP
Of the nineteen papers addressing the secondary out-
come measure, eight examined clinician-based factors 
affecting ACP presence (40,43,45,47,49,52,67,71]. Quali-
tative analysis identified three key themes: poor clinician 
confidence around cultural values and ideals; exacerba-
tion of institutional constraints; and pre-conceived ideas 
of patients’ wishes.

Clinician competence and confidence
Four papers indicated that clinician confidence in initiat-
ing and delivering ACP conversations was key [43, 48, 52, 
71]. Uncertainty around prognosis and the timing of ACP 
conversations was a source of hesitation; particularly for 
clinicians with perceived poor understanding of diverse 
cultural values and ideals around death and dying, who 
felt ill-equipped to sensitively deliver ACP [71]. Uncer-
tainty also influenced concern around potentially causing 
distress to patients via inappropriately addressing ACP 
[52, 71].

“The doctors felt that their ignorance about the 
diverse cultural values around death and dying was 
the third biggest barrier to effective EOL conversa-
tions…this led to doctors committing cultural faux 
pas by discussing taboo topics which inadvertently 
offended the patient/family and undermined the 
therapeutic relationship” [48].

For some clinicians, the interaction of their own eth-
nicity with their patient’s ethnicity, had an impact upon 
their approach to conversations about ACP. An American 
study comparing White, African American and Hispanic 
clinicians found that some African American physi-
cians stated they would “approach EOL discussions with 
patients of their own race differently than with race-dis-
cordant patients” [43], though the content would remain 
the same. In contrast, White doctors in the same study 
considered concordance of ethnicity to be less relevant 
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and reported that end of life issues “are colour blind and 
apply to everyone regardless of race” [43].

Insufficient institutional resources
Seven of the eight papers identified exacerbation of 
resource limitations as a potential factor impacting ACP 
presence [43, 46, 50, 52, 55, 67, 71].

One key resource was time: in an American study of 
healthcare professionals, 91% of clinicians reported time 
constraints as a barrier for completing ACP conversa-
tions with patients, particularly where “cultural factors 
that influenced the perception of palliative care were a 
barrier to their practice” [67]. In another study examin-
ing the feasibility of a culturally sensitive ACP interven-
tion, “advance care planning was viewed as increasing 
staff workload in an already busy routine and additional 
resource was required to embed the intervention into clini-
cal practice” [46]. Time constraints were compounded for 
patients with language barriers, where further time was 
required to source an interpreter and then communicate 
through them. Further difficulties here included access-
ing interpreters when required, and accessibility of ACP 
resources both in other languages and in more accessible 
versions for patients with limited health literacy [52].

Many clinicians believed that wider resource con-
straints could be somewhat eased by sufficient sup-
port from their workplace and the healthcare system in 
question. For example, some reported that a clear pro-
tocol for the delivery and recording of ACP conversa-
tions improved clarity around the process [43] and could 
increase involvement of other healthcare professionals 
(for example, social workers), increasing dissemination 
and reducing the burden of ACP on clinicians. The role 
of workplace support was also described in the context of 
its lack thereof; some clinicians felt they received “insuf-
ficient recognition by colleagues of the importance of pal-
liative care” [67].

Clinician pre‑conceptions
A barrier to ACP conversations identified in the litera-
ture was clinicians’ unconscious pre-conceived ideas and 
stereotypes about patients’ thoughts, wishes, and pref-
erences [43, 48, 52]. Entering an ACP conversation with 
these preconceptions could limit patients’ opportunity 
to properly consider their preferences [43, 52]. In some 
cases, “Clinicians’ preconceived views about discussing 
ACP with structurally marginalized patients resulted in 
their avoiding ACP altogether” due to the assumption the 
patient would not engage [52].

Perceived trust was also relevant here: physicians often 
felt as though patients from diverse and minoritised 
communities did not trust them or the healthcare system 
and conceded that patients would therefore not engage in 

ACP [43, 48]. For some clinicians, this belief was borne 
from awareness of patients’ past experiences [43]. Inter-
estingly, some clinicians reported beliefs of patient dis-
trust, yet reported that they were not perceived to be 
distrustful themselves [48].

Discussion
To our knowledge, this is the first review to examine ACP 
presence and the factors affecting this across all ethnici-
ties and all disease groups, globally.

Evidence from the primary outcome measure analysis
Twelve papers found that presence of at least one 
legal measure of ACP (i.e., DNACPR, power of attor-
ney, advanced directive or others) was statistically sig-
nificantly more common amongst White patients than 
amongst patients from minoritised ethnic groups [15, 
44, 47, 49, 53, 56, 59, 62, 65, 66, 68]. One paper found no 
statistically significant differences by ethnicity [73]. This 
paper was set in Kenya, where the majority ethnicity was 
people from African groups (69.9%), with other minori-
ties including people from White groups comprising 6%. 
Unlike most of the papers included in this review, this 
paper is set outside of the Western healthcare system. 
This may indicate that the power imbalances between 
ethnic groups present within Western systems of health-
care, may not be present, or may look different, in other 
area of the World. However, there is not enough data to 
draw conclusions here. This may be a topic for further 
research exploration.

All five papers that operationalised ACP in terms of 
informal discussion or conversation about end of life 
found no statistically significant ethnic differences in this 
measure [15, 44, 47, 51, 65], despite all five papers report-
ing statistically significant differences in legal ACP meas-
ures. Whether all patients were offered legal ACP as part 
of these informal discussions at the same rate is a ques-
tion for further research.

Patient‑based factors affecting ACP presence
Four key themes pertaining to patient-related factors 
affecting presence of ACP were identified: lack of aware-
ness and understanding; financial constraints; faith and 
religion; family involvement and dynamics.

The evidence showed that lack of awareness and under-
standing of ACP by patients was a barrier. This is con-
sistent with a review by Hong et  al. (2018), which set 
out that lack of knowledge is a principal barrier to ACP 
in minoritised ethnic groups [33]. This current find-
ing could be considered in relation to intersectional-
ity of ethnicity and health literacy: intersectionality is 
an acknowledgement of the ways that multiple forms of 
inequity can compound themselves, creating obstacles 
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[75]. Intersectional factors of health inequity and health 
literacy have been recently evidenced by Suurmond 
(2021), who recommended introducing a curriculum 
point around health literacy within palliative care edu-
cation to improve awareness of the prevalence and chal-
lenges of poor health literacy within some minoritised 
ethnic groups [76]. This would promote consideration 
of this when discussing preferences with patients. Okoro 
et al. (2022) recently discussed this with relation to inter-
sectional invisibility: “possessing multiple subordinate-
group identities renders a person “invisible”” [77, 78]. If 
patients from minoritised ethnic groups have poor health 
literacy, and consequently feel invisible during conversa-
tions with clinicians, this will likely result in undesired 
care pathways for the end of life.

Faith and religion were found to frequently impact 
the acceptability of ACP. For some participants, the end 
of life was pre-ordained by God; planning for the end of 
life was perceived to undermine God’s authority, or to be 
unnecessary as their end of life had already been planned 
by a higher being. Consequently, some faith-centred eth-
nic groups are choosing not to engage with ACP. Reli-
gion was not specifically measured in this study, though 
it should be noted that existing studies often consider 
ethnicity and religion as intertwined [32]. This makes it 
difficult to truly assess the impact of religion on ACP in 
ethnically diverse groups; further research is needed to 
understand this relationship.

The role of a patient’s family was found to vary within 
and across ethnicities: some individuals preferred to 
make decisions alone and avoid ‘burden’ to their family, 
while others placed importance on collaborative familial 
decision-making. The position of individuals and their 
families regarding familial or self-expression of end of 
life preferences may impact the perceived relevance and 
importance of ACP, in turn impacting engagement with 
ACP conversations and documentation.

Clinician‑based factors affecting ACP
Confidence and competence were important factors for 
clinicians undertaking conversations about ACP. Papers 
often reported clinicians having poor understanding 
around cultural values and ideals; related to this was poor 
cultural competence where clinicians held preconcep-
tions that influenced rates of initiation of conversations 
about ACP [79].

Previous work suggests that White doctors are less likely 
than doctors from minoritised ethnic groups to believe 
that ethnic l inequality in healthcare exists [80, 81]. Simi-
larly, here, some White doctors perceived end of life issues 
as “colour blind and apply to everyone regardless of race” 
[43]. This implicit tendency to see the White population as 
a normative standard [82], while underplaying the severity 

of ethnic inequalities in healthcare, risks further exclusion 
of minoritised ethnic groups from engaging in ACP.

Clinicians were generally willing to discuss ACP with 
patients but lacked the confidence and cultural under-
standing to do so [83]. The evidence from this review 
indicates a training need for clinicians around culture, 
ethnicity and conversations about ACP. One poten-
tial model for facilitating these conversations is the 
Cultural Humility model [84], which has three tenets: 
lifelong learning and self-reflection; mitigating power 
imbalances; and institutional accountability. It does 
not view cultural differences as reified ‘facts’, but rather 
places the patient as ‘expert’, and requires that cultural 
knowledge is utilised as part of an ongoing conversa-
tion between doctor and patient. Further, the “Platinum 
Rule” of “doing unto patients as they would want done 
unto themselves” could provide an important contex-
tual guide for clinicians who are new to, or lack confi-
dence in, inter-ethnic healthcare [26]. Training in using 
the cultural humility model of communication for ACP 
could improve clinician confidence whilst simultane-
ously addressing patient related factors.

Patient & public involvement
Contributions from Patient and Public Involvement 
representatives informed the analysis of the secondary 
outcome measure. They largely agreed with the shaping 
of the six key themes representing patient and clinician 
factors affecting ACP presence. It is important to note 
that contributors were shocked to read findings around 
clinicians’ pre-conceived ideas of patients wishes; they 
explained that it was unnerving that this stereotyp-
ing occurs, particularly when they have not knowingly 
been subject to it themselves.

PPI contributions emphasised the importance of 
early ACP intervention. Timing was highlighted as a 
challenging clinician-related factor, whereby clinicians 
wanted to introduce ACP at a prognostically-appropri-
ate juncture; in contrast, PPI representatives suggested 
introducing ACP much earlier, to prevent it from 
occurring too late to be a viable and effective option 
for patients. A South Asian representative highlighted 
how ACP should encompass broader questions, includ-
ing questions around wills and other legal issues; they 
described poor understanding of the need for a will in 
their community due to the misplaced assumption that 
Sharia Law would be in place. Exposure to death and 
dying was highlighted as an important factor in aware-
ness of ACP; a White Jewish representative shared their 
emotive experiences around the deaths of two close 
friends, and how this led them to develop and discuss 
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openly with their family their own wishes and plans for 
death.

Limitations
Heterogeneity of ethnicity data & limitations in individual 
reports of ethnicity
The collection of data regarding ethnicity is often het-
erogeneous and incomplete. Research literature often 
does not specify the methodology used to assign partic-
ipants to specific ethnic categories (72% of papers had 
an absence of explanation [85]). Moreover, electronic 
medical records ethnicity often do not align with par-
ticipants’ self-reported ethnicity [86]. Some individual 
studies included in this review used somewhat biased 
and reductive language (for example: “ethnic minori-
ties” or “White vs non-White”) [9]. This inconsistency 
in ethnicity data from individual studies forced some 
assumptions and groupings on our part (see Table  2 
– groupings for summary analysis). We attempted 
to overcome this by using previously peer reviewed 
groupings as a guide [87], and consulting PPI repre-
sentatives on the appropriateness of the groupings. To 
improve this in future research, ethnicity data collected 
within a research capacity must be detailed, individual-
ised and represented within the social context.

It should also be highlighted that this review was 
limited to differences based on ethnicity. As discussed 
above, ethnicity and religion are often considered inter-
twined; these facets also relate to broader individuality. 
This review aims to highlight learning points and areas 
where culturally competent ACP can be improved; it 
is important to note that a patient-centred approach is 
key.

Researcher positionality
As noted by Manohar et al. (2017), a researcher’s back-
ground, experiences and positionality will undoubt-
edly impact their perspective and interpretation of 
the data, even if this is implicit [88]; it can be argued 
that no knowledge or research can be completely neu-
tral [89]. In the current study, three members of the 
research team are White British. Of the patient and 
Public Involvement co-authors, one is South Asian and 
another identifies as Jewish Other White ethnicity. All 
five authors are female.

Operationalisation of ACP
Although this review demonstrated no statistically 
significant differences between ethnicities in informal 
ACP conversations, “presence of conversation” is quite 
a crude measure. Furthermore, the current review did 
not look at content of conversation nor how successful 

it was deemed by the clinician subsequently, nor at the 
effect on the patient subsequently.

English language
A potential weakness of this review is the exclusion of 
any non-English language papers. This was a decision 
of necessity based on the authors’ skillset. It should 
also be noted that the majority of included papers were 
from the USA (in part, a reflection of the lack of data 
on this question from the UK); thus the current dataset 
may not be representative of ACP universally. Expan-
sion of the eligibility criteria to include non-English 
language papers may have identified more high quality, 
rich datasets that are important to this review.

Conclusion
The current review investigated potential differences in the 
documented presence of ACP in patients’ care records by 
ethnicity. Assessment of the primary outcome measure 
found statistically significant differences in the documented 
presence of legal ACP measures by ethnicity in countries 
where majority is White; people from White groups were 
more likely to have legally documented ACP in their health 
record compared to people from other groups. However, 
no statistically significant differences were found in pres-
ence of discussions around informal ACP.

From the clinicians’ perspective, factors which were 
considered barriers to ACP included resource limita-
tions (particularly of time) and a lack of confidence in 
holding culturally sensitive discussions about ACP. From 
the patients’ perspective, factors affecting ACP included 
a lack of understanding or awareness of ACP; resource 
limitations (particularly financial); and factors such as 
religion, faith, and family. Further research is needed to 
understand how to deliver individualised, culturally sen-
sitive ACP conversations to minoritised ethnic groups, 
to provide equitable opportunity to make informed 
decisions.

Recommendations
In order to move towards more equitable ACP, we pro-
pose the following recommendations for research, policy 
and practice:

•	 Increased research on intersectionality in advance 
care planning internationally, particularly within 
the UK: Research identified within this review was 
mainly based within the USA, meaning it may have 
limited generalisability across other countries, par-
ticularly due to differences in sociocultural contexts 
and healthcare systems. An increase in research 
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(both original investigations of different ethnic 
groups and replications of USA-based studies) in a 
variety of understudied regions would give insight 
into the transferability of findings and improve 
understanding of ACP values in relation to different 
cultural values.

•	 Greater policy and healthcare engagement to allow 
earlier introduction of culturally safe and sensitive 
ACP to all patients: There was a lack of awareness 
and understanding of ACP as an ‘unfamiliar’ idea 
amongst participants of incorporated studies. Rein-
forced by feedback from PPI contributions, nor-
malising ACP conversations through early cultur-
ally-sensitive introduction may promote equitable 
access and information about ACP, allowing people 
time to engage with conversations, if they choose to 
do so, and recognising where, when and for whom 
it may not be appropriate.

•	 Greater patient-centredness using a cultural humil-
ity model: This study identified a lack of under-
standing of different cultural ideals and values as 
a clinician-based barrier to discussion about ACP. 
There is potential for more education and training 
around patient-centred ACP; the cultural humility 
model and Platinum Rule could be helpful here.

Abbreviations
AMED	� Allied and Complementary Medicine Database
CINAHL	� Cumulative Index to Nursing and Allied Health Literature
EMBASE	� Excerpta Medica database
JBI	� Joanna Briggs Institute
PPI	� Public and Patient Involvement
PRISMA	� Preferred Reporting Items for Systematic reviews and 

Meta-Analyses
UK	� United Kingdom
USA	� United States of America
WoE	� Weight of Evidence

Supplementary Information
The online version contains supplementary material available at https://​doi.​
org/​10.​1186/​s12904-​023-​01168-7.

Additional file 1: Appendix Table 1. PRISMA 2020 item checklist.

Acknowledgements
Patient and Public Involvement Consortium
Ruby Bhatti OBE4, Elizabeth Monaghan5

4Bradford, United Kingdom
5Leeds, United Kingdom

Authors’ contributions
JC, ST and GC conceptualised and planned the research. JC undertook 
systematic searches. JC and ST screened titles, abstracts and full texts. Con-
flicts resolved through discussion between JC, ST, GC. JC and ST undertook 
data extraction, risk of bias and weight of evidence assessments. JC and ST 
undertook qualitative thematic coding. JC tabulated findings. JC, ST and 

GC discussed and shaped themes. JC led writing the manuscript. RB and 
EM contributed knowledge and experiences that informed and shaped the 
analysis. All authors provided important feedback in shaping the research and 
manuscript, and all authors approved the manuscript.

Funding
This paper was funded by a Marie Curie Senior Research Fellowship Grant 
(number MCRFS-18–102) held by a co-author, Dr Gemma Clarke. The funding 
body played no role in the design of the study and collection, analysis, inter-
pretation of data, and in writing the manuscript.

Availability of data and materials
Original EndNote libraries containing search output, and any other materials, 
can be provided on reasonable request to corresponding author. Please con-
tact the lead author Jodie Crooks via email (Jodie.Crooks@mariecurie.org.uk).

Declarations

Ethics approval and consent to participate
Not applicable.

Consent for publication
Not applicable.

Competing interests
The authors declare no competing interests.

Author details
1 Research and Policy, Marie Curie, London, UK. 2 Academic Unit of Palliative 
Care, University of Leeds, Leeds, UK. 

Received: 20 December 2022   Accepted: 4 April 2023

References
	1.	 National Gold Standards Framework Centre. Advance care planning. 2022 

[Cited October 2022]. Available at https://​www.​golds​tanda​rdsfr​amewo​rk.​
org.​uk/​advan​ce-​care-​plann​ing

	2.	 Mullick A, Martin J, Sallnow L. An introduction to advance care planning 
in practice. BMJ. 2013; 347.

	3.	 National Health Service. Advanced decision (living will). 2022 [Cited 
November 2011]. Available at: https://​www.​nhs.​uk/​condi​tions/​end-​of-​
life-​care/​advan​ce-​decis​ion-​to-​refuse-​treat​ment/#:​~:​text=​An%​20adv​
ance%​20dec​ision%​20(somet​imes%​20kno​wn,some%​20time%​20in%​
20the%​20fut​ure

	4.	 Department of Health. End of life care strategy. 2008 [Cited October 2022]. 
Available at https://​assets.​publi​shing.​servi​ce.​gov.​uk/​gover​nment/​uploa​ds/​
system/​uploa​ds/​attac​hment_​data/​file/​136431/​End_​of_​life_​strat​egy.​pdf

	5.	 Stein G, Fineberg I. Advance care planning in the USA and UK: a com-
parative analysis of policy, implementation and the social work role. Br J 
Soc Work. 2013;43(2):233–48.

	6.	 Sabatino C. The evolution of health care advance planning law and 
policy. Milbank Q. 2010;88(2):211–39.

	7.	 Rietjens J, Sudore R, Connolly M, van Delden J, Drickamer M, Droger M, 
van der Heide A, Heyland D, Houttekier D, Janssen D, Orsi L. Definition 
and recommendations for advance care planning: an international con-
sensus supported by the European Association for Palliative Care. Lancet 
Oncol. 2017;18(9):e543–51.

	8.	 Sudore R, Lum H, You J, Hanson L, Meier D, Pantilat S, Matlock D, Rietjens 
J, Korfage I, Ritchie C, Kutner J. Defining advance care planning for adults: 
a consensus definition from a multidisciplinary Delphi panel. J Pain 
Symptom Manage. 2017;53(5):821–32.

	9.	 American Psychological Association. Racial and Ethnic Identity. 2019 
[Cited October 2022]. Available at https://​apast​yle.​apa.​org/​style-​gramm​
ar-​guide​lines/​bias-​free-​langu​age/​racial-​ethnic-​minor​ities

	10.	 Crombie I, Irvine L, Elliott L, Wallace H, World Health Organization. Closing 
the health inequalities gap: an international perspective. Copenhagen: 
WHO Regional Office for Europe; 2005.

https://doi.org/10.1186/s12904-023-01168-7
https://doi.org/10.1186/s12904-023-01168-7
https://www.goldstandardsframework.org.uk/advance-care-planning
https://www.goldstandardsframework.org.uk/advance-care-planning
https://www.nhs.uk/conditions/end-of-life-care/advance-decision-to-refuse-treatment/#:~:text=An%20advance%20decision%20(sometimes%20known,some%20time%20in%20the%20future
https://www.nhs.uk/conditions/end-of-life-care/advance-decision-to-refuse-treatment/#:~:text=An%20advance%20decision%20(sometimes%20known,some%20time%20in%20the%20future
https://www.nhs.uk/conditions/end-of-life-care/advance-decision-to-refuse-treatment/#:~:text=An%20advance%20decision%20(sometimes%20known,some%20time%20in%20the%20future
https://www.nhs.uk/conditions/end-of-life-care/advance-decision-to-refuse-treatment/#:~:text=An%20advance%20decision%20(sometimes%20known,some%20time%20in%20the%20future
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/136431/End_of_life_strategy.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/136431/End_of_life_strategy.pdf
https://apastyle.apa.org/style-grammar-guidelines/bias-free-language/racial-ethnic-minorities
https://apastyle.apa.org/style-grammar-guidelines/bias-free-language/racial-ethnic-minorities


Page 23 of 24Crooks et al. BMC Palliative Care           (2023) 22:43 	

	11.	 Byrd W, Clayton L. Racial and ethnic disparities in healthcare: A back-
ground and history. Unequal treatment: Confronting racial and ethnic 
disparities in health care. 2003. p. 455–527.

	12.	 Black Lives Matter. 2022 [Cited October 2022]. Available at https://​black​
lives​matter.​com/

	13.	 Alcendor D. Racial disparities-associated COVID-19 mortality among 
minority populations in the US. J Clin Med. 2020;9(8):2442.

	14.	 Hooper M, Nápoles A, Pérez-Stable E. COVID-19 and racial/ethnic dispari-
ties. JAMA. 2020;323(24):2466–7.

	15.	 Smith A, McCarthy E, Paulk E, Balboni T, Maciejewski P, Block S, Prigerson 
H. Racial and ethnic differences in advance care planning among patients 
with cancer: impact of terminal illness acknowledgment, religiousness, 
and treatment preferences. J Clin Oncol. 2008;26(25):4131.

	16.	 Carr D. Racial and ethnic differences in advance care planning: Identifying 
subgroup patterns and obstacles. J Aging Health. 2012;24(6):923–47.

	17.	 Lenko R, Voepel-Lewis T, Robinson-Lane S, Silveira M, Hoffman G. Racial 
and Ethnic Differences in Informal and Formal Advance Care Planning 
Among US Older Adults. J Aging Health. 2022;34:1281–90.

	18.	 McAfee C, Jordan T, Sheu J, Dake J, Kopp MB. Predicting racial and ethnic 
disparities in advance care planning using the integrated behavioral 
model. OMEGA-J Death Dying. 2019;78(4):369–89.

	19.	 Clark M, Person S, Gosline A, Gawande A, Block S. Racial and ethnic differ-
ences in advance care planning: results of a statewide population-based 
survey. J Palliat Med. 2018;21(8):1078–85.

	20.	 Hatfield J, Fah M, Girden A, Mills B, Ohnuma T, Haines K, Cobert J, Komisa-
row J, Williamson T, Bartz R, Vavilala M. Racial and Ethnic Differences in 
the Prevalence of Do-Not-Resuscitate Orders among Older Adults with 
Severe Traumatic Brain Injury. J Intensive Care Med. 2022;37(12):1641–7.

	21.	 Carr D. Racial differences in end-of-life planning: why don’t Blacks and Latinos 
prepare for the inevitable? OMEGA-J Death Dying. 2011;63(1):1–20.

	22.	 McAdoo S, Brown E, Chesser A, Farrington K, Salisbury E, pan-Thames 
renal audit group. Measuring the quality of end of life management in 
patients with advanced kidney disease: results from the pan-Thames 
renal audit group. Nephrol Dialy Transplant. 2012;27(4):1548–54.

	23.	 Choi S, McDonough I, Kim M, Kim G. The association between the num-
ber of chronic health conditions and advance care planning varies by 
race/ethnicity. Aging Ment Health. 2020;24(3):453–63.

	24.	 Hong M, Kim K. Advance care planning among ethnic/racial minority 
older adults: Prevalence of and factors associated with informal talks, 
durable power of attorney for health care, and living will. Ethn Health. 
2022;27(2):453–62.

	25.	 Wang K, Sun F, Liu Y, Kong D, De Fries C. Attitude Toward Family Involve-
ment in End-of-Life Care Among Older Chinese Americans: How Do 
Family Relationships Matter? J Appl Gerontol. 2022;41(2):380–90.

	26.	 Platinum rule”, Chochinov HM. The Platinum Rule: A New Standard for 
Person-Centered Care. J Palliat Med. 2022;25(6):854–6 Epub 2022 Feb 25.

	27.	 Algu K. Denied the right to comfort: Racial inequities in palliative care 
provision. EClinicalMedicine. 2021;1:34.

	28.	 Jimenez G, Tan W, Virk A, Low CK, Car J, Ho A. Overview of systematic 
reviews of advance care planning: summary of evidence and global les-
sons. J Pain Symptom Manage. 2018;56(3):436–59.

	29.	 Bazargan M, Bazargan-Hejazi S. Disparities in palliative and hospice care 
and completion of advance care planning and directives among non-
Hispanic blacks: A scoping review of recent literature. Am J Hosp Palliat 
Med. 2021;38(6):688–718.

	30.	 Lovell A, Yates P. Advance care planning in palliative care: a system-
atic literature review of the contextual factors influencing its uptake 
2008–2012. Palliat Med. 2014;28(8):1026–35.

	31.	 Spelten E, Geerse O, van Vuuren J, Timmis J, Blanch B, Duijts S, MacDermott 
S. Factors influencing the engagement of cancer patients with advance 
care planning: A scoping review. Eur J Cancer Care. 2019;28(3):e13091.

	32.	 McDermott E, Selman L. Cultural factors influencing advance care plan-
ning in progressive, incurable disease: a systematic review with narrative 
synthesis. J Pain Symptom Manage. 2018;56(4):613–36.

	33.	 Hong M, Yi E, Johnson J, Adamek M. Facilitators and barriers for advance care 
planning among ethnic and racial minorities in the US: a systematic review 
of the current literature. J Immigr Minor Health. 2018;20(5):1277–87.

	34.	 Sanders J, Robinson M, Block S. Factors impacting advance care planning 
among African Americans: results of a systematic integrated review. J 
Palliat Med. 2016;19(2):202–27.

	35.	 Braun V, Clarke V. Using thematic analysis in psychology. Qual Res 
Psychol. 2006;3(2):77–101.

	36.	 Noyes J, Booth A, Moore G, Flemming K, Tunçalp Ö, Shakibazadeh E. 
Synthesising quantitative and qualitative evidence to inform guide-
lines on complex interventions: clarifying the purposes, designs and 
outlining some methods. BMJ Glob Health. 2019;4(Suppl 1):e000893.

	37.	 Hong Q, Pluye P, Bujold M, Wassef M. Convergent and sequential 
synthesis designs: implications for conducting and reporting sys-
tematic reviews of qualitative and quantitative evidence. Syst Rev. 
2017;6(1):1–4.

	38.	 Page M, McKenzie J, Bossuyt P, Boutron I, Hoffmann T, Mulrow C, 
Shamseer L, Tetzlaff J, Akl E, Brennan S, Chou R. The PRISMA 2020 
statement: an updated guideline for reporting systematic reviews. BMJ. 
2021;372:n71.

	39.	 Joanna Briggs Institute. Critical Appraisal Tools. 2017 [Cited October 
2022]. Available from https://​jbi.​global/​criti​cal-​appra​isal-​tools

	40.	 Gough D. Weight of evidence: a framework for the appraisal of the 
quality and relevance of evidence. Res Pap Educ. 2007;22(2):213–28.

	41.	 Frey R, Raphael D, Bellamy G, Gott M. Advance care planning for Māori, 
Pacific and Asian people: the views of New Zealand healthcare profes-
sionals. Health Soc Care Community. 2014;22(3):290–9.

	42.	 Beltran S. Latino Families’ Decisions to Accept Hospice Care. Am J Hosp 
Palliat Med. 2022;39(2):152–9.

	43.	 Braun U, Ford M, Beyth R, McCullough L. The physician’s professional 
role in end-of-life decision-making: voices of racially and ethnically 
diverse physicians. Patient Educ Couns. 2010;80(1):3–9.

	44.	 Eneanya N, Wenger J, Waite K, Crittenden S, Hazar D, Volandes A, Temel 
J, Thadhani R, Paasche-Orlow M. Racial disparities in end-of-life com-
munication and preferences among chronic kidney disease patients. 
Am J Nephrol. 2016;44(1):46–53.

	45.	 Li I, Huang S, Lee C, Chen Y, Hsiung Y. Perceptions of Behavioral Aware-
ness, Intention, and Readiness for Advance Care Planning: A Mixed-
Method Study among Older Indigenous Patients with Late-Stage 
Cancers in Remote Areas of Eastern Taiwan. Int J Environ Res Public 
Health. 2021;18(16):8665.

	46.	 Lin C, Evans C, Koffman J, Chen P, Hou M, Harding R. Feasibility and 
acceptability of a culturally adapted advance care planning interven-
tion for people living with advanced cancer and their families: A mixed 
methods study. Palliat Med. 2020;34(5):651–66.

	47.	 Mack J, Paulk M, Viswanath K, Prigerson H. Racial disparities in the out-
comes of communication on medical care received near death. Arch 
Intern Med. 2010;170(17):1533–40.

	48.	 Periyakoil V, Neri E, Kraemer H. No easy talk: a mixed methods study of 
doctor reported barriers to conducting effective end-of-life conversa-
tions with diverse patients. PLoS One. 2015;10(4):e0122321.

	49.	 Pettigrew C, Brichko R, Black B, O’Connor M, Austrom M, Robinson 
M, Lindauer A, Shah R, Peavy G, Meyer K, Schmitt F. Attitudes toward 
advance care planning among persons with dementia and their car-
egivers. Int Psychogeriatr. 2020;32(5):585–99.

	50.	 Rhodes R, Batchelor K, Lee S, Halm E. Barriers to end-of-life care for 
African Americans from the providers’ perspective: Opportunity for 
intervention development. Am J Hosp Palliat Med. 2015;32(2):137–43.

	51.	 Shen M, Prigerson H, Paulk E, Trevino K, Penedo F, Tergas A, Epstein 
A, Neugut A, Maciejewski P. Impact of end-of-life discussions on the 
reduction of Latino/non-Latino disparities in do-not-resuscitate order 
completion. Cancer. 2016;122(11):1749–56.

	52.	 Ashana D, D’Arcangelo N, Gazarian P, Gupta A, Perez S, Reich A, Tjia 
J, Halpern S, Weissman J, Ladin K. “Don’t talk to them about goals of 
care”: Understanding disparities in advance care planning. J Gerontol 
Series A. 2022;77(2):339–46.

	53.	 Burgio K, Williams B, Dionne-Odom J, Redden D, Noh H, Goode P, Kvale 
E, Bakitas M, Bailey F. Racial differences in processes of care at end of 
life in VA medical centers: planned secondary analysis of data from the 
BEACON trial. J Palliat Med. 2016;19(2):157–63.

	54.	 Cervantes L, Jones J, Linas S, Fischer S. Qualitative interviews exploring 
palliative care perspectives of Latinos on dialysis. Clin J Am Soc Neph-
rol. 2017;12(5):788–98.

	55.	 Cheung J, Au D, Ip A, Chan J, Ng K, Cheung L, Yuen J, Hui E, Lee J, Lo R, 
Woo J. Barriers to advance care planning: a qualitative study of seriously 
ill Chinese patients and their families. BMC Palliat Care. 2020;19(1):1–9.

https://blacklivesmatter.com/
https://blacklivesmatter.com/
https://jbi.global/critical-appraisal-tools


Page 24 of 24Crooks et al. BMC Palliative Care           (2023) 22:43 

	56.	 Garrido M, Harrington S, Prigerson H. End-of-life treatment preferences: 
A key to reducing ethnic/racial disparities in advance care planning? 
Cancer. 2014;120(24):3981–6.

	57.	 Grill K, Wang J, Scott R, Benator D, D’Angelo L, Lyon M, Palliative Care Con-
sortium. What Do Adults With HIV Want? End-of-Life Care Goals, Values 
and Beliefs by Gender, Race, Sexual Orientation. Am J Hospice Palliative 
Med. 2021;38(6):610–7.

	58.	 Jonnalagadda S, Lin J, Nelson J, Powell C, Salazar-Schicchi J, Berman A, 
Keller S, Smith C, Lurslurchachai L, Halm E, Leventhal H. Racial and ethnic 
differences in beliefs about lung cancer care. Chest. 2012;142(5):1251–8.

	59.	 Kirtane K, Downey L, Lee S, Curtis J, Engelberg R. Intensity of end-of-life 
care for patients with hematologic malignancies and the role of race/
ethnicity. J Palliat Med. 2018;21(10):1466–71.

	60.	 Menon S, Kars M, Malhotra C, Campbell A, van Delden J. Advance care 
planning in a multicultural family centric community: a qualitative study 
of health care professionals’, patients’, and caregivers’ perspectives. J Pain 
Symptom Manage. 2018;56(2):213–21.

	61.	 Periyakoil V, Neri E, Fong A, Kraemer H. Do unto others: doctors’ personal 
end-of-life resuscitation preferences and their attitudes toward advance 
directives. PLoS One. 2014;9(5):e98246.

	62.	 Phipps E, True G, Harris D, Chong U, Tester W, Chavin S, Braitman L. 
Approaching the end of life: attitudes, preferences, and behaviors of 
African-American and white patients and their family caregivers. J Clin 
Oncol. 2003;21(3):549–54.

	63.	 Rhodes R, Elwood B, Lee S, Tiro J, Halm E, Skinner C. The desires of their 
hearts: the multidisciplinary perspectives of African Americans on end-
of-life care in the African American community. Am J Hosp Palliat Med. 
2017;34(6):510–7.

	64.	 Sharma R, Dy S. Documentation of information and care planning for 
patients with advanced cancer: associations with patient characteristics 
and utilization of hospital care. Am J Hosp Palliat Med. 2011;28(8):543–9.

	65.	 Smith A, Davis R, Krakauer E. Differences in the quality of the patient–
physician relationship among terminally ill African-American and White 
patients: Impact on advance care planning and treatment preferences. J 
Gen Intern Med. 2007;22(11):1579–82.

	66.	 Taylor J, Brown A, Prescott L, Sun C, Ramondetta L, Bodurka D. Dying well: 
How equal is end of life care among gynecologic oncology patients? 
Gynecol Oncol. 2016;140(2):295–300.

	67.	 Ufere N, Donlan J, Waldman L, Dienstag J, Friedman L, Corey K, Hashemi 
N, Carolan P, Mullen A, Thiim M, Bhan I. Barriers to use of palliative care 
and advance care planning discussions for patients with end-stage liver 
disease. Clin Gastroenterol Hepatol. 2019;17(12):2592–9.

	68.	 Zaide G, Pekmezaris R, Nouryan C, Mir T, Sison C, Liberman T, Lesser 
M, Cooper L, Wolf-Klein G. Ethnicity, race, and advance directives in 
an inpatient palliative care consultation service. Palliat Support Care. 
2013;11(1):5–11.

	69.	 Ha J, Lee C, Yoo J. Cultural differences in advance care planning and impli-
cations for practice. OMEGA-J Death Dying. 2021;5:302228211029502.

	70.	 Hsieh C, Huang H, Tung T, Chen I, Beaton R, Jane S. The exploration of the 
knowledge, attitudes and practice behaviors of advanced care planning 
and its related predictors among Taiwanese nurses. BMC Palliat Care. 
2019;18(1):1–1.

	71.	 Wilkinson E, Randhawa G, Brown E, Da Silva GM, Stoves J, Warwick G, 
Akhtar T, Magee R, Sharman S, Farrington K. Exploring access to end of life 
care for ethnic minorities with end stage kidney disease through recruit-
ment in action research. BMC Palliat Care. 2016;15(1):1–9.

	72.	 Foliaki S, Pulu V, Denison H, Weatherall M, Douwes J. Pacific meets west 
in addressing palliative care for Pacific populations in Aotearoa/New 
Zealand: a qualitative study. BMC Palliat Care. 2020;19(1):1–2.

	73.	 Omondi S, Weru J, Shaikh AJ, Yonga G. Factors that influence advance 
directives completion amongst terminally ill patients at a tertiary hospital 
in Kenya. BMC Palliat Care. 2017;16(1):1–1.

	74.	 Jolly A, Singh J, Lobo S. No recourse to public funds: a qualitative 
evidence synthesis. Int J Migration, Health Soc Care. 2022;18(1):107–23. 
https://​doi.​org/​10.​1108/​IJMHSC-​11-​2021-​0107.

	75.	 Crenshaw, Kimberle´, Williams. "Demarginalizing the Intersection of Race 
and Sex: A Black Feminist Critique of Antidiscrimination Doctrine, Femi-
nist Theory and Antiracist Politics." University of Chicago Legal Forum. 
1989; 139–67

	76.	 Suurmond J, Lanting K, de Voogd X, Oueslati R, Boland G, van den Mui-
jsenbergh M. Twelve tips to teach culturally sensitive palliative care. Med 
Teach. 2021;43(7):845–50.

	77.	 Okoro O, Hillman L, Cernasev A. Intersectional invisibility experiences of 
low-income African-American women in healthcare encounters. Ethn 
Health. 2022;27(6):1290–309.

	78.	 Purdie-Vaughns V, Eibach R. Intersectional Invisibility: The Distinctive 
Advantages and Disadvantages of Multiple Subordinate-Group Identities. 
Sex Roles. 2008;59(5):377–91.

	79.	 Morrison R, Meier D, Arnold R. What’s wrong with advance care planning? 
JAMA. 2021;326(16):1575–6.

	80.	 Malat J, Clark-Hitt R, Burgess D, Friedemann-Sanchez G, Van Ryn M. 
White doctors and nurses on racial inequality in health care in the 
USA: Whiteness and colour-blind racial ideology. Ethn Racial Stud. 
2010;33(8):1431–50.

	81.	 Wilson E, Grumbach K, Huebner J, Agrawal J, Bindman AB. Medical 
student, physician, and public perceptions of health care disparities. Fam 
Med-Kansas City. 2004;36(10):715–21.

	82.	 Koffman J, Bajwah S, Davies J, Hussain J. Researching minoritised commu-
nities in palliative care: An agenda for change. Palliative Medicine. 2022.

	83.	 Howard M, Langevin J, Bernard C, Tan A, Klein D, Slaven M, Barwich D, 
Elston D, Arora N, Heyland D. Primary care clinicians’ confidence, willing-
ness participation and perceptions of roles in advance care planning dis-
cussions with patients: a multi-site survey. Fam Pract. 2020;37(2):219–26.

	84.	 Isaacson M. Clarifying Concepts: Cultural Humility or Competency. J Prof 
Nurs. 2014;30(3):251–8.

	85.	 Shanawani H, Dame L, Schwartz D, Cook-Deegan R. Non-reporting and 
inconsistent reporting of race and ethnicity in articles that claim associa-
tions among genotype, outcome, and race or ethnicity. J Med Ethics. 
2006;32(12):724–8.

	86.	 Magaña López M, Bevans M, Wehrlen L, Yang L, Wallen GR. Discrep-
ancies in race and ethnicity documentation: a potential barrier in 
identifying racial and ethnic disparities. J Racial Ethn Health Disparities. 
2017;4(5):812–8.

	87.	 Clarke G, Chapman E, Crooks J, Koffman J, Ahmed S, Bennett MI. Does 
ethnicity affect pain management for people with advanced disease? A 
mixed methods cross-national systematic review of ‘very high’ Human 
Development Index English-speaking countries. BMC Palliat Care. 
2022;21(1):1–24.

	88.	 Manohar N, Liamputtong P, Bhole S, Arora A. Researcher positionality in 
cross-cultural and sensitive research. Handbook of Research Methods in 
Health Social Sciences. 2017: 1–5.

	89.	 Holmes A. Researcher Positionality - A Consideration of Its Influence and 
Place in Qualitative Research - A New Researcher Guide. Shanlax Int J 
Educ. 2020;8(4):1–10.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

https://doi.org/10.1108/IJMHSC-11-2021-0107

	How does ethnicity affect presence of advance care planning in care records for individuals with advanced disease? A mixed-methods systematic review
	Abstract 
	Background 
	Methods 
	Results 
	Conclusions 
	Trial registration 

	Background
	Rationale
	Race, ethnicity & ACP
	Previous systematic reviews
	Research objectives

	Methods
	Study design
	Eligibility criteria
	Information sources
	Selection and data collection processes
	Outcome measures
	Primary outcome measure

	Secondary outcome measure
	Risk of bias
	Synthesis methods & analysis plan

	Results
	Study selection
	Study characteristics
	Primary outcome measure
	Secondary outcome measures
	Patient factors affecting ACP
	Lack of awareness and understanding
	Financial constraints
	Faith and religion
	Family involvement and looking after your own

	Clinician factors affecting ACP
	Clinician competence and confidence
	Insufficient institutional resources
	Clinician pre-conceptions


	Discussion
	Evidence from the primary outcome measure analysis
	Patient-based factors affecting ACP presence
	Clinician-based factors affecting ACP
	Patient & public involvement


	Limitations
	Heterogeneity of ethnicity data & limitations in individual reports of ethnicity
	Researcher positionality
	Operationalisation of ACP
	English language

	Conclusion
	Recommendations

	Anchor 49
	Acknowledgements
	References


