
1Pun J, et al. BMJ Open 2023;13:e067304. doi:10.1136/bmjopen-2022-067304

Open access 

Role of patients’ family members in 
end- of- life communication: an 
integrative review

Jack Pun    ,1 James C H Chow,2 Leslie Fok,2 Ka Man Cheung2

To cite: Pun J, Chow JCH, 
Fok L, et al.  Role of patients’ 
family members in end- 
of- life communication: an 
integrative review. BMJ Open 
2023;13:e067304. doi:10.1136/
bmjopen-2022-067304

 ► Prepublication history and 
additional supplemental material 
for this paper are available 
online. To view these files, 
please visit the journal online 
(http://dx.doi.org/10.1136/ 
bmjopen-2022-067304).

Received 10 August 2022
Accepted 05 February 2023

1Department of English, City 
University of Hong Kong, Hong 
Kong SAR, People's Republic 
of China
2Department of Clinical 
Oncology, Queen Elizabeth 
Hospital, Hong Kong SAR, 
People's Republic of China

Correspondence to
Dr Jack Pun;  jackpun@ me. com

Original research

© Author(s) (or their 
employer(s)) 2023. Re- use 
permitted under CC BY- NC. No 
commercial re- use. See rights 
and permissions. Published by 
BMJ.

ABSTRACT
Objectives To synthesise empirical findings on the role of 
family in end- of- life (EOL) communication and to identify 
the communicative practices that are essential for EOL 
decision- making in family- oriented cultures.
Setting The EOL communication settings.
Participants This integrative review followed the 
Preferred Reporting Items for Systematic Reviews and 
Meta- Analyses reporting guideline. Relevant studies 
published between 1 January 1991 and 31 December 
2021 were retrieved from four databases, including 
the PsycINFO, Embase, MEDLINE and Ovid nursing 
databases, using keywords with meanings of ‘end- of- life’, 
‘communication’ and ‘family’. Data were then extracted 
and coded into themes for analysis. The search strategy 
yielded 53 eligible studies; all 53 included studies 
underwent quality assessment. Quantitative studies were 
evaluated using the Quality Assessment Tool, and Joanna 
Briggs Institute Critical Appraisal Checklist was used for 
qualitative research.
Primary and secondary outcome measures Research 
evidence on EOL communication with a focus on family.
Results Four themes emerged from these studies: (1) 
conflicts in family decision- making in EOL communication, 
(2) the significance of timing of EOL communication, 
(3) difficulty in identification of a ‘key person’ who is 
responsible for decisions regarding EOL care and (4) 
different cultural perspectives on EOL communication.
Conclusions The current review pointed towards the 
importance of family in EOL communication and illustrated 
that family participation likely leads to improved quality of 
life and death in patients. Future research should develop 
a family- oriented communication framework which 
is designed for the Chinese and Eastern contexts that 
targets on managing family expectations during prognosis 
disclosure and facilitating patients’ fulfilment of familial 
roles while making EOL decision- making. Clinicians should 
also be aware of the significance of the role of family 
in EOL care and manage family members’ expectations 
according to cultural contexts.

INTRODUCTION
End- of- life (EOL) communication has a 
crucial influence on medical decision- making 
and the quality of care at the final stage of a 
patient journey. It informs patients and their 
families on the current medical conditions; 
explores unanswered concerns and health 

needs; provides emotional support and prac-
tical advice; reveals what lies ahead and allows 
care providers to understand how they can 
improve the care for the patients during their 
final days. EOL communication during palli-
ative care removes the stigma around death 
and help the patients set out their final wishes 
to the family.1 In general, effective commu-
nication regarding prognoses and optimal 
treatment has multidimensional benefits, for 
instance, promoting the quality of EOL care 
and decreasing the stress of the carers.2 In 
contrast, poorly conducted medical conver-
sations may lead to negative treatment 
outcomes such as aggressive life- sustaining 
treatments,3 4 unsatisfactory hospital expe-
riences,5 poor well- being6 and unnecessary 
healthcare costs.2 7 Thorough EOL communi-
cation among clinicians, patients and carers 
help to alleviate anxiety and enable patients 
to be cared for in desired ways.2 8

However, empirical evidence shows that the 
EOL communication practice is not always 
performed effectively.9 10 Many patients and 

STRENGTHS AND LIMITATIONS OF THIS STUDY
 ⇒ This review offers a timely synthesis of research 
evidence of the role of family in end- of- life (EOL) 
communication.

 ⇒ The search strategy was developed in collaboration 
with frontline clinicians, academics and librarians 
to offer a diversified view towards a holistic un-
derstanding of the topic, study methodologies and 
study settings.

 ⇒ This review includes different research designs 
and methods including quantitative, qualitative and 
mixed- methods studies within the topic of family 
role in EOL communication.

 ⇒ As an integrative review, the themes emerged from 
the included studies can inform future research on 
developing a family- oriented communication frame-
work that targets on managing family expectations 
when making EOL decision- making.

 ⇒ Findings have to be interpreted cautiously due to 
a number of studies included in this review are 
emerged from Chinese context.
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carers are reported to be poorly informed about their 
patients’ situations and that the patients were often 
unaware of their own risks of imminent deaths.11 Similarly, 
clinicians’ unawareness of patients’ wishes may hinder the 
provision of the most appropriate healthcare options for 
patients. Healthcare professionals also find it challenging 
to directly discuss deaths with patients and caregivers, as 
patients and caregivers are often being ill informed and 
tend to be overoptimistic on the prognoses.12 There are 
different expectations for palliative care in Chinese and 
Western cultures. Most Chinese patients rely on doctors 
to make the final decision regarding EOL treatments,13 14 
the wishes of close family members are also considered. 
Research results show that in the broader Asian context, 
family members and religious beliefs heavily influence 
patients’ decisions on EOL and palliative care.15–17

Nowadays, many developed regions such as the USA, 
Europe and Australia adopt the shared decision- making 
approach to family–clinician EOL communication.18 
However, patients who are admitted to general wards 
or intensive care units (ICUs) which are aggressively 
managed have no prior opportunities for effective 
discussions with their families or clinicians about their 
desires and goals.19 There is a lack of clear communica-
tion framework that sets the standard for essential infor-
mation that family caregivers should receive, which will 
likely include patients’ current medical condition and 
prognosis estimates, additional options of treatment and 
support measures available and their risks and bene-
fits, and the preferences of patients and family to guide 
clinicians to reach realistic care goals.20 21 When family 
members receive insufficient information, difficulties 
may arise during EOL communication. This occurs espe-
cially in the ICU settings, where urgent decisions about 
whether to pursue aggressive life- sustaining treatments for 
patients are required. In a study by Azoulay et al,22 54% of 
the family members of ICU patients did not have a clear 
understanding of the patients’ diagnoses, prognoses and 
treatments and the physician–family meetings lasted for 
no more than 10 min. As a result, family members have 
poor understandings of the situations they were facing, 
which led to suboptimal decision- making. In addition to 
time constraints, the lack of communication skills is also 
an important factor. Clinicians tended to discuss EOL 
life- sustaining treatments in a scripted, depersonalised 
and procedure- focused manner. Clinicians also tended 
not to initiate EOL conversation directly and in a timely 
manner.18

Among the factors affecting EOL communication as 
well as the engagement of patients and their family care-
givers, the factor most discussed is cultural differences 
between the Eastern and Western countries. Chinese 
culture values collectivism, wherein patients prefer to 
make joint decisions with their family members or some-
times even rely completely on them.14 Rooted in Confu-
cian morality, filial piety is a very important moral tenet 
in Chinese culture that has been advocated and practiced 
for thousands of years. People of the Chinese culture are 

required to provide care to their parents in return for the 
care they received from their parents in their childhood 
years. Therefore, many Chinese elderly patients believe 
that their children may naturally understand their pref-
erences and are able to make decisions for them in their 
final days.14 23 24 For example, family members of elderly 
patients would request the doctors to discuss with them 
first, before the doctors consult the elder patient. In some 
cases, family members will also choose not to disclose the 
bad news to the patients.25 Collusion, a scenario wherein 
the family wishes to hide the diagnosis from the patient, is 
common in Asian cultures. In a study conducted in Singa-
pore by Low et al26 found that 96% of family members 
expressed reluctance in disclosing the prognosis to the 
patient. This situation is also prevalent in Hong Kong, in 
which its culture is heavily influenced by both Chinese 
and Western beliefs. In research conducted with Chinese 
patients, maintaining a strong connection with the family 
during palliative care has been reported to be one of the 
most important components of a ‘good death’ for elderly 
patients.27 This interdependent relationship between 
family caregivers and patients opposes the ideology of 
autonomy and self- determination that predominate in 
Western culture, and is to a certain extent, culturally 
understood and accepted by patients in the Chinese 
context.

Regardless of the effects of different cultural norms, 
recent reports have shown that healthcare professionals 
widely agree that EOL communication should involve 
both the patient and family members.28 29 In one inter-
national survey of palliative care professionals, more 
than 80% of the participants agreed that more practical 
instructions during communication with patients’ family 
members would enhance EOL decision- making.29 30 
Recently, the English Parliamentary and Health Service 
Ombudsman31 found that the main area of health 
professionals’ complaints about EOL care was commu-
nication failure with terminally ill patients and their 
family members. Without adequate family involvement, 
promoting the holistic care of patients during their EOL 
is difficult.

In response to such dissatisfaction with EOL commu-
nication, several guidelines have been established 
for practitioners with focus on individuals’ rights and 
autonomy in the medical context. Guidelines such as 
the COMFORT model (an acronym for Communica-
tion, Orientation, Mindfulness, Family, Ongoing, Reit-
erative messages and Team) and SPIKES protocol (an 
acronym for Setting, Perception, Invitation, Knowledge, 
Empathetic Response, Summary) provides a framework 
for clinicians to engage in palliative care discussion with 
patients.5 32 Meanwhile, existing recommendations mostly 
focus on the patient–clinician conversation rather than a 
family- oriented conversation. Many close family members 
are eager to thoroughly understand the dying process 
and the importance of understanding medical jargon, 
inclusivity, and full transparency33 is lost in the existing 
recommendations.
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Due to the aforementioned factors, the development 
of an EOL communication strategy that considers active 
family involvement is necessary. While previous systematic 
reviews on family decision- making and involvement,34 
nurse to family support during withdrawal of life- sustaining 
treatment and imminent death35 36 and EOL communica-
tion to patients and caregivers during the advanced stages 
of related illnesses37 are present, an integrative review is 
lacking. As such, in this integrative review, the researchers 
aimed to contribute to the current literature by system-
atically reviewing research findings that highlight the 
roles of patients’ families in EOL decision- making. The 
aim of the review was to answer the following question: 
What is the existing research evidence regarding the role 
of family in EOL communication, and what themes can 
be derived from their synthesis?

The summarised information sheds light on the role 
of family in EOL communication and decision- making 
and contributes to future research and policymaking 
regarding EOL communication. Although culture and 
its related elements regarding EOL communication and 
care have been heavily foregrounded thus far, it is not 
saliently marked in the research question because it is 
a prominent theme elicited after, rather than prior, the 
systematic review search (see also Pun et al38).

METHODS
This integrative review aimed to provide integrated 
information on the role of family in EOL communica-
tion using the Preferred Reporting Items for Systematic 
Reviews and Meta- Analyses guideline as reporting system 
(see figure 1). The review included relevant studies 
published between 1 January 1991 and 31 December 
2021. The purpose behind the proposed date is the 
majority of related studies and articles regarding familial 
roles in EOL communication were published since the 
specified date.

Search strategy
PsycINFO, Embase, MEDLINE and the Ovid nursing 
databases were searched in the initial screening process 
to identify relevant articles using the following keywords 
and synonyms, such as ‘end of life’, ‘communication’ and 
‘family’. The search restriction on the publication date 
was from 1991 to 2021. Search logic is also used to assist 
the search by using Boolean operators such as OR, AND, 
NOT, the search logic allows different combinations to 
access the most relevant studies (see online supplemental 
appendix 1 for the details on our search strategies). 
Specifically, the search strings of the four employed data-
bases are presented as follows (see box 1)

Figure 1 PRISMA flow diagram. Moher et al.90 EOL, end- of- life; PRISMA, Preferred Reporting Items for Systematic Reviews 
and Meta- Analyses.

https://dx.doi.org/10.1136/bmjopen-2022-067304
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In addition, a manual search was made of relevant 
journals, and the bibliographies of relevant articles and 
reviews were also cross- checked for potential eligible 
studies. Studies that met the inclusion criteria were 
included for further review and duplicated articles were 
removed.

Inclusion and exclusion criteria
An initial search was carried out to identify relevant arti-
cles on EOL communication that were published between 
1 January 1991 and 31 December 2021. Studies were 
included if they were peer reviewed and concerned EOL 
communication and family. Studies were excluded for the 
following reasons: (a) having a focus on topics that were 
unrelated to EOL communication (eg, religious studies 
of EOL care); (b) not being original research based on 
empirical findings (eg, literature reviews, opinion pieces); 
(c) being non- English- language articles; (d) being non- 
peer- reviewed studies.

Our investigation encompasses a broad scope. The 
various aspects of EOL care include EOL communica-
tion studies in general (ie, not limited to diagnosis, prog-
nosis etc) (To avoid conflating EOL and palliative care, 
we mainly include studies that are primary focus on EOL 
topic but we note that some EOL studies may contain 
topic such as palliative care.) and focus on the involve-
ment and roles of and between family, clinicians and 
relatives. Peer- reviewed full- text journal articles such as 
original studies and reviews were included. Furthermore, 
those relating to the Chinese context were especially 
retrieved and included as a subset of articles considering 
the effects of confucianism- influenced family culture in 
the Chinese context on EOL. The initially shortlisted 
articles were cross- checked by the three authors for final 
review and data extraction. Articles that were not peer- 
reviewed or written in English were excluded. Although 
we have a bilingual research team, EOL care articles that 
were written in Chinese were not included in the research 
due to insufficient peer- reviewed articles and the paucity 
of EOL communicative aspect- oriented research.

Data extraction
Three authors were involved throughout the entire title 
screening, data collection and text review process. Before 
data extraction, the authors independently screened the 
titles and read the whole abstract of each paper to exclude 
irrelevant articles according to the inclusion criteria. The 
full papers were retrieved if their abstracts were consid-
ered potentially relevant. The full texts of the chosen 
articles were subjected to in- depth data extraction. The 
objectives, research design, participant characteristics and 
key findings were examined and recorded and appraised 
for quality by oncologists and palliative care practitioners 
to ensure that all relevant journals were included in the 
search. Any disagreements were resolved by discussion to 
reach a consensus among all the authors.

Patient and public involvement
No patient involved.

RESULTS
Quality assessment
The Quality Assessment Tool for Quantitative Studies39 
was used to assess quantitative (n=14) and mixed- method 
studies (n=2). Each article was given ratings on a three- 
level ordinal scale: ‘weak’, ‘moderate’ or ‘strong’ in eight 
areas such as research design and selection of study popu-
lation. Qualitative (n=37) and mixed- method studies 
(n=2) were evaluated with the Joanna Briggs Institute 
Critical Appraisal Checklist for Qualitative Research,40 
which is a 10- item checklist covering components such as 
congruity and reflexivity, scored as ‘yes’, ‘no’, ‘unclear’ or 
‘not applicable’. The quality of the included studies was 
evaluated independently by the first and second authors. 
Any disagreements in ratings were discussed and resolved 
with the third author.

Weight of evidence measure
To ensure the quality of the included studies, the papers’ 
‘weight of evidence’ was measured according to three 
criteria: the relevance of each paper to the current review; 
the appropriateness of the research; the validity of the 
study and the overall contribution of the research to this 
review. These variables are specified in table 1.

Regarding the relevance aspect of the included studies, 
that is, to which the degree of the topic(s) examined 
align with our review questions, 86% of the 53 reviewed 
articles were considered as either high or medium level of 
relevance. Appropriateness is evaluated based on whether 
the research designs were appropriately employed. The 
authors judged that 28% and 38% were deemed to be 
highly appropriate and fairly appropriate, respectively. 
Eighty- three per cent of the included studies were consid-
ered to have a medium- to- high level validity, where the 
scorings were based on the preciseness and consistency 
of data analysis. These ratings, therefore, draw an overall 
conclusion that 30% of the included studies were able to 

Box 1 Search strings

 ⇒ PsycINFO: abstract((family) OR (parent*) OR (caregiver*)) AND ab-
stract((communicat*) OR (communication skill*)) AND abstract((“end 
of life”) OR (end- of- life) OR (EOL) OR (terminal) OR (terminally ill)) 
AND pd(19910101–20211231))

 ⇒ Embase: ((‘family’/exp) OR (parent*) OR (caregiver*)) AND ((commu-
nicat*) OR (communication skill*)) AND ((end of life) OR (end- of- life) 
OR (EOL) OR ((terminal) OR (terminally ill))

 ⇒ MEDLINE: ((“family”) OR (“parent*” OR “parent+”) OR (“caregiver*” 
OR “caregiver+”)) AND ((“communicat*” OR “communication+”) OR 
(“communication skill*”)) AND ((“end of life”) OR (“end- of- life”) OR 
((“terminal”) OR (“terminally ill”))

 ⇒ Ovid nursing database: ((family) OR (parent*) OR (caregiver*)) AND 
abstract((communicat*) OR (communication skill*)) AND ((“end of 
life”) OR (end- of- life) OR (EOL) OR (terminal) OR (terminally ill))
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make a strong contribution in answering the review ques-
tions while 43% made a fairly significant contribution.

Included articles
The initial search identified 25 305 eligible studies, 25 
318 of which were excluded after abstract screening. The 
search includes keywords and synonyms of ‘end of life’, 
‘communication’ and ‘family’. Search logic are also used 
to assist the search through using Boolean operators such 
as OR, AND, NOT, the search logic allows different combi-
nations to access the most relevant studies, for example, 
‘end of life AND communication AND family’.

The full- text screening of the remaining 109 studies 
was then subjected to in- depth review (see figure 1). This 
led to the further exclusion of 56 articles because they: 
(a) focused on unrelated topics of family- oriented EOL 
communication; (b) lacked empirical evidence; (c) were 
written in other languages rather than English or (d) 
were not peer reviewed. Finally, 53 studies were included 
in this review.

The characteristics of the included studies
The characteristics of the 53 studies that met the inclu-
sion criteria are summarised in table 2 (see online supple-
mental appendix 2 for a summary of each included 
study). The number of studies on the role of family in 
EOL communication increased significantly after 2010. 
Most of the studies were from the USA (24), closely 
followed by Hong Kong (7), Canada (4), the UK (3), 
China (2), South Korea (2), Netherlands (2), France (2) 

and other countries (7). Of the 53 included studies, 37 
were qualitative studies, 14 were quantitative and 2 were 
mixed- method.

Identified themes
Thematic analysis was conducted to capture any reoccur-
ring topics in the included studies41 42. The coding process 
is inductive without referring to any existing coding frame-
work. To do this, all the authors will first read through the 
transcripts carefully and give an initial free coding to all 
segments relevant to the role of family in EOL commu-
nication. We then conducted several review rounds to 
compare, sort and recode, as we look for connections 
among the coded segments and compared analyses from 
the other included papers. In this way, the authors identi-
fied and coded issues from each of the included studies, 
which were then synthesised into a set of broad reoccur-
ring themes about the role of family in EOL communica-
tion.43 Four themes were identified: (1) conflict in family 
decision- making in EOL communication; (2) the signifi-
cance of timing of EOL communication; (3) difficulty in 
identification of a ‘key person’ responsible for decisions 
regarding EOL care and (4) different cultural perspec-
tives on EOL communication.

Conflicts in family decision-making in EOL communication
Internationally, the involvement of family members in 
EOL communication has often been discussed in the 
context of provision of support, but very few studies have 

Table 1 Weight of evidence of the current review

Relevance Appropriateness Validity Overall contribution

High 46% 28% 38% 30%

Medium 40% 38% 45% 43%

Low 13% 33% 16% 26%

Table 2 Main ideas of the themes emerged from the reviewed studies

Theme Main ideas Studies

1. Conflicts in family 
decision- making in EOL 
communication

There existed a certain degree of discrepancies in decision- making between the patient 
and family caregivers; to optimise EOL communication among the relevant stakeholders, 
physicians should be able to gauge and respond to the patient’s psychosocial needs and to 
also take the family’s perspective into account when having EOL conversations.

9 20 23 29 44–54

2. The significance of timing 
of EOL communication

There is typically a delay in initiating EOL communication; it is often due to the avoidance of 
having open physician- patient discussion about the illness. Patients were generally worried 
about making EOL decisions once informed about the diagnosis, while physicians were 
concerned that the negative prognostic information would impact the patients and hence, 
leading to a late timing of EOL communication.

22 26 49 50 55–61

3. Difficulty in identification 
of a ‘key person’ 
responsible for decisions 
regarding EOL care

Some patients were found to not wish to be involved in making their own palliative care 
decision out of the fear and uncertainty of their EOL stage, family members or even the 
physicians themselves might in turn have to be responsible for decision- making; this likely 
leads to an unclear division of responsibility regarding EOL decision- making.

14 62–67

4. Different cultural 
perspectives on EOL 
communication

Individualism is of value in the West where most patients preferred having the autonomy 
to make EOL decision for themselves, while collectivism and filial piety are the main values 
typically found in Eastern society; patients tended to rely on their children or discussing 
within the family when making palliative care decisions.

14 25 68–76

EOL, end- of- life.

https://dx.doi.org/10.1136/bmjopen-2022-067304
https://dx.doi.org/10.1136/bmjopen-2022-067304
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directly explored how important the role of family is and 
in what way the family must be involved.

Family caregivers traditionally play their own unique 
roles in providing emotional and financial support to 
contribute to a ‘good death’— a pain- free situation during 
the last phase of life and not on exhausting possible 
treatments to prolong life unnecessarily— for the dying 
patients.20 44 In fact, the patients expect to receive family 
support more than the support from healthcare workers. 
Furthermore, the social support from family members 
serves as the fulfilment of their own familial obligations 
and is a foundation providing quality EOL care.45–47

Many clinicians nowadays have come to realise that 
the patients’ and families’ views and beliefs have to be 
considered in the decision- making process.20 29 In circum-
stances where disagreement about the medical advice 
arises between the doctor and the family, establishing a 
care plan could become difficult, and this could cause the 
withholding or withdrawal of treatment implementation. 
Family members have also noticed that healthcare staff 
would avoid EOL conversations. However, it is important 
for healthcare staff to initiate EOL conversations, so that 
patient’s needs and their family’s preferences are prop-
erly addressed.29 It was also found that some doctors have 
to follow the family’s wishes, even if it was against the 
professional judgement of what was appropriate for the 
patient.48–50 For instance, against the doctors’ recommen-
dations, some family might still desire more unnecessary 
treatments just to sustain a dying patient’s life when he or 
she could not make an EOL decision.

Disagreements about decisions on EOL treatments 
could also occur between terminally ill patients and their 
family members. There are contradictions between family 
members who wish to hold onto their loved ones for as 
long as possible and the patients who wish to let go and 
reject life- sustaining treatments.51–53 Fan et al23 and Shin 
et al54 used standardised questionnaires to examine the 
preference and concordance among the patients with 
cancer, family members and clinicians regarding EOL 
communication. This includes the disclosure of diag-
nosis and prognosis, family involvement in such processes 
and EOL decision- making. Findings revealed that family 
members’ preferences did not always align with that of 
the patients in some cultural contexts such as China and 
Korea,23 54 for example, Shin et al54 found that discus-
sions between patients and their family regarding treat-
ment preferences might not always end in agreement, 
since patients’ family tended to opt for life- sustaining 
treatments when the patients desired otherwise. Fan et 
al23 suggested that mainland Chinese patients depended 
largely on their families and doctors tended to substitute 
patients’ consents with that of their families. Additionally, 
there are discrepancies between clinicians’ medical prac-
tice and the preferences of the patients and their family 
caregivers. For instance, rigid protocols and guidelines 
that inform the healthcare of the young patients created 
tension among family caregivers and clinicians as they did 
not take into account the patients’ individual needs.9

The significance of timing of EOL communication
Owing to the complexity of EOL communication, that is, 
the constitution of delivering exhaustive information from 
doctors, the complicated emotions derived from relevant 
stakeholders and the dynamics of family involvement in 
the patient’s healthcare, there typically appears a delay 
in conducting EOL communication.49 50 55 Cherlin et al55 
found that the communication between family caregivers 
and clinicians about the terminal illness and possible use 
of hospice care occurs late in the course of the illness. 
Some patients consistently wrestled with the thought of 
knowing that they were ill and trying to defer EOL deci-
sions.56–58 From the perspective of clinicians, there seems 
to be a tendency for clinicians to initiate the communica-
tion of negative prognostic information until they reach 
a perceived ‘threshold’ of certainty in the accuracy of a 
prognosis.56 This observation corroborates with those of 
Lind et al,58 who discovered that the doctor’s directive 
to ‘wait and see’ may cause miscommunication between 
the doctor and family members. One possible reason for 
the delayed initiation of EOL conversations from doctors 
might be due to their lack of incompetent communica-
tion skills, in which many of them were unable to discuss 
EOL issues with the patients and the families in an effec-
tive and timely manner.59 Yet, this directive to further 
delay diagnosis could potentially give the family a sense 
of false hope that the patient’s situation can be improved. 
When miscommunication occurs, it would appear to be 
too late to conduct proper EOL communication or for 
family members to provide input in the decision- making 
process about terminating treatment.

Another potential reason why EOL communication 
may not be implemented in a timely fashion is the pres-
ence of physician–family collusion, a situation where 
family members choose to hide the diagnosis and prog-
nosis from the patients; and it is not uncommon in the 
palliative care context. Notwithstanding the fact that 
collusion goes against medical ethics and can potentially 
cause various complications in EOL treatment, admit-
tedly, collusion is widely seen across Europe and Asia.26 
This is because of the fear of disappointing the patients 
by informing them of their deteriorating health condi-
tion, and more prevailing in Asian countries that the 
social norm of holding family members to be responsible 
for the main body of communication about EOL care.

The failure to have patients engage in timely EOL 
conversations can lead to aggressive life- sustaining treat-
ments, underutilisation of palliative care and negative 
outcomes for both patients and their families. Patients’ 
psychological conditions, including depression scores 
and quality of life metrics, will be compromised without 
good palliative care. Moreover, introducing palliative care 
relieves caregiver stress and improves caregiver depression 
scores.22 57 As a result of these side effects, clinical predic-
tion models to provide estimated remaining survival time 
of the patient have started to gain popularity in medical 
practices to aid the EOL discussion pacing of clinicians.
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Proper and prompt palliative care referrals are also 
important. Frameworks for effective EOL communica-
tion could also encourage clinicians to identify an optimal 
time to refer the patient to palliative care.60 61

Difficulty in identification of a ‘key person’ who is responsible 
for decisions regarding EOL care
Communication required to negotiate EOL care extends 
beyond the patients and the doctors. It also includes the 
patients’ families, especially in the context of Asia, which 
family- oriented practices prevail.14 Families may wish to 
take up the responsibility for the patient’s EOL care. The 
involvement of multiple parties often leads to difficulty 
in identifying a main person to hold responsibility for 
making palliative care decisions.

Failure to identify a key person among family members 
in EOL care and conversations can cause confusion 
and misunderstanding, undermining decision- making 
and contributing to a confused process which is already 
fraught with uncertainty.62 63 Unclear responsibilities and 
responses can create contradictory expectations between 
the family members and the patient. Discrepancies have 
been observed between the last wishes of patients to follow 
the natural course comfortably and the desire of their 
family members to hold on to their loved ones for as long 
as possible.64 65 Even when the decision- making responsi-
bility is delegated to one family member, their decisions 
may be affected by contradicting opinions within the 
family.66 To further complicate the matter, McDarby et al67 
showed that elderly parents’ EOL preferences may not 
be understood by their children. Consequently, misun-
derstanding and a lack of communication between the 
patients and their families emerge, resulting in confusion 
and disagreements in the EOL decision- making process.

Different cultural perspectives on EOL communication
Sociocultural factors play a significant role in EOL commu-
nication. In the West, individualism and autonomy are 
emphasised. EOL communication usually occurs between 
the doctor and the patient. Depending on the patient’s 
wishes, family members may also be involved.25 Although 
there are significant cultural differences between Chinese 
and Western regions, clinicians of Chinese contexts 
undertake the same EOL communication models 
adopted by clinicians from the West.25 They would look 
for social cues such as the nonverbal communication 
behaviour including tone of voice, manner and attitude, 
to determine the readiness of patients to engage in EOL 
conversations. However, the implications of these social 
cues may differ by cultures. Heavy reliance on social cues 
leads to miscommunication. In certain cultural contexts, 
understanding the non- verbal cues from patients is essen-
tial to perceiving their readiness with EOL communica-
tion and to help (re)calibrate the conversation flow; thus, 
potentially making non- verbal communication even more 
crucial than the verbal content (see also McElroy et al and 
Schonfeld et al68 69). These factors influence the agencies 
manifested across the multiple parties, which potentially 

contribute further to the EOL decision- making conflicts. 
Meanwhile, in Chinese contexts, EOL communication 
is largely affected by sociocultural factors. Decisions are 
made as a collective family rather than between the indi-
vidual patient and doctor.70 Studies have shown that some 
patients do not wish to be involved in the decision- making 
process of their treatments even if it concerns their own 
life. This belief is prevalent among Chinese patients. Due 
to the Chinese cultural beliefs, dying Chinese patients 
prefer to let their children make the EOL decisions. 
Bowman and Singer14 reported that the role of family 
in the Chinese culture emphasises interdependency, 
obligation and responsibility to others. Family members 
in a Chinese family are expected to be responsible for 
protecting the patient’s health, safety and general well- 
being. Chinese patients believe in their children’s ability 
to make decisions on their behalf and see no need for 
advance directives about treatment or communication 
on EOL needs, resulting to increased miscommunication 
and misunderstanding about the patient’ s needs.

Similar findings were observed in Eastern countries, 
where Asian family members typically preferred to be 
involved in making EOL decisions together with, or some-
times, on behalf of the elderly patients.25 71–74 In China 
and nations of proximity such as Korea, where Chinese 
culture poses significant impact, EOL decision- making 
tends to be a family- centred practice rather than an indi-
vidual decision.73 75 76 Alternatively, Kato and Tamura74 
offered relational authority as another dynamic found 
within East Asian cultures, where family members will 
leave medical decisions to the clinicians. Kato and Tamu-
ra’s74 study also stresses that family members felt a great 
responsibility to care for their parents and that failure to 
continue the care, such as admitting their parents to a 
nursing home, led to feelings of guilt and abandonment 
among the family members. This is because the ideology 
behind it, which is constructed from traditional Confu-
cianist and Buddhist beliefs, largely focuses on collec-
tivism and familial responsibility. Filial piety is a key value 
to maintain social stability and familial harmony. Based on 
this premise, parents become the recipients of their adult 
children’s care, and children of dying patients are highly 
trusted in making treatment plans and EOL decisions for 
their parents.71 73–75 In addition, in the East Asian context, 
immediate family members generally possess the power 
to decide whether to inform the patient of their current 
medical situations,25 creating a common phenomenon 
where the doctors would have consultations with the 
family caregivers prior to speaking with the patients.

DISCUSSION
This review identified the significance of family members 
in EOL communication and how their engagement in 
EOL discussions can improve the quality of patients’ EOL 
and death. Moreover, this review found that there is a 
need for Chinese and East Asian- specific EOL communi-
cation model to address cultural needs of elderly patients. 
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An important trend identified in the included studies is 
the accumulating body of knowledge on the significance 
of family on care, support as well as communication with 
the patients. Open discussions initiated by clinicians are 
key to decreasing psychological side effects in patients 
and family members such as anxiety, psychological stress 
and pressure.77

Referencing to the research question, existing research 
about familial roles in EOL communication can be cate-
gorised into four different themes. As discussed, family 
can be a prominent source of decision- making conflict 
in EOL communication. For instance, family caregivers 
may have to perform the role of the patient’s ‘doctor’ 
in home- based care by assessing the patient’s symptoms, 
administering drugs and providing hands- on care. With 
little to no support from professional healthcare staff, 
home care becomes the very source of anxiety and stress 
for the carer.78 Decision- making conflicts could also occur 
between the family and clinicians, and the family and the 
patient, particularly if resources for support from profes-
sionals were limited. It goes without saying that these 
conflicts do affect the provision of holistic and effective 
care for the patient.78 Not only that, the lack of identi-
fying a key person responsible for EOL decision- making 
results in decision- making conflict. These conflicts could 
result in significant delays of exercising EOL treatments.

Despite the associated challenges and issues of 
involving family in the decision- making process, families 
are an important source of support for patients who are 
undergoing EOL care. Family support could be mani-
fested through providing the basic needs of the patient 
(ie, helping to make the patient more comfortable, 
offering food and drinks, etc), monitoring the patient’s 
emotional status and offering immediate support and 
assistance.45 49 Family participation in EOL matters is also 
found to be negatively correlated with the level of psycho-
logical distress in bereaved family caregivers, implying 
that the more the family members engage in the patient’s 
EOL journey, the lesser extent they experienced psycho-
logical symptoms such as anxiety and depression since 
the patient’s departure.77–80 Chui and Chan’s81 research 
echoes this finding, demonstrating that longer EOL 
discussions could significantly reduce the incidence of 
post- traumatic stress disorder, anxiety and depression of 
the families of patients who died in the ICU. On the other 
hand, Mitchell et al’s9 findings noted that there was insuffi-
cient time for family caregivers to consider the possibility 
of death, as avoiding the possibility served as a coping 
mechanism for the caregiver and the life- threatening 
aspect of the patient’s condition was only acknowledged 
after an episode was resolved. As for the impact on the 
patients, Byock’s82 clinical observation revealed that 
despite the typical suffering at the EOL, the quality of 
family input during EOL discussions, such as careful, 
relationship- appropriate and goal- directed EOL commu-
nications, was important for the patient’s emotional well- 
being and the overall experience towards the EOL stage. 
Thus, quality communication between the patients and 

their family members is vital in improving the quality of 
life of dying patients during their EOL stage.44 46 51

Considering the value that familial support could have, 
healthcare workers must learn what is important to the 
patients and their families and ensure that their prefer-
ences are adequately explored, adhered to and respected 
even in cases where their preferences contradict the clini-
cian’s decision. From the clinician’s point of view, EOL 
communication is most effective when family members 
participate and engage in the joint decision- making discus-
sion.20 83 Fostering positivity in EOL communication as a 
clinician was also viewed to be important.29 When family 
members and patients clearly understand one another’s 
EOL preferences, decisions on treatments and palliative 
care could effectively address patients’ needs.79

There is also plenty of material to discuss with the 
significance of timing in EOL communication. With 
regards to physician–family discussions, clinicians should 
be equipped with the competency to explain its nega-
tive effects on the patient and family members in an 
empathetic and compassionate way as well as encourage 
communication between family members and the 
patients, so that family members could understand the 
patients’ wishes and explain their diagnoses.26 Clini-
cians should also be educated to take on a bridging role 
between family members and the patients, acting as a 
facilitator of communication and exploring any unspoken 
issues that either side are intentionally avoiding. As such, 
with continual training and education, healthcare profes-
sionals could develop effective communication skills for 
palliative care and collaborate with the patients’ families 
to provide quality EOL care. Furthermore, healthcare 
providers should act as mediators and advisors to assist 
both parties in making appropriate treatment decisions 
and thus enable the patients to have a ‘good death’.14 
The barriers and uncertainties among the patients, family 
members and the clinicians should be moderated to build 
trust and facilitate open EOL communication.64 84

Moreover, healthcare providers may be capable of 
initiating EOL conversations at optimal timing with 
widespread adoption of prognostic tools. When EOL 
discussions are conducted at optimal timing, patients’ 
comfort and dignity during EOL could be immensely 
improved.55 The Palliative Care Chart developed by 
Bailey et al51 is a tool for clinicians to assists in generating 
effective EOL communication, aiming to facilitate conti-
nuity and co- ordination of care and sense of partnership 
between patients and their families. The chart serves 
as a checklist for clinicians. Together with the training 
on use of the tool, results showed that clinicians were 
able to resolve ongoing concerns occurred between the 
patients and family members during palliative discus-
sions. Another means to educate healthcare professionals 
to provide better palliative care is the development of 
quality indicators as suggested by Raijmakers et al.30 Clini-
cians can be trained to monitor different aspects of the 
patient according to the quality indicators, for instance, 
limited need for pain control, providing palliative care 
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accordingly and improving the patients’ quality of life 
towards the last stages of their lives. Educational inter-
ventions may be one way to raise the awareness and 
significance of patient participation in EOL planning. 
As suggested in this review, family participation in the 
process of EOL discussions should also be considered. 
Family participation in EOL communication was shown 
to have positive effects on the patients’ quality of EOL 
treatment receptions.21 61 However, the degree of involve-
ment varies between Eastern and Western countries given 
cultural differences, requiring a Chinese and Eastern- 
specific communication model to address the cultural 
implications of different regions. Chinese patients and 
families commonly avoid EOL communication due to 
Buddhism and Confucianism beliefs, which accepts that 
talking about death brings death closer.14 These beliefs 
also emphasise a balance of physical, emotional and 
social harmony, which provides a culturally sound reason 
for them to evade such conversations regarding palliative 
care and EOL decisions.14 61 Also, in China, specifically, 
filial piety plays an important role in the conduct of chil-
dren. In cases of medical care, the burden of making 
treatment decisions and EOL choices is usually delegated 
to the children of elderly patients.14 24 57 85 Some elderly 
patients may even choose to exclude themselves from the 
EOL communication between clinicians and family care-
givers and family members would become the first and 
main persons to contact during the discussion about their 
conditions and EOL decisions.11

In Western countries, contrarily, patients and elderly 
people are generally familiar with palliative care. The 
awareness of setting up wills and arranging palliative care 
enable them to be relatively prepared to engage in early 
EOL conversations.65 Furthermore, autonomy and self- 
determination are prevailing concepts, and patient’s self- 
exclusion during medical consultation is rarely observed. 
Given the prevalence of individualism, most patients of 
the Western contexts wish to make EOL decisions for 
themselves.69 86 In occasional circumstances, patients 
prefer to withhold information on diagnosis and treat-
ments to their family members, this would lead to a lack 
of communication87 as well as insufficient understanding 
of the illness among family members and, hence, compro-
mised preparedness in dealing with their beloved’s EOL 
issues.81

Prior research also addressed potential solutions to 
improve the quality and communicative environment 
of EOL care. Effective EOL communication is essential 
in creating a fulfilling EOL experience for the patients 
and their family members, while advance preparation 
could help achieve successful EOL conversations. As the 
majority of patients trust that their healthcare providers 
are capable of providing quality treatment, diagnosis 
and other information regarding their illness. Clinicians 
could build good rapport over time and establish trust 
with patients.57 This promotes patient- centred care, which 
is vital for effective EOL communication in both Eastern 
and Western contexts as the patients’ needs are always top 

priority when the doctors are developing medical plans. 
To attain such patient- oriented practices, clinicians must 
address the elements of (1) sensitivity to the patients’ 
needs, personal experiences and perspectives, (2) self- 
participation of the patients’ own recovery journey and 
(3) enhancement of doctor–patient relationships.

It is also critical to keep the patients informed about 
their diseases. In a previous study,62 half of the respon-
dents reported that neither were they notified about the 
diagnosis and prognoses nor did they fully understand the 
information provided by doctors. Clinicians should have 
regular meetings with the patients and family members to 
keep them up to date on the disease progress and prog-
noses. Advance notification of the nature of the meeting 
as well as the provision of a quiet and calm atmosphere 
could help decrease the anxiety of family members. Issues 
regarding the manner of delivery are present as well; 
when delivering bad news, clinicians were typically found 
not to have a specific goal or did not consider ahead 
how would the news impact the receiver.69 All these can 
become obstacles in conducting effective consultation as 
well as disclosing the unpleasant news to the patients. To 
balance both medical and interpersonal needs in such 
difficult EOL discussions, there are developed protocols 
to help clinicians to better approach the conversation. 
One example being ‘COMFORT model, which is a step- 
by- step guide on breaking bad news in a humane manner 
and at the same time, providing comfort to the recip-
ient.32 87 ‘SPIKES’ protocol, which is a six- step framework, 
assists doctors with proper preparation in delivering bad 
news while ensuring the patients’ comfort and under-
standing of the discussion.5 88 While these protocols were 
developed and validated in the Western context; since 
sociocultural factors play a significant role in doctor–
patient communication, they may not be applicable in 
non- Western nations due to the different traditional 
beliefs in the East.89 More specifically, the Chinese philos-
ophy of death being a taboo subject has wide influences 
across many Asian countries, resulting in hesitation of 
prognosis disclosure to dying patients. Having communi-
cation frameworks as a guideline for clinicians to navigate 
around EOL conversations is plausible; yet, a formulaic 
approach without cultural considerations of the patients 
could reduce patient satisfaction. Clinicians, therefore, 
need to adapt to families on a case- by- case basis while 
considering the nuances of patient perspective, context 
of the discussion and content of the conversation, so that 
they can adjust the communication accordingly.11

Finally, clinicians should attend to the family caregivers’ 
expectations according to the cultural context. They 
need to understand and respect the expectations of the 
patient and their family regarding the treatment. Differ-
ences in preferences and the lack of communication 
between medical professionals and patients are known 
to create conflicts. Careful listening and understanding 
the patients’ preferences enhance the quality of patients’ 
dying process.23 In addition, a one- size- fits- all approaches 
do not work in EOL communication due to the variety of 
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factors.24 It is essential to improvise discussions according 
to each patient and family needs. Moreover, keeping the 
general cultural guidelines in mind enables clinicians to 
connect with their patients more precisely in respect of 
different scenarios regardless of the cultural backgrounds 
of both parties. More research is warranted to investi-
gate how clinicians could and should communicate with 
different patients, by looking for the best model to assess 
the need and preference in communication. Medical staff 
must be trained to be prepared for providing a smooth 
EOL communication experience to patients based on 
their cultural backgrounds and practice.24

Strengths and limitations of the study
This review has synthesised the research findings from a 
range of diversified data sources in order to produce a 
comprehensive view towards the understanding of family 
role in EOL communication. To our best of knowledge, 
there is limited research on exploring the role of family in 
EOL communication, this review fills in the gap by high-
lighting the importance of culture and how it can affect 
the beliefs and roles of families in EOL decision- making. 
Better family- oriented EOL communication suggests that 
family participation will likely lead to improved quality of 
life and death in patients, managing family expectations 
during prognosis disclosure and facilitating patients’ 
fulfilment of familial roles while making EOL decision- 
making. While patients from the East depend on their 
family members to make EOL decisions, this paper urges 
for a family- oriented framework, which helps patients to 
fulfil their social role in the family.

There are several limitations in this review. First, the 
literature search only includes four databases, with only 
53 eligible included articles and many are quantitative 
studies, leading to a possible bias of the literature repre-
sentation. Second, studies written in other languages 
were not included. Only those fully published in English 
were reviewed and included in this study, which may have 
skewed our findings and interpretations. The included 
articles were not be able to cover all aspects of family in 
EOL communication, which may have affected the gener-
alisability of the findings. Third, in our analysis, we use 
the signposting of ‘the East and the West’ which is bene-
ficial in distinguishing EOL communicative practices 
across different cultural contexts, we also acknowledge 
the generalisability of such labelling; there are many addi-
tional factors which contribute to the complexity of EOL 
communication. Readers are reminded to interpret the 
findings cautiously due to a number of studies included 
in this review are emerged from Chinese context.

Conclusion
This review identified the important and unique roles 
of family caregivers in EOL communication and the 
pressing need to develop an EOL communication frame-
work designed for the Chinese and Eastern contexts. 
The reviewed studies indicated that family engagement 
in EOL discussions is beneficial for both patients and 

their family members. Knowledge about the patient’s 
diagnosis and prognosis information factoring in EOL 
decisions will facilitate fruitful communication among 
healthcare providers, patients and family members. 
Clinicians should identify and remove barriers to enable 
sufficient understanding of the information desired by 
each party, tackle collusions tactfully and bridge the gap 
between the parties if direct communication is difficult 
and distressing. The timing of EOL communication 
and communicative content is important, especially in 
circumstances where clinical deterioration is inevitable. 
Existing palliative care communication frameworks, such 
as the COMFORT model and SPIKES protocol, could be 
modified according to the implications of this review to 
fit the family- oriented cultures in Chinese and Eastern 
contexts. With such guiding principles, clinicians will be 
able to engage and discuss EOL issues with patients confi-
dently, thus performing a well- rounded EOL communi-
cation practice.

The current review identified four significant themes 
that presented the roles of family caregivers in EOL 
communication. Many of the articles in the review search 
in the results and discussion show the involvement of 
family members in EOL decision- making. Clinicians 
should acknowledge the significance of families’ views 
during the decision- making process. It is paramount 
to respect and understand the decisions of the patient 
and the family, while also acting as a bridge to mediate 
between them and facilitate open discussions. Clinicians 
can also use prediction models or prognostic tools to 
predict the patients’ survival time to ensure a timely EOL 
conversation to prepare for the end of their life.

Previous studies showed that programmes introducing 
advance care planning and acculturation could success-
fully encourage patients to participate in EOL commu-
nication with their palliative care team and family 
caregivers.24 57 However, while previous palliative care 
tools have shown to improve doctor–patient interac-
tion, a lot of them do not focus on further factors that 
contextualise and complicate EOL communication, 
such as sociocultural factors, patient- centred care and 
patient autonomy. Palliative care tools can be designed 
to be inclusive of family involvement in EOL communi-
cation, reflecting both the role of family members and 
patients’ individual role with respect to their families. 
Regarding clinicians and practitioners’ EOL communica-
tion praxis, our recommendations are twofold. The first is 
to be continually aware of the cultural implications. The 
second is for clinicians to be trained, so that they can help 
the patient negotiate personal and familial obligations 
while undergoing EOL treatments.
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