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Abstract
Background: Effective communication between healthcare professionals and relatives of patients approaching the end-of-life is 
vital to ensure patients have a ‘good death’. To improve communication, it is important to first identify how this is currently being 
accomplished.
Aim: To review qualitative evidence concerning characteristics of communication about prognosis and end-of-life care between 
healthcare professionals and relatives of patients approaching the end-of-life.
Design: Qualitative systematic review (PROSPERO registration CRD42017065560) using thematic synthesis. Peer-reviewed, English 
language articles exploring the content of conversations and how participants communicated were included. No date restrictions 
were applied. Quality of included studies was appraised using the Joanna Briggs Institute Critical Appraisal Checklist for Qualitative 
Research.
Data sources: An electronic database search of CINAHL, MEDLINE, PsycINFO and EMBASE was performed.
Results: Thirty-one papers were included. Seven themes were identified: highlighting deterioration; involvement in decision-
making, post-decision interactional work, tailoring, honesty and clarity, specific techniques for information delivery and roles of 
different healthcare professionals. Varied levels of family involvement in decision-making were reported. Healthcare professionals 
used strategies to aid understanding and collaborative decision-making, such as highlighting the patient’s deterioration, referring to 
patient wishes and tailoring information delivery. Doctors were regarded as responsible for discussing prognosis and decision-making, 
and nurses for providing individualized care.
Conclusion: Findings suggest training could provide healthcare professionals with these strategies to improve communication. 
Interventions such as question prompt lists could help relatives overcome barriers to involvement in decision-making. Further 
research is needed to understand communication with relatives in different settings and with different healthcare professionals.
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What is already known about the topic?

•• Poor communication from healthcare professionals is a common complaint from relatives of patients at the 
end-of-life.

•• Communication with relatives at this time is important for high quality end-of-life care and for relatives’ long-term 
well-being.
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What this paper adds

•• Common communication strategies are identified including highlighting the patient’s deterioration to aid decision-mak-
ing, references to patient wishes, providing relatives with options, tailoring information to individuals and using pacing 
and staging of information.

•• Healthcare professionals state a belief in using honest, direct language and involving families in decision-making, but 
there is variation in the extent to which this is implemented in practice.

•• Nurses and allied healthcare professionals play an important role in providing individualized communication with 
relatives.

Implications for practice, theory or policy

•• There is a need for more research on communication with relatives in palliative care settings and with different mem-
bers of the multidisciplinary team.

•• Training is needed to help healthcare professionals to translate communication guidelines into practice while consider-
ing their own emotional needs.

•• Interventions such as question prompt list could also be used to help relatives get the information they need.

Introduction
Family members of patients at the end-of-life value high 
quality communication about their relatives’ prognosis 
and care.1–4 Patients in the terminal phase of their illness 
often have difficulty communicating and so their relatives 
need clear information to make decisions on their behalf. 
Honest and timely communication can give relatives time 
to say goodbye and improve psychological outcomes and 
satisfaction with end-of-life care.5–10

Healthcare professionals report finding end-of-life 
communication challenging and often wait for patients or 
families to initiate these conversations.11 In an interna-
tional survey of palliative care experts, 83% agreed more 
evidence-based guidance on strategies for communica-
tion with relatives would improve end-of-life decision-
making.12 A report by the English Parliamentary and 
Health Service Ombudsman found a key area of com-
plaints about end-of-life care was failing to recognize 
when a person was dying and communicate this to the 
patient and their relatives.13

In response to criticisms of end-of-life care in the 
United Kingdom, the National Institute for Health and 
Care Excellence (NICE) have produced guidelines for 
healthcare professionals, including advice on communica-
tion.14 NICE make recommendations including discussing 
what patients understand and want to know, explaining 
uncertainty, avoiding false optimism, providing opportu-
nities to ask questions and highlighting opportunities for 
further discussions. Bernacki and Block15 made similar 
recommendations for a conversation guide to support cli-
nicians in the United States. However, the primary focus 
of these recommendations is communication with 
patients rather than relatives. While these recommenda-
tions can be useful for relatives, their communication 
needs are different. For example, a previous review found 
caregivers wanted more information about the dying pro-
cess than patients.16

Recommendations about what to discuss with rela-
tives are needed, alongside specific strategies on how to 
do this. Previous reviews have explored relatives’ commu-
nication preferences and how they are prepared for the 
patient’s death more generally. They found a desire for 
honest information about disease progression, the dying 
process and pain management; jargon-free information 
with time to understand; and opportunities to discuss 
spiritual needs.16–20 However, these reviews did not focus 
on how healthcare professionals discuss these issues with 
relatives. To provide recommendations for change, we 
must first understand how this communication is cur-
rently being accomplished. Healthcare professionals and 
relatives sometimes have different perceptions of how 
much prognostic information relatives have been 
given.21,22 It is therefore important to consider a range of 
perspectives when addressing this issue.

Objectives
The primary objective of this article is to review existing 
qualitative evidence about the characteristics of commu-
nication about prognosis and end-of-life care between 
healthcare professionals and relatives of patients 
approaching the end-of-life:

From the perspective of healthcare professionals;

From the perspective of relatives;

As identified from observational studies.

Method
An initial scoping of the literature suggested only qualita-
tive literature could explore what happens during these 
conversations in sufficient depth. A qualitative systematic 
review was therefore conducted.
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Search strategy
A comprehensive electronic database search was last 
updated on 16 July 2018. The databases searched were 
CINAHL plus (1937–2018), MEDLINE (1950–2018), 
PsycINFO (1967–2018) and EMBASE (1980–2018). Text 
and MeSH terms for the following word groups were 
searched: communication, relatives, healthcare profes-
sionals, settings with patients at the end-of-life and quali-
tative methodology. Searches included peer-reviewed, 
English language articles, and there were no search 
restrictions based on the date of publication (see full elec-
tronic search strategy in Supplementary Table 1). 
Reference lists of all included studies were hand-searched 
and citation searching was performed. Reference lists of 
five relevant reviews were hand-searched.16,17,19,20,23

Study selection
The lead author (R.A.) ran the searches, removed dupli-
cates and screened titles and abstracts to exclude ineligi-
ble papers. Full texts of all remaining papers were reviewed 
for inclusion/exclusion by R.A. and M.A. Studies identified 
from the search had a broad range of research questions 
and so study selection was complex, requiring numerous 
decisions within the research team. For example, articles 
involving both relatives and patients were included only if 
the findings relating to relatives could be separated from 
those relating to patients. Disagreements and uncertainty 
were resolved through discussion and referral to a third 
reviewer, J.L. when required.

Inclusion criteria included qualitative studies focusing 
on communication between adult relatives and health-
care professionals, in settings with patients at the end-of-
life, about prognosis and end-of-life care and exploring 
what and how communication occurs (as opposed to pref-
erences or challenges). Authors were contacted when the 
eligibility of papers was unclear. A full list of inclusion and 
exclusion criteria is included in Supplementary Table 2.

Quality appraisal
The 10-item Joanna Briggs Institute (JBI) Critical Appraisal 
Checklist for Qualitative Research24 was used to assess the 
quality of included articles. While there is no ‘gold stand-
ard’ tool for quality appraisal of qualitative studies, a com-
parative analysis concluded the JBI checklist was the most 
coherent.25

R.A. and M.A. assessed all studies against the JBI check-
list. Disagreements were resolved through discussion and 
referral to other authors (J.L. or S.B.). The JBI checklist does 
not allocate scores to studies and papers were not excluded 
based on the checklist; instead, results were used to iden-
tify weaknesses in the literature and considered when syn-
thesizing the data. Authors’ descriptions/interpretations 

were only included in the synthesis if they were supported 
with illustrative quotes.

Data extraction and synthesis
The following data were extracted by R.A. and checked by 
M.A.: title, authors, year, journal, country, setting, 
research question/aims, theoretical/philosophical per-
spective, research methodology, data collection/analysis, 
study population and relevant findings. Only findings rel-
evant to the aim of this review were extracted. For exam-
ple, one study26 included findings related to physicians’ 
beliefs on children’s best interests. These were not 
extracted but all findings relating to communication with 
parents were.

Findings, including participant quotes and authors’ 
descriptions/interpretations, were entered into NVivo 11. 
Thematic synthesis, which allows conclusions to be drawn 
across heterogeneous methodologies, was used to syn-
thesize findings. Thomas and Harden’s27 steps of thematic 
synthesis were followed, beginning with line-by-line cod-
ing of findings. Initial codes were grouped into descriptive 
themes and put into a coding framework, which was 
applied to the whole dataset. These themes were dis-
cussed within the team to develop analytic themes. For 
example, descriptive themes ‘problem listing’ and ‘per-
spective display invitations’ both highlighted a patient’s 
deterioration, and so this became an analytic theme.

R.A. coded findings with regular discussions with the 
analytic team, which included five researchers (three with 
Psychology backgrounds, one with a speech and language 
background and one palliative care consultant). An inter-
pretivist approach was taken towards the synthesis, which 
involves providing narrative descriptions to represent the 
subjective experiences of a range of stakeholders.28 A 
broad range of populations and clinical settings were 
therefore included in the review and are presented 
together within the synthesis.

Results

Search results
The search strategy identified 2195 unique citations pub-
lished between 1975 and 2018, 31 of which were included 
in the review (Figure 1). The 31 articles originated from 
10 countries and reported results from 25 individual 
studies (see Table 1). Fourteen papers were observa-
tional (non-participant observations or video/audio-
recordings), 10 used interviews or focus groups with 
healthcare professionals, five used interviews with rela-
tives and two used a combination of these approaches in 
ethnographic studies. The majority of studies were based 
in adult acute care (18 papers); eight were in paediatric 
or neonatal intensive care units (ICUs), three in palliative 
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care settings and two in other settings (older adult wards 
and family physicians).

Study participants
Overall, sample sizes are reported below. In samples 
used for multiple papers, only the original sample size is 
included in this total. Further demographic information 
for study participants is included in Supplementary 
Table 3.

Observational, ethnographic and interview/focus 
group studies with healthcare professionals had a total 
sample size of 343 healthcare professionals (170 physi-
cians, 127 nurses, 9 other healthcare professionals, 37 
unspecified), with a median sample size of 19 healthcare 
professionals (range = 1–37). Numbers of healthcare pro-
fessionals were not reported for two primary observa-
tional studies. Physicians were mostly attending, resident 
and fellow physicians, intensivists and palliative care con-
sultants, although this information could not be obtained 
for five studies. Nurses worked in ICU, paediatric ICU, 
other acute care or hospice. Other healthcare profession-
als such as social workers were also present at observa-
tions but were not the focus of these observations. Two 
studies interviewed other healthcare professionals. 
Where reported, healthcare professionals’ years of clini-
cal or specialty experience ranged from <2 to 40 years.

Observational, ethnographic and interview studies with 
family members had a total sample size of 495 individual 

family members with a median sample size of 27 
(range = 12–227). The number of individual family mem-
bers could not be obtained for five primary studies. These 
five studies reported a total sample size 92 families with a 
median sample size of 19 families (range = 8–36). Where 
reported, family members included parents, spouses, 
adult children, siblings, friends and other family members. 
Six primary studies reported including multiple different 
family members and five reported including parents only.

Quality appraisal results
The main findings from the quality appraisal were the 
high number of articles which did not report a philosophi-
cal perspective (22 articles), the researchers’ background 
(21 articles) or address the influence of the researcher on 
the research (21 articles). All studies used quotes to sup-
port their analysis, but there were seven papers where it 
was unclear if an adequate range of participants’ views 
were represented, mostly due to a lack of patient identi-
fiers. Ten papers did not report their analysis in a way that 
was wholly consistent with their stated methodology. The 
full results of the quality appraisal are reported in 
Supplementary Table 4.

Overview of findings
Included papers described how healthcare professionals 
and relatives discussed the patient’s deterioration, made 

Figure 1. PRISMA diagram of included articles, adapted from Moher et al.29
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decisions and the interactional work accomplished by 
both parties following decisions. Papers identified com-
municative practices from healthcare professionals and 
family members and the roles different healthcare profes-
sionals played in communication. The synthesis identified 
seven key themes to describe this communication: high-
lighting deterioration, involvement in decision-making, 
post-decision interactional work, tailoring, honesty and 
clarity, specific techniques for information delivery and 
roles of different healthcare professionals. Supplementary 
Table 5 provides extracts from original papers demon-
strating these themes.

Highlighting deterioration
The first theme identified was highlighting deterioration, 
which was found in 11 papers.26,30–32,35,36,39,54,55,58,59 This 
describes how healthcare professionals enabled relatives 
to recognize the patient’s deterioration (referred to as 
‘establishing terminal status’ by one study30). Highlighting 
deterioration involved listing the patient’s previous and 
ongoing problems to provide evidence that further active 
treatment was futile and the patient was reaching the 
end-of-life. Often this was accomplished by healthcare 
professionals, but studies also found evidence of perspec-
tive display invitations,62 where healthcare professionals 
asked relatives to describe what had happened so far and 
how the patient was doing.31,32,35,36,39,55,58,59 Perspective 
display invitations highlighted deterioration in collabora-
tion with families and provided healthcare professionals 
with information about their level of acceptance and 
understanding.

Usually, this phase ended with a summary statement 
to demonstrate they had reached a consensus that the 
patient was dying. However, one study described more 
ambiguous problem listing, including references to treat-
ment. In these conversations, a consensus on terminal 
status was less likely to be reached and decisions relating 
to withdrawal of treatment were made less often.30

The practice of highlighting deterioration was identi-
fied in healthcare professional interview and focus group 
studies54,55,58,59 and observational studies,30–32,35,36,39,59 
but not interviews with families. It was seen in adult and 
paediatric settings, but was not always consistent. For 
example, in an ethnographic study on older adult wards, 
only one healthcare professional described this practice 
and there was no evidence of it from non-participant 
observations.58

Involvement in decision-making
Varied levels of family involvement in patient care deci-
sions were identified, particularly relating to withdrawal  
of treatment. The reported styles of involvement can  
be divided into presenting the medical team’s decision 
(either as what has already been decided35,44–46 or 

a recommendation for families to agree with previous 
studies26,42,45,46,52) or a collaborative process where the 
family made the final decision. Reports of less collabora-
tive decision-making were more common in paediatric set-
tings and were found mostly by observational studies35,42 
and those interviewing family members.44–46 Healthcare 
professionals rarely described non-collaborative decision-
making, but in two healthcare professional interview stud-
ies, some described taking responsibility for decisions to 
relieve burden for families.26,52 While this could be helpful 
when families felt unable to make decisions, it could cause 
interactional difficulties. Where healthcare professionals 
presented recommendations, family members often pas-
sively agreed, without always receiving clear information 
about the reason for the decision. At other times, family 
members objected to the decision. One conversation ana-
lytic study42 described how giving recommendations made 
it difficult for families to ask questions as they came across 
as challenging the medical team’s opinion. However, there 
was evidence of families actively involving themselves in 
these conversations by asking questions and expressing 
preferences.32,35,39,42,45

Collaborative decision-making was reported across 
observational studies and interviews/focus groups with 
healthcare professionals and relatives, and in both child 
and adult settings.26,30–33,35–43,45–50,52,55,57 When papers 
reported collaborative decision-making, several strategies 
were used. In adult settings only, the most common iden-
tified was invoking the patient’s wishes.31–33,38,40–42,46–49,55 
Healthcare professionals asked families what the patient 
was like prior to hospitalization and whether they had dis-
cussed their care preferences. They emphasized the fam-
ily member was a voice for the patient, rather than making 
decisions based on their own feelings. There were, how-
ever, examples in observational studies and one nurse 
interview study, where doctors missed opportunities to 
discuss patients’ wishes or did not clarify the meaning of 
surrogate decision-making.33,34,46

Another strategy was presenting options to the family 
(e.g. to remove some life-sustaining treatments and leave 
others in place) and framing the discussion as forming an 
evolving plan, rather than one overall deci-
sion.26,35,38–40,42,50,52 Options could be presented with a 
subtle preference for a certain course of action,40 but it 
was stressed the family’s decision would be supported. 
Families were given time to make decisions and if with-
drawing treatment, control over how and when this would 
happen.33,37,39,42,43,46 These practices were mostly identi-
fied by observational studies,33,37–40,42,43 but some rela-
tives described the same practices35,46 and healthcare 
professionals reported providing options.26,50,52

Post-decision interactional work
Observational studies and healthcare professional inter-
views reported that healthcare professionals emphasized 



936	 Palliative Medicine 33(8)

the continued care of the patient33,35,43,47,57,59 (described 
in one study as ‘expressing non-abandonment’43), par-
ticularly following decisions to withdraw active treat-
ment. Healthcare professionals stressed they would 
ensure the patient was comfortable, explained what 
would happen next and reassured families they would 
be available for further discussions. There were how-
ever reports from families44,58 and some observations43 
of healthcare professionals failing to do this and where 
it appeared to families that healthcare professional 
involvement would reduce following the move to com-
fort care.

Families also displayed their commitment to their 
relatives’ continued care by discussing the patient’s 
comfort and emphasizing their continued presence, 
often wanting to be with the patient when they die.32,35,43 
Observational studies found families asked questions 
about patients’ consciousness and awareness, the dying 
process and what to expect.31–33,37 Healthcare profes-
sionals were generally forthcoming with this informa-
tion,31–33,47,52,53,59 but there were some reports from 
observational studies where details about the dying pro-
cess from healthcare professionals were lacking.33,58 
Only two articles (from the same observational study) 
described how healthcare professionals responded to 
families’ displays of emotions, finding such displays were 
rarely explored in depth.34,37

Observational studies and one study interviewing 
nurses reported both healthcare professionals and fami-
lies justified decisions to withdraw life-sustaining treat-
ments as ‘right’.31–33,38,43,55 They repeated medical 
justifications for the decision and referred to patients’ 
wishes. Healthcare professionals often referenced their 
medical knowledge and experience32,33 and stressed they 
were allowing the patient to die, not having an active role 
in the death.38,43

Tailoring
Healthcare professionals reported and were observed 
to tailor their communication to individual fami-
lies.33,36,38,50–53,55,57,59 Healthcare professionals gauged 
levels of understanding and willingness to discuss dying 
through questions and observing verbal and non-verbal 
cues from families.38,50,55,57,59 The content, delivery and 
timing of communication was tailored to families’ pre-
vious experiences of death, levels of understanding, 
desire for information and the patient’s current symp-
toms.36,38,51–53,55,59 Healthcare professionals were also 
observed to take into account different cultural and 
religious backgrounds of families.33 Some healthcare 
professionals reported identifying a spokesperson for 
each family to ensure information was effectively com-
municated to the whole family at a level of detail with 
which individuals were comfortable.50,51

Honesty and clarity
One of the most varied findings was healthcare profes-
sionals’ honesty and clarity. Healthcare professionals 
described the need to use direct, simple language to pro-
mote understanding.26,50,56 However, while some families 
agreed straightforward information was given,47 others 
described not understanding information due to techni-
cal or ambiguous language.44,45,48 In observational stud-
ies, healthcare professionals’ language varied in its level 
of directness.30,31,33,40,42,48 In interviews, they highlighted 
the difficult balance between being honest and allowing 
families hope, mostly emphasizing the need to avoid 
false hope and be honest to build trust with fami-
lies.49,50,52,54,56 However, nurses reported that doctors 
sometimes felt the need to ‘try everything’ and this could 
lead to false hope for families and unnecessary, aggres-
sive treatments for patients.52 In line with this, several 
families reported feeling they had been given false hope 
because of a lack of honest communication.44,45,47,48,58 In 
one interview study, some relatives realized when look-
ing back that healthcare professionals had tried to inform 
them their relative was dying, but said that they had not 
fully understood at the time,58 suggesting possible ambi-
guity on the part of the healthcare professional. Others 
felt healthcare professionals had been ‘blunt’ or ‘cold’ in 
their communication.45,47,48,58

Specific techniques for information delivery
Various communicative techniques used by healthcare 
professionals were reported in observational studies and 
interviews with healthcare professionals, but not inter-
views with families. Repetition was used both within con-
versations and across several conversations to ensure 
families’ understanding.32,33,35,50,53 Healthcare profession-
als repeated information or asked relatives to summarize 
what they had been told. Repetition was also used 
towards the end of conversations, for example, informa-
tion about patients’ deterioration was repeated to justify 
decisions to remove life-sustaining treatment later on in 
conversations.32 However, in a study in older adult hospi-
tal wards, healthcare professionals acknowledged the 
need to repeat information but explained they were reluc-
tant to have this conversation a second time.58

Pacing and staging of information were identified as 
other communicative strategies.26,33,50,51,53,55–57 This included 
allowing time for information to be taken in within a conver-
sation, giving smaller chunks of information across several 
conversations when the family was ready to hear it, or 
delaying giving information until appropriate support could 
be provided to families. healthcare professionals also 
described postponing decisions to allow parents time to see 
for themselves their child was dying.52,56 Staging was not 
always possible however, especially if the patient had a sud-
den deterioration necessitating a timely conversation.53
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Roles of different healthcare professionals 
in communication
The review looked at a range of healthcare professionals 
and found different communication roles for different 
professions. Doctors were often seen by both healthcare 
professionals and relatives as responsible for conducting 
prognostic and decision-making conversations with fam-
ily members,50,56,58 although when death was imminent, 
nurses sometimes had these conversations.35,58 While no 
observational studies focused primarily on nurse com-
munication, in interviews both physicians and nurses rec-
ognized the importance of nurses communicating with 
families on a more personal, individualized level.33,35,49–

51,54,55 Nurses often reported translating what doctors 
had said into less technical language.49,54,55,58 Nurses 
highlighted their role in giving patients a clearer idea of 
what treatments would mean for the individual patient 
and bringing together information from different 
sources.46,49,54,55 This role was termed providing ‘the big 
picture’ in one study.54 Nurses also reported encouraging 
physicians to have discussions with families.49,52,55 These 
roles of nurses were mostly identified in observational 
studies and those interviewing healthcare professionals, 
but in one study families also reported that nurses made 
things easier to understand.44 Other allied health profes-
sionals, particularly social workers, were identified as 
playing important roles in communication with rela-
tives,53,59 but included studies focused primarily on doc-
tors and nurses.

Discussion

Key findings and implications
This review has focused on the content and communica-
tive practices in end-of-life conversations about prognosis 
and care between healthcare professionals and relatives. 
We have identified common practices reported in the 
qualitative literature and variation in these practices 
within and across studies.

Healthcare professionals used problem listing, includ-
ing eliciting relatives’ perspectives, to highlight patients’ 
deterioration. NICE guidelines14 and Bernacki and 
Block’s15 review both suggest prognostic disclosure and 
exploring patients’ understanding are important ele-
ments to be addressed by healthcare professionals. It fol-
lows that the same should apply when communicating 
with relatives. The practice of highlighting deterioration 
is a collaborative communication strategy that could be 
used by other healthcare professionals to meet these 
recommendations.

The involvement of relatives within the decision-mak-
ing process was varied. Invoking patient wishes was often 
used for collaborative decision-making. A previous 

systematic review found having awareness of the patient’s 
treatment preferences reduced negative emotional 
effects for surrogate decision-makers.63 Therefore, orient-
ing relatives to patient wishes may have long-term bene-
fits beyond the conversation itself. However, references to 
patient wishes did not occur in paediatric end-of-life care. 
Healthcare professionals cannot ask parents what their 
child would want or whether they have had conversations 
about end-of-life decisions, particularly in neonatal set-
tings. Perhaps, as a result of not being able to refer to 
patient wishes, most examples of less collaborative deci-
sion-making occurred in paediatric settings. However, 
there was evidence that collaboration could be achieved 
in these settings by consulting parents whenever deci-
sions were made and providing them with options and 
time to make plans. Given recent high profile court cases 
in the United Kingdom involving end-of-life decision-mak-
ing in paediatric end-of-life care,64,65 pressure and scrutiny 
on healthcare professionals communicating difficult deci-
sions to families in these settings is particularly high. The 
collaborative communicative strategies described in this 
review could be valuable for these healthcare profession-
als and should be further researched and put into practice 
through training.

Other common communicative practices identified, 
including repetition, pacing and staging, and highlight-
ing continuing care are in line with relative’s prefer-
ences for receiving detailed information and time to 
understand this.16–20 Healthcare professionals also rec-
ognized the need for simple, direct language and hon-
esty, which have been identified as key relative 
preferences16–20 and recommended in guidelines.14,15 
However, there was evidence of a struggle to balance 
honesty and hope. This finding demonstrates that while 
guidelines are a useful start, training on how to imple-
ment them in practice is vital to improve communica-
tion. Healthcare professionals have reported emotional 
support needs relating to end-of-life communication, so 
any intervention should also consider implementing 
organizational changes to allow reflective practice in a 
supportive environment.66

Further recommendations from Bernacki and Block’s15 
review include focusing on quality of life and assessing 
what trade-offs are acceptable to patients when making 
treatment decisions. The review identified nurses as key 
to facilitating this individualized decision-making. Doctors 
were responsible for prognostication and decision-mak-
ing, while nurses helped families understand their options 
in the context of individual patients’ lives. A recognition of 
this important role of nurses is needed, and involving 
them more formally in decision-making may help pro-
mote shared decision-making in line with recommenda-
tions. While there was little focus on acknowledging 
spiritual needs in the included articles, relatives have 
highlighted this as important18,19 and the nurse role in 
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individualized care could put them in a good position to 
address these needs.

Contributions of different qualitative 
approaches
Observational studies, those focusing on healthcare pro-
fessional perspectives and those exploring relatives’ per-
spectives, all provided valuable findings. However, each 
approach had strengths and weaknesses in addressing the 
article’s aim. Interviews with family members contributed 
more towards understanding the content of conversa-
tions than how communication was actually accom-
plished. This is unsurprising as relatives are less likely to 
have considered their communicative practices than 
healthcare professionals who regularly have these con-
versations. In comparison, healthcare professionals had 
insights into how they communicate in this context and 
provided information about communication beyond a sin-
gle conversation (e.g. spacing information over several 
conversations). Different healthcare professionals also 
had insight into each other’s practice, for example, nurses 
highlighted that doctors sometimes gave families false 
hope. However, there may be communicative behaviours 
healthcare professionals are not conscious of. Interviews 
are also limited by participants’ ability to accurately 
remember these conversations and recollections are sub-
ject to their own interpretations.

Observational studies show what actually happened 
with the most accuracy, particularly those using audio- or 
video-recording. However, there are limits to what obser-
vations can tell us, for example, these studies could not 
assess whether clinicians were providing honest informa-
tion or giving false hope. These studies are also unlikely to 
observe every conversation a healthcare professional has 
with relatives and therefore can only capture a snapshot 
of this communication.

These different approaches revealed differing perspec-
tives on the same experiences. For example, healthcare 
professionals often described giving detailed information 
clearly and honestly, but this was not always seen in 
observations or reported by families. Any clinician training 
should therefore help healthcare professionals recognize 
when families have not understood them and avoid 
assumptions of existing knowledge. Each qualitative 
approach provides its own benefits and should be com-
bined to get a fuller picture of how communication with 
relatives is accomplished at the end-of-life and inform 
effective training.

Limitations of primary studies and 
systematic review
The main limitations of included articles identified 
through quality appraisal were related to a lack of insight 

into the influence of the researchers on the findings. 
Without stating the study’s philosophical perspective or 
the potential impact of researchers, it is difficult to know 
how the research team’s characteristics may have influ-
enced data collection and analysis. In addition, not all 
studies reported numbers or demographics for individ-
ual healthcare professionals or family members, making 
it difficult to understand who was involved in these 
conversations.

The review process also has a number of limitations. 
The search strategy only included English language arti-
cles for resource reasons. As a result, 29 of 31 included 
articles were from Northern European or English-speaking 
countries, with 19 from the United States alone. Cultural 
differences in communication practices are likely and so 
findings from this review may not be generalizable to 
other cultures.

The review was limited to qualitative studies to gain 
in-depth insights into how people communicate not 
accessible through quantitative methods such as surveys. 
However, qualitative findings are subject to researchers’ 
interpretations, both in the original studies and during 
the synthesis. We have aimed to increase rigour in this 
review through multiple team members independently 
assessing quality, team discussions during data extraction 
and synthesis and by reporting our synthesis process 
transparently.

The search strategy took a broad approach, including 
studies from a range of patient populations, places of care 
and methodological approaches. This approach was taken 
because the review was exploratory and initial scoping of 
the literature found practices and experiences that 
applied across different settings. We have highlighted 
some of the differences between these settings and 
approaches, but a narrower search strategy would have 
allowed a more in-depth view of individual settings.

Future research
The majority of studies in this review were in acute care 
settings. It was not possible to compare the findings from 
acute settings with palliative care, as there were only 
three palliative care papers, all in different settings (adult 
inpatient, adult home hospice and paediatric consulta-
tions). However, we can speculate that there are likely to 
be differences between these settings. The papers in 
acute settings mostly focused on medical decision-mak-
ing, particularly withdrawing life-sustaining treatments. In 
palliative care, these conversations are likely to take place 
earlier in the disease trajectory and with the patients 
themselves. By the point of end-of-life care, decision-
making conversations will therefore be less common. 
Family members may have more realistic expectations, 
particularly in a hospice setting, as hospice inpatient 
wards generally only admit patients with terminal or life 
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limiting conditions and do not provide curative treatment. 
Healthcare professionals in palliative care settings may 
also have more experience of end-of-life communication 
and more time with families. This is reflected in higher 
satisfaction and lower unmet needs of families in hospice 
compared with hospital settings.67 Further palliative care 
research is therefore needed, particularly in hospices at 
the very end-of-life when patients are likely to have 
reduced capacity and so conversations will primarily be 
taking place with relatives. The experience and expertise 
of hospice clinicians could provide communication strate-
gies that could be applied in other settings.

Interviews and focus groups with nurses provided 
insights into their roles and communicative strategies. 
However, no observational studies focused primarily on 
nurses. This may be due to these conversations being more 
spontaneous than those held by doctors, and therefore 
more difficult to capture in a research project. Observational 
research focused on nurses could provide practice recom-
mendations for all healthcare professionals. Research into 
the communication of allied healthcare professionals such 
as social workers is also needed to develop a fuller picture 
of communication with relatives at the end-of-life.

More focus on how relatives communicate in these 
conversations is needed. While there were some refer-
ences to how relatives communicated, the primary focus 
of existing literature is healthcare professionals’ communi-
cation. Future research should identify how relatives com-
municate their perspectives, ask questions and respond to 
different healthcare professional communication prac-
tices. This would provide evidence for which strategies are 
effective and help healthcare professionals recognize how 
families might express things such as a desire for further 
information. This evidence could also be used in interven-
tions to empower families to express their perspectives 
and ask questions to elicit the information they want and 
need, for example, using question prompt lists.68

Conclusion
Healthcare professionals use a range of practices that 
could aid effective communication with relatives at the 
end-of-life. Key strategies include highlighting the 
patient’s deterioration to aid understanding and deci-
sion-making, collaborative decision-making through ref-
erences to patient wishes and providing options, 
highlighting continuing care by explaining comfort care, 
tailoring information to individual understanding and 
readiness to discuss dying; honesty and clarity to avoid 
false hope and providing information repeatedly and in 
small chunks. This systematic review calls for further 
research to identify the effectiveness of different com-
municative strategies. This research should be used to 
develop training for healthcare professionals to help 
them understand relatives’ perspectives and implement 

strategies to improve understanding and collaborative 
decision-making in their practice.
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