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Abstract
Objectives. In palliative care, effective communication is essential to adequately meet the
needs and preferences of patients and their relatives. Effective communication includes
exchanging information, facilitates shared decision-making, and promotes an empathic care
relationship. We explored the perspectives of patients with an advanced illness and their
relatives on effective communication with health-care professionals.
Methods. A systematic reviewwas conducted.We searched Embase,Medline,Web of Science,
CINAHL, and Cochrane for original empirical studies published between January 1, 2015 and
March 4, 2021.
Results. In total, 56 articles on 53 unique studies were included. We found 7 themes that from
the perspectives of patients and relatives contribute to effective communication: (1) open and
honest information. However, this open and honest communication can also trigger anxiety,
stress, and existential disruption. Patients and relatives also indicated that they preferred (2)
health-care professionals aligning to the patient’s and relative’s process of uptake and coping
with information; (3) empathy; (4) clear and understandable language; (5) leaving room for
positive coping strategies, (6) committed health-care professionals taking responsibility; and
(7) recognition of relatives in their role as caregiver. Most studies in this review concerned
communication with physicians in a hospital setting.
Significance of results. Most patients and relatives appreciate health-care professionals to not
only pay attention to strictly medical issues but also to who they are as a person and the process
they are going through.More research is needed on effective communication by nurses, in non-
hospital settings and on communication by health-care professionals specialized in palliative
care.

Introduction

Palliative care should be aligned to the needs, goals, and preferences of patients and their rela-
tives. For many patients and relatives, it is important to retain (a certain degree of) control over
care. Health-care professionals can only provide appropriate care at the appropriate moment
if they are aware of the needs and preferences of those involved (Hoare et al. 2015; Shin et al.
2016; Steering Committee for Appropriate End-of-Life Care (RDMA) 2015; Stegmann et al.
2021). Patients and relatives should be confident that goals and preferences discussed with a
health-care professional are known throughout the care process (Back 2020; den Herder-van
der Eerden et al. 2017; Van Vliet and Epstein 2014). This requires continuous effective commu-
nication between health-care professionals and patients and their relatives, because needs, goals,
and preferences can change during a disease trajectory (Bergqvist and Strang 2019; Hwang et al.
2015; Shin et al. 2016). Health-care professionals from all disciplines and professions providing
palliative care, both generalists and specialists, should therefore have adequate communication
skills.

In the Netherlands Quality Framework for Palliative Care (Boddaert et al. 2017), which is
based on international literature and guidelines (HospiceNewZealand 2012; National Coalition
for Hospice and Palliative Care 2013; National Institute for Health and Care Excellence (NICE)
2011; Palliative Care Australia 2005), effective communication is defined as “a structured pro-
cess between patient and healthcare professional in which bilateral information exchange and
equality – with respect for the dependent position of the patient – are the basis.”
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Effective communication requires empathy and appropriate
verbal and nonverbal communication techniques (Boddaert et al.
2017; Slort et al. 2012). Since 2010, there is increasing attention
in the scientific literature for communication between patients
and health-care professionals, in particular for communication
between patients and physicians, often from the health-care profes-
sional’s perspective. A widely usedmodel to map the functions and
outcomes of patient–physician communication from the health-
care professional’s perspective is themodel of DeHaes and Bensing
(2009). Less is known about the functions and outcomes of effective
communication from the perspectives of patients and relatives.

The Canadian Medical Education Directive for Specialists
(CanMeds) model is 1 of the most adopted frameworks for
competency-based education for medical students (Frank et al.
2014; Griewatz et al. 2020). In this model, being a communicator
is an important professional role of physicians. However, research
among patients and relatives shows that it is not self-evident that
health-care professionals timely obtain essential information when
caring for patients who are in the palliative phase of their ill-
ness, and their relatives (Shin et al. 2016; Stegmann et al. 2020;
Zwakman et al. 2018a). Further patients may fail to continuously
make their preferences known (den Herder-van der Eerden et al.
2017).Moreover, health-care professionalsmay not timely and ade-
quately share information about the needs and wishes of patients
and relatives with colleagues (Engel et al. 2020; Flierman et al.
2020).

The aimof this systematic reviewwas to explore the perspectives
of patients and relatives on effective communication with palliative
health-care professionals, i.e. how can health-care professionals
make them feel invited and safe to express their experiences, con-
cerns, needs, and to share their goals and preferences for treatment
and care.

Method

Design

We conducted a systematic literature review. We report on this
review according to the updated systematic approach of the
Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) statement for reviews (Page et al. 2021).

Definition

In consultation with palliative care experts, we developed the fol-
lowing definition of effective communication in palliative care:

Effective communication in palliative care is a dialogical process between
the patient and/or relative and health-care professional(s) in which both
informative and empathic aspects are exchanged. Exchanging informative
aspects includes sharing information about prognosis/treatment/care by
the health-care professional and sharing knowledge and experiences by
the patient and/or relative. Exchanging empathic aspects relates to main-
taining or promoting the professional–patient relationship and addressing
emotions by both the health-care professional and the patient and/or
relative.

Effective communication supports equality between the conversation
partners, while considering the dependent position of the patient and
differences in expertise and experience, and creates an atmosphere in
which patients and relatives feel invited and safe to share their concerns,
needs, and preferences regarding care and treatment, regardless of content,
context, cultural aspects, and health literacy.

Effective communication relates to the 4 dimensions that are important
in the care of patients in the last phase of life: physical, psychological, social,

and spiritual. Communication can be initiated either by the patient and/or
relative as well as by the health-care professional.

Effective communication results in care that is perceived as appropriate
(as much as possible) by the patient and, in addition, a feeling of safety and
being supported by the patient and/or relative.

Search strategy

The search strategy was based on PALETTE, the “Palliative cAre
Literature rEview iTeraTive mEthod,” a method to develop search
strategies in literature reviews on palliative care focused on com-
plex concepts, such as effective communication (Zwakman et al.
2018b). We combined different information retrieval techniques,
such as contacting experts, a focused initial search, pearl grow-
ing (Schlosser et al. 2006), and citation tracking (Papaioannou
et al. 2010; Schlosser et al. 2006). An initial search and consulta-
tion of experts resulted in a set of 7 “golden bullet” articles. The
search strategy was further developed in Embase in collabora-
tion with an information specialist from Erasmus MC, University
Medical Center Rotterdam, and optimized in an iterative valida-
tion process. Keywords were added until all 7 “golden bullets” were
identified.Thefinal searchwas carried out onMarch 4, 2021 using 5
databases: Embase, MEDLINE (Ovid), Web of Science, Cochrane,
and CINAHL (EBSCOhost) (see Supplemental file 1 for search
terms).

Inclusion and exclusion criteria

We included articles that met the following criteria: the article
described an original empirical study on effective communication
between patients and/or relatives with health-care professionals;
the study assessed the experiences of patients diagnosed with
advanced illness and/or their relatives; the article was published
in English between January 1, 2015 and March 4, 2021. We chose
the year 2015 as starting point, because from that time a growing
patient-centered focus was found in studies on communication in
palliative care (Bensing et al. 2013; De Boer et al. 2013). Studies on
communication conducted in non-Western countries, in pediatric
palliative care and review articles were excluded.

We started with screening titles and abstracts, and the next
step was screening based on full-text articles. All steps were per-
formed by 4 researchers using EndNote X9 (Bramer et al. 2017).
Differences in the selection of potentially eligible articles were
resolved by mutual agreement. When in doubt, an article was
reviewed for its full text.

Data extraction and analysis

We developed a data-extraction form that included the aim of the
study, the study setting, the study design, the study population,
the method of data collection, and the results of the study. Data
extraction was performed by 2 researchers (M.E. and M.K.).

Since the research question appeared to be addressed by
studies with both qualitative, quantitative and mixed-methods
research designs, we took a convergent integrated approach
to synthesize and integrate the findings (Stern et al. 2021).
First, a conceptual overview of the results relevant to the
review question was made of each article. In this conceptual
overview, we transformed quantitative findings from included
studies into a qualitative description. Second, based on the
overviews of articles published in 2020 and 2021 (n = 17), a
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Figure 1. Flow diagram search strategy (Page et al. 2021) (2021–03-04).

first thematic structure to synthesize study results was devel-
oped. Third, remaining articles were then placed along this pre-
liminary structure and if necessary or desirable, themes were
added or existing themes were merged. This resulted in the final
structure.

Quality assessment

The quality assessment of included articles was performed
independently by 2 researchers (M.E. and M.K.). Qualitative
articles were assessed using the COnsolidated criteria for
REporting Qualitative research (COREQ) checklist (Tong et al.
2007). Observational studies were assessed using an adapted
version of the Cochrane risk-of-bias instrument, which was
based on the Cochrane Bias Tool for intervention studies
(Fahner et al. 2019; Higgins and Green 2011; Sondaal et al.
2016). Randomized controlled trials were assessed using the
Cochrane tool for assessing risk of bias in randomized tri-
als (Higgins et al. 2011). Given the exploratory nature of this
systematic review, all articles were included in the analysis
(Dixon-Woods et al. 2006).

Results

Characteristics of articles

The search strategy resulted in 1926 unique articles, of which 56
were included (see Fig. 1) (Abdul-Razzak et al. 2016; Adamson
et al. 2018; Ahmed et al. 2015; Applebaum et al. 2018; Awdish
et al. 2017; Bauman et al. 2018; Bergenholtz et al. 2020; Brom et al.
2017; Caswell et al. 2015; Chen et al. 2021; Cohen-Mansfield et al.
2017; Collins et al. 2018a, 2018b; Curtis et al. 2018; Doorenbos
et al. 2016; Epstein et al. 2017; Fenton et al. 2018; Freytag et al.
2018; Garden and Seiler 2017; Gilad et al. 2022; Goebel and
Mehdorn 2018; Hilário 2020; Hjelmfors et al. 2018; Houben et al.
2015; Ibañez-Masero et al. 2019; Im et al. 2019; Kim et al. 2018;
Kirby et al. 2018; Kitta et al. 2021; Krawczyk and Gallagher 2016;
Krug et al. 2021; Kvåle et al. 2020; Lin et al. 2018; Masefield
et al. 2019; McGinley and Waldrop 2020; Melhem and Daneault
2017; Melis et al. 2021; Middleton-Green et al. 2019; Netsey-
Afedo et al. 2020; O’Connor et al. 2020; Paladino et al. 2020; Pini
et al. 2021; Rohde et al. 2019; Scherrens et al. 2020; Schulman-
Green et al. 2018; Schulz et al. 2017; Seccareccia et al. 2015;
Seifart et al. 2020; Shen et al. 2020; Steinhauser et al. 2015;
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Tavares et al. 2020; Timmermann et al. 2017; Villalobos et al. 2018;
Voruganti et al. 2018; Washington et al. 2019; Weerasinghe and
Maddalena 2016).

An overview of the characteristics of the studies is presented in
Table 1.

A classification of the included studies by study design, country,
care setting, perspective studied, diagnosis, andmethod of data col-
lection in addition to the characteristics in Table 1 is presented in
Supplemental file 2.

In our quality assessment, for trials (n = 4) the median quality
scorewas 4.5 out of 7 (range, 1–5).Therewas no blinding of the par-
ticipants in any of the trials. For observational studies (n = 7) and
the quantitative parts ofmixedmethods studies (n= 4), themedian
quality scorewas 3 (range, 0–7). For qualitative studies (n= 41) and
for qualitative parts of mixed methods studies (n = 4), the median
quality score was 18.0 out of 32 (range, 4.5–21.5). A detailed pre-
sentation of the quality assessments by the researchers is provided
in Supplemental file 3.

Perspectives of patients and relatives

We identified 7 themes that from the perspectives of patients and
relatives are important for effective communication in palliative
care. A summary of our findings is presented in Table 2.

Open and honest information

Many patients wanted to be informed openly and honestly about
their situation, including their diagnosis, disease, condition, treat-
ment, side effects, disease course (metastases), and prognosis
(Abdul-Razzak et al. 2016; Brom et al. 2017; Goebel and Mehdorn
2018; Masefield et al. 2019; Rohde et al. 2019; Seccareccia et al.
2015; Villalobos et al. 2018). In a few studies, patients stated that
they also appreciated to be rapidly informed of results of diagnos-
tic examinations (Goebel and Mehdorn 2018; Rohde et al. 2019;
Seccareccia et al. 2015).

Several articles describe the impact of open communication.
Some studies show that patients’ satisfaction with communication
improved when they could openly talk about the details of the dis-
ease, prognosis, or the dying process (Curtis et al. 2018; Houben
et al. 2015). Open communication contributed to a stronger con-
nection (rapport) between patient and health-care professional,
which increased patients’ trust (Abdul-Razzak et al. 2016; Fenton
et al. 2018; Freytag et al. 2018; Paladino et al. 2020). In addition,
some patients experienced more control and thus a stronger feel-
ing of safety: being well informed about treatment options enabled
them to make well-considered treatment or care decisions (Brom
et al. 2017; Chen et al. 2021; Epstein et al. 2017; Paladino et al.
2020). The relationship between open communication and per-
ceived safety was also demonstrated by the experiences of patients
who (partially)missed open information. Several studies show that
patients felt isolated when they had the impression that health-care
professionals did not inform them adequately (Hilário 2020; Kitta
et al. 2021; Rohde et al. 2019). Patients indicated that open andhon-
est communication could help them to be better prepared to make
informed decisions (Masefield et al. 2019).

When it came to feeling invited and safe to share their needs
and concerns, the experiences and needs of relatives were broadly
similar to patients (Ahmed et al. 2015; Caswell et al. 2015; Gilad
et al. 2022; Ibañez-Masero et al. 2019; Kim et al. 2018; Masefield
et al. 2019; Steinhauser et al. 2015). However, there were also

differences between the needs and preferences of relatives and
patients. Although relatives might also struggle with coping with
open and honest information and might also need to hold on to
hope (Applebaum et al. 2018), they generally indicated having a
greater need for information than patients (Applebaum et al. 2018;
Masefield et al. 2019). To provide optimal care and to be prepared
for future care needs, relatives indicated that they needed timely,
detailed prognostic information or information about the process
of dying (Ahmed et al. 2015; Awdish et al. 2017; Bauman et al.
2018; Caswell et al. 2015; Cohen-Mansfield et al. 2017; Collins et al.
2018b; Im et al. 2019; Krawczyk andGallagher 2016;McGinley and
Waldrop 2020; Seccareccia et al. 2015; Steinhauser et al. 2015).

Aligning to the process of uptake and coping with
information

Although many patients expressed a desire for open and honest
communication, many studies also show that patients often found
it difficult to copewith information about their deteriorating health
(Abdul-Razzak et al. 2016; Goebel and Mehdorn 2018; Ibañez-
Masero et al. 2019; Im et al. 2019; Masefield et al. 2019; Rohde et al.
2019; Seccareccia et al. 2015; Shen et al. 2020; Weerasinghe and
Maddalena 2016). There were many potentially defining moments
in the palliative trajectory that could be threatening, such as being
diagnosed with a severe illness, the failure of treatment, the transi-
tion from curative to palliative or comfort care, transfer to another
care organization, etc. (Collins et al. 2018a; Goebel and Mehdorn
2018; Hilário 2020; Hjelmfors et al. 2018; Im et al. 2019; Kitta et al.
2021; Kvåle et al. 2020; Masefield et al. 2019; Melis et al. 2021;
Netsey-Afedo et al. 2020; Pini et al. 2021; Schulman-Green et al.
2018; Schulz et al. 2017; Tavares et al. 2020; Villalobos et al. 2018).
Although patients indicated that they preferred open and hon-
est information about these topics, such information confronted
patients with their deterioration, their “running out” of treatment
options and thus with the threat of increasing dependence and the
approaching end of life.This could result in fear, stress, and existen-
tial disruption, inducing feelings of insecurity and loss of control.
For many patients who thought they were willing to face their end
of life and the series of decisions that came with it, arriving at the
moment where they had to do so turned out to be a heavy task (Im
et al. 2019; Krug et al. 2021; Masefield et al. 2019; Netsey-Afedo
et al. 2020; Pini et al. 2021; Rohde et al. 2019; Schulz et al. 2017).
This tension between wanting to be openly informed and feeling
safe, and how patients and relatives found their way in this, looked
different for each patient and relative. Some patients were open
for detailed information about end-of-life issues while others indi-
cated that they preferred to stay away from the discussion about
their prognosis or future care (Bergenholtz et al. 2020; Hjelmfors
et al. 2018; Kirby et al. 2018; Krug et al. 2021; Schulman-Green
et al. 2018; Seifart et al. 2020; Shen et al. 2020). This required cus-
tomization and a person-centered approach. Patients preferred the
physician to assess which and howmuch information they appreci-
ated (Abdul-Razzak et al. 2016; Bergenholtz et al. 2020; Goebel and
Mehdorn 2018; Lin et al. 2018). Patients and relatives stated that
they sometimes found it difficult to ask for more information: they
often did not know what to ask and liked to be explicitly invited
to ask questions during or after a conversation with a health-care
professional (Awdish et al. 2017; Collins et al. 2018a; Goebel and
Mehdorn 2018; Kitta et al. 2021; O’Connor et al. 2020).

Patients indicated that they needed time to process the informa-
tion provided (Abdul-Razzak et al. 2016) and wanted health-care

https://doi.org/10.1017/S1478951523001165 Published online by Cambridge University Press

https://doi.org/10.1017/S1478951523001165


894 Marijanne Engel et al.
Ta
bl
e
1.

Ch
ar
ac
te
ris

tic
s
of

th
e
in
cl
ud

ed
st
ud

ie
s

Au
th
or
s

(y
ea

r)
Co

un
tr
y

Ai
m

Se
tt
in
g

St
ud

y
de

si
gn

Sa
m
pl
e

N
um

be
ro

f
pa

rt
ic
ip
an

ts
st
ud

ie
d

M
et
ho

d
of

da
ta

co
lle

ct
io
n

Q
ua

lit
at
iv
e
st
ud

ie
s

Ad
am

so
n

et
al
.(
20

18
)

U
S

To
ex
pl
or
e
ho

w
ca
nc
er

pa
tie

nt
s’

in
te
rp
re
ta
tio

ns
of

th
e
ph

ys
ic
ia
n’
s

ro
le

as
in
fo
rm

at
io
n
gi
ve
ra

ffe
ct

th
e
co
m
m
un

ic
at
io
n
re
la
tio

n-
sh
ip

w
ith

th
e
ph

ys
ic
ia
n
an

d
th
ei
r

in
fo
rm

at
io
n-
se
ek
in
g
be

ha
vi
or
.

SH
O

Q
ua

lit
at
iv
e
st
ud

y
Ad

ul
tp

at
ie
nt
s
w
ith

ca
nc
er

st
ag

es
It
o

IV
an

d
4
ca
nc
er

ty
pe

s.
Ps
:n

=
10

Se
m
i-s
tr
uc

tu
re
d
in
te
rv
ie
w
s

Ah
m
ed

et
al
.

(2
01

5)
CA

To
ex
pl
or
e
th
e
pe

rc
ep

tio
ns

an
d
pr
ef
er
en

ce
s
of

lu
ng

ca
nc
er

pa
tie

nt
s,
th
ei
rc

ar
eg
iv
er
s
an

d
he

al
th
-c
ar
e
pr
ov

id
er
s
an

d
th
e
cu

r-
re
nt

pr
ac
tic

e
an

d
op

in
io
ns

on
DN

R
di
sc
us
si
on

s.

SH
O

Pr
os
pe

ct
iv
e

de
sc
rip

tiv
e
st
ud

y
Pa

tie
nt
s
w
ho

re
ce
iv
ed

a
di
ag

no
si
s

of
no

n-
sm

al
lc
el
la

nd
sm

al
lc
el
lc
ar
-

ci
no

m
a,

ha
d
in
cu

ra
bl
e
di
se
as
e,

an
d

w
er
e
no

tt
o
re
ce
iv
e
fu
rt
he

rc
ur
at
iv
e

th
er
ap

y.
Ca

re
gi
ve
rs

w
er
e
no

m
in
at
ed

by
th
e

pa
tie

nt
s
as

pr
im

ar
y
ca
re
gi
ve
r.

Ps
:n

=
10

Rs
:n

=
9

H
CP

s:
n

=
10

a

A
qu

es
tio

nn
ai
re

w
ith

“t
hi
nk

al
ou

d”
pr
oc
es
s

w
he

n
re
sp
on

di
ng

to
ite

m
s
on

DN
R
st
at
us

an
d

DN
R
di
sc
us
si
on

s.

Be
rg
en

ho
ltz

et
al
.(
20

20
)

DK

To
ex
pl
or
e
th
e
w
is
he

s
of

pa
tie

nt
s

an
d
th
ei
rr
el
at
iv
es

w
ith

re
ga

rd
to

ta
lk
in
g
ab

ou
tt
he

en
d
of

lif
e

(E
oL

)i
n
an

ac
ut
e
ho

sp
ita

ls
et
tin

g
w
he

n
liv
in
g
w
ith

a
lif
e-
th
re
at
en

in
g

di
se
as
e

H
O

Q
ua

lit
at
iv
e
st
ud

y
Pa

tie
nt
s
an

d
ca
re
gi
ve
rs

fro
m

w
ar
ds

id
en

tif
ie
d
by

SP
IC
T
as

lik
el
y
to

be
ne

ar
in
g
th
e
pa

lli
at
iv
e
ph

as
e
of

di
se
as
e
tr
aj
ec
to
ry

Ps
:n

=
11

Rs
:n

=
6

Fa
ce
-t
o-
fa
ce

se
m
i-s
tr
uc

tu
re
d
in
te
rv
ie
w
s

Br
om

et
al
.

(2
01

7)
N
L

To
ex
am

in
e
w
he

th
er

an
d
ho

w
th
e
st
ep

s
of

sh
ar
ed

de
ci
si
on

-
m
ak

in
g
(S
DM

)c
an

be
re
co
gn

iz
ed

in
de

ci
si
on

-m
ak

in
g
ab

ou
ts

ec
on

d-
an

d
th
ird

-li
ne

ch
em

ot
he

ra
py
.

U
H
O

Lo
ng

itu
di
na

l
qu

al
ita

tiv
e
st
ud

y
Ad

ul
tp

at
ie
nt
s
w
ith

ad
va
nc
ed

ca
nc
er

co
nf
ro
nt
ed

w
ith

th
e
de

ci
si
on

w
he

th
er

or
no

tt
o
st
ar
ts

ec
on

da
ry

th
ird

-li
ne

ch
em

ot
he

ra
py
,a

nd
th
ei
r

ph
ys
ic
ia
ns

(o
nc
ol
og

is
ts

an
d
ot
he

r
m
ed

ic
al

sp
ec
ia
lis
ts
)

Ps
:n

=
14

H
CP

s:
n

=
18

a
In
-d
ep

th
in
te
rv
ie
w
s
w
ith

pa
tie

nt
s
an

d
ph

ys
ic
ia
ns

O
bs
er
va
tio

ns
of

th
e
pa

tie
nt
s’
ou

t-c
lin

ic
vi
si
ts

Co
di
ng

of
ob

se
rv
at
io
ns

w
as

ba
se
d
on

th
e

st
ep

s
of

SD
M
.

Ca
sw

el
l

et
al
.(
20

15
)

GB

To
un

de
rs
ta
nd

th
e
fa
ct
or
s
an

d
pr
oc
es
se
s
w
hi
ch

aff
ec
tt
he

qu
al
ity

of
ca
re

pr
ov

id
ed

to
fra

il
ol
de

r
pe

op
le

w
ho

ar
e
dy

in
g
in

ho
sp
ita

l
an

d
th
ei
rf
am

ily
ca
re
rs

U
H
O

Q
ua

lit
at
iv
e
st
ud

y:
et
hn

og
ra
ph

ic
ap

pr
oa

ch

Be
re
av
ed

fa
m
ily

ca
re
rs

of
pa

tie
nt
s

w
ho

di
ed

in
th
e
ho

sp
ita

lw
ar
d
du

rin
g

th
e
co
ur
se

of
th
e
re
se
ar
ch

.

Rs
:n

=
13

[N
on

-p
ar
tic

ip
an

to
bs
er
va
tio

n]
se
m
i-s
tr
uc

tu
re
d
in
te
rv
ie
w
s

[a
nd

a
re
vi
ew

of
ca
se

no
te
s]

Co
he

n-
M
an

sf
ie
ld

et
al
.(
20

17
)

IL

To
cl
as
si
fy

an
d
qu

an
tif
y

co
m
pl
ai
nt
s
co
nc
er
ni
ng

Eo
L
ca
re
.

H
O

Q
ua

lit
at
iv
e
st
ud

y
Pr
im

ar
y
fa
m
ily

ca
re
gi
ve
rs

of
de

ce
as
ed

pa
tie

nt
s

Rs
:n

=
70

St
ru
ct
ur
ed

fa
ce
-t
o-
fa
ce

in
te
rv
ie
w
s
w
ith

1
op

en
qu

es
tio

n
on

th
e
be

ha
vi
or

of
th
e

do
ct
or
s/
nu

rs
es
.

Co
lli
ns

et
al
.

(2
01

8a
)

AU

To
ex
pl
or
e
pa

tie
nt

vi
ew

s
su
rr
ou

nd
in
g
co
m
m
un

ic
at
io
n

ab
ou

tp
al
lia

tiv
e
ca
re

an
d
th
ei
r

re
sp
on

se
s
to

its
di
sc
us
si
on

.

SH
O
&

H
O
-O
P

Cr
os
s-
se
ct
io
na

l,
pr
os
pe

ct
iv
e,

qu
al
ita

tiv
e
st
ud

y

Ad
ul
tp

at
ie
nt
s
w
ith

ad
va
nc
ed

ca
nc
er

Ps
:n

=
30

N
ar
ra
tiv

e-
st
yl
e
in
te
rv
ie
w
s

Co
lli
ns

et
al
.

(2
01

8b
)

AU

To
ex
pl
or
e
ca
re
gi
ve
rp

er
sp
ec
tiv

es
on

co
m
m
un

ic
at
io
n
ab

ou
td

ea
th
,

dy
in
g,

an
d
th
e
in
tr
od

uc
tio

n
to

pa
lli
at
iv
e
ca
re
.

SH
O
&

H
O
-O
P

Cr
os
s-
se
ct
io
na

l,
pr
os
pe

ct
iv
e,

qu
al
ita

tiv
e
st
ud

y

Ad
ul
tc

ar
eg
iv
er
s
of

pe
op

le
w
ith

ad
va
nc
ed

ca
nc
er

Rs
:n

=
25

N
ar
ra
tiv

e-
st
yl
e
in
te
rv
ie
w
s

(C
on

tin
ue

d)

https://doi.org/10.1017/S1478951523001165 Published online by Cambridge University Press

https://doi.org/10.1017/S1478951523001165


Palliative and Supportive Care 895

Ta
bl
e
1.

(C
on

tin
ue

d.
)

Au
th
or
s

(y
ea

r)
Co

un
tr
y

Ai
m

Se
tt
in
g

St
ud

y
de

si
gn

Sa
m
pl
e

N
um

be
ro

f
pa

rt
ic
ip
an

ts
st
ud

ie
d

M
et
ho

d
of

da
ta

co
lle

ct
io
n

Ga
rd
en

an
d

Se
ile

r(
20

17
)

U
S

To
ex
am

in
e
ho

w
pe

op
le

w
ith

se
rio

us
ill
ne

ss
es

co
m
m
un

ic
at
e

in
fo
rm

at
io
n
th
ey

ha
ve

ac
qu

ire
d

ab
ou

tt
he

ir
ill
ne

ss
fro

m
th
e

In
te
rn
et

an
d
so
ci
al

or
m
as
s
m
ed

ia
to

th
ei
rd

oc
to
rs
.

M
IX

Q
ua

lit
at
iv
e
st
ud

y
Ad

ul
tp

at
ie
nt
s
w
ith

di
ffe

re
nt

ty
pe

s
of

se
rio

us
ill
ne

ss
w
ho

so
ug

ht
in
fo
r-

m
at
io
n
fro

m
ot
he

rs
ou

rc
es

be
si
de

s
hi
s
or

he
rd

oc
to
rt
o
le
ar
n
ab

ou
tt
he

na
tu
re

of
hi
s
or

he
ri
lln

es
s.

Ps
:n

=
22

In
-d
ep

th
in
te
rv
ie
w
s.

Gi
la
d
et

al
.

(2
02

2)
IL

To
ex
am

in
e
Eo

L
co
nv

er
sa
tio

n
am

on
g
pa

tie
nt
,f
am

ily
,a

nd
st
aff

du
rin

g
lo
ng

-t
er
m

ho
sp
ita

liz
at
io
n

in
a
ne

ur
ol
og

ic
al

re
ha

bi
lit
at
io
n

de
pa

rt
m
en

t.

RD
Q
ua

lit
at
iv
e
ca
se

st
ud

y
Re

ha
bi
lit
at
io
n
de

pa
rt
m
en

ts
ta
ff
an

d
m
em

be
rs

of
th
e
pa

tie
nt
’s
fa
m
ily
.

Th
e
pa

tie
nt

w
as

a
di
sa
bl
ed

ve
te
ra
n,

w
ho

ha
d
se
ve
ra
lh

os
pi
ta
liz
at
io
ns

in
th
is
de

pa
rt
m
en

ta
nd

di
ed

at
ag

e
60

.

Rs
:n

=
2

H
CP

s:
n

=
16

a
Se

m
i-s
tr
uc

tu
re
d
fa
ce
-t
o-
fa
ce

in
te
rv
ie
w
s
an

d
1

au
to
-e
th
no

gr
ap

hi
c
ac
co
un

t.

H
ilá

rio
(2
02

0)
PT

To
ex
pl
or
e
th
e
ex
te
nt

to
w
hi
ch

th
e
“r
ev
iv
al
is
t”

di
sc
ou

rs
e
of

a
go

od
de

at
h,

w
hi
ch

pr
om

ot
es

an
aw

ar
en

es
s
of

dy
in
g,

sh
ap

es
th
e

liv
ed

re
al
iti
es

of
pa

lli
at
iv
e
ca
re

pa
tie

nt
s
an

d
th
ei
rf
am

ili
es
.

PC
U

Q
ua

lit
at
iv
e
st
ud

y
St
aff

,p
at
ie
nt
s
an

d
fa
m
ily

m
em

be
rs

at
pa

lli
at
iv
e
ca
re

un
its

(P
CU

s)
Ps
:n

=
10

Rs
:n

=
20

H
CP

s:
n

=
20

a

In
-p
er
so
n
in
te
rv
ie
w
s.

Fi
el
d
no

te
s
fro

m
in
te
rv
ie
w
s.

Pa
rt
ic
ip
an

to
bs
er
va
tio

n.

H
je
lm

fo
rs

et
al
.(
20

18
)

SE

To
de

sc
rib

e
pa

tie
nt
s’
ex
pe

rie
nc
es

of
co
m
m
un

ic
at
io
n
ab

ou
tt
he

ir
he

ar
tf
ai
lu
re

(H
F)

pr
og

no
si
s
an

d
ex
pl
or
e
ho

w
th
es
e
ex
pe

rie
nc
es

aff
ec
te
d
th
ei
rp

re
fe
re
nc
es

fo
r

fu
tu
re

co
m
m
un

ic
at
io
n
ab

ou
tt
he

pr
og

no
si
s.

H
O
-O
P

Q
ua

lit
at
iv
e
st
ud

y
Pa

tie
nt
s
w
ith

N
ew

Yo
rk

H
ea

rt
As
so
ci
at
io
n
(N
YH

A)
ty
pe

I–
III

H
F

Ps
:n

=
9
(in

di
vi
du

al
)

Ps
:n

=
15

(in
4
fo
cu

s
gr
ou

ps
)

In
-p
er
so
n
in
te
rv
ie
w
s

Fo
cu

s-
gr
ou

p
au

di
o-
re
co
rd
ed

an
d
tr
an

sc
rib

ed
.

Fi
el
d
no

te
s

Ib
añ
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Table 2. Effective communication from the perspectives of patients and rela-
tives, overview of themes found

Themes
1. Open and honest information

2. Aligning to the process of uptake and coping with information

3. Empathy

4. Clear and understandable language

5. Leaving room for positive coping strategies

6. Committed health-care professionals taking responsibility

7. Recognition of relatives in their role as caregiver

professionals to give them time and space to do so and to acknowl-
edge their suffering (Melhem andDaneault 2017; Schulman-Green
et al. 2018). Most patients and relatives wanted health-care pro-
fessionals to share the information sensitively to the life-changing
impact a diagnosis or prognosis could have (Adamson et al. 2018;
Caswell et al. 2015; Goebel and Mehdorn 2018; Krawczyk and
Gallagher 2016; Kvåle et al. 2020; Netsey-Afedo et al. 2020; Rohde
et al. 2019; Schulz et al. 2017). Aligning information to the process
the patient was going through, connecting to where the patient was
in terms of information uptake, and offering understanding and
room for questions were found to be helpful strategies. Patients and
their relatives experienced that physicians, after giving bad news,
often rapidly turned to positive aspects or to proposing another
examination (Kitta et al. 2021). Patients sometimes felt pressured
to quickly agree to a (non-)treatment decision (Abdul-Razzak et al.
2016). Patients indicated that they preferred health-care profes-
sionals to show that they saw and understoodwhat bad newsmeant
for the patient and for his life (Masefield et al. 2019; Netsey-Afedo
et al. 2020; Seifart et al. 2020). They should see the patient as a
person, not as their disease. Somepatients experienced that conver-
sations with the physician were bound by rules, that the focus had
to be on symptoms and treatment, and that there was little room
for talking about impending death (Collins et al. 2018a). Various
studies also show that patients found it important that health-care
professionals at the end of a conversation offered them the oppor-
tunity for a follow-up contact (Goebel and Mehdorn 2018; Kvåle
et al. 2020).

Empathy

Most patients and relatives expressed the need for empathic com-
munication (Abdul-Razzak et al. 2016; Adamson et al. 2018;
Awdish et al. 2017; Bergenholtz et al. 2020; Caswell et al. 2015;
Chen et al. 2021; Cohen-Mansfield et al. 2017; Garden and Seiler
2017; Gilad et al. 2022; Goebel and Mehdorn 2018; Ibañez-Masero
et al. 2019; Kim et al. 2018; Kvåle et al. 2020; Masefield et al. 2019;
McGinley andWaldrop 2020; Melhem andDaneault 2017; Netsey-
Afedo et al. 2020;O’Connor et al. 2020; Rohde et al. 2019; Scherrens
et al. 2020; Schulz et al. 2017; Seccareccia et al. 2015; Steinhauser
et al. 2015; Timmermann et al. 2017; Villalobos et al. 2018;
Voruganti et al. 2018;Washington et al. 2019). Patients emphasized
that effective communication required that health-care profession-
als had the right skills and empathy (Garden and Seiler 2017;
Rohde et al. 2019; Scherrens et al. 2020; Seccareccia et al. 2015).
They indicated that empathy was reflected in the behavior and
attitude of health-care professionals and that it was partly unre-
lated to the content of what was being discussed (Awdish et al.

2017; Garden and Seiler 2017; Goebel and Mehdorn 2018; Kvåle
et al. 2020; Melhem and Daneault 2017; O’Connor et al. 2020;
Rohde et al. 2019; Seccareccia et al. 2015; Steinhauser et al. 2015;
Timmermann et al. 2017; Villalobos et al. 2018; Voruganti et al.
2018; Washington et al. 2019). Body language suggesting that pro-
fessionals were busymade patients feel ignored and as if theywere a
burden (Timmermann et al. 2017). For most patients and relatives,
the informative side of effective communication was inextricably
linked to the empathic side (Goebel andMehdorn 2018; Kvåle et al.
2020; Melhem and Daneault 2017; Rohde et al. 2019; Scherrens
et al. 2020; Seccareccia et al. 2015; Voruganti et al. 2018). In
addition, patients appreciated continuity of care providers, which
allowed them to develop rapport with and trust in health-care
professionals (Middleton-Green et al. 2019; Voruganti et al. 2018).

Clear and understandable language

Both patients and relatives indicated that they wanted informa-
tion to be presented in clear and understandable language (Awdish
et al. 2017; Caswell et al. 2015; Collins et al. 2018b; Garden
and Seiler 2017; Krawczyk and Gallagher 2016; Krug et al. 2021;
O’Connor et al. 2020; Steinhauser et al. 2015). If health-care pro-
fessionals used veiled terms, for example avoiding the word cancer
(Villalobos et al. 2018), this could lead to patients feeling inse-
cure or isolated (Hilário 2020; Kitta et al. 2021; Rohde et al. 2019).
For relatives, unclear language could lead to tension and uncer-
tainty (Caswell et al. 2015; Collins et al. 2018b; Krawczyk and
Gallagher 2016). Because they could not properly interpret the
signals from the health-care professionals they could feel over-
whelmed by the seriousness of the situation (Collins et al. 2018b;
Krawczyk and Gallagher 2016). The use of euphemisms could also
hamper patients’ and relatives’ understanding of the patient’s con-
dition (Caswell et al. 2015; Collins et al. 2018a, 2018b; Villalobos
et al. 2018). For example, using terms like “seriously (ill)” could
provide patients with a limited understanding of the time they had
left (Masefield et al. 2019). An example of a signal from health-care
professionals in a hospital that pointed to a patient’s impending
death, but was not understood as such by the relatives of the
patient was: moving the patient to a room for 1 person during
hospitalization (Caswell et al. 2015). Relatives indicated that it was
important that the patient and the relative, by using clear language
to inform the patient, were offered the opportunity to discuss and
finalize things with each other (Caswell et al. 2015; Krawczyk and
Gallagher 2016; Steinhauser et al. 2015).

Leaving room for positive coping strategies

In several studies, it was suggested that both patients and relatives
needed positive thinking and a perspective of hope, in addition to
honest information (Applebaum et al. 2018; Doorenbos et al. 2016;
Goebel and Mehdorn 2018; Im et al. 2019). Many patients and
relatives indicated that they felt more secure when the physician
showed understanding that they hold on to what was still impor-
tant in life, despite bad news (Abdul-Razzak et al. 2016; Applebaum
et al. 2018; Curtis et al. 2018; Houben et al. 2015; Ibañez-Masero
et al. 2019; Masefield et al. 2019).

Committed health-care professionals taking responsibility

The involvement of numerous health-care professionals could
lead to uncertainty among patients and relatives about whether
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someone felt responsible for them and deprived patients of a fun-
damental sense of security and trust, i.e. knowing that they were
not only in good hands with regard to medical-technical care but
also that their health-care professional cared about them as a per-
son (O’Connor et al. 2020; Voruganti et al. 2018). Continuity of
health-care professionals prevented patients from having to tell
the same story over and over again, but also facilitated a human
connection, that could appeal to health-care professionals’ sense
of responsibility and commitment (Brom et al. 2017; Middleton-
Green et al. 2019; Voruganti et al. 2018). If several health-care pro-
fessionals were involved, patients indicated that consistent report-
ing about their illness and test results was important (McGinley
and Waldrop 2020; Steinhauser et al. 2015). Patients and rela-
tives further preferred a proactive attitude from health-care pro-
fessionals (Ahmed et al. 2015; Tavares et al. 2020; Voruganti
et al. 2018), unless the patient indicated otherwise (Ibañez-Masero
et al. 2019; McGinley and Waldrop 2020; Steinhauser et al. 2015;
Washington et al. 2019).

Recognition of relatives in their role as caregiver

In several studies, relatives emphasized that patients often largely
relied on their caregiving and that they considered themselves
the backbone of the patient’s support system. Many felt heav-
ily burdened and believed that their role as caregiver deserved
explicit attention and recognition from health-care professionals
(Masefield et al. 2019; Washington et al. 2019). Patients and rela-
tives indicated that health-care professionals should take time to
“really” listen to their concerns and needs and where possible pro-
vide personalized support (Awdish et al. 2017; Caswell et al. 2015;
Collins et al. 2018b; Masefield et al. 2019; Seccareccia et al. 2015;
Steinhauser et al. 2015).

Sometimes, the relative felt the need to protect the patient from
threatening information, for example about the prognosis, so that
the patient continued to have hope (Melis et al. 2021) and did
not suffer too much from knowing the truth (Ibañez-Masero et al.
2019; Weerasinghe and Maddalena 2016). Although this could
be the case especially in non-Western cultures, relatives indicated
that they preferred to receive understandable information them-
selves to be able to care for their family member (Weerasinghe
and Maddalena 2016). Applebaum et al. (2018) found that rela-
tives did not ask their own questions out of respect for the patient,
who might not want to know everything. On the other hand,
some patients indicated that they preferred to keep relatives not
informed, especially if the disease progressed and the burden or
fear and worry of the relatives might increase (Lin et al. 2018;Melis
et al. 2021). Relatives indicated that the key to open communication
lied with the health-care professional, she/he could set the example
(Ibañez-Masero et al. 2019).

Discussion

The aim of this systematic review was to synthesize existing
knowledge about the perspectives of patients with advanced ill-
ness and their relatives on effective communication in palliative
care. We found that many patients and relatives wanted to be
informed openly and honestly about their situation and that this
brought a feeling of security. However, patients and relatives also
wanted health-care professionals to align to their process of uptake
and coping with information, because honest information also
could induce fear, stress and existential disruption. For effective
communication, patients and relatives further indicated that they

preferred the following elements: empathy, clear and understand-
able language, leaving room for positive coping strategies, commit-
ted health-care professionals taking responsibility, and recognition
of relatives in their role as caregiver.

Our study brings to light that the dynamics of patients and rel-
atives in communication with health-care professionals have their
ownprocess, and that health-care professionalsmust alignwith this
process. Guidance of patients and relatives in their process over
time is important, while research on communication by health-care
professionals is often done once after, for example, a communica-
tion training program in a following conversation with a real or
simulated patient (Selman et al. 2017). Our finding that for patients
and relatives the informative side was inextricably linked to the
empathic side of communication underlines the findings of a recent
systematic review of Van der Velden et al. (2020). Their systematic
review on the effect of prognostic communication on patient out-
comes in palliative cancer care showed the benefit formost patients
of explicit information in combination with empathic communi-
cation strategies by health-care professionals, although literature
studying longer-term outcomes of prognostic communication was
limited (Van der Velden et al. 2020). Westendorp et al. (2022)
found that patients considered a lack of empathy in the commu-
nication by the oncologist as potentially harmful whereas they
considered the exploring of patient’s needs and preferences by the
oncologist as helpful communication. Our review emphasizes that
patient-centered communication is essential for high-quality pal-
liative care. Such awareness should be expressed by physicians as
well as nurses in planned or goal-directed communication, but also
in unplanned communication.

We also found that patients and relatives preferred a proac-
tive attitude from health-care professionals. However, numerous
studies show that physicians often feel hampered in discussing
prognosis and palliative care issues with patients with advanced
illness and therefore do not communicate about needs, goals, and
preferences regarding treatment and care in an adequate and timely
manner with patients and relatives (Horlait et al. 2016; Stegmann
et al. 2020; Udo et al. 2018). Physicians often act reactively rather
than proactively (Udo et al. 2018). Over the last decade, several
communication skills training programs for health-care profes-
sionals on communication with palliative care patients have been
developed and evaluated (Fujimori et al. 2014; Paladino et al. 2019;
Slort et al. 2014); however, there is little consensus on their effec-
tiveness andhow to evaluate their added value (Back 2020; Bos–van
denHoek et al. 2019). In evaluation studies of such communication
skills training programs in palliative care, gradually more attention
is paid to their effectiveness on the broader experiences of patients
and relatives in quantitative studies (Curtis et al. 2018; Doorenbos
et al. 2016) as well as in qualitative studies (Kim et al. 2018; Krug
et al. 2021), although comparing studies can be difficult because of
the wide diversity of outcomes in included studies (Van der Velden
et al. 2020). The most promising communication skills training
interventions for high-quality palliative care point to the training
of professionals’ communication skills in teams (Back 2020).

In addition to shared preferences of a patient and her/his rela-
tive for communication in palliative care, health-care professionals
should be aware of possible differences in their preferences in
conversations. Sometimes, relatives want more prognostic infor-
mation. While it may be complicated, for legal privacy reasons, to
have an additional conversation with the relative, for example in
case the patient has no limited capacity for communication, health-
care professionals should be sensitive to the needs of relatives and
support relatives to discuss their concerns.
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Most studies in this review focused on communication with
physicians in a hospital setting, althoughmany studies also empha-
size the important role of general practitioners, nursing home
physicians, and nurses in different care settings in palliative care
(Gilissen et al. 2017; Sekse et al. 2017; Van der Plas et al. 2018).
Therefore, more attention should be paid to the experiences of
patients and relatives with communication with nurses in all care
settings and physicians in nonhospital care settings. From the stud-
ies in this review, it is unclear whether there is a difference in
effective communication as perceived by patients and/or relatives
between generalists and in palliative care specialized professionals.

Limitations of the study

Some limitations of this systematic review should be taken into
account. First, most studies included no information about the
level of expertise in palliative care of the health-care professionals
involved.This limits the opportunity to explore the potential added
value of in palliative care specialized professionals. Second, most
studies concerned planned conversations with physicians, whereas
also other health-care professionals communicate with patient and
relatives in planned as well as unplanned conversations.Third, only
3 studies have been found in which diversity of patients and rel-
atives is given attention. Besides those about patients or relatives
from a non-Western culture, we did not find any studies that paid
attention to other diversity in Western countries, for example, in
religion, socio-economic background, sexual orientation, or health
skills.

Conclusion

Our systematic review demonstrates that, for effective communi-
cation, patients and their relatives, besides open and honest infor-
mation, want health-care professionals to pay attention not only to
the patient’s disease and symptoms but also to who the patient is
beyond the illness and to the role of the relative. Such attention can
give patients and relatives a sense of safety within the uncertainty
of experiencing a trajectory of advanced illness. Tailored informa-
tion, empathy, and clear language are the basic elements of effective
communication. Our review also shows that additional research
is needed on effective communication by nurses, in nonhospital
settings and on the added value of in palliative care specialized pro-
fessionals. More research is also needed in the natural setting of
clinical practice (e.g., ethnographic research) and on diversity of
patients and relatives.

Supplementary material. The supplementary material for this article can
be found at https://doi.org/10.1017/S1478951523001165.
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