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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 review was 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 (Hospice New Zealand 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 used model to map the functions and
outcomes of patient-physician communication from the health-
care professional’s perspective is the model of De Haes 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 professionals may 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 aim of this systematic review was 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,
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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. The final search was carried out on March 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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[ Identification of studies via databases and registers ]

Records published until 4 March
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Full-text articles not retrieved

Y
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Full-text articles excluded:

Non-western countries (n = 6)

Participants perspective not
identifiable (n = 4)

Y
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(n=73)

Y

Studies included in review

(n=53)

Full-text articles of included studies
(n = 56)

Included

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).
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Not advanced illness (n =3)

Not about communication
between HCP and patient/
relative (n = 3)

Not about communication (n = 1)

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
etal. 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; Hilario 2020; Hjelmfors et al. 2018; Houben et al.
2015; Ibanez-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; Kvale 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, and method 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
score was 4.5 out of 7 (range, 1-5). There was no blinding of the par-
ticipants in any of the trials. For observational studies (n = 7) and
the quantitative parts of mixed methods studies (n = 4), the median
quality score was 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 (Hilario 2020; Kitta
etal. 2021; Rohde et al. 2019). Patients indicated that open and hon-
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; Ibanez-Masero et al. 2019; Kim et al. 2018; Masefield
et al. 2019; Steinhauser et al. 2015). However, there were also
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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 and Gallagher 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 cope with information about their deteriorating health
(Abdul-Razzak et al. 2016; Goebel and Mehdorn 2018; Ibanez-
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; Hilario 2020; Hjelmfors et al. 2018; Im et al. 2019; Kitta et al.
2021; Kvale 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 how much 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

Marijanne Engel et al.

(panunuo))
‘a1ed aAneljjed
Apnis anneyenb 0} uoidnpoJul 3y} pue ‘Sulkp ny
Jadued padueape ‘anndadsoud dO-OH ‘Y1e9p INOQE UOIIEIIUNWWOD U0 (98102)
SMalAIRIUIl 9]A1S-aA13eLIBN Gz=u:sy yum a)doad jo siani3a.ued Jnpy ‘|euoI329s-s504) 3 OHS sanldadsiad Jani3aued alojdxe o) ‘|e 19 suijjo)
*uoISSnIsIp s}l 0} sasuodsal
Apnis anneyenb J19Y3 pue aied aAnel)jed noge ny
‘anndadsoid dO-OH uonedIuNWWod 3ulipunoins (e8107)
SMalAIRIuIl 9)A1S-aA13eLIBN 0E =U:sd Jadued pasueApe yum syuanied }npy ‘|euoI329s-s504) 3 OHS SMalA Juaijed asojdxe o) ‘e 19 suijjo)
|
'$9SINU/SI0100p (L102) 12 1®
3y} Jo JoiAeyaq oy} uo uonsanb uado T sjuaned paseadap *aJed 703 3uluIaduo0d sjulejdwod playsuep
U3IM SMBIAI)UI 3DB)-0)-30B) PaINIdNIIS 0L=uU:sy Jo s1ani8aued Ajiwey Atewrd Apnis anneyend OH Aynuenb pue Ajisse)d o -uayo)
s1aJed Ajlwey Ji1ay) pue
lexdsoy ui 3ulAp ase oym ajdoad
[s210u B5BD JO M3INBI B pue] "U24e9s5a4 9y} JO 9SIN0D 8y} yoeoidde Japjo iesj 01 papinoid aled jo a9
SMOIAJIDIUI PAINIINIIS-IWDS 3uunp piem jexdsoy ay3 ul paip oym s1ydes3ouyze Ayenb ayy 1aye yaiym sassedoud (O TANERE]
[uoneasasqo juedidiyied-uon] €T = U sy syuaned Jo siaied Ajiwey paneasag :Apn1s aAieeN) OHN pue $10)o€} 9y} puelSIapUN O] l1omse)
(sasnjedads jesipaw
‘NS jo sdais Jayo0 pue s1si30j0duo) sueishyd ‘Adesayjowayd aul-pJiyy pue
9y} UO paseq SeMm SUONBAIS]O Jo Sulpo) J19y) pue ‘Adesayowayd aul)-paiyy -puo2as 3noge Supjew-uoisap ul
SYISIA D1UI]2-1N0 Sjudited dY3 JO SUOIIBAISSAO KJepuodas 1ie)s 0} 10U JO I9YIdYM paziudodai aq ued (Nas) Sunjew N
suepisAyd 8T = U 'SdDH UOISIDaP Y3 YUM PajUO0IJu0d J9dued Apnis aaneynenb -uoIsI>ap paJeys Jo sdays ayy (LTOT)
pue syuaned yum smainiaiul yidap-uj $T = U :Sd pasueApe yum syuaned npy Jeuipnyiduo OHN MOY puB J3YIdYM dUIWEXd O] ‘le 19 woug
aseas|p
3ujuajeasyy-afl] e yum 3uial) usym
Kiodafeny sseasip Sumpas jeudsoy sande ue ui (103)
jo aseyd anneljjed ay) Suuieau 9J1] J0 pud ay) Inoge 3uiyjey 0y a
9=u:sy 39 0} Kj1] se 1D1dS Aq paiuapl pieSal yum saAnejal J1sy) pue (0zoz) R 39
SM3IAISIUI PAINIINIIS-IWSS 9DB)-0)-98 IT=U:sd SpJem woJj SI9AI3aJed pue syusied Apnis annejend OH syuaned Jo saysim ayy aojdxa o) 7310yusdiag
1an13a1ed Arewnd se syuaned
2y} Aq pajeulwou a4am SIaAISaie) 'SuoISSnasIp
‘Adesayy ¥NQ@ uo suoiuido pue ad130e4d jual
SABIND JBYLINS DAISIDI 0] JOU UM -1nd 8y} pue siapinoad aled-yyesy
'SuoISSnISIp YNG 20T = U :SdDH pue ‘9seas|p 9)geindul pey ‘ewould pue sJaAI3aied J1ay) ‘syusned ')
pue sniejs YN uo sway 03 Suipuodsal usym 6=U:SY -1eD 1]3D ]|BWS PUE ])3D ]|BWS-UOU JO Apnys annduosap Jaoued 3un) jo saduaisRld pue (ST02)
ssanoud ,pnoje 3uiyl, Yim asleuuonsanb y 0T = U :sd sisougelp e paAladaJl OYm Syualied aAndadso.d OHS suondadiad ay3 aio)jdxa o) ‘|e 19 pawyy
"JoIneYaq 3unjaas-uolew.ojul
J1ayy pue ueisAyd syr yam diys
-UOI3e)aJ UOI}EdIUNWWOD Y}
109}4€ JSAI3 uonew.ojul Se 9o sn
‘sadAy Jodued  pue A s,ueisAyd ayy jo suoiyeraidiaul (8107) 1€ 1@
SM3IAIRIUI PRINIINIIS-IWDS 0T =U:sd  01]sade)s Jedued yum syuaned jnpy Apnis annejend OHS Siwuaned Jsoued moy aio]dxa o uoswepy
Sa1pnis aAneyend
U01323])02 e3ep JO poyIap paipmis syuedidipied 9)dwes ugdisap Apnis 3umes wiy Aiuno)
JO JaquinN (1e3A)
sioyny

894

Sa1pnis papn|oul ay} jo sonsudIdeIRY) T d)qeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

895

Palliative and Supportive Care

(panunuo))

‘siopinoad
aJed Atewrd yym suoissnasip
(1S70d) 3uswyeas] Sujuieysns

S9j0U pial4 ‘uolssnasip 1570d -9J17 10J sI9pIQ UeldIsAyd sn
uoIssSNISIP 1S710d 2y J9ye Ajarelpawiw] e pey oym euawWap padueApe yium ul 3ui3e3ua uaym saduaadxa (8102)
SM3IAIRIUI PRINIINIIS-IWSS uosiad-u| 0T = U :sy slenpiaipul jo sajeouns Ajiwey Apnis aanejend HN Ss91e30.1uns Ajiwey aquasap o) ‘e 19 wiy
s1an13a4ed Ajiwey
pue synpe Japjo Jo saAndadsiad
9y} wouy Juswadeuew 4H ojul 15
*(S) speAp pue L=u:sy SENEEY] 5] uoneduNWwod 703 Suneidanul (6102)
‘(L) 1enpiAipul “(¢T) SMalAIa3Ul PaINIaNIIS JWaS (I =U:isd pue 4H yum sjudned Jap|o Apmis aanelend dO-OHS 40 sa3uB)jeyd ay3 a10]dxs 0L ‘e wi
(smainiaaull) Ty = U sy
( sdnou3 uoissnosip ‘siaquisw
S ul) Oy = u:sy Ajiwey Jo yieap pue ssaujjl ay1 s3
(sdnou3 snooy ~03 3uunp uoneduNWWOod pue uonew (6102)
( smaineyul yadap-u| Jeulwou g ul) zy = u sy 2y} 1e Jaquiaw Ajiwey e paiued WOD  -lojul yijesy Suipiedas sadusLadxa ‘|e 3@ oJasel
sdnoJ3 sndoy aoe}-03-92e4 €7T = U:e10}SY  -WOJde pey oym SIaAIZaied paneaag Apnis anneyend 3 OH S19AI3aJed puelsiapun o) -Zaueq|
‘sisougoud
3Y3} IN0Ce UONEIIUNWWOD 3iNjny
104 S92udI9jRId JI1BY) paldaye
saouaIadxa asay) moy alojdxe
sajou pjal4 (sdnou3 pue sisou3o.d (4H) ainjie} Jesy 3s
‘paqudsuel) pue pap.aodal-olpne dno.d-sndo4 SN20j  Ul) GT = U :Sd 4H 111-1 9dAy (YHAN) uoneidossy J19Y3 3N0ge UoIedIUNWWOD JO (8102) 1€ 3
SMaIAISIUl uostad-u| (1enpinipul) 6 = U sd 1BSH YJOA MBN YUM Sjusiied Apnis anneyend dO-OH seouaLadxe Ssjuaned aquasap o) siojwyalH
‘saljiwey J19y) pue sjuaned
aJed anneljjed Jo sanijeal panl
ay3 sadeys ‘BulAp jo ssauaieme
‘uoieAsasqo juedidiued 20T = U :SdDH ue sajowoud yaiym ‘yiesp poo3 1d
‘'SM3IAIS)UI WOJ) S3J0U plal4 0z =u:sy (sNDd) syuun aied anneljjed 1e e JO 35IN02SIP ISI|eAIAS,, dU) (0z02)
'SM3IAJIDU| uosiad-u| 0T = U sd siaquaw Ajiwey pue syuaned ‘yeis Apms aaneend nod Yd1ym 03 JUa)xd dY3 a10]dxd 0| oue|lq
‘09 a3e 1e paip pue juawyedap siy; Juswpedap
u1 suonezijelidsoy |elanss pey oym uonel)igeyal |edigojoinau e ul
‘uesalan pajgesip e sem juaned ay| uonezijeyidsoy wial-3uo] uunp b |
‘Junodde djydesSouyia-oyne 9T = U :SdDH ‘Aliwey sauaned ay) jo siaquaw Apms yeis pue ‘Ajiwey ‘quaied Suowe (zz02)
T PUB SM3IAIB]UI 9DB)-0]-938) PaINIONIIS-ILDS 7=u:sy pue jejs juswiiedap uonejjigeysy ased annel end ay UOI1BSISAUOD 70T SUjWEXd O] ‘le 19 pejio
'S10100p 413yl 0}
'SSau|l 43y 40 SIY Jo aunjeu eIpaW SSeW IO |e120S pue Jauialu|
3y} 1NOge uJes) 0} J03D0P J3Y IO SIy 3y} Wouy ssauj)l J13y3 Inoge
S9PISaQ S924NOS IBYI0 WOJ) uoljew paJinboe aney Asyy uonewuojul sn
-10jul 3Y3nos oym ssau)jl SNOLISS JO 91e2IUNWWOD S3SSAU|! SNOLISS (LT0T) 491195
‘SMalIAIRIUL Y3dap-u| 7 =Uu:sd sadA} Juasayip yum syuaned ynpy Apnis aAnelend XIN yum aydoad moy sujwexa oj pue uapie9
U01323])02 e3ep JO poyIap paipms syuedidiyied 9)dwes ugisap Apnis 3umes wiy Aiuno)
J0 JaquinN (4e3A)
sioyiny

(‘panunuod) °t 3lqeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

(panunuo))

Marijanne Engel et al.

*SUOIIBSIdAUOD (DO9)
948D JO S|E0H UO ddUBN)UI pue

(S35180)00UQ) JUSWA|0AUI AjIWe) INOge S} sn
pap.odal-oipny T¢ = U SdDH 515130]00UO J13Y} NOD % -dadsJad sysi3ojodouo pue sjusied (8102)
SMBIAJIDIUI PRINIDNIIS-ILUDS 6 = U :Sd pue Jadued padsueApe Y}Mm Juslied Apnis aAneyend ‘OH ‘OHN J3dUBD padueApe 91ISSp Of ‘le s un
703 8y} 03 3502 3ulaq *J92UBD d)geIndul YHm
j0U ‘(3s130)00U0 J19Y3 Aq pawoul 3uial j3un 3uoim sem Juiyidwos
se) a41) Sui3uojoud jo uonuajul 18y} pajdadsns Aayy Aep ayy wouy ON
ay3 yum Adesayjowsyd anneljjed ‘syuanyed Jadued Jo sanljeLieu (0z02)
SaAljeLIRU SSAU)|I SIUdlYed €T = U :sd Buindas syuanied Jadued ynpy Apnis aaneyend OHN ssau)|l 8y} ojul Jy3isul uted oy ACREEIEM]
YO
uoluaAIRUI 3y} SulAI9d3I OYU| pazI ‘(YD) yoeousddy uonesiunwwo)
VoW -wopues pue Apn3s uolen|eas Ja3ie) 2U03S3)IN Y} YHM SadusLIadXxd ia
93U} UIYHM SIDJUNOAUD OM} }Sed) Je pey Suiney ZT =u:sy e ulSupedpied ‘siani8aied Jewlojul J1duadolnjes sianI3aied jew (T2o7)
J9)e SMIIAIDIUI PAINIONIIS-IWLIS ‘DIB)-0)-90B4 €T = U sd pue sjuaned Jaoued Sun) pasueapy Apnis aaneyend OHN -lojul pue sjuaned aiojdxs o) ‘1e 312 Snuy
*alp 03 y3noua }dIs
si yuaned e jey) sssuaieme Juisiel |'h)
Uo SN20j PINOYS S}SEID104 d13SOU (9102)
-3oud Aym pue ‘siaquisw Ajiwey Jay3e)en
sajou pjal4 ‘yreap sauaned ayy Jaye nod syoedwi Ayurensdun snsoudoud pue
SM3IAIDIU| duoyd 06 = U :SY syjyuow 9-f syuaijed Jo sane)DY Apnis aaneyend 3 OH 3unesiunwwod moy aiojdxs o) BAzomelry
‘N2d ayy
0} uoissiwpe 03 Joud uoissndsip 703 *a1ed annel)jed
pey pue Aduedadxs aj1) syuow zI-g 0} dAI}RIND WO} UORISURI} Y}
jJo sisouSoid e yym yuawiealy ann jo suopdadiad syuaned uo yd) v
-eind Japun 428uU0) Ou J9M oym K3ojopoyrow OHN pays 0} pue suolssnasip 107 Jo (1202)
SMBIAJIDIUI PRINIDNIIS-ILUDS 7T =Uu:sd J9dUeD Jeulwsa} Yym syuaned ynpy aAleIend ul Ndd saouaiadxe syusiied sujwexs o) ‘1e 12 ey
‘Bumas
aJed anneljjed e ul siani3aied JidyYy
pue ‘spunoi3dyoeq (Q1vD) aS19AIq
Ajjeansin3ur pue Ajjednyn)
‘ys1|8u3 uj paquosues} sassau||l aaiel)ed Suiney wouy 9)doad jo saduapadxe nvy
‘s1932.1d131u1 Jeuolssajoud jo uoddns yym pT = U :SY Se passe|d aJam oym pajywpe SMBIAJIUI dO-OH ay3 jo Suipuejsiapun paseq (8102)
SM3IAJIDIUI UOSIDd-U] PapP.I0d3I-0Ipny 9T = U :Sd s1an13a4ed J1dY) pue syuaned qlvd aAneyend 3 NJd -92UapINS ‘|eaniid e dojanap o) ‘1e 32 Aquiy
U01323]]02 Blep JO POy paipnis syueddiped s)dwes ugisap Apnis 3umas wiy A1uno)
40 JaquinN (1eak)
sioyiny

896

(ponunuo)) *T s1qeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

897

Palliative and Supportive Care

(panunuo))

'SdOH Y}IM SUOI}BSIDAUOD U] d)e)s 3

sem jeym jo uoissaidwi ue uied 0} MalAISUI
yoea 3uipadald pue aseyd sisoudelp ayy
Buunp suoizensasqo juedpiyed jo poday

|J91e] SYIuoW Z1-6 '€
‘Juswijeasy annelyjed

yum Suiniels Jaye syyuow 9 4o ‘s ‘T JAYY T
Juswieasy
anneljed yum pajeiiul pue Jdy Yum

yoeosdde

JUBW1E] JO 95IN0D J1BY}

3uunp sassed0.d 3ujew-uoisidap
9y} Jo saousLadxa J1ay3 as0jdxa
0} pue sjeuoissajoid yjeay yum

pasougelp aiam syuaired Jaye skep 6T-€ ‘T J1INdUBWIRY uofedIUNWWOD 3y} ddUdAAXD Ma
:syuanied e (3sow)e) yum -1es13ojouswouayd (Ddv) 49oued a)eysoud pasuenpe (0z02) 1219
sjyujodawi} € 38 SMalAIRIUl papus-uado peoig €T = U sd 2dV yum susned 3npy :Apnis aAneyend d0-OH yum syuaned moy asojdxs o) opayy-AesiaN
‘[(4d3) p4o2a4 Juaned
21U0J323]9 3y} Wolj pasayied sem
19BJUOD JO dINjeU pue swi} uo eyeq]
*3)1] o Jeak
*92IAIDS PIZI|IIN OYM SIaied 1se] 8y} ul 8q 03 y3nouys syuaired a9
‘9)1] Jo Jeak 1se) J1dy3 ul Ajjenuaod Apnis anneyenb 10} 921A19s poddns uoneynsuod (6102)
dd3 wouy ereq 9=u:sy se payipuapl a1am Asayy asnedaq 110yod -09pIA pue auoyds)al paj-asinu ‘|e 39 udai9
SM3IAJIDIUI PRINIDNIIS-IWISS DE)-0}-d08 8 =u:sd Ul P|09,, 03 S$320€ UBAIZ Sjudlled 9A130ads0.19Y W02 ‘L/yT e Jfaul ploo,, d1enjens o -Uuo33|pPIN
'sdsinu pue suepisAyd
‘sI19AI83.8 J13Y) 4ddUERD padUeApEe
'syusned palinidal Joj paied oym yym syuaned jo sanidadsiad
SdDH pue JaAI3aied urew J1ay3 s13 ay1 3uuojdxs Aq ‘sisoudoid
€T = U :SdDH -0]00uo0 3uipuane ay3 Aq parewnss yoeoudde pue sisougelp ay3 Suimouy 1l
L =Uu:sy se Jeak T ueyy ssa) jo Aouedadxs  |edi3ojouswousyd 0} pa3}ejaJ UoIIedIUNWWOD JO (1202)
SMIIAJIDIUI PRINJINIIS-IWSS uosIad-u| L =U:sd 3}1] e yum syuaned Jadued ynpy :Apnis aAneyend OH uouswouayd ay) pueisiapun of RERERSIETN
"INy 210W SpasU 3SAY) 19dW
JuswWjeas} uoljelpels 4o pInod ‘suepisAyd Ajiwey Suipn)dul ')
Adeiayjowsyd jo Juswiesly T 1sed) ‘s1apinoid a1ed Moy SUIWIIBP (L102)
18 paAIddal Apealje pey oym Jadued yoeoudde |9 dO-OH 0} pue aJed anneljjed ul syuaned Jneaueq
SMBIAJIDIUI PAINIDNIIS-IWIDS 7T = Uusd Jo aseyd annel)ed ayy ul syuaied :Apms aAneend 3 OH J9dUeD JO Spaau ay3 a10]dxd oL pue waya
0T = U sy
€7 =U:sd () 3l
9=u:sd (1) 39
y=u:sy
L=u:sd (7) 1l
€ =u:sy
§=u:sd (1) 99
:(sdnos3 'S49.Jd 419y}

snooj jo Jaquinu) pajed

pue syuaned sisoiqyy Areuownd 1l

-1p1Jed sauunod § J1yyedolpi o spasu uolediu ‘31 ‘go ‘ag

woJj uoneziuedio sJaJed J13y} pue sjuaned -NWWOd J3Wun pue dusadxs (6102) "1 3

sdnoig snoo4 juaned jeuoneu ay| sisoiqly Areuow)nd o1yjedolp| Apnis aAneyend W02 9U3 U Sa13jeuow wod alojdxa o) playasen

U01329]]02 Blep JO POy paipnis syuedpiyed 9)dwes udisap Apnis 3umas wiy A1uno)
40 JaquinN (1e3A)

sioyiny

(‘panunuo)) T 21qeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

Marijanne Engel et al.

898

(panunuo))

(s1oqwidw Ayunwiwod
Jo/pue sy Jo/pue SdIOH
SI9quWdW Wes} jeuon
-Ippe paynuapi-jualied
0} )sed] je pue juaned
e Suipnpoul yiun yoes)

‘JH wouy
Suip jo ysu je syuasied Joy suon

syun 3undwes ‘wea) -esJaAu0d 3uipiedai ‘siapinoid pue
wea} 0§ 03Ul pataisn|d 2Jedy)jeay JI1vy} Jo (jewoyul pue ‘519133480 JI13Y) ‘4H padueape ')
(eSdDH pue ‘sy ‘sd) Jeuoissajold) siaquiaw A3y pue (A] J0 K103y} papunoid yum syuaned jo sanndadsiad (L102)
SMBIAIDIUI PRINIDNIIS-IWDS SMaIAJISIUI 60T 111 VHAN) 4H padueApe yum sjusized :Apn3s aAnelend OH pue saousuadxa ai10)dxs o) ‘|e 19 Zjnyds
‘(yauow/syuaiyed Jadued sould
paoueApe z 1ses) e 3ulaas ‘siowny Aunw
p1jos ul paouapadxa) sisidojodouQ -wod pue
(190ued Ate sjeydsoy "192Ued pasueape yum sjualjed sn
Jo ‘oneasnued ‘3un) ajqedssaldl ||| ¥ 3ul pue s3s130)0ou0 uowe SuoleSIaA (8102)
.TC = U :SdDH 98ejs Jo | 98e)s) J9dued pasueape -pn)oul -Uu0d D09 JO JUUO0D pue Jujwi} ‘|e 39 udal9
SMBIAIDIUI SDB)-0)-308) ‘PRINIDNIIS-ILDS 6E = U :sd yym pasougelp syusned ynpy Apnis anneyend OH 3y} jo suondadiad aquiossp of -uew|nyds
21ed annel|ed “J9oued 3)qesndul yum ajdoad jo
3uln19094 40 2ued dAlel)jed aAIdadsiad ayy wouy Jaied jeuols
3uin@dal (394) jou ‘o3e yyuow auo -s9j0.ud e yyum aied anneljjed 1noge g
15e3) Je pasoudelp Sem jeyy Jad Apnis annesoldxs uo11esISAUOD B 3ulMe)s, Joineysq (0z02) ‘e 1
SMIIAJIDIU| DDBJ-0}-308) ‘PaINIDNIIS-ILDS Gz =Uu:sd -ued 3)qesndul yum syuaired ynpy anneyend XIN ay3 ule)dxa pue puejsiapun o] SuaLIdYdS
'sasInu
pue suepisAyd Aq papinoid uon
Adesayrowsayd annel)jed Joy patisyas -BWIOJUI BY] UO SUOIID)JaJ JIdY)
2JaM pue Jadued JI3Yy} Joy A193ins pue aied aapieljjed ul ajiym Jdued ON
S19YdJeasal ayy Aq apew s307 2u08Japun pey oym Jadued |e3al0 dO-OH 1832210)02 3)qesndul yum syuaired (6102)
smalnIRul yadap-ul uosiad-ul 0z =U:sd -102 di3eIseIDW Yim syusied ynpy Apnis aAnejend 3 OH Jo saouaadxa sy} a10]dxs oL ‘|e 19 apyoy
“19oued pasuenpe yym ajdoad
yyum a1ed aaijel)jed 3uissnasip pue a9
8 = U SdDH 'SdOH JH/N2d Suisiel Jo saduapadxa pue ‘siojey (T207)
SM3IAIRIUI uossad-u| 7 = U :Sd pue J3dUed paduUeAPE YUM SIUdlled Apnis annejend 3 OHS -112€} ‘s1aLiIeq JUaLIND Ajlauspl o) ‘|e 19 luid
‘|leydsoy uj a1ed
J0 aposids JuadaJ JO JUBLIND 1Y}
ul uoISSNISIp D09 e pajddwod pey
oym juswnedsp (syuaned Aluapa)
K1931ns o1padoypio pue ‘suidipaw
(3uasaud |eusaiul ‘updipaw d3elad ‘audipaw Apnis anneyenb ‘3uines jeydsoy ayy ny
Jaquisw Ajlwey/1a1ed ay3 YHm) SMIIA |esauad ‘auidipaw |eual ‘udIpaw Kioresoldxa Ul SUOISSNISIP D09 BU3 JO SIAI} (0z07) 1B 1®
-193ul 2IpeAp 10 |enpIAIpUl PRJNIdNIIS-IWSS 8¢ = U :sd Kiojeasidsas ‘D1 wouy syusned npy anidudsaqg OH -dadsiad sjusned asojdxe of Jouuod,0
U01329]]02 Blep JO POy paipnis syuedpiped a)dwes ugisap Apnis 3umas wiy A1uno)
40 JaquinN (1eak)
sioyiny

(penunuo)) *T s1qeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

899

Palliative and Supportive Care

(panunuo))

‘syjuow
€ JO uoieINp e o} ‘uoizudAIRIUl dooT
3y} ‘uonesiunwiwod djH-waned oy

ejndjyed ul |00y
(paseq gam) mau e Jo anjeA pappe

saj0u plal4 el = U SdDH 100} paseq-qam e pasn oym sueld 9Y) pue |eJaudsd ul UoiedIUNWWOD v
syuow € G=u:sy -1sAyd aued annel)jed pue Jadued dDJH-1usned 21u0.329)d uo suon (8102) 1€ 1
Joj Ajyauow pareadas smaiaisul uosiad-uj 9=u:sd ‘sianidaied ‘syuaned usdued pasueApy Apnis annejend OHN -daoiad juedidnued pueisiapun o) 1nuesniop
‘aseasip Jo A101da(esy ayy
J9A0 2Jed pue ‘(100) a4 Jo Ajenb
(SdDH) sdno3-sndo4 ¢GT = U :SdDH aJed J1vy) ‘uoneslunwwod 3uipJedas saduUID Eld
(sy pue sd) 6=uU:sy Ul POAJOAUL SdDH PUe ‘SaAilejal Jisyl -j24d pue spaau si1anIZaied-Aiwey (8T07) 1€ 1°
SM3IAISIUI PAINIINIIS-IWDS [BNPIAIPU| 6=U:sd “90ued 3un) onelseIaw Yum syuslied Kpnis anneyend OHN pue sjuaned ayy asojdxs oL s0qoje||IA
‘uolea|uNWWod sjeuolissajoid
yoeosdde y1eay ayy 03 3ujueaw ugisse Ma
M3IAIS1UI SNOIABId BduBNU 01 MBIAISIUIDY ssau||l Suiuajealyr-ayl) jennuazod  jesi3ojouswousyd pue aduauadxa sjuaned pazijend (LTOT) 1B 1
smalneul uadQ T =u:sd e 0] anp pazijeydsoy sjuaied :Apnis aAneIEND OHN -soy ) Alsnouas moy a10jdxe 0]  uuewIBWWI|
‘Juswuedaq
YoJeasay Jo soiuf)d juaizedino jend ‘suemuld yym Suruueld
-soy ‘saonoeid d9 wodj paynidal 21ed 9dueApe pue aAnel|jed 1noge
‘A10303(e) aseasIp J19y) Jo sadels yoeoidde suolssnosip 1oy aseasip Areuow)nd a9
juaJayIp Je aseasip Ateuowind an3  |edi3ojouswouayd 9AI12NJISCO d1U0IYd Y3m syuaired (0z0Z) e 1
SMBIAIDIUI PRINIDNIIS-IWDS €E=U:sd -2NJ1Sgo d1uodyd yum syusned 3npy :Apn1s aAneend XIN Jo saduaiajald ay) puelsiapun of salene]
93U |edIpaW
dlwapede 3eAud Jo uonensiuIWpy REET
‘dnoJ3 snooj yoes Jo siaquiaw sueJa)aA e e Joud syyuow g1-9 1e dduaadxa JI1dy) Jo Ayjenb ayy sn
T Yyum smaiaiul dn-mojjoy yadep-uj 95B3SIP 21UOIYD JO PaIp pey oym OHN 01 ]eJs3udd JapIsuod syuaned pazijel (STOT) 1B 1@
sdnoJ3 snooj om| pT =u:sy  susned jo sisquisw Ajiwe) paseatag Apnis annejend 3 OHS  -ldsoy jo seljiwe) 1eYym 3¢LIISIP Of Jasneyurals
*(dJV) Sutuueid aied
2oueApe 1noge ulesiunwwod
Jo spoyiaw passyaid sianid sn
smalneul duoydaja) 6=U:SYy SI9AI3aJeD J19Y) pue J3dUed -a1ed JI3Y) pue sjuaned Jadued (0z02)
SM3IAJRIUI PAINIINIIS-IWSS uostad-u| 0z =U:sd pasueApe yim suusned oune ynpy Apnis anneyend OHS padueApe-oulle pueisiapun o) ‘|e 312 uays
‘ssapinoid
21edy3}jeay pue ‘sianidated Al
'sinoy gy -wey ‘syusnedul Aq paquasap se
15e9) 1€ 10} NDd dY) Uo udaq Sulney ‘(sn2d) syun ased aanerjed uo
(sdDH) sdnou3 sndo4 ¢6€ = U :SdDH pue sndd sauanedul  Jo auo 01 948D Y1IM UOIIJRJSIIES pUB 3B JO v
(sy pue sd) €T=U:sy pajiwpe ‘syusned Jo sianidaied Jo XIN Aujenb o0y |esjuad aJe jeyy uoned (S107) e 39
SM3IAIDIUI |ENPIAIPUI P2INIDNIIS-ILLDS €7 =U:Sd  ‘sjudnied Jsdueduou pue Jadued }npy Apnis annejend Ndd -lUNWWOD JO SJUBW]D AJ13USPI Of 1232182095
uo[329)]02 Blep JO PoyId| paipnis syuedidnued a)dwes ugisep Apms Sumes wiy Aiuno)
J0 JaquinN (1e3A)
sioyiny

(‘penunuod) °t alqeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

Marijanne Engel et al.

900

(panupuo))

uonezijeydsoy
ay3 Suunp s3unaaw Ajwey jje jo 1oday

uonesunwwod uepisAyd
Yaim uonoejsiies 0 pajejas suonsanb
yam AsAuns uonoeysiyes padojansp-j|os e

e6 = U SdOH
1013u0D
eG = U SdOH

UOoIUSAIRIU|

TT = u :(sd3e30.ins) sy
G =u:sd
Jo43u0)

L = u :(sd3e804ns) sy
8 =U:Sd

-jeak 1sed

3U3 UIYHM S]|YS UOI3RdIUNWWOD Ul
Bujuresy soud Aue aney jou pip yeis
aJaym NDIW dY3 Jo syun desedas ul
9)pung uofedIUNWWOD ou JUlAIRIDY
1043u0)

(¥w3)
p1023J |BJIPaW IU0JII)D Y}
ul 3undaw e jo uoneudWNI0Q “f
sa|ppny wea} Suesw-ysod
pue -aid pazipiepuels ‘¢
uolssiwpe
NDIW Jo sinoy z. uiyym ul
193w Ajiwey e Sunnpayds g
3uluies yjeljeup
uo paseq suemisAyd NN 404 Sul
-UleJ} UOIIeDIUNWWOD UoneINWIS T
9)pung
uofesIunwwod ay3} SuiAIdSY
UOIIUBAIRU|

'saAlela) pue ‘ainjiey uedio aj3uls
Jo/pue o60€ ueyy Jayealsd Ayjerow

papipaid Al JHIVAY YHM (NDIN)
1UN a1ed dAISUSIUI |eDIPaW 3Y) 0}

Apnys 3o11d

‘uoneslunwwod uepisAyd

yym uonoejsies Ajiwey Jo/pue

1uaned anosdwi pue s193UNodUD
]ea4 0} UolIeINWIS WO} Jd)Sue) sn
111)S 91e}11de) 0} 8jpung suofiedlu (L10T)

:aJleuuonsand uonuaAIRU| paniwpe sa1esosns pue sjusiled  14oyod aAndadso.d OHN -NWwod e Jo AYN|iqises) ay1 1591 01 e 33 YsIpmy
S91PN]S |EUOIILAIDSCO dAIBIIUEND
's1an13a1ed Ajiwey jo sanndadsiad (')
3y} woJj (yyeap o3 sisoudelp (9102)
wouy) A103dafesy ssau))i ayy Suunp euajeppep
‘sjues3IWWI UBISY YINOS paseadap Ssjue3iwwWI UeISY YInos Jo SUd pue
SM3IAISIUI PRINIDNIIS-IWLBS L =uUu:sy J0 sian13.eD Ajlwey paneatag Apnis aAneyend W02 -uadxa Buinidaied o7 asojdxa 0 ay3uisesaam
(Apnas jewn jeajulpd paziwopue
juaied e uj siani3aled Ajlwey Joy
uonuaniaul Suinjos-wajqoid e
*Apn1s SIY3 Ul Pa13IWIO 2J3M UOIUBAISIUI PaAI22al 10U pey 1o pey oym)
9y3 JO uonen)eAs uo 3uisndoj suolsaNd S9INJBS 2JeD dAljel|jed ‘ssapinoad ai1ed A30100u0 yum sn
smalneiul suoydajal juanedino 3uiaiedai syusned Jad XIN uonedIUNWIWOD Uo saAdadsiad (6T07) 1€ 1@
SMaIAIRIUl uossad-u| €9 = U Sy -ued Jnpe Jo siaAIZaled Ajiwed Apnis aAneyend OHN Sian13a.ed Ajiwey ai10]dxa o) uoj3ulysem
u01323]]02 B1ep JO POy paipnis sauedidiued a)dwes ugisep Apms Sumes wiy Anuno)
40 JaquinN (1eak)
sioyiny

(panunuo)) °T s1qeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

901

(panunuo))

9]eds (JD1d) sed10yd

juswWieas] pue disoudold ayy 3uisn sy

-SIA papJodaJ-oipne paquosuel) 3uipod
Aq uoissnasip o13soudoud Jo Juswssassy e
:S)SIA papJodal-oipne jo Joday

91e2s (|ldd3d) d4NSeaw Suoi}deIANU|
uepIsAyd-juaned ui Aoediy3 paniediad e

‘uoISSaS

Suiyoeod ou paniadal syuafred
‘Buiulesy ou pantadal s1siSojoduQ
1013u0)

'S9U2e0d WoJj Sjjed auoyda)sy

dn-mojjo4 € 03 dn pue 3s1) 3dwoud

uonsanb e unjesodiodu; uoissas
3ulyoeod e panladal syusied ‘¢

*S}ISIA d)esedas

Z Suunp sJ1an18a1ed pue Jadued

¢6T = U :suenishyd pasueape yym syuaired Suihesy

Jo43u0) -10d syusned pazipiepuels wouy

6T = U suepisAyd yoeqpas) pue ospIA e Suipnidul
Uo[IUdAIRIU| Sujuiesy e panadal 3siojoouQ T

9]e2S (DHL) UOIIPBUUO) UBWNH 3Y| s193sn)2> uepisAyd ge (248D diysuone)as uepisAyd-jusied
S)ISIA PaP.J0d3J-0IpNe J}e SYIUuowW € GET = U :Sd Jsoue) ul suondo pue sanjep) IDI0A 3y3 Jo Y13uau3s ay} Jo sainsesw ul
pue sySIA paplodaJ-oipne uaye shep L 1013u0) UOUINIRIU| OH sagueyd |eusWLIIdP YHMm pajerd sn
pue gz usamiaq ‘auljaseq e Aanins jualed 0ST = U isd s1s130j00u0 419y} pue Kpn3s yoyod B OHN -osse s| sisougoud jo uoissnasip (8T02)
:211eUuoISaNY UOo[IUSAIRIU| Jadued pasueape yum syusiied ynpy Jeuipnyiduo 3 OHS ueisAyd Jayaym ssasse o ‘|e 39 uojua4
Spaau s)|
93U} 0} paJo]ie} ||ed JUSWdARDIDYG '€
suonsanb
]ed1ul)d ssaippe 03 Juaiied
suonsanb papua-uadp e 9Y3 J0J USIA D1Ulpd Jeuondo 'z
9)eas *Dl1/3uaned oy ueiul A30j00uo
ale) 9j17-jo-pu3 jo Ayjend woiy uonsanb 1 e wouy ‘yresp juaned jpun Ayuow
MBIAISIU| JoqWIBN Ajley panealsg 0] 3uisesdap Ayaam 231m)
41eag-4ayy 3Y)00] wouj suonisanb 9 e 15414 ‘s)jed auoyd anpoddns ‘T
9)eds 12439y uoisag e :901dsoy ul |joaud
9]DS SS9JIS PAAIRdIDd e oym syuaned 4oy (OHD3I) A30j0ouQ Aq
9]e2S 0Z-IYYINYH WOl SWwal 9 e 921dsoH ul uofedIunwwo) duunsul
ale) anijel||ed-alleuuonsand UOIUINIRU|
Suin8ale) o jesiesddy Ajwey e "a1e3 d1dsoy
:S311eULONSAND SJ91ud J3dued Suneddiped § jo suo ul syusned jo sianidaied pue
’ ’ ul a1ed A30100uo panladal pey pue suepul)d A30100U0 UdaMIa] UOIFED sn
UOIJUSAIDIUL DY} UM UOIIdR)SIIeS 921dsoy awoy Ul pajjolud oym Jadued -lUNWWOD d}e}|12.) 0} UOIJUSAIDIUI (8102) "je 1@
UO SMBIAISIUI HXD PUB SIUSWISSISSE |RIINDS GT = U Sy yam sjuaired jo siani3aied ynpy Apnas Ayjiqisead JH ue Jo AJjiqises) ay) ssasse o uewneg
U0I1329]]02 B1ep JO POy paipnis syuedidiyied 9)dwes udisap Apnis Suimes wiy Aiuno)
40 JaquinN (1e9k)
sioyiny

Palliative and Supportive Care

(‘ponupuo)) °T 21qeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

(panunuo))

uoljew.oul

1O |9A3] JI9Y3 YM UOIIDBJSIIeS JI9Y) Se ||9M Se
UOI}BWIOJU] PIe|DJ-SSBU||I JO) PIdU JIDY}

JO UOIeWISS SIUBIEd 'S (8-4S) AonInS
y1jeaH wio4-10ys ‘¢ 9)eas uoddns jeidos
o110ads-ssau|| “€ (SQVH) 9]eds uoisaidaq pue
Ay@1xuy je}dsoH g Je1ewowsy] ssaaisig T
uaping jenosoydAsd

Marijanne Engel et al.

"'SMaU }SI0Mm
3y} paAIddal pey Ayl yaiym ul uonenyis
3y} Ul 2duaia)a4d Siy3 03 3uipsodde pajoe

(ou 4o sak) pey uemisAyd ayy Joyreym adud
-19421d e Bulaq W)l Yyoes 4oy pajel syusiied e
uonediunwwod uepisAyd-jusned Suipiedal
saouaJaald uonedunwwod syusired
ssasse 0} ‘alleuuonysanb saduassyaid
SIUBI1Ed JO DINSEI|N Y} JO UOISION UBWIDD e
S92Ua.942.4d UOIIBIIUNWIWOD SAJIBUUONSIND

vy = U sd

‘wsejdoau
|elueidesul ue Joj Juswyealy |edidins
-04Nnau 1Sl ay3 Jaye sjuaned 3npy

Apnis
]euoeAIasqo
]eU01295-5504) OHN

‘saduaJ9RId

uopedIUNWWOd Ssyudijed jo yojew
-slw jo saduaNbasuod jedjul)d pue

‘SMaU peq JO UOI3edIuNWWod 3y} El]
J0} saouaiyaud sjuaned ‘smau (8102)
peq 40 jua3uod ay} 3uipiedal anl} uiopysiy
-dadsJad sjuaired ayj ssasse o) pue 199209

‘uoiedIuNWWod
annel| ey sueisAyd 1oy pue siol
-Aeyaq uonedpiyed uani3ased/yusned
9AI1DE 10j PapOd atom sydLdsues) e
:S)ISIA pap.odal-olpne jo poday

‘uepisAyd J1ayy Aq Awouoine
J19Y3 jo poddns jo asuss siuaned
9y} JO ainseaw pajiodal-§)as Wa-Gy e
‘(D2OH)
2J1EUUONSAND UOIEBDIUNWWO) dJe) Y}jedaH e
:(ss9n130480 pue syusned Aq paiejdwod)
1ISIA uoljeyNsuod-3sod sasleuuonsand

‘Idd3d wioj uoys e
aJleuuonsanb
9417 40 Auend 11199 dY3 o suonsanb T
wia1sAs
JUdWAINSEAW | |JY4 Y3 wouy udyey Sulaq
-1om |eaisAyd |esausl jo Juswissasse uy e
9]eds (30v3d)
2oualadx3 J9oue) ayy ul sdueydanny
pue ‘Ayiwiuenb3 ‘9oead way-g ayy e
9]edS DHL e

:(s49n1824e0 pue syusned Aq paia)dwod)
1ISIA uoneynNsuod-aid sasleuuonsand

#8€ = U :suepIsAyd

€8 = U sy

61T = U :sd

(L102

‘Je 312 ue1sd3) Apnis jeL
pa]10J43u0d pazjwopuel
ul aseyd uonezjwopues
0} Joud pa3ds)|0d eleq

sueisAyd a1sy) pue

‘syuanyed payinidal ayy Aq pa3dales
siaAI321ed pue Jddued ||| 93e1s Jo
P1Os Al 98e3s yum sjusized ynpy

OHN
Apnis anneluend 3 OH

woddns uepisAyd

Jo suondadiad uo uonedpnied

JaAI321ed pue juaned jo 1pedw

3y} SS3sSe 0} pue S3s[30)0du0
UM SJ93UNOdUd |edlul)d Ul Jadued sn
pasuenpe yum syuaned jo uoned (8102)
-p1ued jo siopipasd Ajpuspi ol je 19 Seykauy

U0[329)]02 e3ep JO PoyId|

paipms syuedidiied
Jo JaquinN

o)dwes

ugisap Apms Sumes

wiy A13uno)
(1e9h)
sioyiny

902

(‘ponupuo)) T 81qeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

903

Palliative and Supportive Care

(panunuo))

(¢1-4S) AonInS YrjesH wio4-poys way-zT

:2J]eUUONISaND

'SuoISSNISIp
703 Joy siauped Sojelp pue ‘uone

‘suonndo Jamsue 21U12 -1}t jo apow ‘quiod aswiy jewndo
pas0]2 4330 pue suoido Jamsue 9)edas JdNIT uoleyligeyal e ul pue 3uinLs N} “uaju0d SuluIadU0d SsadUBIRId ia
Y3IM SuoISsSNdSIp 103 0} pajejaJ so1doy 9 noge -edino pue -ul aanel)ed e ul syusned Apnis OHS Buipsedas syuaned ssdued ul (0z02)
SUOoIISaNb Ym SM3IAIDIUL PRINIDNIIS-IWDS 98T = U :Sd J9oUBD d)ew pue d)ews} Jnpy ]BUO11295-550.D) pue QHN saduaJayIp Japuald a3ediIsanul o) RERERVEITELS
"103-200 e
Syluow ZT pue ‘g ‘v 1e salleuuonsand
*(103-200) a11euuonsanb uonedUNWWO)
J0 Ayjend aya jo ajeasqgns o3 e
‘(Aanuns yyesH wuo4
-HoYS way-9¢ Apnis sawodnQ jedipap e
(pausiyes A1an) ‘(auljeseq Jaye
0T 03 (palsnes jou) o wouy Juiduel 210s sieak omy ulyym paip uaned ayy *a4n|ie} ueSIO0 d1U0IYD padueApE
©) JUSW1EaJ} |BJIPAW UY}IM UOIIDR)SIIES e (syauow ¢t 9SeD Ul) S9AI3R|aU }S3S0]D JIdY) pue yum syuaned jo dn-moj)oy seak IN
SAvH e 1e) 90T = U :Sd (44D 10 4HD ‘ad0D) ain)iey uedio Apnis dO-OH ® T Sulnp uoledIUNWWOD 3Jed (STOT) 1B 3
:auljdseq e salleuuonsand) (aunaseq ie) g9z = u :sd 21UOJYD pPadUBAPE YlIM Sjudlled |euoneAsssqo d0O-OHN 703 jo Ayjenb ay) sulwexs o) uagnoH
u01323])02 e1ep JO poyiap paipnis syuediyed 9)dwes udisap Apnis 3uimes wiy Aiuno)
40 JaquinN (1e9k)
sioyny

(‘ponupuo)) T S1qeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

Marijanne Engel et al.

(panunuo))

Juasald 4o Juasge se papod SI9M ied

ao1dsoy 1o aAijel)jed Inoge suoissnasip pue
‘3uiuue)d aJed dueApE ‘SUOISSNISIP DO e
pJod3J y3jesy 21u0J4329)3 ul Yoday

Ayoixue pue uoissaidap Jo swoldwAs e
{(uswnean
1ua.14nd J13Y1 Jo suondadiad sjusned 'z 4o}
-wod 3ULINSU 10 3] SUIPU3IX3 JBY3ID IO}
2ouasayaid sauaned 3uiluyeq ‘T) 140ddNS
woJj suonsanb z yum syjuow ¢ e aied
JUBPJIOOUOI-]e03 JO SIUBWISSISSE Judlled e
103-000 °
(ou/saAk) uonesunwwo)
D09 JO 92UdLINII0 JO Jodal Judlled e
‘Syuow 9 pue syuow
€ ‘Sy2aM T 1€ Salleuuonnsanb 3isIn-1sod

el9 = U SUEPIUND
]o43u0)

¢59 = U suepIuI)
UOIUSAIRIU|

SJ21sN|d> uepPiul)d ZeT

‘'suepIuld

10 syuaned o3 papiroad sem sAanins
SY} WOJ} UOI}_ULIOJUI OU INQ ‘SASA
-Ins awes ay3y pajadwod syualied
1043u0)

*UOIIBSISAUOD DO

J19Y3 40} SuoIsa33ns Yyim swiioy
sdi]-peysdwnr a8ed-t oiy0ads
-Juanjed panisdal os|e syuslled
“USIA squaned ayjy 03 Joud

sAep SupyJom g Jo T Sueidiul]d 0}
juas sem sdi-peysdwnr a3ed-1 ayL
'sasuodsal

juanied 0y palojiey jeuarew
JeINDLIIND Y|B[|BUA UO paseq
sdj3 uonesIuNWWOod dpINOId
"J0)e}]108}

JO JaLJeq uoledunwwod juey
-iodwi 3sow ayy Aynuapt (q)
‘saoualtagaud sjusnied sy jo
UOISJI9A pajoelIsqe ue a3eald
(e) 03 pasn sem wy3li03je uy
2Jed 703 3N0ge UOI}edIUNWWOD
104 S103e}|108) pUE ‘SIdlIeq
‘saduaJ9aid jenplalpul 419y}
Ayuapi 03 paudisap Asains

e ul paj|y spusned Usin-ad T

)

N

aied

Jensn yum pasedwod SUOIBSIIA
-u0d D09 aseasdul 0} pausdisap
pue suepIul pue suaped yloq

887 = U sd UOIIUSAIDIU|
(jos3u0d pue uonuaAIIUI) |013U0) 3unadiey (sdij-peysdwnr) uon
'T de3s :uonewuoyul uedpiped 995 o suepuld 1eu3 jea1ul)d -uanJaul Sutwud uoneduNWWod sn
:(jos3u0d 6¥C = U sd J19Y} pue ssaujl padueApe Jay3o 1o paziwopuel uofyesianuod-aid oyydads-juarred (8102)
pue uolIUdAISIUI) dJleuuoSaNnb }IsIA-a1d uoUaAIRU| JadURD pasueApe yum syuaiied ynpy -193sN)D XIN e jo Aoediys ay) 9jenjens o) ‘|e 39 SIun)
S|el} pa)joJ3uod pazjwopuey
U01329]]02 Blep JO POy paipnis syuedpiyed 9)dwes udisap Apnis Sumes wiy Aiuno)
JO JaquinN (1e3A)
sioyiny

904

(‘penunuo)) °t alqeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

905

Palliative and Supportive Care

(panupuo))

S9AI}D21IP ddUeApE Jo uofd|dwo) e

aled annel|jed 03 sjeliaRy e
uoUAAIRIUI

J9)e SUOIIBSIIAUOD DOY JO JaquinN e

3]l |eaipaw/1oday

‘Apms ayy u1 Sunedidiyed

2Jom sjuaned jeyy pjo} J0u ISMm pue
3UI)INO UOIIBAIOR DO B} dAIDIAI
jou pIp siapiroid Ing ‘sasleuuoiy
-sanb pajajdwod syuaned ‘eued jensn
1043u0)

*uoISsSNISIp D09
© 9)e}|108) 0} PaYSe SeM JOpIAOId
uaned siyy 0}
oiy10ads sdiy uoieduNWWod Jul
-4oeod pue ‘W@s ul JUSWSAJOAUL
Joj au1sap sauaned sy) Inoge
uoljewojul ‘sajewnss Ayjenow
ads-juaned panladal SI9pINOId ‘T
"MSIA DIUID 4H pauueld ayy jo
Kep 2y uo Japinoid ayy 03 uUsAI3
pue Sujyoeod yisia-aid Suunp
P332NJISUOD SEM Jey3 auljIno
uoleanoe juaied ayy jo 1diedey T
UOIUBAIDUI DOD JBPINOIG

‘IN@S Ul 9)0J paJisap
J19y3 a1eudisap 03 pue ‘(sak Ajauu
-IJ9p = 0T - ou Ajp3uysp = 0)
9)eds OT-0 e Suisn Japinoid 4H
J19Y3 Y}IM UO[IBSISAUOD DO B
ul a3e8ua 03 adUBpPIUOD pue
211S9p 91k 0] payse aiam syued
p1Jed ‘Guiyoeod suoyds)ay jo
uoISN|dU0D Y3 Iy “HSIA d1U1d 4H
3ujwoodn 3xau ay3 je Japinoid
3y} YHM UOI}BSISAUOD D09 e d)e
-1}u] 0} sJ19uado UO[IeSIIAUOD
3uifeld aj04 pue ‘quawadueyus
SJIINS ‘UoleAIdE Judled €
Japinoid
4H J13ys pue juaned ay3 yroq
Y)m paleys sem jeyy Suiyoeod
sIA-24d WOy PaIdNIISUOD BUIINO
uoljeaioe juafed 393ys auQ ‘¢
uojssas Suiyoeod
ysin-a1d paseq auoydajpl ‘T
UOIIUSAIRIUI DOD Judlied

o

HSIA
dn-mojjo} pajnpayds e pue syyuow 9
1sed 2y} ulyuM 1ISIA (4H) Juaned

siapinoid
pue syuaned 4H usamiag D00

(6-OHd) uoissaideq e Ty = U :sd -1no ue Jo uone|dwod Z (%05> 43 puB SUOIIBSIBAUOD D09 JO Jaquinu
(L-av9) f1vixuy e Jo43u0) Yyum 43 pansasasd yum 1o %0t 43 93 uo aJed |ensn 0} pasedwod sn
aljeuuonsanb )00 e 6 = U Sd yum (43) uonoeuy uondals pssnpal LUonuanIaul oo Japinoid,, (9102) 1219
saJleuuonsand uonuUAaNIRU| UYUM 4H Jo sisoudelp T Yum syuaized Apnis paziwopuey d0O-OHN 9U3 JO S129)J9 93 dulWIBP 0] soquaiooq
u01323])02 e3ep JO poyiap paipms syuedidiied a)dwes ugisap Apms 3umas wiy Anuno)
40 JaquinN (1eak)
sioyiny

(penunuo)) *T s1qeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

(panupuo))

Marijanne Engel et al.

‘Apnis ayy

JO pua 3y} e uiede skanins paudisap-§|as
Y}IM painseaw a1am saduaLadxs uepiul) e

~juaned e yum pey Asy) uonesIaAUOd 9IS

15414 3U3 JOYE SUeIdIUl)d 0} PUE UOI}BSISAUOD

9IS 419y} Jaye sjuaied 0y palsisiuiupe

sAkanins paudisap-J]as Yyum painsesaw

oIt = U suepisAyd
UOIJUDAIDIU|
s1935N)2 uepIsAyd
8TT = U 'sd
UOIJUDAIDIU|

sa8ueyd-swaisAs 1o
Suuies ‘9)|S ou panIdaI suePIULD
Jo13u0)

9)e)dwa) uoI3RIUSWNDIOP PI0I
]|ed1pawW e pue JSpuiwal jlewd
ue 3uipnjoul sadueyd-swasAs ‘¢
3uiyoeod pue Sujuiesy uepiuld ‘g
sjuaned asedaud
0} S|eLi}ew pue sueldiul)d Joy
9IS Suipnjdul Sj00} jed1un) ‘T
UOUAAIRIU|
uepIu A30)0dou0 J1BY}
pue ‘z1eak 3xau ay3 ul palp juaned
SIY} 1 pasudins aq noA pjnopn :uoi}
-sanb asudins ay} 03 asuodsai ou,,

*(921S) apin9 uonesiaAu0)
SSau])| SNOLIS e 3uisn UOoIeSIaA sn

2Jom 2oudlIadXxd ueIUND pue judlled e dnoJ3 uonuaniaiul wouy e yam uepjuld A30joduo J1dy3 Aq paziwopuel -uod e Jo dualadxa uepiuld (0zZ02) ‘e 1@
salleuuonsand elep Ajuo Apnis siyy uj pauiuap! Jadued yum syusiied ynpy -1915N1D OHS pue juaned ay) s1enjeas of oulpejed
91easqgns Sujuorpuny
1e120S 9-10V4 °G pue ‘9jeasqns Suluoidung
1e21sAyd 9-19v4 ‘¥ d)easqns Sureg-11am
1er3ualsIx3 1192 '€ ‘21edsqns Suldg-)|daM
1e213010YdAsd 11199 “Z ‘way 3]3uls 31eas 100
192 T :s4eak ¢ 03 dn uoy Aiua Apnis wouy EEES
S|eAJSlul YIuow-€ Je salleuuonsanb 100 SuIyPe0> OU PaNIEIBI ﬂcw:ma
‘3uiules) ou panIadal s3s130)0oUQ
J9dUed sjuaned ayy 1013U0)
J0 A}1)Igeind pue |eAIAINS JeaA-Z 91ewilss
0} payse os|e a1am syuanred pue suepRisAyd e 's|jed auoyda)ay
9]edS |dd3d ® dn-moj))o} yum uolissas 3uiyoeod
OH ® e6T = U isuenIshyd UOIEDIUNWIWOD PaZIjeNpIAIPUL
2]eds DHL ® 104u05 (3010A) ¥sir-a1d ut paredion
:saJleuuonysanb sia-3sod pue Jisin-aid W6T = U 'sueIsAyd -led (s1ani8ai1ed YyUM) syudned ‘g
S10)ONJISUj-JUdled pazipiepue
(31225qNSs Suiwely pasueleg ‘9J1d) SuUoIsIap e cw_u_wfw_um_u_w\ﬂ_%Em%wcﬂc_w_mu aJ1] Jo shep og 158) 3y}
40 Sujwely paouejeg “p {(9]eISQNS SJ10YD s1oysn ueisAyd ge UOREIIUNWIWOD PazIenpIA ul syuswiealy anlssai33e pue “100
jusawieasy pue sisoudoud ynoge syuaied €6 = U 1Sy P3J]0IU3 YIMm -Ipui paniasal s3siI30j00UQ T ‘sdiysuoie)as uepisAyd-juaied
Buiwiogul 901d) Suiwiogul € {(S3IA0I-YA GET = U isd DI0A ‘Guipueisiapun paleys uo syayd
euoJa)) suonows sjuaied oy Suipuodsay |013U0) uoRUSAIR| UOIJUDAI}UI DIBLIIISD 0} pue ‘uol}
'T {(DddY) uoneynsuod uj syuszed -ed1UNWWO paJsjuad-juaned
ui3e8u3 ‘T :SYSIA papI0d3J 10} S2INSEIW 0T =U s1s130j00u0 |ed1paW 9jowoJd pjnom sianidaied pue
(jos3u0d Joy) Ai3ud Apnys 'Sy Pa)|oJud yum J19Y3 pue Jadued d180)ojeway-uou leuy 19oued pasuenpe yum syuaned sn
J3)4e JO (UOIJUSAIDIUI J0J) UOISSIS Sulyde0d 0ST = U :sd padsueApe YIM (SI9AIS348D YHm) 1ed1uld pazi ‘535130]00U0 SUIAJOAUI UOIJUSAIDIUI (L102)
juanred Jaye HSIA 310 PapP.I0dI-0Ipny Uo[UdAIRIU| sjuaned }npe Juljjemp-Aunwwo) -wopuel J33snj) XIN pauIquIod B U3YIdYM dUIWISRp 0 ‘e 32 uldlsd]
U01329]]02 BIep JO POy paipnis syuedpiyed 9)dwes udisap Apnis 3umas wiy A1uno)
J0 JaquinN (1e3A)
sioyny

906

(‘panunuo)) T 21qeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

907

Palliative and Supportive Care

'saAlje|al pue syualjed Jo sanidadsiad ayy uo pasndoy am ‘Apnis siy} Jo4,
“uanedinQ |exdsoH Aysianiun = dO-OHN ‘|eNdsoH AMsIaniun = HN |00 J03edipu| aie) dAljel)jed pue aniuoddng
= 101dS ‘jexdsoH pazijedads pasessiq = OHS ‘saljiwed/sianidaie) Ajlwed/sian13a1e) jewloju])/sanneldy sy ‘uawiedaq uoneliqeyay = qy ‘siusned = sd ‘@4leuuonsand) yijesH juaned = OHd ‘Hun aied aAaneljjed = NJd ‘@woy 3uisinu = HN
‘s3unes Jo aunxiw e = X| ‘Ajey = 1| ‘puejall = 3| ‘UuN 4D dAISUU| = D] ‘SIdAI321eD Jewaojul = S| ‘Quanedino |eydsoy = 4O-OH ‘|eadsoy = QH ‘S|euoISSa40ld 48D UedH SdIH ‘@Jed adidsoy = JH {puejas| UIBYHON pue ulepug jeals jo
wop3ury payun = g9 “4ap.osiqg AdIXuy |eJaus = qy9 ‘@Je) JadUe) PadURAPY YlM UONDRISIIES Ajllie4 Sainseaw = JYyINY4 ‘Adelay) ssauj)| d1uoiy) JO JUSWSSISSY |euolldund = 1|Jy4 ©1e3asnsay JoN 04 = ¥NQ “Auunwiwod = oI ‘wnididg = 39

(2402 301dsoy ul

9AE]2J JIBY] JO Y1eap Y3 SUIMO]]0) SYIUOW 1)
T 9WI] 18 PIALISP elep uo sasndoy Jaded siyy
"SM3IAJSIUI PAINIDNIIS-IWSS :BIep dANRN|eNnD

"JusWdABaIRq Ul Sulag-|]am

SdOH Yum Q0 PanIadiad e S1ani8aied Ajiwey sduanjyul ssau))l sn
ssau)|l 8y} jo a3e1s pus sy} SujuledU0d pasueApe Jo sadels Jaje] a3 ul (0zo2)
s3unaaw Ajiwey uosiad-uj jo Aouanbaiy e *Aouae Japinoad aoidsoy 913uls Apnis a1ed pue ‘Suiuueld aued sdueape doupjem pue
‘ejep aAneuUEN) 80T = U :SY e Wouj SIaAISa1ed paneasaq Jnpy Spoyiaw paxip JH ‘uoijesiunwiwod moy a10)dxa o Kajugop
2le) Jadue) J0) ASAINS SWSAS Apnis annelend ‘Adesayyoipes annel)jed 3uiaiedas
pue SI9pINOId 24BIY1ESH JO JUBLUSSISSY sasejse}aw auoq Jo 3un) oy Kanins 0} pajejas susp.nq Je1dosoydAsd sn
Jawnsuo) ay} uo paseq (]eso0) aileuuonsan) Adesayroipe. annel)ed jo asinod sy :Apnis pue ‘Buiyew-uols|dap ‘suoissnasip (1202)
SM3IAIDIUI 9DB)-0}-208 JT=U:sd 119y3 SuIA19da1 195URD YIM Sjudired spoyiaw paxip OHS Jo suondadiad jusned suiwexs of ‘|e 19 uay)d
‘uoljew.ojul
snsoudoud Jo uonedIUNWIWOD
Joy seouasaaid JIdY) pueisispun
Apnis 0} pue sisougoud s2uo pano) sn
suonsanb dn-mojjoy uado yum ‘ewol]3 Jueudnew yyum SpoyIaW-paxiw J13Y3 In0ge Mouy| SIanISaued (8T07) 1B 31®
SM3IAISIUI PUB JUDLISSISSE PAINIINIIS-IWDS e =u:sy sjuaned Jo siaAI3a1ed |ewlojul NPy ‘aAdadso.d OHS ]ewJoul Jeym pueisiapun o wnegqa)ddy
Apnis
aA1e1aIdIRUL
:Apn3s annelend
ugisap
9T = U isd |BUOI1D9S-55010 ')
SMaIAIRIUI 9DBJ-0)-908) ‘PaINIINIIS-IWLDS anneyend '060G JO S Ajljeniow yjuow-zT 0} :Apnis ‘uoijesiunwwod Jo03 Suunp (9T02)
alleuuonsanb sjydes3owsp |e1dos CET = U isd -9 pPo1eWISd ue Yyum ‘sieak g < aAneInuend) (e=u) siolneyaq ueisAyd uo sann ‘e 10 yezzey
(103-100 Buipn)oul) asleuuonssnb 0D aA13R}IUBND pagde ‘syuanied |)1 Alsnouas 'Spoylaw paxip OHN -dadsJad juaned pueisiapun of -INnpay
ugisap SpoYIDW-PaXIW YIMm Sa1pnis
U01323])02 e3ep JO POy paipms syuedidiyied 9)dwes ugdisap Apnis 3umes wiy Aiuno)
JO JaquinN (1e3A)
sioyny

(‘panunuod) °t alqeL

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951523001165

908

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 and Daneault 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; Kvale et al. 2020; Netsey-Afedo et al. 2020; Rohde
etal. 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 understood what bad news meant
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. Some patients 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; Kvale
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; Ibanez-Masero
et al. 2019; Kim et al. 2018; Kvile et al. 2020; Masefield et al. 2019;
McGinley and Waldrop 2020; Melhem and Daneault 2017; Netsey-
Afedo etal. 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.
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2017; Garden and Seiler 2017; Goebel and Mehdorn 2018; Kvale
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 busy made patients feel ignored and as if they were 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 and Mehdorn 2018; Kvale 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 (Hilario 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 patients 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; Ibafiez-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 (Ibanez-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 (Ibafiez-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
etal. 2021). Relatives indicated that the key to open communication
lied with the health-care professional, she/he could set the example
(Ibanez-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

https://doi.org/10.1017/51478951523001165 Published online by Cambridge University Press

909

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
own process, and that health-care professionals must align with 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 for most 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 and how to evaluate their added value (Back 2020; Bos—van
den Hoek 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
etal. 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, although many 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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