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Abstract 

Background  Barriers to accessing hospice and palliative care have been well studied. An important 
yet less researched area is why people approaching the end-of-life decline a referral when they are offered services. 
This review focused on synthesising literature on patients in the last months of life due to a cancer diagnosis who 
have declined a referral to end-of-life care.

Methods  Six academic databases were systematically searched for qualitative literature published between 2007 
and 2021. Two researchers independently reviewed and critically appraised the studies. Using meta-ethnographic 
methods of translation and synthesis, we set out to identify and develop a new overarching model of the reasons 
patients decline end-of-life care and the factors contributing to this decision.

Results  The search yielded 2060 articles, and nine articles were identified that met the review inclusion criteria. 
The included studies can be reconceptualised with the key concept of ‘embodied decisions unfolding over time’. It 
emphasises the iterative, dynamic, situational, contextual and relational nature of decisions about end-of-life care 
that are grounded in people’s physical experiences. The primary influences on how that decision unfolded for patients 
were (1) the communication they received about end-of-life care; (2) uncertainty around their prognosis, and (3) 
the evolving situations in which the patient and family found themselves. Our review identified contextual, person 
and medical factors that helped to shape the decision-making process.

Conclusions  Decisions about when (and for some, whether at all) to accept end-of-life care are made in a complex 
system with preferences shifting over time, in relation to the embodied experience of life-limiting cancer. Time is cen-
tral to patients’ end-of-life care decision-making, in particular estimating how much time one has left and patients’ 
embodied knowing about when the right time for end-of-life care is. The multiple and intersecting domains of health 
that inform decision-making, namely physical, mental, social, and existential/spiritual as well as emotions/affect need 
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further exploration. The integration of palliative care across the cancer care trajectory and earlier introduction of end-
of-life care highlight the importance of these findings for improving access whilst recognising that accessing end-of-
life care will not be desired by all patients.

Keywords  Systematic review, Meta-ethnography, Hospice, Decision-making, Cancer, Palliative care, End-of-life, 
Patient experience

Introduction
People with life-limiting cancer have some of the great-
est need for symptom management [1] yet many do not 
accept end-of-life care. For example in the United States 
(US), as many of 30% of eligible patients decline hospice 
care [2]. End-of-life care decision-making is significant 
because of the intersecting service provision; one study 
in New Zealand found that people who received support 
from hospice were more likely to receive support from 
multiple other services [3]. 

The terms hospice and palliative care are often used 
interchangeably or combined to hospice palliative care 
[4]. While hospice care can be delivered at home or 
in a hospice facility, it tends to focus on care in the last 
months of life [5]. In contrast, palliative care is now con-
sidered best practice for all people with serious illness 
early in the disease course and is usually not limited to 
the last months of life [1, 6]. According to Hawley, writ-
ing from the Canadian context and reflecting on North 
America, a consistent feature differentiating hospice 
from palliative care is that hospice is for patients who are 
at end of life and have ceased curative treatments; pallia-
tive care is for patients who are not yet at end of life [7]. 
However this is not the case in all countries, for exam-
ple in the United Kingdom (UK) where palliative care is 
available following a life-limiting diagnosis, it is typically 
discussed with a greater emphasis towards the end of life 
[8]. Recognising the debates of terminology and the vary-
ing definitions of hospice and palliative care around the 
world, for the purposes of this review we are using end-
of-life care to refer to specialist care provided anywhere 
for people in the last months of life [5]. 

A number of systematic reviews have been under-
taken to examine the barriers of accessing end-of-
life care and the difficulty of the transition away from 
curative care [7, 9, 10]. This work consistently demon-
strates a number of barriers to access, including lack of 
awareness or knowledge of the service, reluctance from 
referrers, family and patients, timeliness of referrals 
particularly for minority and structurally disadvantaged 
populations, eligibility criteria, resource availability, cul-
tural appropriateness of the services and unclear dying 
trajectories [2, 7, 9, 10]. Previous work has reviewed 
research published during 1997–2003 and 2004–
2012 thus an updated review examining barriers to 

end-of-life care is timely [9, 10]. However, an important 
yet less researched area is why people decline a refer-
ral when they are offered services. Therefore, the cur-
rent review focused on people’s experiences of declining 
end-of-life care. It employed meta-ethnography as the 
review methodology, enabling it to capture in-depth 
accounts and experiences [11–13]. 

The aim of this systematic review is to review and syn-
thesise the literature published over the past 15 years 
regarding what is known about cancer patients’ reasons for 
declining end-of-life care. Using meta-ethnographic meth-
ods of translation and synthesis, we set out to identify and 
develop a new overarching model of the reasons patients 
decline end-of-life care and the factors contributing to this 
decision. The guiding questions for the review were:

1.	 Why do patients with life-limiting cancer decline 
end-of-life care ?

2.	 What informed their decision to decline end-of-life 
care?

3.	 What are their experiences of making the decision to 
decline end-of-life care?

4.	 Are there common characteristics of this population?

Method
This review focused on patients approaching the end of 
life due to a cancer diagnosis who have declined a referral 
to end-of-life care. We registered the review on PROS-
PERO (CRD42022310809).

Databases
With the assistance of a subject librarian, we searched 
the following electronic bibliographic databases: Web 
of Science, Scopus, ProQuest, Embase (OVID), Medline 
(OVID), CINAHL.

Search terms
Palliative care OR hospice OR end-of-life care; AND 
decision-making; AND cancer; AND patients; AND 
experiences. The searches were run in November 
2021 and citations again before submission (October 
2022). Although we were not focussing on palliative 
care as defined above, it was included as a search term 
to ensure we captured any potential articles that may 
have been eligible because as noted, the terms hospice 
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and palliative care are often used interchangeably in 
the published literature and may be referring to the 
type of end-of-life care we were focusing on.

Parameters
The inclusion and exclusion criteria are shown in 
Table 1.

These dates were chosen because no reviews on the 
reasons for declining end-of-life care have been pub-
lished covering this time period. Further, earlier reviews 
focused on barriers to end-of-life care enrolment, not 
exclusively on people declining a referral when they are 
offered services. Reference lists and citations of included 
studies using Google Scholar were hand-searched, as 
were our own personal archives. For end-of-life care and 
non-end-of-life care comparison studies, we extracted 
pertinent data if it helped to answer the research ques-
tions. Reviews were excluded but read and checked for 
any references that our searches missed.

Participants/population
To keep the review manageable, we chose to focus on 
patients with life-limiting cancer because much of the 
research focuses on this population. This group tend 
to be well-served by health and support services [3]. 

Data extraction (selection and coding)
Data management
Rayyan, a systematic review management software 
programme, was used for de-duplication, inclusion/
exclusion management at the title and abstract stage, 
and for collaboration between the research team.

Selection process
Two study team [JY, AL] members independently 
reviewed titles and abstracts to identify studies that may 
meet inclusion criteria. Full texts were reviewed to con-
firm eligibility. Discrepancies were to be reviewed by a 
third study team member, though this was not necessary.

Data collection
Study characteristics and first order content and second 
order constructs were extracted and collated for further 
synthesis (see Tables 2 and 3).

Quality assessment
A Critical Appraisal Skills Programme (CASP) quality 
assessment for qualitative studies checklist was applied 
to all studies to assess the quality. The CASP guidelines 
provides detailed instructions on how to interpret the 
criteria to assess the rigour, credibility and relevance of 
each study. All were found to be of sufficient quality (see 
Table 4).

Analysis
We selected a meta-ethnography analysis because it 
was the most suitable approach to answer the ques-
tions posed by this review. No other previous system-
atic reviews in this area have used this approach [9, 10]. 
Rather than summarising the literature, a meta-ethnog-
raphy aggregates and inductively re-interprets the data, 
concepts and themes. This methodology is most useful 
for developing conceptual models and theories. The goal 
of producing a higher order interpretation is to make a 
valuable conceptual contribution to the literature that 
is grounded in existing evidence [11–13]. Meta-eth-
nography has been used successfully to produce new 
interpretations of existing studies and advance current 
understandings of a phenomenon, including in other 
areas of end-of-life care [23, 24]. 

We used the metaethnography phases first devel-
oped by Noblit and Hare, and elaborated upon by Sat-
tar et  al. and Atkins et  al. [11–13] Early phases in this 
meta-ethnographic approach involved extracting the 
first order (verbatim participant quotations) and second-
order constructs (themes interpreted by authors) from 
each primary qualitative study into an excel spreadsheet 
along with study characteristics (see Tables 2 and 3). We 
arranged the articles chronologically and created a list 
of themes to examine common and recurring concepts 
across the included articles, using a constant comparison 
approach to identify new themes.

Table 1  Inclusion and exclusion criteria

Inclusion Exclusion

English language Primarily non-cancer patient sample

Published 2007–2021 Only focussing on caregivers or health care professionals’ experiences

Patients with life-limiting cancer Inadequate reporting on end-of-life care decision-making

Qualitative studies, mixed methods Randomised-controlled trials, non-randomised trials, cohort studies 
(prospective and retrospective), editorials, letters to the editor, comments, 
narrative case reports, conferences, and lectures
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Table 2  Summary of the included studies

Authors 
Year
Location

Aim/RQ Eligible study participants 
and data collection 
methods

Data analysis methods Key findings (second order 
constructs)

Vig et al.
2010
US [14]

To identify reasons that eli-
gible patients do not enroll 
in hospice

Semi-structured interviews
10 non-end-of-life care 
patients

Content analysis Patient/Family Perceptions
• Patient and/or family “not 
ready” for hospice
• Misconception that hos-
pice care is for the last hours 
to days of life
• Hospice means acknowledg-
ing dying
• Waiting to hear about any 
other treatment options 
from doctor(s)
• Spouse wants help from hos-
pice, patient doesn’t
• Wives protective of their 
caregiving role
• Family concerns about their 
ability to care for patient 
at home
• Family not sure what hospice 
could add to existing care
Hospice Specific
• Definition of the hospice 
appropriate patient
• Requiring patients/families 
to choose between hospice 
or palliative treatment
• How hospice is presented 
during the initial visit
• Hospice referral confused 
with a home health referral
• Hospice informational visit 
confused with a hospice 
admissions visit
Systems Issues
• Patient concerns about con-
tinuity of care after hospice 
enrollment
• Inadequate hospice benefit 
from private insurance
• Delay in obtaining physician 
order for hospice

Carrion
2010
US [15]

The extent to which 
individuals and families 
in the Latino community 
are involved with insti-
tutionalized assistance 
from hospice, and the barri-
ers to referral which can be 
attributed
to organizational structure, 
language, and culture

Semi-structured interviews
10 non-end-of-life care 
patients

Open coding and thematic 
categorization

Structural organizational 
barriers: health literacy, inva-
sion of privacy, and response 
time.
Factors that impeded Latino 
families from utilizing of 
hospice services: place 
of referral-office, cultural 
beliefs, and paid caregivers.
Language: Need for Spanish-
speaking staff (by both hos-
pice and non-hospice users) 
and educational hospice 
materials in Spanish.

Chapple et al.
2011
UK [16]

To explore why some 
of these patients reported 
a preference for end 
of life care and death 
either at home, hospice, 
nursing home or hospital, 
how strongly they felt 
about this, and how they 
described making decisions.

Semi-structured interviews
8 people with life-limiting 
pancreatic cancer

Thematic analysis Care available at home; 
experience of hospital care; 
perceptions and experiences 
of hospice care; fears of nega-
tive associations with place 
of death (for family)
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Table 2  (continued)

Authors 
Year
Location

Aim/RQ Eligible study participants 
and data collection 
methods

Data analysis methods Key findings (second order 
constructs)

Frey et al.
2013
NZ [17]

The aim of the study 
is to identify challenges 
to the use of hospice 
services for Maori, Pacific 
and Asian patients.

Semi-structured interviews
7 non-end-of-life care 
patients

Thematic analysis A matter of culture: aware-
ness of hospice services; 
access to information; misin-
formation; cultural under-
standings.

Meeker et al.
2014
US [18]

The purpose of this study 
was to explore patients’ 
and caregivers’ experiences 
and perspectives as they 
responded to advanced 
illness and, when relevant, 
transitioned to comfort-
focused care.

Semi-structured interviews 
with mostly dyads, some 
patient only
12 patients (10 with cancer) 
that included hospital-
ized adult patients who 
met the end-of-life care 
eligibility criteria but who 
had not chosen to focus 
on comfort care or elected 
end-of-life care or had 
only done so within the 
past week.

Constant comparative tech-
niques of grounded theory

Recursive process of 
contending with advanced 
illness: Suffering (shared 
forms of suffering, reciprocal 
suffering), struggling (endur-
ing, fighting), and either con-
tinuing to struggle and suffer 
or some moved into the set-
tling phase (adjusting, aware-
ness of terminality)

Waldrop et al.
2015
US [19]

The purpose of this 
study was to compare 
decision-making in late-
stage cancer in people 
who enrolled in hospice 
with those who declined. 
Concepts from the Car-
roll and Johnson (1990) 
decision-making framework 
guided the development 
of a hospice decision-mak-
ing model.

Qualitative and quantati-
tive - interviews (open 
ended questions and scaled 
measures)
24 non-end-of-life carepa-
tients

theory led thematic 
analysis using the Carroll 
and Johnson (1990) model 
and constant comparative 
analysis.

The adapted Carroll and John-
son (1990) model presents 
the stages of: Recognition 
of Advanced Cancer and Infor-
mation and Communication 
as ongoing are experienced 
similarly by both hospice 
and non-hospice groups. 
There was recursive relation-
ship between the stages 
Formulation of Awareness 
and Generation of Alternatives 
that informed the Evaluation 
of Hospice (in the future, I 
will know when it is time); 
these stages were different 
in the hospice and non-hos-
pice groups

Lin et al.
2019
Taiwan [20]

The aim of this study 
was therefore to explore 
the decision-making 
processes and drivers 
associated with receiving 
palliative care in advance 
care planning discussions 
from perspectives of people 
living with advanced cancer, 
their families and healthcare 
professionals in northern 
Taiwan.

Semi-structured interviews
15 patients with advanced 
cancer in oncology or hos-
pice unit

Thematic analysis The decisions for not choos-
ing palliative care as part 
of advance care planning 
discussions are driven by: 
patients weighing others’ 
benefits more important 
than benefits to themselves; 
trying to pacify the families; 
being a role model for chil-
dren by facing the challenge 
of active treatment.
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The fourth phase looked across the studies to translate 
them into each other to understand how they are related. 
This involved comparing the themes from paper one (in 
date order, with the earliest first) with paper two, how 
paper three fitted with the combination of papers one and 
two and so on. Here we followed Atkins et  al.’s method 
to reduce the themes into categories as the analysis pro-
gressed and kept an open mind for identifying emerging 
themes [12]. We reduced the themes into categories as 
the analysis progressed and inductively started to identify 
categories that may become the third order constructs.

The fifth phase involved conducting reciprocal, refu-
tational and line of synthesis translations. “Recipro-
cal translation occurs when concepts in one study can 
incorporate those of another, whereas a refutational 
translation explains and explores differences, exceptions, 
incongruities and inconsistencies” [emphasis added] 
[12]. We discussed, annotated and systematically com-
pared each article’s themes, supplemented by relevant 
first order data. From these processes of comparing dif-
ferences and similarities as well as the gaps we noted, 
we produced a model of the key categories and themes, 
combining the third-order constructs (interpretations 
developed by reviewers from a tertiary analysis of the 

first order content and second order constructs) in a line 
of synthesis of translation, as shown below [11]. The syn-
thesis of themes into a model makes the whole more than 
the sum of its parts alone.

Results
The search results yielded 2060 articles. Following the 
application of the inclusion and exclusion criteriafour 
articles were eligible for inclusion. Our personal refer-
ence software databases were also searched and identi-
fied a further four articles for inclusion. Hand searches 
of reference lists and citations of the selected articles 
produced one additional study for inclusion (see Fig. 1). 
No new shared keywords were identified from the addi-
tional articles that enhanced the search. Key words on 
the additional articles used much broader MeSH terms 
that included subterms previously used in the search 
(e.g. terminal care is a borader MeSH term that covers 
wide-ranging concepts and subterms, including hos-
pice) or non-MeSH terms (e.g. end-of-life transitions). 
Our review therefore included nine articles that reported 
independent studies involving cancer patients who had 
declined end-of-life care.

Table 2  (continued)

Authors 
Year
Location

Aim/RQ Eligible study participants 
and data collection 
methods

Data analysis methods Key findings (second order 
constructs)

Spencer et al.
2020
US [21]

To further understandings 
of how hospice decisions 
unfold over time, consistent 
with recent calls for study-
ing the complexity involved 
in end-of-life care.

Semi-structured interviews
20 non-end-of-life care 
patients

Abductive framework 
analysis with a phenomeno-
logical perspective

Propose the term a “soft 
no,” in which patients 
neither accept nor overtly 
refuse hospice. Those giving 
“soft” refusals do not explic-
itly refuse hospice, but their 
actions function to post-
pone a hospice decision 
in an uncertain health context
that may become more clear 
over time. (1) not seeing 
the value added of hospice 
(yet), (2) assuming the timing 
is premature (not dying yet), 
and (3) relying on extensive 
health-related support net-
works that justify or endorse 
continuation of active care.

Pini et al.
2021 [22]
UK

The aim of this paper 
was to identify current bar-
riers, facilitators and experi-
ences of raising and dis-
cussing palliative care 
with people with advanced 
cancer.

Semi-structured interviews, 
non-referred had own 
interview schedule
8 non-end-of-life care 
patients

Framework analysis Referral process: timing 
and triggers; responsibility.
Engagement: perception 
of treatment, prognosis 
and Palliative Care; psy-
chological and emotional 
preparedness for discussion; 
understanding how palliative 
care could benefit present 
and future.

NB. We have retained the original terminology of the studies in the table
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Studies took place in the United States [14, 15, 18, 
19, 21], UK [16, 22], New Zealand [17] and Taiwan [20]. 
Participants were recruited to the studies through oncol-
ogy and palliative care hospital settings, palliative care 

outpatient clinics, general practice as well as community 
workers and groups, newsletters, and notice boards. No 
studies focused on aged residential care. One study was 
‘qualitative-dominant’ mixed methods using interviews 

Table 3  Themes identified in included studies

Bold text indicates third order interpretive themes and key concepts developed by the review authors and non-bold text indicates second order constructs from the 
included articles

Themes/
constructs

Reviewed papers (in publication order)

Vig et al. 
(2010) [14]

Carrion 
(2010) [15]

Chapple 
et al. (2011) 
[16]

Frey et al. 
(2013) [17]

Meeker 
et al. (2014) 
[18]

Waldrop 
et al. (2015) 
[19]

Lin et al.
(2019) [20]

Pini et al. 
(2020) [22]

Spencer et al. 
(2020) [21]

Influences
Person Fac‑
tors
  identity ✔ ✔ ✔ ✔
  hope ✔ ✔ ✔ ✔ ✔
  emotions ✔ ✔ ✔ ✔ ✔ ✔ ✔ ✔
  prefer-
ences

✔ ✔ ✔ ✔ ✔ ✔ ✔

  quality 
of life / suf-
fering

✔ ✔ ✔ ✔ ✔ ✔ ✔

  readiness 
/ prepared-
ness

✔ ✔ ✔ ✔ ✔ ✔

  end-of-
life care 
knowledge & 
perceptions

✔ ✔ ✔ ✔ ✔ ✔ ✔

Medical 
factors
  treatment 
options

✔ ✔ ✔ ✔ ✔ ✔ ✔ ✔ ✔

  prognosis ✔ ✔ ✔ ✔ ✔ ✔
  rela-
tionships 
with provid-
ers

✔ ✔ ✔ ✔ ✔

  trust ✔ ✔ ✔ ✔ ✔ ✔
Contextual 
factors

✔ ✔ ✔ ✔ ✔ ✔ ✔ ✔

Interpretive themes
  Com‑
munication: 
timing, ser‑
vices and 
content

✔ ✔ ✔ ✔ ✔ ✔ ✔ ✔

  Uncer‑
tainty

✔ ✔ ✔ ✔

  Evolving 
situations

✔ ✔ ✔ ✔

Key construct
  Decisions 
unfolding 
over time

✔ ✔ ✔
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and the Katz, QLQ-30 and Lubben Social Network scales 
to measure functional ability, quality of life and social sup-
port respectively in combination with the Carroll & John-
son decision-making model [19]. The remaining studies all 
employed semi-structured interviews. Analysis of qualita-
tive data varied, and included content analysis, framework 
analysis, abductive framework analysis with a phenomeno-
logical perspective, thematic analysis, theory-led thematic 
analysis, and constant comparison.

All studies included patients and some also included 
family members [16, 18, 19, 21]. We focused on the 
patient perspectives and supplemented these with fam-
ily perspectives where no patient perspective was offered. 
Some studies also included data from health care profes-
sionals (HCPs) which we did not include in our review 

[14, 17, 20, 22]. Given the small number of eligible stud-
ies, studies were also included if the participants were 
primarily people who had cancer (over 75% of partici-
pants) [18, 21]. We did not include the first order content 
in our analysis when the data pertained to a non-cancer 
patient. In total across all the included studies, there were 
197 patient participants, of whom 87 were explicitly iden-
tified as patients not receiving end-of-life care. In so far 
as possible, data was only extracted for the patients who 
were people with cancer who were not receiving end-of-
life care.

Reflecting the various end-of-life care models around 
the world, the services that were declined or utilised by 
patients varied across the studies. For example, end-of-life 
services were delivered at home [14], in a hospital-based 

Table 4  CASP quality assessment for included studies

a Only evaluating the qualitative component of the research which they described as "dominant"
b Two ticks indicates very valuable, one tick indicates partially valuable

Vig et al. 
(2010) 
[14]

Carrion 
(2010) 
[15]

Chapple 
et al. (2011) 
[16]

Frey et al. 
(2013) 
[17]

Meeker 
et al. (2014) 
[18]

Waldrop 
et al. (2015)a 
[19]

Lin et al. 
(2019) 
[20]

Pini et al. 
(2020) 
[22]

Spencer 
et al. (2020) 
[21]

Section A: Are the results valid?
  1. Was there a clear 
statement of the aims 
of the research?

Yes Yes Yes Yes Yes Yes Yes Yes Yes

  2. Is a qualitative meth-
odology appropriate?

Yes Yes Yes Yes Yes Yes Yes Yes Yes

Is it worth continuing?
  3. Was the research 
design appropriate 
to address the aims 
of the research?

Yes Yes Yes Yes Yes Yes Yes Yes Yes

  4. Was the recruit-
ment strategy appro-
priate to the aims 
of the research?

Yes Yes Yes Yes Yes Yes Yes Yes Yes

  5. Was the data 
collected in a way 
that addressed 
the research issue?

Yes Yes Yes Yes Yes Yes Yes Yes Yes

  6. Has the relation-
ship between researcher 
and participants been 
adequately considered?

Yes Yes Not 
described

Yes Yes Yes Yes Not 
described

Yes

Section B: What are the results?
  7. Have the ethi-
cal issues been taken 
into consideration?

Yes Yes Yes Yes Yes Yes Yes Yes Yes

  8. Was the data analy-
sis sufficiently rigorous?

Yes Yes Yes Yes Yes Yes Yes Yes Yes

  9. Is there a clear state-
ment of findings?

Yes Yes Yes Yes Yes Yes Yes Yes Yes

Section C: Will the results help locally?
  10. How valuable 
is the research?b

✔✔ ✔✔ ✔ ✔✔ ✔✔ ✔✔ ✔✔ ✔✔ ✔✔
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hospice unit [20], or as home-based palliative care [22]. 
At times this was ambiguous because the authors were 
grouping hospice and palliative care together (as defined 
in the introduction) or did not describe the model of care 
in detail. For example, one included study from the UK 
described their model of care as “community-based pal-
liative care services are delivered by hospices, which are 
specialist palliative care inpatient units, commonly with 
a team of clinical nurse specialists and doctors who will 

visit patients at home and help to co-ordinate care” [22]. 
The model of care seemed to be most influential in the US 
where the policy of stopping curative treatment.

Factors involved in delaying end‑of‑life care
Our analysis was aided by collating the themes in each 
paper (see Table 3).

As shown in Fig.  2; Table  3, the included studies can 
be reconceptualised with the key concept (third order 
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construct) of an embodied decision to accept or delay 
end-of-life care as unfolding over time. We synthesised 
the second order constructs into the three interpretive 
themes. Each interpretive theme was a primary influ-
ence on how that decision unfolded for patients were 
(1) the communication they received about end-of-life 
care; (2) uncertainty around their prognosis, and (3) the 
evolving situations in which the patient and family found 
themselves. These three interpretive themes were in turn 
shaped by a range of factors that we integrated into three 
sets, person factors, medical factors and contextual fac-
tors that helped to shape the decision-making process. 
We discuss the key concept, each of our three interpre-
tive themes and sub-themes below, taking the broader 
factors from the literature into account throughout.

End-of-life care decision-making is a process influ-
enced by the person, medical and contextual factors 
and interpretive themes, communication, uncertainty, 
and the evolving situations. For patients whose decision 
to decline end-of-life care never changes, the medical 
and contextual factors in the model are not sufficiently 
influential to move them over the threshold of opting for 
end-of-life care. In other words, there is too much uncer-
tainty, insufficient communication about what end-of-life 
care can do for them, and the situation does not mean 
the person considers that care as a viable choice (at that 
point in time). Patients may have still been open to revis-
ing their decision if these change.

Key concept: embodied decisions unfolding over time
Some studies, particularly the earlier ones, found that the 
decision to accept or decline end-of-life care was a binary 
decision while later studies identified how these deci-
sions were much more responsive to situations and tim-
ings, such that end-of-life care decision-making changes 
and evolves over time. In their US study, Spencer et  al. 
showed how patients’ decision-making was less a matter 
of declining end-of-life care than a postponing or delay-
ing. They termed this a ‘soft no’ [21]. The recursive pro-
cess of suffering, struggling and, for some, moving on to 
a settling phase aligns with the developmental transition 
from living with to dying from cancer [18, 19]. 

In reviewing these studies, we realised that focussing 
on declining end-of-life care framed decision-making 
as an event rather than a process. However, there were 
some patients in the studies who were identified as never 
accepting end-of-life care. For example, the four out of 26 
participants in the Spencer study that were defined as a 
‘hard no’ to end-of-life care [21]. 

This delaying notion of ‘embodied decisions unfolding 
over time’ emphasises the iterative, dynamic, situational, 
contextual and relational nature of decisions for end-of-life 
care that are grounded in people’s physical experiences. 

Decisions about when (and for some, whether at all) to 
accept end-of-life care are made in a complex system with 
preferences shifting over time, in relation to the embodied 
experience of life-limiting cancer [16, 19, 21]. 

Interpretive theme: communication: timing, services, 
and content
The importance of communication was identified by all 
studies. More specifically, the timing, how services were 
described, and the content of the conversations about 
the transition to end-of-life care were crucial in deci-
sion-making. The notion of time is vital to end-of-life 
decision-making both in terms of when during the diag-
nosis and prognosis trajectories the conversations hap-
pen, and how frequently. Many participants in the studies 
said they would delay deciding until they felt the time 
was right [19, 21]. If the conversations occurred too early, 
then patients’ need for end-of-life care was sometimes 
not yet apparent to them and their family, and the referral 
was described as ‘distressing’ [22]. Patients wanted end-
of-life care “when it’s going to be helpful”, which is to say 
they could not see the need or the benefit of this yet [22]. 
However, the need or potential to benefit was clearer to 
the HCPs making the referral and sometimes to families 
[14, 19, 22]. If the conversations occurred too late, then 
there was less time to benefit from the services [14]. 

As well as the timing of the communication, the way 
in which the communication occurred, and how end-of-
life care was presented during this communication influ-
enced decision-making [14, 15, 17–22]. Lin et  al. found 
for some patients there was an absence of opportunities 
to choose palliative care (though this was reported by 
their HCP participants) [20]. When patients could see 
the alignment between their (perceived) needs and what 
was on offer, then the communication about end-of-life 
care further confirmed that they were or were not ready 
for it. This also related to patients not knowing or accept-
ing they were dying [14, 22]. The importance of patients’ 
awareness of what end-of-life care is was identified in 
many of the studies [14–17, 20–22]. In some studies, 
patients discussed being confused about how end-of-life 
care fitted with the current care they were receiving (e.g., 
curative treatments, palliative care, home support ser-
vices) [14, 18, 19, 21]. In the Vig et al. study, there were 
information and admissions visits and referrals by HCPs 
which added to patients’ and family members’ confusion 
as to what the appointment or referral was for [14]. 

The studies also concluded that the content conveyed 
during the conversation depended on the skill of the 
referrer [14, 15, 17, 18, 20, 22]. Communications about 
end-of-life care needed to be culturally appropriate as 
well as tailored to the person’s situation, language, and 
needs [15, 17, 18, 20, 22]. For example, Carrion and Frey 
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et  al. identified gaps in referrer and patient communi-
cation, and interpreted these as arising from a lack of 
understanding about end-of-life care as a concept, lack 
of shared cultural scripts, language issues, differences in 
religious beliefs, differences in cultural understandings 
of different perceptions of health and illness, and differ-
ences around caregiving expectations [15, 17]. Materials 
in other languages was recommended to facilitate the 
communication of end-of-life services, but these only 
addressed a small number of issues that were identified 
[15, 17]. 

Interpretive theme: uncertainty
Several studies identified the uncertainty that patients 
experienced as they approached the end of life. This 
was related to the unknown length of time they had left 
to live as well as uncertainty about end-of-life care and 
how to access it [19, 22]. In some cases, the prognosis 
was concealed from the patient by the family and HCPs 
in an attempt to minimise their distress. However, in 
the Taiwan-based study by Lin et al., prognosis conceal-
ment served to provoke uncertainty about the future and 
provoke emotions in patients that were then covered up 
to protect family [20]. Some patients experienced prog-
nostic uncertainty because both they and their clinicians 
were sceptical of the accuracy of the prognosis [22]. 

While uncertainty was primarily discussed by Spen-
cer et al. and Waldrop et al., we consider it an important 
conceptual factor because it accommodates the need for 
contingency also opens up space for hope that further 
cancer treatment options could become available [19, 
21]. Waldrop et  al. described uncertainty as occurring 
over what the right thing to do was when there were no 
curative treatment options [19]. In some situations, the 
uncertainty resolved when HCPs were able to provide 
some certainty over the disease course, enabling patients 
to make the decision to access end-of-life care [21]. Spen-
cer et  al. concluded that the delaying decision-making 
approach is “a deeply longitudinal decision strategy in 
response to uncertainty” [21]. 

Interpretive theme: evolving situations
Uncertainty as a concept depicted in Fig.  2 relates to 
the evolving nature of the person’s end-of-life trajec-
tory. However, there were other aspects of patients’ situ-
ations that were changing and evolving. Four studies all 
acknowledged the dynamism of the situation as influenc-
ing end-of-life care decision-making [16, 18, 19, 21]. This 
was, in part, physical for the patient and how caregivers 
were coping [14, 16, 18, 19, 21]. Patients continued to 
reassess priorities and preferences based on their evolv-
ing situations, particularly around their quality of life, 
suffering and pain and how these needs were able to be 

met without end-of-life care [16, 18, 19, 21]. This points 
to the embodied aspects of decision-making, in that 
patients’ changing physical reality of living with cancer 
and its progression shaped the decisions they needed to 
make, including decisions about end-of-life care.

Spencer et  al. theorised that patients who used a ‘soft 
no’ to the offer of end-of-life care meant that it left room 
in the future for a yes, depending how their (usually med-
ical) circumstances evolved [21]. This clearly positions 
decisions as contingent and iterative (re)assessments of 
the current situations,highlighting that decision making 
is a process that unfolds over time. Waldrop et  al. and 
Meeker et  al. framed the decision to access end-of-life 
care as a major transition and turning point in the can-
cer treatment trajectory [18, 19]. For some patients, a 
developmental shift occurred physically, cognitively and 
in identity that facilitated them accepting end-of-life care 
[18]. Meeker et  al. described how some patients moved 
from suffering and struggling phases towards a settling 
phase where they adjusted to a new phase of life and 
were aware of their limited prognosis [18]. These three 
interpretive themes, communication timing and content, 
uncertainty and evolving situations, are informed by per-
son-specific factors, medical factors, as well as broader 
contextual factors to which we now turn.

Influences: person factors
Individuals draw on their unique sense of self, prefer-
ences for care, embodied experiences of illness, attitudes 
towards dying, and knowledge and perceptions of end-
of-life careto make decisions. Such decisions are also 
underpinned by emotions, including hope, and readiness 
for death. Four studies reported that the patients’ iden-
tity played a role in their decision-making [15, 17–19]. 
Identity was often conceptualised in terms of being in 
the non-dominant majority, such as being a migrant in a 
new land with a different culture and language, or having 
served as a veteran. Gender, ethnicity/race, and religion/
spirituality as facets of identity were not well-explored in 
most studies. Studies also discussed changes in identity 
that occurred in terms of a developmental shift, as people 
moved towards accepting that they were dying [19]. 

Emotional aspects of decision-making were noted by 
eight of the nine studies [14–20, 22]. Patients in these 
studies discussed specific emotions such as fear (of death, 
of leaving negative memories), shame, a sense of loss and 
powerlessness, and the affective imperative to stay posi-
tive. Hope was another major facet that patients talked 
about as part of their decision-making – hope for more 
time and hope that during that time, further curative 
treatments would become available. As Waldrop et  al. 
stated, “the equation of treatment with hope was a bar-
rier to the consideration of hospice enrollment” [19]. 
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Patients and their families’ preferences for care played a 
major role in seven studies. Some wanted to be cared for 
by their loved ones and thus chose not to access services. 
Pini et al. and Spencer et al. noted that patients preferred 
to remain with their current care team (oncology, pal-
liative care) rather than transition to an unknown, new 
team [21, 22]. Meeker et al. was the only study to articu-
late that values (although not specified) guide preferences 
and therefore decisions for end-of-life care [18]. Prefer-
ences also informed patients’ views of what quality of life 
was acceptable to them and whether they needed further 
support to help them manage their physical symptoms. 
Notions of suffering and quality of life were identified 
across seven of the nine studies [14, 16, 18–22]. In the 
mixed-methods study Waldrop et  al. measured quality 
of life (using the QLQ-30), which showed that non-end-
of-life care patients had, at the time of measurement, a 
better quality of life, namely fewer compromising physi-
cal and functional changes, than patients receiving end-
of-life care [19]. 

Patients’ physical state seemed to inform whether 
they felt they were ready for end-of-life care, i.e., their 
needs were not yet great enough to warrant it, and they 
would ‘know when’ the time was right [19, 21]. We put 
forward the term ‘embodied knowing’ to capture the 
sense, grounded in one’s body, that patients had of when 
the time was right to move towards end-of-life care. 
This form of ‘embodied knowing’ played a part in readi-
ness, which was discussed as accepting or acknowledg-
ing dying, being ready to go, or a psychological and 
emotional preparedness for discussing end-of-life care 
[14, 16, 19, 22]. 

Some patients talked about how end-of-life care 
was only used when people are ready to die [15, 22]. 
This highlights the role of patients’ understanding and 
knowledge about end-of-life care. Seven of the studies 
identified patients’ knowledge of what end-of-life care 
is as important, with Frey et al. concluding that knowl-
edge of end-of-life care is important for its utilisation 
[14–17, 20–22]. Some patients had had positive expe-
riences and others negative experiences of end-of-life 
care, usually from people they knew using the service 
[15, 16]. Common beliefs included that end-of-life care 
was only appropriate for the last days of life, when there 
was nothing more to do, was for people who had given 
up, or who had no other support [14, 15, 17, 20]. Knowl-
edge was often framed as a misunderstanding on the 
part of the patients rather than a failure of end-of-life 
providers or other referring HCPs to explain and com-
municate in a way that was comprehensible to patients 
and their families [14, 17, 22]. 

Together, the above factors comprise the ‘how’ indi-
viduals approach decision-making using their own 

worldview, emotions, preferences, embodied knowing, 
and beliefs about what is a ‘good’ death and what end-of-
life services can do for them to decide whether and when 
to access delay or decline them.

Influences: medical factors
The end of life is heavily influenced by the medical sys-
tem, those who work in it and what treatments are avail-
able. The studies highlighted the key role of HCPs in 
patients’ decision-making, in particular, how they com-
municated with patients and their families about their 
situation, services and options. The availability of treat-
ment options shaped whether patients viewed end-of-
life care as the right choice, or whether it was time for 
patients to consider end-of-life care or delay the decision. 
This was identified in all studies. Decisions about end-
of-life care included cultural considerations for those in 
minority groups, and most crucially whether end-of-life 
care was culturally acceptable as an option [15, 17, 20]. 
The major example of conflicting conclusions across 
the nine papers was whether palliative care supported 
or inhibited the transition to end-of-life care. Waldrop 
et al. and Pini et al. discussed palliative care as support-
ing conversion to end-of-life care whereas Spencer et al. 
concluded that the stabilising influence of palliative care 
meant that a treatment-focused paradigm could be main-
tained [19, 21, 22]. One possible interpretation of this 
discrepancy is that it depends on the healthcare contexts 
and HCPs’ communication.

The importance of patients understanding their prog-
nosis as a facilitator of moving towards accepting end-of-
life care was identified in six studies [14, 15, 18–20, 22]. 
Most patients wanted to know about their prognosis, 
but not all. Patients were fully reliant on HCPs to share 
this information with them in a manner that they could 
understand. Meeker and colleagues noted that patients 
in their study talked about wanting to receive their prog-
nosis from a HCP with whom they had a prior relation-
ship [18]. As some researchers noted, the concealment of 
prognosis is a cultural norm in some Asian cultures [17, 
20]. This was framed as a lack of communication skills 
and honesty among medical staff and as impacting the 
HCP-patient relationship and trust in the Lin et al. study, 
where a patient described as a huge surprise when she 
found out how long she had left [20]. Having a relation-
ship with HCP was important for some patients, who did 
not want to move care providers because it would disrupt 
the continuity of care they experienced [14]. Others felt 
the current care was meeting their needs and saw no rea-
son to change providers [16, 21]. Some patients talked 
about wanting to be cared for by someone from the 
same cultural background and that the end-of-life care 
provider was not able to provide that [17]. This ties into 
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notions of trust with and in HCPs. Patients highlighted 
trust as an important part of their relationship with pro-
viders. Six of the nine included studies discussed trust as 
a factor in end-of-life care decision-making [14, 16–18, 
20, 21]. HCPs were viewed by some as trusted advisors 
who could help inform decision-making, especially when 
there was uncertainty [21]. Trust in providers was facili-
tated by clear and consistent information about care and 
one’s health status [18]. Some patients and families from 
ethnic minorities had previous experiences of discrimi-
nation, causing mistrust of health professionals and the 
health care system in general [17]. 

Influences: the broader context
The context in which decisions about whether or when 
to access end-of-life care was discussed by eight articles 
[14–21]. We conceptualised this broader context as a 
continuum that at one end was more medically and sys-
tem oriented, and at the other was more person-oriented 
(see Fig. 2). Taken together, the context bridges and situ-
ates the person within the medical setting that heavily 
influences decision-making.

Person‑specific contextual factors
All studies emphasised the role and influence of family 
(including significant others) in decision-making at the 
end of life. If both patients and family were not ‘ready’ for 
end-of-life care, there were resultant delays or end-of-life 
care was declined altogether [14, 22]. Conceptualising 
spouses and family members together with the patient 
as a decision-making unit was particularly important in 
seven studies [14–18, 20, 21]. For many patients, the per-
ceived benefits to others, over oneself, was a reason to 
keep pursuing active treatment and delay or decline end-
of-life care [15, 20, 22]. A few participants mentioned 
they wanted to be a role model to one’s family of fight-
ing cancer [18, 20]. Some people wanted to have family 
around them and so did not wish to leave home to an in-
patient unit [16, 17]. Being able to have family comfort-
ably accommodated when visiting in-patient units was 
important to some people in their decision-making pro-
cess [16, 17]. 

Whether participants had family to care for them at 
home or not was a strong consideration in receiving 
formal care [15, 19, 22]. At the same time, some family 
members expressed concerns about their ability to pro-
vide care for the patient at home [14]. Waldrop et  al. 
found that patients not receiving end-of-life care as com-
pared to those who were reported lower levels of social 
support, as well as the need for support from relatives 
and friends [19]. For some patients, end-of-life care deci-
sion-making may be delayed because support networks 
were meeting their needs, including family members 

having become expert caregivers over many years [21]. 
Several studies reported that patients and families were 
unclear on what additional benefits end-of-life care 
offered [14, 20–22]. 

Several studies mentioned the role of culture in end-of-
life care decision-making [15, 17, 20]. They identified the 
culturally specific concepts: modesty, shyness, personal 
dignity, shame, filial piety, and notions of not wanting to 
receive welfare as being relevant to cultural values and 
norms. Frey et al. explained the challenges to end-of-life 
care use as ‘a matter of culture’, noting the different “ways 
of doing and thinking” among the ethnic minorities they 
interviewed compared to New Zealand European culture 
[17]. Carrion focused on the cultural factors that contrib-
ute to the under-utilisation of end-of-life care by Latinos 
in the US [15]. Several participants said that unlike the 
US, they had no culture of end-of-life care, did not wish 
to admit they needed help, and found the health care 
workers’ visits an invasion of privacy. In other studies, 
there was less explicit attention to the role of culture as 
authors acknowledged the lack of diversity in the sam-
ples which predominately included White, middle-class 
participants [14, 16, 22]. Somewhat surprisingly, the 
influence or importance of gender in the decision-mak-
ing process was not discussed or analysed in the studies 
beyond reporting the gender of participants. In one study 
gendered norms and assumptions about wives in caregiv-
ing roles were made [14]. 

Financial considerations came into end-of-life deci-
sion-making when patients and providers discussed the 
costs of care. The costs of care had several dimensions, 
such as the limited ability to pay for care, the cost of 
continuing active treatment, the hidden costs of being 
a caregiver, and the socio-economic disadvantage expe-
rienced in higher rates among ethnic minorities [14, 15, 
17, 20]. In their comparison study, Waldrop et al. found 
that non-end-of-life care patients in the US had higher 
rates of financial problems compared to end-of-life care 
patients [19]. 

Medical contextual factors
Our analysis found that holistic, person-centred care are 
similarly defined across varied settings of delivery (i.e., 
end-of-life care at home vs. hospital vs. in-patient facil-
ity). However, these settings of care and what is available 
to patients differ across the included countries, and this 
likely influences patients’ views on end-of-life care. This 
analysis was hindered by the limited descriptions of the 
context or models of care for some studies. A range of 
health system and health policy factors were apparent as 
key parts of decision-making in the studies. Health sys-
tem policies were described as forcing ‘terrible choices’ 
onto patients [21]. For example, patients had to choose 
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between active treatments or end-of-life care [14, 15]. All 
of the studies that mentioned such barriers were based in 
the US where the health care system influenced end-of-
life care decision-making through setting the cost of care 
[14, 15, 21]. Nevertheless, only two studies mentioned how 
place played a role in the decision-making process. Chap-
ple et al. reported that desired place of death plays a role 
in decisions about where to receive care, while Frey et al. 
found that many patients viewed hospice as a place to die 
rather than a philosophy of care [16, 17]. Place also mani-
fested in where some patients were given information. 
The non-end-of-life care Hispanic/Latino patients in the 
US all found out their terminal diagnosis from their pri-
mary physician whereas end-of-life care users learned this 
information during a hospital admission from an attending 
physician [15]. Place or care setting and the patient’s con-
dition are connected. Conversations and end-of-life care 
decisions which take place in hospital are likely to differ 
from other contexts such as outpatient clinics and hospice 
buildings. Considering contextual factors such as the place 
and care setting where conversations that are expected to 
result in decisions or at least inform decision-making as 
well as the patient’s status appears to be important.

The relevance of the broader medical culture was also 
apparent in the studies’ findings. The culture of medi-
cine to treat, even when it may have been futile, was 
particularly noted by Lin et al. as influencing end-of-life 
decision-making and also commented upon by Waldrop 
et  al. and Meeker et  al. [18–20] In the Lin et  al. study, 
this attitude was further reinforced by a culture of defen-
sive medicine where clinicians feared repercussions of 
being sued if they did not provide curative treatment 
[20]. Perhaps relating to the treatment imperative of 
medicine across many cultures, the studies demonstrated 
that stigma is attached to end-of-life care. This stigma 
was related to death and dying, and the type of service 
offered, namely where patients were expected to share 
things about themselves, talk about death and dying, and 
engage in activities [22]. In New Zealand, stigma and 
thus shame was attached to the end-of-life care which is 
free for patients and families, because it was assumed it 
was only for those who could not pay [17]. 

Discussion
We begin this discussion by briefly returning to the 
review questions and considering them further based 
on the current findings and the wider literature. This 
systematic review and meta-ethnography sought to 
identify why patients with life-limiting cancer decline 
end-of-life care. However framing the question in this 
way assumed that patients do decline end-of-life care, 
whereas the findings demonstrate that many patients 
delay accepting end-of-life care rather than decline 

them altogether. The review also sought to identify what 
informs patients’ end-of-life care decision-making. This 
is captured with the synthesising model that shows how 
end-of-life care decisions are embodied and unfold over 
time, and identifies the main factors on both patients 
and families’ decision-making as involving three inter-
pretive themes, namely uncertainty, communication, 
and the dynamic situation. Around these main themes, 
personal, medical, and contextual factors also influence 
in decision-making processes. We note that not every-
one can access end-of-life care due to local availability, 
resourcing, eligibility policies, or the type of illness they 
have. For those who are referred, their experiences of 
end-of-life care decision-making (question three) is one 
that occurs over numerous occasions, often prompted 
by a change in  situation (e.g., caregiving at home), 
change in embodied functioning and experience (e.g., 
functional status or quality of life) or a HCP referring 
them when curative treatments are no longer available. 
In terms of question four about the common charac-
teristics of people who decline/delay end-of-life care, 
it appears minority ethnic groups face unique barriers 
around language, cultural fit of services, and trust with 
HCPs [15, 17]. However, trust was an issue that was 
identified across multiple studies with a range of partic-
ipants, and has also been identified in other research on 
this topic [2, 14, 16–18, 20, 21, 25, 26]. 

Romo et al. also undertook a review on a similar topic [2]. 
Their article was located with our research strategy but was 
excluded because it was a review. Our findings, and par-
ticularly the model we have posited, has significant over-
lap but also some differences to Romo et al.’s findings [2]. 
Notably, our meta-ethnography did not identify decisional 
control as playing a key role, but it did identify uncertainty, 
emotions, and perceptions of end-of-life care which are not 
in Romo et al.’s findings [2]. Both reviews emphasise indi-
vidual factors, communication, prognosis, the influence 
of others on decision-making, and the importance of the 
contextual environment. Though named differently, Romo 
et  al.’s illness/health experience correspond to our prefer-
ences and quality of life / suffering factors [2]. 

Spencer et  al., who used the Romo model as their 
framework, concluded that there was a need to move 
beyond cognitive- and emotion-based paradigms of 
patient education to recognise influence of the social 
context on end-of-life care decision-making [2, 21]. We 
concur that the context is crucial however, from our 
review, it is clear that for patients, the emotional aspect 
of decision-making must be acknowledged as well. We 
need a model that incorporates all of these elements and 
remains true to patients’ experiences and voices. We 
hope our model goes some way in doing this.
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Our key concept of embodied decisions unfolding over 
time centres on the role of time in decision-making. Time 
was discussed in several studies, though it was not identi-
fied as a theme in any of the studies [15, 18, 19, 21, 22]. 
Part of Pini et al.’s engagement theme was understanding 
how end-of-life care could benefit present and future care 
[22]. Time intersected with communication, uncertainty 
and the evolving situation. Time meant uncertainty may 
resolve or persist in terms of how long someone has left.

Kaufman proposed the term reflexive longevity to refer 
to “an emergent form of life, a mode of knowledge, rea-
soning and embodiment that older persons and their 
families come to inhabit at the site where ethics, ageing, 
clinical technologies and life itself meet” [27]. Reflexive 
longevity shapes the way we live and medical decision-
making, calculating the time left with respect to age, risk, 
death and likely success of medical interventions [27]. 
Reflexive longevity and the concept of time left are rel-
evant to end-of-life care decision-making too. Time left is 
a discursive concept that shapes clinical and individuals’ 
decisions about what treatments to pursue or whether to 
opt for more palliative options. Patients may be ‘calculat-
ing’ time left when deciding to accept, delay or decline 
end-of-life care based on age, quality of life and suffering 
due to the effects of their illness and the nature of their 
anticipated dying. What has been communicated to them 
about their prognosis, treatment options and their evolv-
ing situation will also likely factor into their decision-
making processes.

During our analysis, we observed that several factors 
that were not given sufficient weighting or were lacking 
altogether. Surprisingly, the studies undertaken did not 
discuss in much depth on the multiple and intersecting 
domains of health that inform decision-making, namely 
physical, mental, social, and existential/spiritual [28]. 
This may have been a study design issue where these 
factors were not explicitly enquired about or a report-
ing issue. Waldrop et al.’s mixed methods study added a 
unique finding, namely that patients who were access-
ing end-of-life care had worse symptom burden and a 
less manageable quality of life than non-end-of-life care 
patients [19]. In this study the physical and embod-
ied nature of approaching the end of life was explicitly 
included and addressed in a way that was not seen in the 
other studies. Emotions/affect was an implicit factor in 
many papers. However, the explication of the emotional 
aspects of decision-making warrants further attention. 
In particular, the fear of dying seems pertinent. Similarly, 
existential or spiritual aspects of decision-making were 
only mentioned in passing by Waldrop et al. [19].

The embodied, lived experiences of illness (and life 
more generally) comprise an important part of the cal-
culation or decision-making process [27]. Embodiment 

brings together temporal, cultural and biological 
aspects of life and the inevitable changes over the life 
course [29–31]. The issues and decisions people face as 
they approach the end of life are closely related to their 
embodied reality of decline and suffering, shaped by the 
material world around them [30]. One’s sense of self, 
time, daily life, and functional ability are disrupted by the 
bodily deterioratation associated with cancer [30]. For 
people with inoperable lung cancer, time is experienced 
as a clash between clock time, which the health system 
runs to, and embodied time, which is how individuals 
experience time existentially and as enmeshed in history, 
culture, space, relationships, and contexts [31]. ‘Embod-
ied knowing’ alludes to the sense that patients had of 
when the time was right to move towards end-of-life 
care. The concept of a right time accords with a US study 
which found that 58% of family members of patients who 
died within a week of hospice enrolment considered that 
the referral was the right time [32]. On the other hand, as 
Pini et al. described, “Patients who had experienced pal-
liative care almost unanimously wished it had happened 
earlier and the reality of being involved in these services 
was significantly different to their prior perceptions” [22]. 
Any conceptualisations of end-of-life care decision-mak-
ing need to take account of embodied decision-making, 
because dying is always, already embodied.

Building on the notion of embodied knowing, one 
concept that we consider underemphasised which was 
explicitly questioned by Meeker et  al. and Vig et  al., is 
the assumption that end-of-life care and comfort care 
is the best focus for all people, regardless of the goals 
of care, cultural safety, religious or other mismatch 
between patients and their family and end-of-life care 
[14, 18]. Some study participants preferred to continue 
active treatment. The culture of medicine and society 
towards dying, in general, pervaded the studies. Treat-
ment imperatives appear to be underpinning in some 
patients in the included studies’ decisions. For example, 
participants’ views were surmised as “treatment equals 
hope” or “treat or die”. The treatment imperative is dif-
ficult to overcome due to emotional, communicative and 
relational factors. Tate used conversational analysis to 
analyse doctor-cancer patient consultations, showing 
interactional hesitancy to discuss end-of-life options that 
superseded other policy and structural drivers for less 
medical intervention in end-of-life care [33]. Spencer 
et al. also noted the influences of physicians, the cultural 
authority of medicine and science, treatment structures 
and patients’ biographical histories as being relevant [21]. 
Several studies’ participants described how the precursor 
to considering end-of-life care was feeling or being told 
that nothing more can be done for them in terms of treat-
ment. This affirms the unfounded notion that end-of-life 
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care is positioned as ‘doing nothing’ in relation to cura-
tive treatment, despite active approaches to deal with not 
just physical, but social, spiritual and mental concerns. 
Borgstrom et  al. go further to describe how non-inter-
vention, or the more active form ‘not doing’, still needs 
to be done and note that passivity can be intentional [34]. 

The next step for research in this area is to consider 
whether this model coheres with what end-of-life care 
referrers think are the determining factors in patients’ 
and families’ decision-making processes. Further, it 
would be useful to explore what patients and families 
think, especially those who delay or decline end-of-
life care and non-cancer patients. Embodiment, time, 
and the dimensions of health are all worthy of deeper 
exploration with people approaching the end of life. 
The model’s themes and factors can be used to address 
the barriers and reasons patients delay or decline end-
of-life care (whilst accepting that end-of-life care is not 
the right choice for some people). Several articles offered 
strategies for addressing the reasons that patients or fam-
ily members gave for not enrolling in end-of-life care or 
for overcoming identified barriers to enrolling. Vig et al. 
were the clearest in their framing of how providers can 
respond to specific concerns [14]. However, their sugges-
tion to avoid the words ‘hospice’ or ‘dying’ when talking 
to patients was surprising to us, given the emphasis on 
acceptance of dying as part of the model of end-of-life 
care [35]. Another line of analysis to consider is whether 
the model reflects those who decide to accept end-of-life 
care. A quantitative review of the reasons people delay or 
decline end-of-life care will likely demonstrate other fac-
tors such as ethnicity/race and religion and other factors 
contributing to the inequities of access.

Strengths and limitations
The meta-ethnography methodology was novel and 
enabled us to create a model of the studies, including a 
reconceptualisation of the data as embodied decisions 
unfolding over time. Team members’ varied backgrounds 
(sociology, health psychology, health promotion) and 
skills were helpful in focusing the topic and conceptu-
alising the findings. This methodology also examines 
the contextual data about each study; however the vari-
ation of end-of-life care models was a factor that we 
were unable to explore in greater detail due to the lack 
of explanation of the operational model in some arti-
cles. Even though the studies were quite varied, from a 
number of different countries, cultures and health care 
systems, there remained a number of similarities in the 
decision-making processes around end-of-life care. This 
suggests that there may be some transferability of the 
proposed model and future research in various settings 
will be relevant to the field. In some studies that included 

both end-of-life care and non-end-of-life care patients, 
and cancer and non-cancer patients, it was sometimes 
unclear who was receiving end-of-life care and who was a 
non-cancer patient [16, 18–22]. This means we may have 
included data that was from patients who were receiving 
end-of-life care as well as non-cancer patients. As sev-
eral of the included articles were included from our own 
records as opposed to the database searching, we cannot 
be confident we located all eligible studies.

Conclusion
From this review we conclude that the decision to decline 
or delay end-of-life care is an ongoing responsive decision-
making process that is personal, embodied, relational, 
influenced by the timing, content and presentation of 
services communication, shaped by uncertainty, and the 
patient’s evolving health situation. There are individual and 
medical contextual factors, including both individuals’ and 
medical cultures, that impact how and when decisions are 
made or postponed. We also conclude that time is central 
to patients’ end-of-life care decision-making, in particu-
lar, estimating how much time one has left and patients’ 
embodied knowing about when the right time for end-
of-life care is. The increasing interest in the integration 
of hospice palliative care across the cancer care trajectory 
and earlier introduction of end-of-life care highlight the 
importance of these findings for improving access.

Acknowledgements
We are grateful to the Cancer Society New Zealand for funding a post-doc-
toral fellowship for Dr Young to conduct this review and to subject librarian 
Rosemary Rowe for her assistance with developing the search strategy and 
database searching.

Authors’ contributions
JY conducted the searches. JY and AL conducted the critical appraisal for 
inclusion, analysis and synthesis. JY wrote the main manuscript text with 
input from AL. JY prepared the tables and Fig. 1. AL prepared Fig. 2 with input 
from JY. JY, AL, RE, KD discussed the research question, designed the study, 
discussed the findings, reviewed drafts and the final manuscript.

Funding
Cancer Society of New Zealand Post-Doctoral Fellowship awarded to Jessica 
Young as Principal Investigator with Antonia Lyons, Richard Egan, Kevin Dew 
as the Named Investigators, F.20F.

Availability of data and materials
All data (articles included in the review) is publicly available. Materials are 
included in the manuscript.

Declarations

Ethics approval and consent to participate
Not applicable.

Consent for publication
Not applicable.

Competing interests
The authors declare no competing interests.



Page 17 of 17Young et al. BMC Palliative Care           (2024) 23:45 	

Author details
1 Victoria University of Wellington, Wellington, New Zealand. 2 University 
of Auckland, Auckland, New Zealand. 3 University of Otago, Dunedin, New 
Zealand. 

Received: 25 October 2022   Accepted: 5 January 2024

References
	1.	 World Health Organization. Palliative care. World Health Organization. 

2020. https://​www.​who.​int/​news-​room/​fact-​sheets/​detail/​palli​ative-​care. 
Accessed 14 Apr 2023.

	2.	 Romo RD, Wallhagen MI, Smith AK. Viewing hospice decision making as a 
process. Am J Hosp Palliat Med. 2016;33:503–10.

	3.	 Robinson J, Frey R, Raphael D, Old A, Gott M. Difficulties in navigating the 
intersection of generalist and specialist palliative care services: a cross-
sectional study of bereaved family’s experiences of care at home in New 
Zealand. Heal Soc Care Community. 2021;00:1–9.

	4.	 Syme A, Bruce A. Hospice and palliative care: what unites us, what divides 
us? J Hosp Palliat Nurs. 2009;11:19–24.

	5.	 National Institute on Aging. What Are Palliative Care and Hospice Care? 
National Institutes of Health. 2021. https://​www.​nia.​nih.​gov/​health/​what-​
are-​palli​ative-​care-​and-​hospi​ce-​care. Accessed 14 Apr 2023.

	6.	 Radbruch L, De Lima L, Knaul F, Wenk R, Ali Z, Bhatnaghar S, et al. Redefin-
ing Palliative Care—A New Consensus-based definition. J Pain Symptom 
Manage. 2020;60:754–64.

	7.	 Hawley P. Barriers to Access to Palliative Care. Palliat Care. 
2017;10:1178224216688887.

	8.	 National Health Service. What end of life care involves. 2022. https://​
www.​nhs.​uk/​condi​tions/​end-​of-​life-​care/​what-​it-​invol​ves-​and-​when-​it-​
starts/. Accessed 1 Jun 2023.

	9.	 Ahmed N, Bestall JC, Ahmedzai SH, Payne SA, Clark D, Noble B. Systematic 
review of the problems and issues of accessing specialist palliative care 
by patients, carers and health and social care professionals. Palliat Med. 
2004;18:525–42.

	10.	 Love AW, Liversage LM. Barriers to accessing palliative care: a review of 
the literature. Prog Palliat Care. 2014;22:9–19.

	11.	 Sattar R, Lawton R, Panagioti M, Johnson J. Meta-ethnography in 
healthcare research: a guide to using a meta-ethnographic approach for 
literature synthesis. BMC Health Serv Res. 2021;21:1–13.

	12.	 Atkins S, Lewin S, Smith H, Engel M, Fretheim A, Volmink J. Conducting a 
meta-ethnography of qualitative literature: lessons learnt. BMC Med Res 
Methodol. 2008;8:1–10.

	13.	 Noblit GW, Hare RD. Meta-ethnography synthesizing qualitative studies. 
Newbury Park, Calif: ; SAGE; 1988.

	14.	 Vig EK, Starks H, Taylor JS, Hopley EK, Fryer-Edwards K. Why don’t patients enroll 
in hospice? Can we do anything about it? J Gen Intern Med. 2010;25:1009–19.

	15.	 Carrion IV. Social Work in Health Care when do latinos Use Hospice ser-
vices? Studying the Utilization of Hospice Services by Hispanics/ Latinos. 
Soc Work Health Care. 2010;49:197–210.

	16.	 Chapple A, Evans J, McPherson A, Payne S. Patients with pancreatic can-
cer and relatives talk about preferred place of death and what influenced 
their preferences: a qualitative study. BMJ Support Palliat Care. 2011;1:291.

	17.	 Frey R, Gott M, Raphael D, Black S, Teleo-Hope L, Lee H, et al. Where do I 
go from here? A cultural perspective on challenges to the use of hospice 
services. Heal Soc Care Community. 2013;21:519–29.

	18.	 Meeker MA, Waldrop D, Schneider J. Contending with advanced ill-
ness: patient and caregiver perspectives. J Pain Symptom Manage. 
2014;47:887–95.

	19.	 Waldrop D, Meeker MA, Kutner JS. The developmental transition from living 
with to dying from cancer: Hospice decision making. J Psychosoc Oncol. 
2015;33:576–98.

	20.	 Lin C-P, Evans CJ, Koffman J, Sheu S-J, Hsu S-H, Harding R. What influences 
patients’ decisions regarding palliative care in advance care planning 
discussions? Perspectives from a qualitative study conducted with 
advanced cancer patients, families and healthcare professionals. Palliat 
Med. 2019;33:1299–309.

	21.	 Spencer KL, Mrig EH, Talaie AK. Does Palliative Care utilization facilitate Conver-
sion to Hospice Care? A qualitative study of the Soft No. Am J Hosp Palliat 
Med. 2020;37:701–6.

	22.	 Pini S, Hackett J, Taylor S, Bekker HL, Kite S, Bennett MI, et al. Patient 
and professional experiences of palliative care referral discussions from 
cancer services: a qualitative interview study. Eur J Cancer Care (Engl). 
2021;30:1–10.

	23.	 Rodríguez-Prat A, Balaguer A, Booth A, Monforte-Royo C. Understand-
ing patients’ experiences of the wish to hasten death: an updated 
and expanded systematic review and meta-ethnography. BMJ. 
2017;7(9):e016659 (Publishing Group).

	24.	 Rodríguez-Prat A, Monforte-Royo C, Porta-Sales J, Escribano X, 
Balaguer A. Patient perspectives of dignity, autonomy and control at 
the end of life: systematic review and meta-ethnography. PLoS ONE. 
2016;11(3):e0151435.

	25.	 Rising ML, Hassouneh D, Berry P, Lutz K. Mistrust reported by US mexi-
cans with Cancer at End of Life and Hospice Enrollment. Adv Nurs Sci. 
2021;44:14–31.

	26.	 Cicolello K, Anandarajah G. Multiple stakeholders’ perspectives regarding 
barriers to Hospice Enrollment in Diverse patient populations: a qualita-
tive study. J Pain Symptom Manage. 2019;57:869–79.

	27.	 Kaufman SR. Time, clinic technologies, and the making of reflexive lon-
gevity: the cultural work of time left in an ageing society. Sociol Heal Illn. 
2010;32:225–37.

	28.	 Saunders C. The evolution of palliative care. Patient Educ Couns. 
2000;41:7–13.

	29.	 Featherstone M, Hepworth M. Ageing, the lifecourse and the sociology of 
embodiment. Modernity, Medicine and Health. Taylor and Francis; 2005. 
pp. 147–75. https://​www.​taylo​rfran​cis.​com/​chapt​ers/​edit/​10.​4324/​97802​
03980​651-​13/​ageing-​lifec​ourse-​socio​logy-​embod​iment-​mike-​feath​ersto​
ne-​mike-​hepwo​rth.

	30.	 Morgan DD, Currow DC, Denehy L, Aranda SA. Living actively in the face 
of impending death: constantly adjusting to bodily decline at the end-of-
life. BMJ Support Palliat Care. 2017;7:179–88.

	31.	 Lövgren M, Hamberg K, Tishelman C. Clock time and embodied Time 
experienced by patients with inoperable Lung Cancer. Cancer Nurs. 
2010;33(1):55–63.

	32.	 Teno JM, Casarett D, Spence C, Connor S. It is too late or is it? Bereaved 
Family Member perceptions of Hospice Referral when their family 
Member was on Hospice for seven days or less. J Pain Symptom Manage. 
2012;43:732–8.

	33.	 Tate A. Death and the treatment imperative: decision-making in late-
stage cancer. Soc Sci Med. 2022;306: 115129.

	34.	 Borgstrom E, Cohn S, Driessen A. View of ‘We come in as the nothing.’ 
Med Anthropol Theory. 2020;7:202–13.

	35.	 Zimmermann C. Acceptance of dying: a discourse analysis of palliative 
care literature. Soc Sci Med. 2012;75:217–24.

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

https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://www.nia.nih.gov/health/what-are-palliative-care-and-hospice-care
https://www.nia.nih.gov/health/what-are-palliative-care-and-hospice-care
https://www.nhs.uk/conditions/end-of-life-care/what-it-involves-and-when-it-starts/
https://www.nhs.uk/conditions/end-of-life-care/what-it-involves-and-when-it-starts/
https://www.nhs.uk/conditions/end-of-life-care/what-it-involves-and-when-it-starts/
https://www.taylorfrancis.com/chapters/edit/10.4324/9780203980651-13/ageing-lifecourse-sociology-embodiment-mike-featherstone-mike-hepworth
https://www.taylorfrancis.com/chapters/edit/10.4324/9780203980651-13/ageing-lifecourse-sociology-embodiment-mike-featherstone-mike-hepworth
https://www.taylorfrancis.com/chapters/edit/10.4324/9780203980651-13/ageing-lifecourse-sociology-embodiment-mike-featherstone-mike-hepworth

	Embodied decisions unfolding over time: a meta-ethnography systematic review of people with cancer’s reasons for delaying or declining end-of-life care
	Abstract 
	Background 
	Methods 
	Results 
	Conclusions 

	Introduction
	Method
	Databases
	Search terms
	Parameters
	Participantspopulation
	Data extraction (selection and coding)
	Data management
	Selection process
	Data collection

	Quality assessment
	Analysis

	Results
	Factors involved in delaying end-of-life care
	Key concept: embodied decisions unfolding over time
	Interpretive theme: communication: timing, services, and content
	Interpretive theme: uncertainty
	Interpretive theme: evolving situations
	Influences: person factors
	Influences: medical factors
	Influences: the broader context
	Person-specific contextual factors
	Medical contextual factors


	Discussion
	Strengths and limitations

	Conclusion
	Acknowledgements
	References


