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Key summary points 
Aim 
The purpose of this review was to synthesise and critically analyse the points of discordance 
and concordance between consumers and clinicians about quality end-of-life care. 

Findings 
Respecting patient autonomy and the role of family is now clearly understood, but the role of 
healthcare provider and purpose of treatment withdrawal are still a matter of conflict between 
clinicians and patients or families. Clinician awareness of the possibility of misunderstanding 
by patients or families is the first step in preventing discordance of views on care quality at 
the end of life. 

Message 
To prevent the conflict between parties, further efforts are needed to investigate ways to 
better communicate the goals of care, limitations of treatment and uncertainty associated with 
forecasting time to end of life. 

Abstract 
Background 
This scoping review aimed to investigate the presence of discordance or concordance in the 
perceptions of end-of-life (EOL) care quality between consumers (i.e. patients aged over 60 
in their last years of life and/or their informal caregivers) and clinicians, to inform further 
improvements in end-of-life care service delivery. 

Methods 
A scoping review of qualitative and quantitative studies was systematically undertaken by 
searching for English language publications in MEDLINE database and manual reference 
search of eligible articles. Thematic analysis was employed to identify and extract common 
concordance and discordance themes leading to the development of analytical constructs. 
Articles were eligible for inclusion if they reported on consumers’ (i.e. older patients aged 
60 + years in their final years of life and/or their informal caregivers) and clinicians’ (doctors, 
nurses, social workers, etc.) perspectives on quality of medical, surgical or 



palliative/supportive care administered to older adults in the last year of life across all 
healthcare settings. 

Results 
Of the 2736 articles screened, 21 articles were included. Four themes identified concordance 
between consumers’ and clinicians’ perceptions of care quality: holistic patient care; 
coordinated care that facilitated EOL; the role of family at EOL; and impact of prognostic 
uncertainty on care planning. Three themes emerged for discordance of perceptions: 
understanding the patient needs at EOL; capacity of healthcare system/providers to 
accommodate family needs; and knowledge and communication of active or palliative care at 
EOL. 

Conclusions 
While progress has been made on promoting patient autonomy and respecting the family role 
in representing patient’s best interest, gaps remain in terms of care coordination, 
communication of prognosis, public understanding of the meaning of goals of care including 
de-escalation of management and enactment of advance care directives by clinicians for 
people with diminished decision capacity. Public understanding of the meaning of “comfort” 
care and the need to prevent over-treatment are essential for their satisfaction with care and 
their ability to embrace the concept of a good death. 

Introduction 
End-of-life (EOL) care is defined as “physical, spiritual and psychosocial assessment, care 
and treatment delivered by health professionals and ancillary staff” [1] but also integrates 
requirements for global public health capacity and appropriate information strategies [2]. 
Dying trajectory in the last year of life for older people (≥ 65 years) with chronic 
multimorbidity such as heart failure, kidney failure, lung disease, frailty or malignancies 
involves two distinct phases: periods of exacerbated illness that may be reversible and a 
shorter timeframe involving days to weeks where clinical deterioration is unlikely to be 
reversed. End-of-life care for older people is provided across many healthcare settings, 
including in people’s homes, aged care and nursing homes, but most care still occurs in acute 
hospitals [3, 4]. The need to provide support for EOL care is gaining importance as the world 
population is ageing, with projections that the proportion of those aged 60 + years is 
estimated to double and the proportion of 80 + to triple in the next three decades [5]. Ideally, 
EOL care discussions would encompass emphasis on mitigation of suffering through 
avoidance of hospitalisations if appropriate [6] and pathways to achieve preferred place of 
death [7]. 

Perceptions of what constitutes good quality care at EOL include appropriate patient 
management and preferred place of death and are known to vary from the providers [8] to the 
patient receiving it and the perspective of their family [9]. The emotional burden and 
challenge of communicating poor prognosis to patients, who are either critically ill or suffer 
from irreversible chronic illness, and their family are well recognised in the literature [10]. 
Difficulties in achieving a common understanding stem from many angles, such as over-
optimistic perception of risk of death among surrogate decision-makers underestimating the 
true risk [11], patients’ unwillingness or lack of readiness to discuss the potential outcome of 
death [12], and the clinicians’ delays in recognition of poor prognosis and need for 
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transitioning patients from active treatment to palliative care management [13]. While 
intensive care clinicians may follow consensus-based guidelines on withholding or 
withdrawing life-sustaining treatments to enable optimal end-of-life care quality [14], 
families face the dilemma of having to decide on, or agree with, clinicians suspending 
treatment for older patients to prevent harm or prolonged suffering. Making these distressing 
judgments about whether and when to discontinue active treatments has moral, religious and 
legal implications [15,16,17]. Consequently, disagreements on perceived appropriateness of 
quality of end-of-life care provided in the last months of life are commonly reported [18, 19]. 
Patients’ and their families’ satisfaction with terminal care is known to be associated with 
non-clinical aspects such as achieving the preferred place of death, knowing whether their 
relative is “sick enough to die” [20] and receiving emotional or spiritual support [21]. To 
date, the perspectives and preferences of end-of-life care quality between consumers 
(patients/family caregivers or significant others) and clinicians derived from primary studies 
have not been synthesised to identify areas of concordance and discordance. 

This scoping review aimed to synthesise and critically analyse the points of discordance and 
concordance between consumers and clinician about quality end-of-life care. The specific 
objectives of this review were to: 

1. 1. 

Identify the main themes of concordance on quality end-of-life care between 
clinicians and healthcare consumers (patients, families and informal caregivers). 

2. 2. 

Identify the main themes of discordance on quality end-of-life care between clinicians 
and healthcare consumers (patients, families and informal caregivers). 

This work is now more relevant as the COVID-19 pandemic has highlighted key challenges 
in providing inclusive holistic end-of-life care for older people [22, 23]. The findings of this 
study may further contribute to informing strategies to improve communication on and 
delivery of terminal care for older people. 

Materials and methods 
Design and data sources 
This work is a subset reporting of a larger review with protocol available on Open Science 
Framework (https://osf.io/5u964/). This scoping review used the ENTREQ (Enhancing 
transparency in reporting the synthesis of qualitative research) framework [24], developed to 
increase research reliability. This method bridges the gap between traditional quantitative and 
narrative reviews, as it provides a synthesis of both qualitative and quantitative health 
researches. A scoping review is a knowledge synthesis methodology that is intended to 
review evidence addressing broad topics inclusive of many different study designs [25]. In 
this scoping review, a systematic review approach was used to identify included studies. 
Thematic analysis was adopted for data synthesis. 

Search strategy 
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MEDLINE was searched from inception to May 2019 by the information specialist in our 
team (JC2) using the systematic review accelerator tools (http://sr-accelerator.com/#/) [26]. 
The search strategy included both MESH terms and keywords related to “terminal care” and 
the perspectives of both “older patients”, “surrogates” “carers” and “clinicians. The complete 
search strategy can be viewed in Supplement 1, Table S1.1. The electronic database search 
was supplemented with manual reference list searches from both the included studies and 
other systematic reviews related to but not eligible for inclusion in our study. English 
language and time restrictions (January 2010–June 2019) were applied to ensure relevance to 
today’s healthcare practice. Attempts to contact article authors were made when full text was 
unclear about eligibility criteria. 

Study selection and eligibility criteria 
Inclusion criteria comprised: (1) qualitative and quantitative studies of any research design; 
(2) included both consumers, healthcare professionals’ perspective; and (3) reported on the 
opinions, perceptions or perspectives on what constituted quality EOL care related to any 
aspect of the medical, surgical and palliative/supportive care delivered to an older adult 
(60 + years) in their final years of life (not including acute injuries). For the purpose of this 
review, only studies that reported the perspective of both consumers and healthcare 
professionals in the one article were eligible for inclusion. This criterion ensured any 
concordant and/or discordant themes identified reflected peoples’ experiences of the same 
situation and setting and not differences between healthcare professionals or settings. “End of 
life” was defined either by the authors of an eligible article or using the CriSTAL (Criteria for 
Screening and Triaging to Appropriate aLternative care) tool, an objective checklist 
previously validated for identification of risk of short-term death in older patients [27]. We 
excluded articles if all eligibility criteria could not be conclusively identified (e.g. palliative 
care without specifying age of participants; or older people but unclear whether they were at 
risk of death within the year, and whether perspective from only one of the target groups was 
included). Paired authors (DB and ZAM, or MC) conducted a title and abstract screening of 
the total citations obtained against the eligibility criteria. Discrepancies were resolved 
through group discussions between these four reviewers. Full-text reviews were conducted by 
paired reviewers (DB and ZAM). 

Data extraction and synthesis 
Two reviewers (DB and ZAM) independently extracted the data using a template including 
study aims, location, year of publication, study design, participants and perspectives of both 
consumers and healthcare professionals on the quality of end-of-life care provided to older 
adults in their final years of life. After multiple readings of the eligible papers, DB and ZAM 
manually extracted relevant findings and organised them into codes using NVivo software. 
Using line-by-line coding, the findings of the primary studies were descriptively coded (DB), 
before developing analytical themes. During the first round, the coding rule used was to 
capture data from each paper from both (1) clinician perspective and (2) consumer 
perspective. In the second stage, coded data were reviewed to identify the emergence of 
themes. At regular intervals, inter-coder reliability checks were taken to ensure that the data 
were coded consistently with the coding rules. Four other reviewers (MC, ENS, EP and JC, a 
health service consumer with qualitative research skills) independently read and reviewed the 
thematic analysis to confirm reliability and comprehensiveness. We used inter-coder 
reliability, a methodology to check and control analytical interpretations which required 
unanimous author agreement to finalise a concept [28]. We achieved this by providing 
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researchers (DB, ZAM, MC, JC) with a description of initial set of conception, including 
first-round coded data. The researchers then were required to explain and justify each set. 
Thus, a rigorous check of interpretation of raw data and definitions provided general 
agreement, and was verified by ENS and EP. The synthesis process, the method employed, 
was adapted from Thomas and Harden's thematic analysis technique [29]. During the entire 
process, the original data were kept with the analysis to ensure that the original meanings 
were conserved, and the judgement and insights of the reviewers were of the original data. 
Through an iterative process, the analytical constructs for both concordance and discordance 
perspectives were finalised as a group. 

Results 
The initial search from the databases yielded a total of 2736 citations. After title and abstract 
screening (DB and ZAM), a further 2597 were removed. After a full-text assessment, a total 
of 21 articles were eligible for inclusion in this review (Fig. 1). 

Fig. 1 

 
Flow diagram of screening and article selection 
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Study characteristics 
Twenty-one studies met all eligibility criteria: 10 qualitative studies, 9 quantitative and 2 
mixed studies. Included studies reported on the perspectives of 2116 participants in 10 
countries: UK (6), USA (5), other Europe (6), Australia (2), Canada (1) Hong Kong (1) 
(Table 1). The qualitative study designs had sample sizes ranging from 34 to 125, and median 
60, IQR 47–95; the corresponding values for quantitative studies were range 20–520, median 
51, IQR 33–127. Almost half of the included studies (10/21 eligible) were cross-sectional 
surveys [30,31,32,33,34,35,36,37,38] and nine used qualitative interviews or focus groups 
[39,40,41,42,43,44,45,46,47,48], with two using both methods [49, 50]: 
only one used retrospective record review [40] and two used cohort designs [44, 51] 
(Table 1). Approximately half of the included studies (11/21) covered the perspectives of all 
three target groups of healthcare providers, patients and informal caregivers, with almost 
(8/21) reporting the perspective of informal caregivers rather than patients either were 
deceased or had dementia. Several studies included multiple settings. The most common 
settings covered were long-term care facilities (11) followed by hospitals (8), community 
including general practice (8), and hospices or other palliative care service (4). 

Table 1 Study characteristics, research methods, setting and target topic of eligible 
articles (21 eligible studies) 
 

Thematic synthesis of results 
A total of four concordance and three discordance themes were identified from the data. A 
summary of the key themes and sub-themes is shown in Fig. 2. 

Fig. 2 
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Summary of the main themes and sub-themes (n = 21 studies). EOL end of life 

Concordance perspectives 
Four main concordance themes emerged from the data: holistic patient-centred 
care, coordinated healthcare system to facilitate end-of-life care, the role of the family at the 
end of life, and impact of prognostic uncertainty on care planning. 

Holistic patient-centred care at the end of life 
“Even if the doctors want the best for you, it is not always possible, so I brought that up with 
the physician. Now it is my quality of life not theirs, irrespective of how well they 
mean” (patient) [34]. 

“If you are at a hospital or residential home, then the room or apartment is the patient’s. You 
are the guest. You knock on the door before you enter” (Nurse) [34]. 

Patient-centred care is defined as “providing care that is respectful of and responsive to 
individual patient preferences, needs, and values, and ensuring that patient values guide all 
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clinical decisions” [52]. At the core of this theme was ensuring that a patient’s individuality 
and preferences guide care delivery [32, 34, 35, 37, 41, 43, 45, 47, 48]. Much of the coverage 
noted the need for staff to see beyond a patient’s diagnosis and treat them as an individual 
and that this is promoted in circumstances where a continuity of care is available [43]. In one 
study, clinicians’ descriptions of a good death included where a personal relationship with 
patients, built over successive exchanges, existed [47]. 

The ability to empathise was described positively by both parties because it enables staff to 
understand the needs of residents and their families and supports active listening and 
reciprocal communication, thus ensuring greater dignity and respect for the patient at end of 
life [32, 34]. Enabling a patient’s communication via formal or informal mechanisms around 
their will and preference was also stressed [34, 47], and so too was understanding cultural 
differences. For example, in Chinese nursing homes where death for many residents was a 
“bad omen”, meant patients did not wish to discuss it openly [41]. The end-of life care setting 
[35, 43] and physical environment (such as the availability of private spaces [34, 50]) were 
noted as central to patient-centred care. For example, hospitalisation impacted negatively on 
end-of-life care for people with dementia, and hospice care was stressed as the preferred 
location for end of life by residents and their family carers in 13 US nursing homes [51]. 

In addition, descriptions emerged including encouraging patients to take control of their own 
care [34, 47]. Having control over their own care planning and activities at the end of life 
was stressed by both consumers and various clinicians including doctors and nursing staff. 
Attention to the psychosocial [33, 34, 42, 47] and spiritual needs of the person [34, 47] was 
highlighted in a study on EOL care for people with chronic heart failure [33]. Patients spoke 
of the anxiety they and their caregivers experienced and advocated that psychological distress 
should be frequently assessed and discussed with them. Another article suggested clinicians 
can help support and prepare patients for death spiritually: enabling a life review, saying 
goodbye and resolving any identified conflicts for patients [47]. Sensitive patient-centred 
communication was stressed in many descriptions of holistic patient-centred care [32,33,34]. 
A need for sensitivity towards patients who had difficulty accepting that they cannot manage 
their activities of daily living was emphasised in an article containing suggestions from older 
patients, significant others and clinician’s of how to conserve dignity in palliative care [34]. 

Co-ordinated healthcare systems to facilitate end-of-life care 
“From the very start of clinical admission, our entire team of doctors, nurses and social 
workers would go through the patient medical records together, identify his or her needs as 
well as those of the family, and coordinate care that best reflect their wishes.” (Medical 
professional) [32]. 

“I think the consistency of care a patient receives is very important …. It is wonderful that my 
wife can receive all the care that she needs with the same care team from the very beginning 
till her very last days.” (family caregiver) [32]. 

The provision of contemporary care that is coordinated and consistent between healthcare 
providers and delivered by a core team of skilled professionals was considered to alleviate 
uncertainty and vulnerability at end of life. When end-of-life pathways encouraged continuity 
and coordinated care [31, 32, 35, 39,40,41, 44, 46, 48], there was evidence that patients had 
more options about the location of death, better coordination between providers across 
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boundaries and increased multidisciplinary teamwork [44]. But when it came to coordinated 
care, several inefficiencies were highlighted including turnover of nurses and GPs, flawed 
communication due to the lack of familiarity with each other, poor role definition and 
suboptimal recording of treatment plans [48]. Ensuring health and social care professionals 
had the relevant skills and knowledge to care for a person at end of life [31, 34, 43, 48] 
including time and space to attend training was stressed. A UK study [31] found that it was 
care assistants who provided much of the day-to-day care to residents in the care homes and 
that they were often excluded from training and reflection sessions. A lack of coordinated 
care was also apparent in one study where clinicians were uncertain about whose 
responsibility it was to control symptoms [30]. Ensuring effective and consistent 
communication [34, 35, 40, 46, 48] was highlighted as important; for example, the experience 
of carers was enhanced when adequate clinician time was given to improve carer 
understanding [40] although challenges to achieving this were identified, e.g. obtaining 
information from hospital staff when staff had very little time to sit with families. 

The role and needs of family at end of life 
“…and I feel comfortable telling them about my wishes and concerns. I think this form of 
partnership is very important. It makes me feel dignified because they value my opinions and 
take the time to address my needs. (family caregiver) [32]. 

“Family members play a critical role in the overall planning and delivery of end of life care, 
we involve them as much as we can in the care decision making process. We hold regular 
care conferences..” (health professional) [32]. 

The family are a critical conduit at the end of a person’s life. Family/significant others are a 
source of information, care and support. Providing this care is physically, emotionally and 
socially demanding, and the literature advocates that the “carers” too need care and 
support. Healthcare providers’ understanding of the role of families in planning, making care 
decisions and delivering end-of-life care [32, 34] was repeatedly identified as important. In a 
study examining the system dynamics necessary for successfully implementing a novel end-
of-life integrated care pathway among terminally ill Chinese nursing home residents, the 
individual resident and their family were considered as one unit of care and were integral to 
providing care at the end of life [32]. Several articles [32, 34, 45] noted a role for 
families communicating a patients wishes as their proxy in end-of-life scenarios. In 
particular, for people with dementia [45], healthcare workers recognised that family members 
had intimate knowledge of their patients’ values, preferences, likes and dislikes. The need for 
recognition of the specific needs of family members [31, 34, 43] was highlighted with several 
articles describing the burden associated with the caring role and how this affected family 
members both physically and emotionally. Family members advocated the need for greater 
access to psychosocial and bereavement supports, especially when preparing families for the 
aftermath of the death of a patient. 

Impact of prognostic uncertainty on care planning 
‘‘I think it seems to me not like cancer where they say you’ve got five months to live or you’ve 
got a year but nobody has said that.” (Patient) [39]. 
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“It is difficult to predict when a resident is going to die—those who you expect will return 
following an admission, do not and those that you think you will not see again, come 
back.” (Care Home Manager) [43]. 

Not knowing the time to death makes planning for duration of end-of-life care difficult for all 
involved; however, acceptance and implementation of Advance Care Plans can aid such 
preparation. The impact of prognostic uncertainty on care planning [31, 43, 45, 46, 51] was 
frequently described. Confusion may arise between family carers and clinicians around 
timeframes as both groups described uncertainty knowing when a person with dementia was 
entering the terminal phase of the illness and that this could lead to inappropriate or reactive 
care [43]. More experienced end-of-life staff who were more prepared in managing this lack 
of clarity was ideal [36]. As to a lack of acceptance and implementation of advance care 
directives at the end of life of a person [31, 36, 37, 43, 45, 47, 48], we found that for care 
home staff, advance care planning helped prevent confusion when residents were rushed to 
the acute hospital and even protected the nursing home if they did not take a resident to 
hospital as outlined in their plan [31]. Further, healthcare staff accepted the importance of 
advance directives for people with dementia, in particular when the person is at the end stage 
and refuses to eat and drink [37]. The importance of honest communication was conversed in 
articles [34, 39] including honest disclosure by medical professionals of diagnostic, 
prognostic and treatment information along with patient and then honestly communicating 
these circumstances to family caregivers and broader supports. Patients’ honest 
communication of symptoms to the clinicians treating them was also valued. 

Discordant perspectives 
Three main discordant perspectives between clinicians and consumers emerged from the 
data: divergent understanding of patient needs at end of life, divergent capacity of the 
healthcare setting/providers to accommodate family needs, and divergent knowledge and 
communication needs at end of life. 

Divergent understanding of patient needs at end of life 
“... She said she doesn’t want to suffer... we talked about it more as a family and worked it 
out with the nurses and doctors here... I think it was very important to her that all of us were 
involved in the process.” (family caregiver) [33]. 

Practitioners seemed to have a different way of offering comfort – to administer morphine 
through a syringe driver and this had the effect of sedating the person so that they were no 
longer aware of their surroundings [50]. 

With regard to the statement ‘‘An advance directive should always be followed”, 88% of the 
relatives, 78% of the nurses and only 37% of the physicians agreed [37]. 

Divergent attitudes between the person at the end of life, family carers and healthcare staff 
with regard to patient needs and their physical comfort and care needs were cited, for 
example symptom control [41, 50]. One article wrote that divergence occurred around the 
idea of what comfort provision was from the perspective of the healthcare provider: which 
was to achieve symptom control by administering medications including morphine. From the 
patients’/families’ views in the study, such “comfort” meant the patient was sedated and 
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unable to engage via their senses, spiritually or socially [50]. Another article confirmed the 
dissonance between nurses’ perception that patients tolerated symptoms well and the 
patients’ report that symptoms were distressing them [33]. Symptom identification tools 
(such as IPOS) gave patients the opportunity to highlight their most important concerns, 
which were overlooked previously [33]. Divergent preferences of the location of care at end 
of life were apparent. Whilst healthcare staff perceived that the acute hospital setting is 
inappropriate for end of life care when compared to continued care in the residential aged 
care setting, for many patients and their families the acute hospital setting was in fact seen to 
provide a “safe haven”, hope of options to prolong life and a place of more comprehensive 
care [35]. 

Another common discordance related to patient needs at end of life was conflict over the use 
of advance care directives and decision capacity; conflict arose from healthcare staff’s 
reluctance to enact advance care directives of patients with advance dementia [37, 51], with 
families generally advocating that the patient wishes should be followed. Another source of 
disagreement between these parties was about the healthcare providers’ interpretation of and 
adherence to advance health directives such as withholding of antibiotics [51], or enabling 
euthanasia for people who previously requested but were now cognitively impaired [37]. 

Divergent capacity of healthcare settings/providers to accommodate family 
needs 
Disagreement existed about the capacity of facility design priorities and healthcare provider 
roles to accommodate and be responsive to the needs of families in the EOL 
scenario [40, 49, 50]. The data suggested residential aged care facilities, especially those 
designed for care of people with dementia, prioritise design aspects that ease care delivery for 
staff and maximise resident safety without adequate consideration that these same spaces are 
a place of end-of-life care. Design aspects such as private spaces for relatives to grieve are 
absent [50]. Families described the experience of being “abandoned” on a ward with a loved 
one, feeling that staff were not “checking in” on the person at the end of life as some 
healthcare professionals were not aware of the patient and their family’s need for ongoing 
clinical support, for example providing information about the dying process and delivering 
emotional support [40, 50]. This contrasted with staff who noted their focus was to give space 
to families and believed they were enabling this by ceasing routine monitoring. These two 
scenarios highlighted the differing perspectives of healthcare professionals and families on 
the ideal scope of the clinician role [32, 49]. 

Divergent knowledge and communication at end of life 
[Patient's] family were unaware of the “do not attempt cardio pulmonary resuscitation” 
order and would not have agreed to it. Staff members who were interviewed and spoke about 
this family described them as not being ‘on the same page’ as staff [40]. 

"There’s a lot of people that will just sit and nod at a doctor and when they’ve gone, will ask 
the nurse.” [40] 

The final central discordance theme was the difference between what was being said by 
healthcare professionals and what is heard by families. The data suggested these distinct 
groups often bring different understandings to the end-of-life situation [35, 40, 42, 45, 51]. 
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Data were reported that related to misunderstanding information and non-disclosure of 
information [40, 42]. One article detailed the experience of a family that thought their mother 
was being actively treated until her death, despite discussions with the healthcare team 
regarding her poor prognosis, when in fact healthcare staff had placed the patient on a care of 
the dying pathway. The patient had signed a “do not attempt cardiopulmonary resuscitation 
order” which the family stated they had not been made aware of [40]. Differing attitudes 
towards the end of life [42, 51] were captured in a nursing home between residents who were 
accepting of death, wanted to and were willing to speak about it and, the staff who noted they 
often withdrew from partaking in such discussions [51]. Conflicting expectations of active or 
palliative care [35, 44, 45] were illustrated in an article exploring the difficulties influencing 
decision-making at the end of life for people with dementia [45]. This article described the 
view that relatives’ expectations were shaped either by previous experience of dementia 
amongst people known to them or by occasions where their relatives’ health had declined and 
then unexpectedly improved. This sometimes led to differences of opinion between family 
carers and healthcare practitioners, in terms of what each believes is in the best interests of 
the person with dementia. Practitioners explained, for example, that often families would 
want their relatives to be fed, even if they as clinicians felt this was not appropriate. 

Discussion 
Approaching the end of life in old age and from natural causes can be an orchestrated and 
comforting event when families, patients and clinicians have a common understanding of the 
irreversibility of the process and the goals of treatment. Alternatively it can be a traumatic 
event when perceptions of care are discordant between consumers and healthcare 
professional. Differences in perspective can result in family and patients feeling an 
overwhelming sense of abandonment as a reduction of monitoring, or minimisation of non-
beneficial interventions are put in place by clinicians whose message has not been fully 
understood. 

This scoping review summarised the concordant and discordant perceptions of care quality 
between the staff delivering and the consumers receiving end-of-life care. Patient, family and 
system issues related to communication arose in the concordance sphere, whereas 
misunderstanding on place and mode of care dominated the discordance domains. Comparing 
the concordant and discordant themes, further similarities and differences can be highlighted. 
In both domains, patient and family needs were strongly emphasised; healthcare providers 
and patients recognised that holistic patient-centred care and family involvement were 
important in the delivery of end-of-life care but contrasted in their views of what the patient 
and family needs were. Since the included studies were from a range of health systems 
around the world, a possible major explanation for these domain differences may be 
attributed to culture and country-specific operational factors, which may result in 
misinterpretation of needs. For example, families in Hong Kong were less inclined to discuss 
dying and preferred to persist with active treatment requests for their loved ones until death 
[32], whereas patients in England were supportive of advance care planning [31]; those in 
USA were more accepting of palliative care [51], more concerned with their own quality of 
life and more comfortable in raising the issue of too much treatment with doctors [47]. 
Cultural influences on the acceptance of death and willingness to refuse futile interventions 
have previously been identified by others and are known to hinder efforts to create barriers 
such as misunderstanding on the course of action between patients, families and healthcare 
providers; hindering attempts to initiate end-of-life discussions; reducing willingness to 
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access certain health services; and accepting medications for symptom control that can 
potentially hasten death [53, 54]. 

These findings suggest that progress has been made in aligning patient’s preference and 
healthcare providers’ performance on delivery of good quality care that respects patient’s 
wishes. Furthermore, clinicians’ acceptance of family members as proactive advocates in the 
patient’s best interest is improving as a better understanding of the critical role of family in 
supporting the dying, and the value of the partnership between providers and health service 
users has become apparent in recent years [32, 34]. Yet, gaps remain? the following: care 
coordination and open communication of prognosis, [31, 39, 46], public understanding of the 
meaning of goals of care as well as the associated management de-escalation, and finally the 
enactment of advance care directives by clinicians for people with diminished decision 
capacity [37, 51]. The constraints of the environmental context and resourcing remain a 
barrier to the realisation of what healthcare professionals recognise is important in the 
delivery of good quality EOL, fully encompassing the needs of the patient and the family. A 
key area of concern outlined in the articles was the funding of aged care and the difficulty of 
securing enough resources (in a timely manner) to cope with patients’ changing needs; for 
example, staff recognised the need to have more intensive one-to-one care when someone is 
dying, but staffing levels prevent this [50]. 

Relevance to other literature 
Patients’ and families’ understanding of the need to prevent over-treatment through 
documentation of goals of care and preferences is essential for their experiencing satisfaction 
with EOL care such as receiving care aligned with preferences [55], timely hospice care [56], 
avoidance of unnecessary hospitalisation [57] and suffering and prolonged, futile intensive 
treatments [58]. Such understanding enables them to embrace the concept of a good death as 
part of the life cycle. 

Consistent with our findings, support for emotional needs beyond the physical [59], 
avoidance of over-treatment [60] and enhancement of patient autonomy [61] in the last stages 
are promoted in several health systems to improve quality of care at the end of life. Our 
synthesis of studies published between 2000 and 2018 also revealed some less than optimal 
features affecting the perception of quality care at the end of life. Gaps in continuity of care 
for people with terminal illness and reductions in invasive treatments associated with 
continuity of care have been reported in quantitative studies for over a decade [62]. Even in 
more recent times, the reluctance to hold EOL conversations, and discomfort in engaging in 
them either with clinicians or among family members despite identified need continue to be 
reported [63], particularly in relation to patient preference for place of death and family 
readiness to take on that responsibility. This suggests the need for mass education strategies 
to normalise the conversation such as via social media channels [64] and information about 
alternative pathways alongside the potential burden on informal caregivers trying to honour 
patients’ wishes. Further engagement of relevant staff in initiating the compassionate EOL 
discussions following targeted training has also been attempted [65], and while intention to 
change practice is reported by clinicians, hard evidence of actual impact is yet to be 
demonstrated. 

Strengths and limitations 
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This review has a number of strengths. It was conducted by academics and clinicians from a 
variety of disciplines providing an interdisciplinary standpoint and included informal 
caregivers. The article search and selection were systematic with two authors involved in all 
stages, and the review captured published articles from a wide range of study designs, 
countries and from all key perspectives. The confirmation of end of life was supplemented 
with an objective and validated risk-of-death tool [27] if not clearly stated in the articles. 
Articles reflecting only one of the perspectives, i.e. clinicians-only or patient-/families-only 
viewpoints, are reported in separate manuscripts as these studies are different sub-
components of the umbrella project and cover other domains unrelated to discordance or 
concordance. 

We also acknowledge that this study has some limitations. MEDLINE was the only database-
accessed, and although it is the largest bibliographic data source in medicine (> 26 million 
records from > 5600 sources), the lack of search in CINAHL, for instance, may have led to 
missed articles on the perspectives of allied health workers. While the 21 included studies 
were conducted in many different care settings across four continents and comprised both 
qualitative and quantitative designs, half of the studies were conducted in nursing homes 
including many patients with dementia, which may impact on the generalisability of findings. 
Satisfaction with and perceptions of good quality care at the end of life for people without 
cognitive impairment may not be affected by the same ethical and practical challenges of 
advance care planning for people with complex care needs and dementia; for instance, patient 
autonomy, ability for joint decision-making, documented goals of care, or offers of further 
active management rather than comfort care [35, 66]. Due to resource constraints, we did not 
search the grey literature or conducted manual searches of reference lists from included 
studies, and given that this was a scoping review, we did not examine the risk of bias or other 
study quality parameters as the focus was to characterise the range of views from both 
providers and consumers. 

Implications for clinicians and future research 
Clinician awareness of the possibility of misconceptions by patients or anxious families is the 
first step in preventing discordance of views on care quality at the end of life. This can be 
addressed by open communication on prognosis (including disclosing the uncertainty around 
time to death) or disease trajectory and timely explanation of options including the shared 
decision on withdrawal of active treatment when appropriate and preferences around 
symptom management. While many efforts to document resuscitation plans and enhance the 
effectiveness of advance health directives are underway across health systems [67,68,69], 
there needs to be greater reinforcement of intensive public education on the appropriateness, 
indications and meaning of life-sustaining treatments and their difference with comfort care, 
especially in different cultural contexts, to alleviate current misunderstandings and 
perceptions of abandonment or malpractice. The clinical and cost-effectiveness of alternative 
models of palliative care service [6] that meet the local needs in areas with limited access 
[70] and impact of capacity building for staff working out of hospitals [71] are also worth 
investigating to offer real alternatives to patients preferring a non-institutional death. 

Conclusion 
This review identified that consumers and healthcare professionals agree on several important 
aspects of treatments at the end-of-life care particularly related to respecting patient 
autonomy and the role of family. However, consumers and healthcare professionals have 
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discordant views about the role of healthcare provider and the purpose of treatment 
withdrawal at the end of life. This conflict between consumers and healthcare professionals 
potentially hinders the value of advance care directives and impacts on trust in the health 
system to deliver care that meets patient expectations, whether or not well informed. Progress 
in delivering patient-centred care and acknowledging the role of families has become 
apparent in the literature. However, further efforts are needed in investigating ways to better 
communicate the goals of care, estimated time to death, and spelling out the consequences 
and limitations of treatment. A better public understanding of these concepts could prevent 
potentially harmful over-treatment and enhance satisfaction with care for dying individuals 
and their families. 
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