
O'CONNOR, T., PATERSON, C., GIBSON, J. and STRICKLAND, K. 2022. The conscious state of the dying patient: an 
integrative review. Palliative supportive care [online], 20(5), pages 731-743. Available from: 

https://doi.org/10.1017/S1478951521001541  

 
 
 
 

This article has been published in a revised form in Palliative Supportive Care, 
http://doi.org/10.1017/S1478951521001541. This version is published under a Creative Commons CC-BY-NC-
ND. No commercial re-distribution or re-use allowed. Derivative works cannot be distributed. © The Author(s), 
2021. 

This document was downloaded from 
https://openair.rgu.ac.uk 

The conscious state of the dying patient: an 
integrative review. 

O'CONNOR, T., PATERSON, C., GIBSON, J. and STRICKLAND, K. 

2022 

https://doi.org/10.1017/S1478951521001541
http://doi.org/10.1017/S1478951521001541


3 

The Conscious State of the Dying Patient: An Integrative 
Review 

Introduction 

Dying is not a new phenomenon, nor is caring for the dying as their physical and conscious 

state declines. As death approaches there is a gradual failure of all the major organs. This 

progressive failure of the body’s systems and organs, together with the resulting physiological 

and metabolic changes, are precipitating factors contributing to altered consciousness in people 

nearing the end of their life (Freeman, 2015; Matzo, 2019). This reduction in consciousness 

suggests that dying patients are less able, or completely unable, to communicate their own 

symptoms, needs, or levels of distress. (Benedetti et al., 2013; Hui, dos Santos, Chisholm, & 

Bruera, 2015; Azhar & Bruera, 2018; Campbell et al., 2018; Krooupa et al., 2019). This review 

aims to explore the care needs of the dying as their levels of consciousness change. 

Understanding how these care needs are determined when the dying patient’s conscious state 

changes as they progress closer to death will also be investigated. 

For the purpose of this paper, and in line with the Diagnostic and Statistical Manual of Mental 

Disorders (DSM-5), consciousness is considered as a state of alertness (American Psychiatric 

Association, 2013). A more precise definition for consciousness remains elusive and has 

variably been described in terms of levels of awareness and intellectual function (Sarà & 

Pistoia, 2010; Naccache, 2017; Koch, 2018; Brown et al., 2019). The related term, cognition, 

is the ability to think, reason and respond (American Psychiatric Association, 2013). The two 

terms – consciousness and cognition – are used largely interchangeably in the literature due to 

a lack of definitional precision (Van Gulick, 2012).  

Improved end-of-life care and individualised care planning are fundamental to meet the specific 

needs of the dying individual and their family, and are recognised and championed 
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internationally (The Institute of Medicine Committee on Approaching Death: Addressing key 

end-of-life issues, 2014; NICE, 2017; Palliative Care Australia, 2018). Poor symptom control 

can be traumatic for patients and a significant source of emotional and psychological distress 

for their families (Donnelly et al., 2018; Coelho et al., 2020). How people die remains in the 

long lasting memories of their families and loved ones (Saunders, 2006). Those who have 

witnessed inadequate symptom palliation in the context of their dying loved ones are often the 

people who are active advocates for legislative change to allow assisted dying (Feigin et al., 

2019; Roest et al., 2019).  

As the patient’s conscious level deteriorates so too does their ability to reason, to process 

information and instructions, and articulate their needs or a response to stimuli (Hui, dos Santos, 

Chisholm, & Bruera, 2015). This deterioration may impact on care delivery, as the dying patient 

may encounter difficulties articulating their own care needs. The ‘gold standard’ for assessing 

symptoms for example, is to ask the patient, because they are the ones experiencing the 

symptom (McColl, 2004; Hui & Bruera, 2017; Wiegand et al., 2018). Identifying and 

diagnosing distressing symptoms can therefore be problematic once the dying adult is no longer 

able to verbalise or communicate their own care needs. Contemporary research indicates that 

existing assessment tools to assess dyspnoea, levels of consciousness and pain may not be 

appropriate for cognitively impaired dying patients (Campbell et al., 2018; Krooupa et al., 2019; 

Tapp et al., 2019). Further, existing reviews and studies do not provide insights into how 

healthcare professionals should assess the dying patients’ care needs (Plonk & Arnold, 2005; 

Eychmüller et al., 2013; Kehl & Kowalkowski, 2013; Kennedy et al., 2014; Hui, dos Santos, 

Chisholm, & Bruera, 2015; Campbell et al., 2018; Krooupa et al., 2019; Tapp et al., 2019). 

There is therefore a clinical need to appraise current evidence to understand the conscious state 

of the dying patient. 
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This integrative review therefore aimed to examine the existing evidence to better understand: 

• the conscious state of the dying adult patient, 

• whether the conscious state of the dying adult changes over time as patients progress 

closer to death  

• what the care needs of dying adults associated with altered levels of consciousness are; 

and 

• how individual care needs are determined when the dying patient’s conscious state 

changes. 

Methods 

An integrative review (Whittemore & Knafl, 2005) was conducted and has been reported 

according to the Preferred Reporting Items for Systematic Reviews and Meta-Analyses 

(PRIMSA) guidelines (Moher et al., 2009). An a priori review protocol was developed and 

registered with PROSPERO (registration number CRD42020160475), available from: 

https://www.crd.york.ac.uk/prospero/display_record.php?ID=CRD42020160475. 

Theoretical Framework 

Although palliative care has more recently been associated with care needs early in a 

progressive life-limiting illness (Waller et al., 2020), it is traditionally associated with optimum 

care in the last days of life. The World Health Organisation (WHO) definition for palliative 

care (World Health Organization, 2020) provided a conceptual framework to guide this review. 

Specifically, the following palliative care concepts were used to guide data extraction and 

analysis: quality of life, suffering, assessment and treatment, pain, physical, psychosocial and 

spiritual problems, and the family (World Health Organization, 2020).  

https://www.crd.york.ac.uk/prospero/display_record.php?ID=CRD42020160475
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Eligibility Criteria 

Inclusion and exclusion criteria were developed to identify studies of interest that addressed 

the review’s aims (see Table 1 for inclusion and exclusion criteria with rationales). A 

systematic electronic literature search of CINAHL, MEDLINE (OVID), Scopus, PsycINFO, 

Cochrane Library, and PubMed, was conducted in collaboration with a professional university 

research librarian. Subject headings and keywords were adapted according to the nuances of 

each database using MESH subject headings and other key search terms (see Table 2). 

Search Outcome 

All references were uploaded to EndNote™ (X9.3) and then exported to Covidence™ 

(Covidence systematic review software) where duplicates were removed. Covidence™ was 

used to complete the title and abstract screening based on the inclusion and exclusion criteria 

across the reviewers. Relevant titles and abstracts meeting the inclusion criteria were moved to 

full text review screening. Full text publications were reviewed by three researchers. Where 

required, consultation with a fourth reviewer resolved any disagreements. Authors of one study 

(Geijteman et al., 2018) were contacted seeking more complete data. It was later identified that 

this study did not meet the inclusion criteria (Geijteman et al., 2018). Citation tracking was used 

in the Scopus database, hand searches of reference lists, and review of existing systematic 

reviews. Searches of grey literature was conducted via Google Scholar to increase 

inclusiveness.  

Quality Appraisal 

The included studies were assessed for methodological quality using the Joanna Briggs 

Institute’s (JBI) Critical Appraisal Tool: the ‘Checklist for Case Series’ (Moola, 2017). The 

Case Series appraisal tool is to be applied to studies where all participants have a specific 

disease or specific disease-related outcome (Moola, 2017, p. 4). This appraisal tool enabled 
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assessment of differing study designs and was considered appropriate as the disease-related 

outcome for all the studies was death. The JBI Critical Appraisal Tool allocates ‘yes’, ‘no’, 

‘unclear’, or ‘not applicable’ for ten quality appraisal questions. Studies were not eliminated 

based on methodological quality; but rather, all studies were included with the evidence 

summarised and recorded noting concerns about quality or risk of bias.  

Data Abstraction 

Data abstraction was informed by the WHO definition for palliative care (World Health 

Organization, 2020) and the aims of the review. The following information was extracted and 

tabulated in an MS Excel™ spreadsheet: primary author, publication year, country, purpose, 

sample size, design, assessment tools, data collection, and data analysis. Details describing any 

change in conscious state, care needs, quality of life, assessment, treatments or interventions, 

pain, and any other details of suffering (physical, psychosocial, or spiritual) were also extracted. 

Any references to family within the individual studies were also extracted. Data was extracted 

from all included studies and double-checked for accuracy and completeness. Any 

disagreement or uncertainty in data extraction was resolved by discussion among the four 

reviewers.  

Data Synthesis 

Extracted data were synthesised using a narrative approach. A thematic analysis was undertaken 

following the process outlined by Braun and Clarke (2006) (see Supplement 1) and guided by 

the WHO definition for palliative care (World Health Organization, 2020). 
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Results 

Search results 

The search identified 5136 studies, of which 105 studies were assessed in full text according to 

the inclusion and exclusion criteria. A further five articles were identified from backward and 

forward citation tracking, and hand search processes. A total of 11 studies fully met the 

inclusion criteria (see Figure 1). 

Quality appraisal results 

Based on the JBI Level of Evidence (The Joanna Briggs Institute Levels of Evidence and 

Grades of Recommendation Working Party, 2014) all included studies were classified as level 

four, namely, observational descriptive studies. No studies were graded level one to three, 

suggesting that robust, higher levels of evidence in this area are currently lacking. The quality 

appraisal identified several limitations among the included studies. All studies received low to 

moderate scores for methodological quality (see Table 3). The most common limitation across 

the studies was poor reporting of the independent variables (demographics [n=9] and clinical 

information [n=7]). There is therefore a risk that confounding factors may have introduced bias 

in these studies and as such, the results should be viewed with caution. Secondly, six of the 

eleven studies were published more than 15 years ago. Thus, some of the data may not be 

representative of contemporary clinical practice. Thirdly, the included studies had small sample 

sizes, and many were retrospective case series studies. The lack of qualitative studies meant the 

voices of the patients, and the staff providing for their care needs were not fully reflected in the 

literature. The findings of this review should be viewed in this context. 

Study characteristics 

All 11 studies used quantitative designs (see Table 4). None of the studies reported a theoretical 

model or conceptual framework. Non-probability sampling methods were used across all the 
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studies. The studies represented clinical settings in eight different countries: Australia [n=3], 

Japan [n=2], Austria [n=1], Canada [n=1], New Zealand [n=1], Portugal [n=1], United 

Kingdom [n=1], and United States of America [n=1]. The studies were published between 1990 

(Lichter & Hunt, 1990) and 2019 (White et al., 2019). There was a combined total of 822 

participants, ranging from 12 to 200 participants (Lichter & Hunt, 1990; Fainsinger et al., 1991; 

Turner et al., 1996; Morita et al., 1998; Barbato, 2001; Bruera et al., 2003; Thier et al., 2016; 

Barbato et al., 2018; Matsunami et al., 2018; Pereira et al., 2018; White et al., 2019). Generally, 

the studies had representation of both males and females, with slightly more male participants 

represented (56%). The average age was 64 years with a range of 25 years to 102 years. One 

study did not record age nor gender (Lichter & Hunt, 1990). Studies either exclusively or 

predominantly focused on participants with a diagnosis of cancer. All studies discussed dying 

patients with an altered level of consciousness, however not all participants died. Two studies 

compared nurses’ and families’ perceptions of patient comfort and did not indicate if any 

participants died during the studies (Bruera et al., 2003; Barbato et al., 2018). A further study 

compared the clinical condition of those who died within 72 hours (48% [n=24]) with those 

who lived longer than 72 hours (52% [n=26]) (White et al., 2019). Use of various assessment 

tools and scales were reported (see Table 4). One study did not specify any particular 

assessment tool or scale (Lichter & Hunt, 1990). 

Conscious state, awareness, and change over time 

Two themes addressing the conscious state of the dying adult were identified in the thematic 

analysis, namely: the conscious state and change over time, and awareness. 

Conscious state and change over time 

Various terms were used across the studies to describe the conscious state of the dying patient 

prior to death: ‘conscious’ or ‘unconscious’ state (55% [n=6]) (Lichter & Hunt, 1990; Turner 



10 

et al., 1996; Barbato, 2001; Thier et al., 2016; Matsunami et al., 2018; White et al., 2019), 

‘unresponsive’ (27% [n=3]) (Fainsinger et al., 1991; Bruera et al., 2003; Barbato et al., 2018), 

and ‘comatose’ (18% [n=2]) (Morita et al., 1998; Pereira et al., 2018) (see Supplement 2). In 

three studies, 100% of participants were reported as unconscious/unresponsive prior to death 

(Barbato, 2001; Bruera et al., 2003; Barbato et al., 2018).  

Only one study provided a definition for ‘unconscious’, stating that “patients responded 

lethargically or not at all to their name being spoken, and had infrequent or no spontaneous 

movements” (Barbato, 2001, p. 104). Three studies described or implied that ‘unconscious’ was 

being unable to respond to questions regarding symptoms (Turner et al., 1996; Bruera et al., 

2003; White et al., 2019). Morita et al. (1998) provided a categorical scale to measure the 

patients’ level of consciousness which described states between awake and coma, where coma 

was defined as “does not awaken to any stimuli” (Morita et al., 1998, p. 218). 

Despite the lack of definitions used across the studies, five different tools were used to assess 

the conscious state of dying patients, namely: a modified Consciousness Scale (Barbato, 2001), 

Bispectral Index monitoring (Barbato, 2001; Barbato et al., 2018), Richmond Agitation-

Sedation Scale (Barbato et al., 2018; White et al., 2019), Glasgow Coma Scale (Matsunami et 

al., 2018), and a Categorical Scale designed to measure patients’ level of consciousness (Morita 

et al., 1998). An assessment of behaviour and consciousness was completed in 96.4% [80] of 

patients in another study but the assessment tool used was not reported (Pereira et al., 2018).  

A gradual decline in conscious levels over a period of seven days to death was identified in 

three studies (Lichter & Hunt, 1990; Fainsinger et al., 1991; Morita et al., 1998). Morita et al. 

(1998) found that none of the participants in their study were in a coma seven days prior to 

death. An increase of 12% [n=12] of the participants were in a coma one day prior to death, 

with 50% [n=50] of the participants in a coma on the day of death (Morita et al., 1998) (see 
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Supplement 2). Similarly, Fainsinger et al. (1991) reported that 57% [n=57] of participants were 

unresponsive on the day of death. In contrast, a lesser number of study participants (38%, n=76) 

were described by Lichter and Hunt (1990) as unconscious on the day of death. 

Four studies referred to delirium (Lichter & Hunt, 1990; Fainsinger et al., 1991; Turner et al., 

1996; White et al., 2019). In one study delirium was included as a key prognostic feature in a 

table with no mention elsewhere (White et al., 2019). Another reported that delirium did not 

frequently occur (Turner et al., 1996). The third study reported that 39% [39] of participants 

experienced delirium, and 26% [10] of those that developed a delirium required additional 

treatment to relieve their symptoms (Fainsinger et al., 1991). Fainsinger et al. (1991) reported 

that delirium was the most difficult symptom to control without using sedation. A cause for 

delirium in the dying was difficult to find (Lichter & Hunt, 1990). Four studies (Lichter & Hunt, 

1990; Bruera et al., 2003; Barbato et al., 2018; Pereira et al., 2018) used related terms such as 

restlessness, agitation, confusion, and disorientation without being definitive about whether 

they were referring to delirium or not. 

Eighteen percent of participants [n=15] were reported to suffer agitation and 19% [n=16] 

disorientation or confusion in the chart review by Pereira et al. (2018). Together with delirium, 

the table presented in the study by White et al. (2019) revealed that 20% [n=5] of participants 

who died within 72 hours of assessment were agitated, while 70% [n=18] of those who did not 

die within 72 hours had mild agitation or were sedated. Lichter and Hunt (1990) found that 42% 

[n=84] of the participants experienced restlessness and agitation in the last 48 hours of life. 

Awareness 

Despite a decline in consciousness related to dying, and associated medication administration 

for symptom management, results from two studies found evidence of participants experiencing 

signs of awareness (Lichter & Hunt, 1990; Barbato, 2001). These authors reported that 
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apparently unconscious patients demonstrated an awareness of pain and discomfort during care 

activities, such as repositioning or during the provision of fundamental care interventions 

(Lichter & Hunt, 1990; Barbato, 2001). 

Awareness was recorded via bispectral index monitoring (Barbato, 2001) and staff observation 

(Lichter & Hunt, 1990). Bispectral index monitoring is described by Barbato (2001) as a non-

invasive method of electroencephalography monitoring, where two small sensors are applied to 

the head. The higher the index value, the higher the likelihood of awareness (Barbato, 2001). 

Barbato (2001) reported values fluctuating above basal levels in response to pain and nursing 

procedures. In Lichter and Hunt (1990) study, staff recorded all symptoms and observations 

using strict criteria. The nature of the criteria were not reported. 

Several studies noted that sedation secondary to medication was a cause for an altered conscious 

state in the dying patient (Lichter & Hunt, 1990; Fainsinger et al., 1991; Turner et al., 1996; 

Barbato et al., 2018). This induced reduction in cognition and awareness was variously viewed 

as justifiable (Barbato et al., 2018), defensible (Barbato et al., 2018), unavoidable (Lichter & 

Hunt, 1990), and preferable (Turner et al., 1996). 

Care needs of the dying adult with an altered level of consciousness 

Four themes were identified which described the care needs of the dying adult with an altered 

level of consciousness, namely: pain, absence of holistic care, the voiceless patient, and signs 

and symptoms of dying. 

Pain 

Pain was mentioned in 81.8% [n=9] of studies (Lichter & Hunt, 1990; Fainsinger et al., 1991; 

Turner et al., 1996; Barbato, 2001; Bruera et al., 2003; Thier et al., 2016; Barbato et al., 2018; 

Pereira et al., 2018; White et al., 2019). Physical and observable indications associated with 
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pain were only described in four of the 11 studies (Lichter & Hunt, 1990; Barbato, 2001; Bruera 

et al., 2003; Pereira et al., 2018).  

The terms narcotics, opioids, or morphine were specifically mentioned in eight of the 11 studies 

(Lichter & Hunt, 1990; Fainsinger et al., 1991; Turner et al., 1996; Morita et al., 1998; Barbato, 

2001; Thier et al., 2016; Barbato et al., 2018; Pereira et al., 2018). Between 86% [n=480] and 

100% [n=558] of patients were recorded as receiving opioids before their death (Lichter & 

Hunt, 1990; Fainsinger et al., 1991; Turner et al., 1996; Morita et al., 1998; Barbato, 2001; 

Thier et al., 2016; Barbato et al., 2018). Two studies indicated that 92% [n=48] to 100% [n=52] 

of dying patients were on a continuous infusion of opioids (Barbato, 2001; Barbato et al., 2018). 

Absence of holistic care  

There was no reference made to the emotional, psychological, spiritual, or social issues in 

relation to the dying patient in five of the 11 studies (Morita et al., 1998; Barbato, 2001; Thier 

et al., 2016; Barbato et al., 2018; Matsunami et al., 2018). Two studies commented on the lack 

of documentation in patient records regarding emotional, psychological, spiritual, or social care 

needs (Pereira et al., 2018; White et al., 2019). Although emotional distress was one of the 

checklist reasons suggested for discomfort in Bruera et al. (2003) study, there was no further 

mentioned of emotional care or distress in the study. Reported psychosocial and spiritual issues 

for the patient (Lichter & Hunt, 1990) and the emotional distress of the family (Fainsinger et 

al., 1991) were considered resolved once medical treatment was administered in two other 

studies. Turner et al. (1996) also listed emotional distress as a symptom, however actions to 

manage or treat this symptom were not discussed. 
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The voiceless patient  

All the included studies were quantitative in design, consequently, the voice and experience of 

the patient with altered levels of consciousness is silent. Perspectives and information were 

sought from nurses, family members, and equipment being trialled, (Barbato, 2001; Bruera et 

al., 2003; Barbato et al., 2018). Data regarding pain on the day death for 90% [n=90] of patients 

was completed by the nurse (Fainsinger et al., 1991). The retrospective study designs adopted 

by some researchers also resulted in the voice of the patient not being reported (Fainsinger et 

al., 1991; Turner et al., 1996; Pereira et al., 2018). 

Research consent is an important area of note across the 11 studies. Only 27% [n=3] of studies 

documented obtaining consent from patients and/or next of kin (Barbato, 2001; Barbato et al., 

2018; White et al., 2019). Four of the studies did not mention research consent (Lichter & Hunt, 

1990; Fainsinger et al., 1991; Turner et al., 1996; Morita et al., 1998), and a further four studies 

stated that consent was waivered at their institution due to the study design for chart reviews 

and observational studies (Bruera et al., 2003; Thier et al., 2016; Matsunami et al., 2018; Pereira 

et al., 2018). One study referred to legislation and mental capacity in the context of informed 

consent (White et al., 2019). 

Signs and symptoms of dying 

The patients’ signs and symptoms varied and were widely discussed as predictors of dying. 

Respiratory changes were the most dominant sign and symptom reported by 91% [n=10] of 

authors (Lichter & Hunt, 1990; Fainsinger et al., 1991; Turner et al., 1996; Morita et al., 1998; 

Bruera et al., 2003; Thier et al., 2016; Barbato et al., 2018; Matsunami et al., 2018; Pereira et 

al., 2018; White et al., 2019). The prevalence of dyspnoea was reported by Fainsinger et al. 

(1991) in 46% [n=46] of participants, Lichter and Hunt (1990) 22% [n=44], Pereira et al. (2018) 
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61% [n=51], Turner et al. (1996) 26% [n=13] and White et al. (2019) as 8% [n=2]. Difficult 

and noisy respirations were also recorded as being problematic in between 31% [n=26] (Pereira 

et al., 2018) and 56% [n=112] (Lichter & Hunt, 1990) of participants. The main indication for 

breakthrough medication was respiratory in nature (Barbato et al., 2018). Several studies (n=4, 

36.3%) indicated that respiratory issues in the dying patient were likely to cause suffering for 

the patient, family, and staff (Lichter & Hunt, 1990; Turner et al., 1996; Bruera et al., 2003; 

Barbato et al., 2018).  

One of the physical signs that indicated imminent death on the last day of life is respiration with 

mandibular movement, according to Matsunami et al. (2018) and White et al. (2019). Thier et 

al. (2016) described a decreased level of consciousness, fever, dysphagia, and seizures as the 

most frequently reported symptoms in people dying with a glioblastoma. Elsewhere, Lichter 

and Hunt (1990) identified that symptoms such as twitching, jerking, restlessness, agitation, 

and ‘plucking’ were observed in the period before death. White et al. (White et al., 2019) 

documented a decrease in oral intake, a rapid decline in health, and decreased level of 

consciousness as indications of dying. Although White et al. (2019) identified increased care 

needs, this was not the aim of their study. The study aimed to detect and document signs and 

symptoms of dying as prognostic markers with view to improving the skill level of staff in 

identifying patients whose death was imminent (White et al., 2019).  

Cognisant of the variation in findings, Morita et al. (1998, p. 220) concluded that there was 

diversity among individual dying patients signs and symptoms which made it difficult to predict 

the time of death.  



16 

Discussion 

This integrative review identified and confirmed changes over time in the conscious state of 

dying adults prior to death. Although the aims and purposes of the 11 selected studies were 

diverse, the timeframes, prognosis, and symptoms that predict dying in the selected studies were 

congruent with other reported results (Eychmüller et al., 2013; Kennedy et al., 2014; Hui, dos 

Santos, Chisholm, Bansal, et al., 2015; Clark et al., 2016; Sandvik et al., 2016). This review 

extends our current knowledge by tabulating the gradual but consistent deterioration in the 

cognitive state of dying patients in the last days of life. A lack of definitional clarity for terms 

such as consciousness was evident within the studies but consistent with other literature (Sarà 

& Pistoia, 2010; Naccache, 2017; Koch, 2018; Brown et al., 2019). 

There is currently significant clinical uncertainty about what the dying person is experiencing. 

Due to the physiological process of dying, loss of both motor function and verbal response is 

common. However, the findings of this integrative review identified that patients may have 

periods of heightened awareness during, for example, repositioning or during the provision of 

hygiene care (Lichter & Hunt, 1990; Barbato, 2001). Anecdotal evidence suggests that apparent 

unconscious patients may maintain the ability to hear until the last moments of life (Freeman, 

2015; Matzo, 2019). Emerging scientific research confirms this, indicating that dying patients 

may in fact have a level of awareness, even when that awareness cannot be physically 

communicated during the last hours of life (Rady, 2016; Blundon et al., 2020). Awareness 

indicates not only the ability to hear but also to maintain a perception of self and the 

environment (Rady, 2016). The dying patient should therefore be considered ‘unresponsive’ 

rather than ‘unconscious’ (Rady & Verheijde, 2013; Barbato et al., 2015). Noxious stimuli, 

such as movement after several hours of inertia, may therefore cause pain and discomfort in the 

dying. The inability to self-express, combined with an absence of visible markers of pain and 
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discomfort could mean that pain and suffering are not being recognised or considered in the 

dying patient with an altered or diminished level of consciousness. These findings have 

significant implications for the care needs of dying patients. 

This review also highlighted a further cohort of patients who may be unable to convey their 

own care needs: those who develop delirium or become terminally restless or agitated due to 

the dying process (Lichter & Hunt, 1990; Fainsinger et al., 1991; Turner et al., 1996; Bruera et 

al., 2003; Barbato et al., 2018; Pereira et al., 2018; White et al., 2019). The incidence of delirium 

is reported elsewhere, varying from 58-88% in dying patients, with the prevalence increasing 

closer to death (Hosie et al., 2013; Lawlor et al., 2014; Hosie et al., 2019; Maeda et al., 2020; 

Watt et al., 2021). Delirium affects perception, attention, and communication, leading to a 

reduced ability to express symptoms (Hosie et al., 2019; Hui, 2019). Despite delirium being an 

important area of concern at end-of-life, only three of the 11 studies mentioned delirium 

(Fainsinger et al., 1991; Turner et al., 1996; White et al., 2019). This is consistent with other 

recent research suggesting that delirium is often not recognised or not identified in palliative 

care patients (Watt et al., 2021), despite the availability of both diagnostic criteria (American 

Psychiatric Association, 2013) and validated delirium screening tools (Watt et al., 2021). This 

may account for the limited discussion of delirium in the reviewed studies. Given that delirium 

is perceived as a very distressing condition by those who have experienced it and recovered 

(Kuusisto‐Gussmann et al., 2021), it is possible that the dying patient with an altered level of 

consciousness is equally distressed. The findings of this integrative review agree with the 

previous reported findings regarding the lack of available guidance, and the difficulty in 

assessing the care needs of the voiceless and vulnerable dying patient with delirium (Gao et al., 

2013; Lawlor et al., 2014; Blinderman & Billings, 2015; Mah et al., 2017). 
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Various assessment tools and scales were reported across 10 of the 11 included studies. Only 

two studies reported the use of pain assessment tools: VAS and PCS (Fainsinger et al., 1991; 

Barbato et al., 2018). Other research comparing the VAS and Numeric Rating Scale found that 

both these subjective pain assessment tools require some level of cognitive ability to 

comprehend the questions and formulate an opinion (Hjermstad et al., 2008; Hjermstad et al., 

2011). Importantly, this integrative review has provided evidence that across eight of the 11 

studies that more than half of the study participants had a decreased conscious state prior to 

death. Recorded pain assessment scores may therefore have been the subjective evaluation by 

the nurse, that is, the recorded pain assessment scores describe the nurse’s perception of the 

patient’s level of pain. High rates of pain prevalence were reported in most of the studies, yet 

only four of the 11 studies documented pain markers (Lichter & Hunt, 1990; Barbato, 2001; 

Bruera et al., 2003; Pereira et al., 2018). A correspondingly high prevalence of opioid use was 

recorded, indicating that healthcare professionals were prescribing and administering opioids 

for unresponsive patients. This would suggest a level of patient awareness was observed and/or, 

that a degree of assessment, diagnosis, and decision-making had taken place, yet evidence of 

this decision-making remains unrecorded and unknown.  

Respiratory changes were the most dominant sign and symptom reported across 10 of the 11 

studies, yet there was no evidence of assessment of care needs nor documentation of assessment 

tools or scales. Equally, nausea, vomiting and other gastrointestinal issues were reported as 

problematic with no reporting on assessment.  This too is consistent with other studies which 

report a lack of appropriate tools suitable for assessing the needs of the dying patient, such as 

levels of consciousness (Krooupa et al., 2019), dyspnoea (Campbell et al., 2018), and pain 

(Tapp et al., 2019).  
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Given the intrinsic value of dignity in dying and the inherent importance of a ‘good death’, 

being free from pain and suffering is imperative for all dying patients (Kastbom et al., 2016; 

Meier et al., 2016; Rodríguez-Prat et al., 2016). For the dying adult, sources of pain can be 

numerous (Herr et al., 2019). Compounding the problem, pain markers may not be a sign of 

physical pain but of emotional or existential pain (Herr et al., 2011; McGuire et al., 2016), yet 

emotional, psychological, spiritual, or social issues in relation to the dying patient was not 

addressed across the studies. There was no mention or discussion of referral to other members 

of the multidisciplinary team.  

An increased need for assistance with activities of daily living would be expected as the dying 

patient deteriorates both physically and cognitively as death approaches. Fundamental care 

activities, such as, the patient’s personal care and oral hygiene, were only mentioned in one 

study (Pereira et al., 2018). In this study nearly 98% of patients did not have oral hygiene care 

documented during their admission (Pereira et al., 2018). Perhaps these caring activities had in 

fact been provided and were not documented, but ultimately this will remain unknown. Kitson 

et al. (2019) believe that nursing notes regarding patient care are commonly deemed as ‘fluffy 

notes’ (p2). In this context, fundamental caring activities or basic nursing care has been 

devalued by nurses themselves and has become invisible (Zwakhalen et al., 2018). Yet, nursing 

documentation provided the foundational data utilised by the authors across the studies included 

in this review. ‘Care’ is at the core of what nursing is, with care for the dying being an integral 

component of nursing care (Robinson et al., 2019) and is embedded within the multidisciplinary 

team (Epstein, 2014; Hickman et al., 2015). Nurses provide the most direct patient care to dying 

adults across all healthcare professional groups (Sekse et al., 2018), yet, across the 11 studies 

there was only one nurse-led research study (Pereira et al., 2018).  



20 

The findings reported here are dominated by cancer diagnoses, which is consistent with 

previous studies (Moens et al., 2014; Etkind et al., 2017; Quinn et al., 2020). Although cancer 

and non-cancer patients have different disease trajectories (Lunney et al., 2003; Murray et al., 

2005), non-cancer patients have equally complex symptoms and care needs (Stiel et al., 2015). 

As life expectancy increases so too does the incidence and prevalence of chronic diseases, such 

as organ failure and neurological diseases (Moens et al., 2014; Etkind et al., 2017). Although 

the lack of non-cancer related studies and the increasing need for further research in this area 

have previously been reported (Moens et al., 2014; Etkind et al., 2017; Quinn et al., 2020), this 

integrative review reiterates this call for further research. 

Although physical care needs such as pain and dyspnoea have been highlighted, insights on 

how to best identify and assess these needs in the dying patient with an altered conscious state 

was missing. Equally, other obvious care needs such as quality of life, suffering, psychosocial 

and spiritual problems, and the family (World Health Organization, 2020) were absent. Minimal 

guidance was therefore detected in this integrative review on how best to care for the dying 

patient in the last hours to days of life when they have an altered conscious state due to the 

dying process.  

 

Limitations 

This review has several key limitations. c A meta-analysis was precluded due to the broad range 

of outcome variables across the studies, and therefore the findings of this review are constrained 

by the current state of the evidence. Combining heterogeneous methodologies, with various 

study designs, sizes, setting, and characteristics of the population studied, was also a limitation. 

Despite these limitations this review followed a rigorous, clear, and transparent process which 

has provided valuable directions for future research, education, and practice. 
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Conclusion 

This integrative review focussed on the alteration and gradual deterioration of the conscious 

state of the dying adult patient, and their care needs as they progress toward death. As death 

approaches the conscious state of many patients decline and they become unresponsive. 

Although unable to respond, the findings of this integrative review identified that the dying 

patient may retain a level of awareness, including awareness of pain and other forms of 

discomfort. This review highlighted the prevalence of distressing physical symptoms such as 

pain and dyspnoea as the patient nears death. A biomedical model of care was apparent, 

dominated by medications and in particular, by opioids. The lack of suitable assessment tools 

to determine and assess care needs when the dying patient’s conscious state changes was also 

highlighted. Assessment of emotional, psychological, spiritual, or social care needs were 

largely absent from the literature. These issues raise significant uncertainty and challenges for 

the patient, healthcare professionals, and families in relation to the delivery of person-centred 

care; and raise significant questions about the delivery of holistic care for patients who are 

unable to communicate their own individual needs due to the dying process. This review adds 

to the call for urgent development of assessment tools to determine the care needs of dying 

adults with an altered level of consciousness to ensure holistic, patient-centric care.  
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Table: 1 Inclusion and exclusion criteria 

Inclusion criteria Exclusion criteria 

Published from inception to October 2019 - to 
obtain complete coverage of the literature 

Adults who are receiving palliative sedation, 
euthanasia or physician assisted suicide - 
involves alteration to the natural dying process 

Published in English - funding was not available 
for language translation 

Editorials, opinions, and letters - non-primary 
studies and not peer reviewed 

Adults ≥18 years of age – there are unique 
differences in paediatric and adult populations 

Adults who are receiving curative treatment or 
life prolonging treatment (such as artificial 
hydration and nutrition)  

Dying within two weeks - previous literature 
(Clark et al., 2016; Sandvik et al., 2016) indicate 
that two weeks prior to death was a significant 
timeframe for understanding changes in the 
level of consciousness 

Adults who are unconscious due to disease 
such as stroke, head injuries, etc.  

Cared for in a health care setting where 
continuous health care is provided, and care 
needs documented 

Adults who are dying in intensive care units - 
conscious level may be altered due to intentional 
sedation 

 Adults with a diagnosis of dementia or aging 
associated cognitive decline because they may 
not be able to communicate their needs 
regardless of the dying process 

 

Clark, K., Connolly, A., Clapham, S., Quinsey, K., Eagar, K., & Currow, D. (2016). Physical symptoms at the time of dying was 
diagnosed: A consecutive cohort study to describe the prevalence and intensity of problems experienced by imminently 
dying palliative care patients by diagnosis and place of care. Journal of Palliative Medicine, 19(12), 1288-1295.  

Sandvik, R. K., Selbaek, G., Bergh, S., Aarsland, D., & Husebo, B. S. (2016). Signs of imminent dying and change in symptom 
intensity during pharmacological treatment in dying nursing home patients: A prospective trajectory study. Journal of the 
American Medical Directors Association, 17(9), 821-827. 

 

 



Table 2: Example of database search strategy for CINAHL and MEDLINE 

Search 
no. 

Concept Search Terms 

1 Dying adult (MH "Death+") OR (MH “Palliative Care”) OR death OR 
dying OR “end of life” OR passing OR palliative OR 
terminal* 

2 Prior to death Imminent* OR “final stage*” OR actively OR “close to” OR 
“last day*” OR “final day*” 

3 Dying adult prior to death #1 AND #2 

4 Conscious state (MH "Consciousness") OR (MH “Coma+”) OR awareness 
OR alert* OR responsive OR cognit* OR coma* OR “semi-
coma*” OR unresponsive OR consciousness OR 
unconscious OR “semi-conscious” 

5 Conscious state in dying 
adults prior to death 

#3 AND #4 

6 Care needs Need* OR “end of life care” OR “care intervention*” OR 
“needs assessment”  

7 Care needs of the dying 
adult 

#5 AND #6 

 



 

Table 3: JBI Risk of Bias Results 

Author 
(Date) 

Q1. Were 
there clear 
criteria for 

inclusion in 
the case 
series? 

Q2. Was the 
condition 

measured in a 
standard, 

reliable way 
for all 

participants 
included in 

the case 
series? 

Q3. Were 
valid methods 

used for 
identifying 

the condition 
for all 

participants 
included in 

the case 
series? 

Q4. Did the 
case series 

have 
consecutive 
inclusion of 

participants? 

Q5. Did the 
case series 

have 
complete 

inclusion of 
participants? 

Q6. Was there 
clear reporting 

of the 
demographics 

of the 
participants in 

the study? 

Q7. Was there 
clear 

reporting of 
clinical 

information of 
the 

participants? 

Q8. Were the 
outcomes or 

follow up 
results of 

cases clearly 
reported? 

Q9. Was there 
clear 

reporting of 
the 

presenting 
site(s) / 
clinic(s) 

demographic 
information? 

Q10. Was 
statistical 
analysis 

appropriate? 

White et al.  
(2019) Y Y Y N N Y Y Y N Y 

Barbato et 
al.  

(2018) 
N Y Y UC N N Y Y N Y 

Matsunami 
et al.  

(2018) 
UC Y UC Y N N N Y N Y 

Pereira et al.  
(2018) UC UC Y Y Y N N Y N UC 

Their et al.  
(2016) Y UC UC UC Y N Y N N Y 

Bruera et al.  
(2003) Y Y Y N N Y N Y N Y 

Barbato 
(2001) UC Y Y N N N N UC N Y 

Morita et al.  
(1998) N N UC UC UC N N Y UC Y 

Turner et al.  
(1996) N N N Y UC N Y UC Y N 

Fainsinger et 
al.  

(1991) 
N Y Y Y N N N Y Y N 



Lichter and 
Hunt 

(1990) 
N N UC Y Y N N Y Y Y 

Note: Levels of quality assessment 

 

Y = Yes, low risk of bias 
 

UC = Unclear, risk of bias N = no, high risk of bias NA = not applicable 



Table 4: Overview of the included studies 

Author 
(year) 

Country 

Purpose Sample size 

mean age (SD, years), 

gender 

diagnosis (% with cancer) 

 

Study design 

1. Assessment Tools 
2. Data collection 
3. Time points 
4. Data analysis 

Major findings 

White et al. 
(2019) 

UK 

• to prospectively 
document the clinical 
condition of patients 
considered to be in the 
last 2 weeks of life 

• to compare the clinical 
condition of patients 
who did or did not 
survive within 72 hours 

n=50 

72 years ± 16 

Female = 20 (40%) 

Cancer = 33 (66%) 

 

prospective observational study 

1. RASS, PPS, Charlson 
Comorbidity Index score, 
skin integrity 
assessments, swallowing 
assessments 

2. prognostic variables, clinical 
signs and symptoms 

3. one-off assessment and 
followed up 7 days later,  

4. Mean, SD, IQR, descriptive 
statistics, no statistical tests 

• a large volume of data was 
recorded as missing for 
patients who died within 72 
hours 

• symptoms prevalent in 
patients who died 
imminently; rapid decline in 
global condition, decreased 
urine output, increased 
anxiety, incontinence, noisy 
respiratory secretions, 
Cheyne-Stoke breathing and 
peripheral cyanosis 

•  Participants who died within 
72 hours had a lower level of 
consciousness and had more 
care needs 

Barbato et 
al. (2018) 

Australia 

• to examine the 
indications, nature, and 
frequency of 
breakthrough 
medication and their 

n=40 

74 years (range 41-97) 

Female = 15 (37.5%) 

Cancer = 35 (87.5%) 

1. RASS, PCS, BIS scores 

2. nurse assessment and 
documentation, BIS 
recording, family completion 
of PCS 

• changes occurred in RASS, 
PCS and BIS scores of 
unresponsive patients after 
the administration of 
breakthrough medication 



Author 
(year) 

Country 

Purpose Sample size 

mean age (SD, years), 

gender 

diagnosis (% with cancer) 

 

Study design 

1. Assessment Tools 
2. Data collection 
3. Time points 
4. Data analysis 

Major findings 

effectiveness in 
unresponsive patients 

• compare family PCS 
assessments with 
synchronous PCS 
assessments made by 
nurses 

 

prospective experimental study 

3. from the time they became 
unresponsive until death, 
time-matched BIS score 
related to breakthrough 
medication administration at 
0-, 30-, and 60-minute 
assessments 

4. analysis of variance, paired 
t-tests, probability plots, 
Mann-Whitney tests 

indicating their efficacy and 
effectiveness 

• therapeutic effect of 
breakthrough medication 
takes place at or before 30 
minutes after injection 

• 54% of the PCS 
assessments made by 
family and nurses were 
identical, and 81% were 
within a range of ±1 

Matsunami 
et al. 

(2018) 

Japan 

• to determine the 
physical signs and 
clinical findings of 
impending death 

• to examine the 
association between 
signs and clinical 
findings with the profile 
and timing of ECG, and 
SpO2 changes prior to 
death 

n=70 

82 years (range 42-102 years) 

Female = 23 (33%) 

Cancer = 20 (29%) 

prospective observational study 

1. ECG, SpO2, Sequential 
Organ Failure Assessment, 
Glasgow Coma Scale 

2. physical signs and clinical 
findings were systematically 
documented  

3. every 6 hours from 
admission to death 

4. statistical analyses using 
SPSS software: median, 
Kolmogorov-Smirnov test / 
Mann-Whitney U test, 
Fisher’s exact / chi-

• decline in consciousness, 
loss of oral intake and 
respiration with mandibular 
movement were observed 
prior to death 

• a decline in consciousness 
occurred (100%), with a 
median of 1.3 days  

• findings did not support 
universal ECG and SpO2 
monitoring in the last days 
of life 



Author 
(year) 

Country 

Purpose Sample size 

mean age (SD, years), 

gender 

diagnosis (% with cancer) 

 

Study design 

1. Assessment Tools 
2. Data collection 
3. Time points 
4. Data analysis 

Major findings 

square test, and descriptive 
analysis 

Pereira et 
al. (2018) 

Portugal 

• to describe the care 
provided by the nursing 
staff for end-of-life 
patients at a Basic 
Emergency Service  

n=83 

78 years ± 11  

Female = 45 (54.2%) 

multiple oncological and non-oncological 
pathologies 

 

retrospective, quantitative, exploratory, and 
descriptive study 

1. data collection instrument 
created based on the 
Liverpool Care Pathway, 
including Braden Scale, 
unspecified pain scale, skin 
integrity assessments, 
swallowing assessments 

2. clinical data, admission and 
death records, nursing 
clinical documentation 

3. from admission to death  

4. SPSS and the answers to 
open-ended questions were 
subjected to content 
analysis, mean 

• nursing interventions 
favoured technical-
instrumental care  

• the end-of-life therapeutic 
approach was centred on 
the biomedical model. Care 
focused on the patient’s 
functional status and 
symptomatic relief 

• a gap in the documentation 
of interventions regarding 
the psycho-emotional, 
spiritual, and social support 
provided to patients and 
families was noted 

Thier et al. 
(2016) 

Austria 

• to investigate signs and 
symptoms in patients 
with glioblastoma 

• therapeutic strategies in 
caring for patients with 
glioblastoma 

n=57 

59 years ± 11  

Female = 18 (32%) 

Cancer = 100% 

1. Karnofsky Performance 
Status  

2. clinical chart data, signs, 
symptoms, and treatment 
strategies were collected 

• decrease in level of 
consciousness, fever, 
dysphagia, and seizures 
were the most frequent 
symptoms 

• high need for opioids (95%) 



Author 
(year) 

Country 

Purpose Sample size 

mean age (SD, years), 

gender 

diagnosis (% with cancer) 

 

Study design 

1. Assessment Tools 
2. Data collection 
3. Time points 
4. Data analysis 

Major findings 

 

prospective study 

3. assessed on a daily basis 
using the standardized 
protocol 

4. analysed descriptively – 
calculation of frequency, 
mean value, and SD 

• assessment of clinical signs 
and symptoms at the end of 
life is difficult due to a 
decrease in levels of 
consciousness and 
cognitive impairment 

• discussion of end-of-life 
decisions and advance 
directives need to occur 
earlier  

Bruera et 
al. (2003) 

USA 

• to compare family 
members’ and nurses’ 
perceptions of 
discomfort in 
unresponsive patients 
with cancer 

• to assess the 
association between 
patient behaviour and 
family perception of 
patient discomfort 

n=60 

64 years (range 28–88) 

Female = 31 (52%) 

Cancer = 60 (100%) 

 

comparative study 

1. assessment questionnaire -
Patient Comfort Assessment 
Form 

2. questionnaires were 
completed by 60 relatives 
and 15 nurses on 60 
unresponsive patients 

3. one assessment only 

4. Student’s t tests, McNemar’s 
test, Fisher’s exact test, 
Kappa statistics, analyses of 
variance 

• discomfort levels reported 
by relatives and nurses 
were similar 

• the most common reasons 
cited by nurses and family 
for discomfort were pain and 
difficulty breathing 

• findings suggest that factors 
other than observed 
behaviours influenced 
relatives’ perceptions 



Author 
(year) 

Country 

Purpose Sample size 

mean age (SD, years), 

gender 

diagnosis (% with cancer) 

 

Study design 

1. Assessment Tools 
2. Data collection 
3. Time points 
4. Data analysis 

Major findings 

Barbato 
(2001) 

Australia 

• to assess whether BIS 
monitoring is relevant in 
palliative care  

• to obtain data on the 
level of awareness in 
unconscious dying 
patients 

• factors, if any, that 
influence levels of 
awareness 

n=12 

73 years (range 36-91 years) 

Female = 7 (58%) 

Cancer = 10 (83%) 

 

experimental pilot study 

1. a modified CS and BIS 
monitoring 

2. photographic records of the 
BIS recordings from 
continuous monitoring, using 
two small sensors applied to 
the head. The higher the 
index value, the higher the 
likelihood of awareness, 
medication administration 
was recorded  

3. every four hours from the 
onset of unconsciousness 
until death 

4. mean, SD, df, p-value 

• BIS values reflected: 
heightened awareness 
caused by pain associated 
with turning or other 
procedures, hearing, 
relationship to REM sleep, 
and awareness at the “point 
of death” 

• conventional medications in 
commonly used doses do 
not contribute significantly to 
the onset of 
unconsciousness, nor alter 
normal processes during the 
terminal phase of a person's 
life 

Morita et al. 
(1998) 

Japan 

• to investigate the 
change of physical signs 
in patients whose death 
was presumed imminent 

• to investigate the 
medical interventions for 
terminally ill cancer 
patients  

n=100 

 67 years ± 14  

Female = 45 (45%) 

Cancer = 100 (100%) 

 

prospective observational study 

1. a categorical scale to 
measure level of 
consciousness  

2. observation and recording of 
signs, and symptoms, and 
medication dosage until time 
of death 

3. four weeks, two weeks, one 
week, 48 hours, 24 hours, 

• death rattle followed by 
respiration with mandibular 
movement, cyanosis on 
extremities and 
pulselessness on the radial 
artery resulted in death 
within a few hours, but 
timing of signs varied  



Author 
(year) 

Country 

Purpose Sample size 

mean age (SD, years), 

gender 

diagnosis (% with cancer) 

 

Study design 

1. Assessment Tools 
2. Data collection 
3. Time points 
4. Data analysis 

Major findings 

12 hours, and 6 hours prior 
to death 

4. mean, analysis of 
variance, Fisher’s LSD 
method, Mann-Whitney U-
test, chi-square test, 
Friedman test 

• because of the large 
variance among 
individuals, prediction of 
the time of death was not 
easy  

• 87% required opioids in the 
last 48 hours before death 

• 50% of patients were 
considered to be in a coma 
in the final six hours 

Turner et 
al. (1996) 

Australia 

• to describe and evaluate 
the concept of "dying 
with dignity" 

n=50 

64 years (range 25 to 87 years) 

Female = 22 (44%) 

Cancer = 49 (98%) 

 

retrospective study 

1. NRS: medical and nursing 
staff were each asked to 
assign a score out of 10, 10 
being totally dignified 

2. clinical chart data collected 

3. retrospective chart review of 
documented symptoms over 
the last three days of life 

4. mean, scatter plot, 
descriptive analysis 

• dignity remains an elusive 
concept, ultimately dignity is 
an intrinsic quality 

• good levels of symptom 
control can be achieved in 
most patients without 
inducing dense somnolence 
in the last 3 days of life 

Fainsinger 
et al. 

(1991) 

• to assess the 
prevalence and severity 

n=100 

62 years  ± 12 

1. VAS 

2. VAS was completed twice 
daily by the patient if 

• symptom control improved 
from the day of admission 



Author 
(year) 

Country 

Purpose Sample size 

mean age (SD, years), 

gender 

diagnosis (% with cancer) 

 

Study design 

1. Assessment Tools 
2. Data collection 
3. Time points 
4. Data analysis 

Major findings 

Canada of symptoms during the 
last week of life 

• to assess the need to 
administer treatment for 
the relief of symptoms 
that may result in 
sedation  

Female = 49 (49%) 

Cancer = 100 (100%) 

 

retrospective descriptive study 

possible, or by a relative or 
nurse, to collect data on 
nausea, drowsiness, and 
symptom distress  

3. twice a day for the last 
seven days of life 

4. mean, paired t-tests, chi-
square test, descriptive 
analysis of chart 
documentation 

and continued to improve 
during the last week of life  

• there was no "crescendo of 
pain" for most patients. VAS 
showed that mean pain and 
nausea scores decreased 
as death approached 

• six patients with pain were 
probably sedated by the 
treatment they received 

Lichter and 
Hunt (1990) 

New 
Zealand 

• to document the 
problems that may arise 
in the last 48hrs of life  

• to record problem 
frequency and 
management  

n=200 

not recorded 

 

longitudinal study 

1. none mentioned 

2. nurses record of symptoms 
and observations following 
strict criteria 

3. in the last 48 hours 
(frequency not reported)  

4. descriptive analysis, 
frequency 

• 91% were on opioids with 
51% of patients suffering 
pain in the last 48 hours 

• 18% suffered from activity 
or "disturbance pain", even 
when apparently deeply 
unconscious 

• 22% suffered from 
dyspnea, 25% had noisy 
respirations, 14% suffered 
nausea or vomiting, 9% 
had confusion, 42% had 
restlessness and agitation, 



Author 
(year) 

Country 

Purpose Sample size 

mean age (SD, years), 

gender 

diagnosis (% with cancer) 

 

Study design 

1. Assessment Tools 
2. Data collection 
3. Time points 
4. Data analysis 

Major findings 

requiring medication in the 
last 48 hours of life. 

• an awareness of the 
problems is required to 
ensure comfort at the end 
of life 

Abbreviations: BIS, Bispectral Index Score; CS, Consciousness Score; df, degrees of freedom; ECG, electrocardiogram; Fisher’s LSD method, Fisher’s least significant difference; IQR, 
interquartile range; NRS, Numerical Rating Scale; PCS, Patient Comfort Score; PPS, Palliative Performance Scale; REM, rapid eye movement; RASS, Richmond Agitation-Sedation Scale; SpO2, 
peripheral capillary oxygen saturation; SPSS software, Statistical Package for the Social Sciences; SD, standard deviation; VAS, Visual Analogue Scale. 

 

 



Supplementary Table 1: Thematic data analysis  

Thematic analysis 

Steps  Action 

(i) familiarisation with data Immersion in the data by reading and re-reading 
full-text papers 

(ii) systematic coding of the data Maintenance of notes on all studies 
Extraction of data using excel spread sheet was 
based on the research questions and the WHO 
definition (World Health Organization, 2020)  
Extracted data was coded 
All decisions were considered and documented 

(iii) grouping codes under potential themes Codes were grouped and collated. Relevant 
illustrative quotes were recorded as evidence. 
Codes that were similar were collated together. 
After reading and re-reading the extracted data, 
potential themes were generated. Data was 
rearranged to fit into each theme coherently. 
Revisions were made and discussed across all 
researchers  

(iv) validating themes  The data was reviewed and considered by 
means of mapping for themes and sub-themes. 
Working titles for themes were considered by all 
reviewers. Data that diverged from the main 
narrative was noted and separately included 

(v) defining and naming themes The meaning and essence of the data as a 
whole was considered in relation to the validated 
themes to ensure it reflected the theme name. 
Theme names were validated by all reviewers.  
Revisions were made. Final thematic map and 
definition for each theme was created 

(vi) producing the final report with selected 
extracts 

Final analysis and write up of report with 
examples from the data 

 

 



Supplementary Table 2: Conscious state and changes over time prior to death 

Author (date) Timing 
(days prior to 
death) 

Timing 
(average days 
prior to death) 

Term used % of study 
participants 

with a changed 
conscious 

state 

White et al. (2019)   3 days Not reported deeply 
unconscious 

62.5% 

Barbato et al. 
(2018) 

<1-3.8 days Mean 1.1 ± 0.8 
days 

unresponsive 100% 

Matsunami et al. 
(2018) 

  0.1-11 days Median 1.3 days decline in 
consciousness 

100% 

Pereira et al.  
(2018) 

<0.1 to 5 days Not reported comatose state 44.6% 

Thier et al. (2016)   0-7 days Not reported decrease in level 
of consciousness 

95% 

Bruera et al.  
(2003) 

Not reported Not reported unresponsive 100% 

Barbato (2001)   1-8 days Mean 3.1 days unconscious 100% 

Morita et al.  
(1998) 

  0.25 day 
  1 day 
 7 days 

Not reported comatose 50% 
12% 
0% 

Turner et al. 
(1996) 

  3 days Not reported unconscious 8% 

Fainsinger et al. 
(1991) 

≤1 day 
  6 days 

Not reported unresponsive 57% 
2 % 

Lichter and Hunt 
(1990) 

  0-0.5 day  
  0.5-1 day  
  1-2 days  
˃2 days 

Not reported became 
unconscious 

38% 
24% 
7% 
1% 
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