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Introduction: Congruence, understood as the agreement between the patient's preferred place of death and their actual place of death, is emerging as one of the main variables indicating the quality of end-of-life care. The aim of this research was to conduct a systematic literature review on levels and determinants of congruence in palliative patients over the period 2010–2021.

Method: A systematic review of the literature in the databases of PubMed, Scopus, Web of Science, PsycINFO, CINAHL, Cuiden, the Cochrane Library, CSIC Indexes, and IBECS. Information was extracted on research characteristics, congruence, and associated factors.

Results: A total of 30 studies were identified, mainly of retrospective observational design. The congruence values varied substantially between the various studies, ranging from 21 to 100%. The main predictors of congruence include illness-related factors (functional status, treatments and diagnosis), individual factors (age, gender, marital status, and end of life preferences), and environmental factors (place of residence, availability of health, and palliative care services).

Conclusion: This review, in comparison with previous studies, shows that treatment-related factors such as physical pain control, marital status, having a non-working relative, age, discussing preferred place of death with a healthcare professional, and caregiver's preference have been associated with higher levels of congruence. Depending on the study, other factors have been associated with either higher or lower congruence, such as the patient's diagnosis, gender, or place of residence. This information is useful for designing interventions aimed towards greater congruence at the end of life.
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INTRODUCTION

Place of death is a key consideration in end-of-life care. Dying in the desired or preferred place is an important consideration for patients, families and caregivers, and is therefore considered a quality indicator of palliative care (Ali et al., 2019). Historically, palliative care professionals have tried to ensure that people are cared for at home until the end of life, with dying at home being seen as an indicator of high-quality palliative care (Stajduhar and Davies, 2005). However, home is not the sole optimal option for providing quality end of life care, as other alternatives may be preferable such as hospitals, nursing homes, and hospices (Jordhøy et al., 2000; Sleeman et al., 2014). Interpreting the proportion of deaths at home as the exclusive indicator of high-quality palliative care implies that not dying at home is a failure of care and ignores the possibility that the patient may wish to die in a different place (Sekiguchi et al., 2014). For this very reason, congruence between the patient's preferred and actual place of death is increasingly being considered as a quality indicator of end of life care. As such, “congruence” is understood as the agreement between a patient's preferred place of death and actual place of death (Tang and Mccorkle, 2003). However, despite growing interest in this concept, research on the key determining factors remains scarce (Billingham and Billingham, 2013). To date, most published studies have focused on the relationship between the characteristics of the person with advanced illness at the end of life and the final place of death (Brazil et al., 2005), with widely varying results on congruence between the preferred and actual place of death (Bell et al., 2010). A clear understanding of congruence levels between the chosen and final place of death, as well as the associated variables, is critical to shaping the development of palliative care and improving end of life care (Rainsford et al., 2018; Wiggins et al., 2019).

In this context, predictors of place of death and congruence have traditionally been grouped into three categories: illness-related factors, individual factors, and environmental factors. Among the illness-related factors, the latest review and meta-analysis (Billingham and Billingham, 2013) identified cancer as having the highest congruence in final place of death (compared to other non-cancer pathologies). In terms of individual factors, ethnicity and the patient's previous preference have thus far been the variables included in earlier reviews (Bell et al., 2010). With regard to environmental factors, Bell et al. (2010) highlighted support from medical staff and being in a hospice, as well as family support.

Although the review by Bell et al. (2010) significantly advanced understanding of the factors influencing congruence, it is important to update the findings in light of subsequent research (Gomes et al., 2013; De Roo et al., 2014; De Boer et al., 2017), in which congruence between preferred and final place of death is identified as a key factor in the quality of end-of-life care. The General Medical Council's (2010) end of life best practise guidelines included the need to plan end of life care together with patients, so that members of the multidisciplinary teams caring for them can understand and address their wishes and needs improving the care to patients and families.

In light of the above, the present study aimed to conduct a systematic literature review for the years 2010–2021, following on from Bell et al. (2010) and analysing congruence levels between the preferred and actual place of death reported in the scientific literature, and the factors identified as determinants of congruence between preferred and final place of death among palliative patients.



MATERIALS AND METHODS


Search Strategy

A systematic search was conducted to locate articles examining the congruence of place of death in patients at the end of life and predictors thereof between July 2020 and February 2021.

The keywords used to carry out the search were grouped into three main categories: terms related to “palliative care,” terms related to “patient preference” and terms synonymous with “place of death.” Searches with terms located in the title/summary and/or descriptors of the same category were joined with the Boolean connector “OR.” Once the three search categories were prepared, they were combined with the Boolean operator “AND.” Lastly, the time period (2010–2021) and language limits were applied. The final search strategy is included as Supplementary Material. The search was carried out using the following national and international databases: PubMed, Scopus, Web of Science, PsycINFO, CINAHL, Cuiden, the Cochrane Library, Information and Documentation of Science in Spain (ÍnDICEs-CSIC) and Spanish Bibliographical Index on Health Science (IBECS). This strategy was complemented by a manual search of international journals: BMJ Support Palliative, Palliative Support Care, Palliative Medicine, the Journal of Palliative Medicine and the Journal of Palliative Ageing, which address the topic of interest. The bibliographical references of the articles included in this study were also examined with a view to including potentially original studies.



Inclusion and Exclusion Criteria

Inclusion criteria were as follows: (1) original studies analysing place of death congruence in patients at the end of life and/or its predictors, (2) studies conducted in populations over 18 years of age with both oncological and non-oncological pathologies, and (3) studies published in English, Spanish or Portuguese from 2010 onwards. Qualitative studies were excluded, as well as those that did not provide at least quantitative data on congruence in the final place of death.



Selection of Studies

Firstly, the records obtained from the electronic searches were assessed by two independent researchers (NOB and SGS) for eligibility, based on a review of the titles and abstracts. Those studies selected in this first phase were reviewed in full text to verify that they met the established inclusion and exclusion criteria. When consensus could not be reached between the two researchers (in six of the studies) a third researcher (VCC) was consulted. At this stage the three researchers arrived at a final consensus, which is shown in the results section.



Data Extraction

In order to facilitate data extraction, three tables were created in which the main results were synthesised. Table 1 includes information on the characteristics of the selected studies (author/s, year, research design, data collection time, sample size, sample characteristics, age, pathologies, and methodological quality assessed). Table 2 includes the main results concerned with preferred place of death and actual place of death, as well as congruence and the appearance of associated factors. Table 3 shows the main factors associated with place of death congruence, according to whether they were illness-related, individual or environmental.


Table 1. Study characteristics.
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Table 2. Results on preferred place, final place of death, congruence, and the existence of associated factors.
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Table 3. Factors associated with congruence between preferred and final place of death.

[image: Table 3]



Methodological Quality

The methodological quality of the selected studies was examined using the CONSORT and STROBE checklists based on study design (see Table 1). The ratings of each article included in the systematic review are available as Supplementary Material.




RESULTS


Search Results

One thousand four hundred forty-eight articles were initially retrieved from the nine databases and the additional manual search. After eliminating duplicates, 1,062 articles were retained, and then following the initial screening process, by means of title and abstract review, 481 articles were selected and subsequently reviewed in full text. Finally, a total of 30 articles meeting the inclusion and exclusion criteria were selected and included. In this final phase, 451 articles were discarded, either because they were not original studies or because they did not record information on congruence between preferred and final place of death (see Figure 1).


[image: Figure 1]
FIGURE 1. Flow diagram of the selection of studies for the systematic review. Source: Moher et al. (2009).




Characteristics of the Studies Included

The main characteristics of the studies in the systematic review are described in Table 1 and include: the design, the number of months of data collection, the total sample size (divided into groups when necessary), the type of participants (patients, caregivers, and/or general practitioners), the gender, age and main pathologies of the participants, and the results of the corresponding checklist. The research designs (see Table 1) were mainly retrospective observational studies (n = 19) and prospective observational studies (n = 8). Only one randomised controlled trial, one cross-sectional study and one mixed study were included. Data collection time for each study ranged from 4 (Escobar Pinzon et al., 2011) to 60 months (Ali et al., 2019). Sample sizes ranged from 18 (Chiba et al., 2018) to 2,176 individuals (Ali et al., 2019), with three studies having fewer than 100, 15 studies between 100 and 500 and 12 studies with a sample size >500 participants. Most of the studies had a sample with similar proportions of males and females. In six studies the female sample was over 60% and in four studies gender was not reported. The mean age was over 65 years in most studies (n = 24), and in four cases, age was not reported. A total of 10 studies exclusively analysed patients with cancer, while the rest included other chronic pathologies, or non-cancer pathologies such as dementia or stroke. In terms of the methodological quality of the studies, assessed through the different checklists, 29 of the 30 articles obtained scores greater than or equal to 18, with a range between 15 and 21.



Preferred Place, Actual Place of Death and Congruence

Table 2 shows the percentage of preferred place of death and actual place of death in each study. In addition, the congruence value (including the kappa value where reported), the method for calculating the congruence value (using either the total sample size or only those who indicated a preference), and the analysis of associated factors is included. Preferred place of death (see Table 2) is considered first of all. A preference for hospital was reported in 23 of the 30 studies, ranging from 0% in one of the groups in the Gage et al. (2015) study to 33.3% (Janssen et al., 2013). Most of the studies (29 out of 30) reported on preference for dying at home, ranging from 24% for one of the groups reported by Gerrard et al. (2011) to 78.6% (Walker et al., 2011). Preference for dying in medium to long stay facilities was reported in 19 of the 30 studies, ranging from 0.8% (Gage et al., 2015) to 49.8% (Wiggins et al., 2019). Finally, preference for dying in a hospice or palliative care unit was reported in 23 of the studies, ranging from 1.4% (Wiggins et al., 2019) to 60% (Arnold et al., 2015).

Of the 30 studies, 27 reported some data on actual place of death, with only three providing no information at all (Gerrard et al., 2011; Arnold et al., 2015; Raijmakers et al., 2018). The percentage of people who died in hospital ranged from 6% (de Graaf et al., 2016) to 74.3% (Howell et al., 2017), and was reported in 24 of the studies. Death at home was reported in all 27 studies, ranging from 13.4% (Hunt et al., 2014) to 88.9% (Chiba et al., 2018). The percentage of deaths in medium to long stay facilities was reported in 19 of the studies, ranging from 0% (Skorstengaard et al., 2020) to 50.9% (Wiggins et al., 2019). Finally, death in a hospice or palliative care unit was reported in 22 studies, ranging from 3.2% (Wiggins et al., 2019) to 57.2% (Lin et al., 2017).

All studies reported on the congruence index. However, some studies included an overall congruence percentage while others calculated specific congruence percentages according to place of death or other variables. In 19 of the 30 studies, the congruence percentage was calculated on the total sample, while in other cases it was calculated only on those who expressed a preference, or who were part of a sub-sample (see final column in Table 2). In the 19 studies that reported overall congruence percentages, these ranged from 21% (Abarshi et al., 2011) to 100% (Chiba et al., 2018). In addition, seven studies (Holdsworth and Fisher, 2010; Escobar Pinzon et al., 2011; Janssen et al., 2013; Hunt et al., 2014; Burge et al., 2015; Blanchard et al., 2019; Cai et al., 2020) provided Kappa agreement indices, ranging from 0.016 (Blanchard et al., 2019) to 0.527 (Cai et al., 2020).



Factors Associated With Congruence in Place of Death

Finally, the factors associated with congruence are outlined in Table 3. These factors were organised into three main categories: illness-related, individual, and environmental factors. For each of these categories, the odds ratio and their association with congruence (positive or negative) are included. Of the 30 studies included in the review, 10 reported factors that were predictors of congruence in place of death (see Table 2). Five identified illness-related factors as being risk variables (Bannon et al., 2018; Raijmakers et al., 2018; Blanchard et al., 2019; Wiggins et al., 2019; Cai et al., 2020), 10 identified individual factors (Escobar Pinzon et al., 2011; Fischer et al., 2013; Ko et al., 2014; Gage et al., 2015; Lin et al., 2017; Bannon et al., 2018; Raijmakers et al., 2018; Blanchard et al., 2019; Wiggins et al., 2019; Cai et al., 2020), while seven identified environmental factors (Escobar Pinzon et al., 2011; Ko et al., 2014; Gage et al., 2015; Lin et al., 2017; Bannon et al., 2018; Raijmakers et al., 2018; Cai et al., 2020).

Positive and negative (lack of congruence) associations were reported for the factors associated with congruence (see Table 3). In the first instance, a number of illness-related factors were identified. The patient's functional status had both a positive and negative association with congruence (Wiggins et al., 2019; Cai et al., 2020). Cancer diagnosis (Wiggins et al., 2019) and stroke (Raijmakers et al., 2018) were negatively associated with congruence, while dementia (Raijmakers et al., 2018) was positively associated. Treatment-related factors, such as morphine use (Blanchard et al., 2019) and ceiling of treatment of symptomatic relief (Wiggins et al., 2019), were positively associated with congruence. Finally, the patient's level of consciousness during the final few days was negatively associated with congruence (Bannon et al., 2018).

Secondly, with respect to individual factors, marital status (being in a relationship) was positively associated with congruence in three studies (Escobar Pinzon et al., 2011; Raijmakers et al., 2018; Cai et al., 2020), as were having a non-working relative (Escobar Pinzon et al., 2011) and age (Ko et al., 2014; Bannon et al., 2018; Blanchard et al., 2019). Significant variability was found in relation to preference for place of death. Preference for dying at home (Gage et al., 2015; Raijmakers et al., 2018; Blanchard et al., 2019), preference for cardiopulmonary resuscitation, and early registration of place of death (Wiggins et al., 2019) were negatively associated with congruence. Preference for dying in a hospice (Lin et al., 2017), having discussed preferred place of death with a healthcare professional (Bannon et al., 2018), and having decision-making capacity (Ko et al., 2014) were positively associated with congruence. Other variables had no clear association, for instance being female, which was both positively (Fischer et al., 2013) and negatively (Ko et al., 2014) associated with congruence in two of the reviewed studies. Finally, one study looked at religious belief and found that being Presbyterian (as opposed to other religions) was negatively associated with congruence (Bannon et al., 2018).

Finally, environmental factors such as place of residence (Escobar Pinzon et al., 2011; Gage et al., 2015; Bannon et al., 2018) and indicators of adequate care by nurses, medical staff, or a caregiver were associated with higher congruence (Ko et al., 2014; Gage et al., 2015; Bannon et al., 2018; Raijmakers et al., 2018; Cai et al., 2020). Other variables associated with higher levels of congruence include the family's role, the caregiver's own preference for place of death (Bannon et al., 2018), being in a high intensity hospice (Lin et al., 2017), using a Rapid Response System (RRS) (Gage et al., 2015), and access to palliative care (Ko et al., 2014). Only the amount of time spent in the study (assessed in number of days) and one of the places of residence in the Gage et al. (2015) study had a negative association with congruence.




DISCUSSION

The present study conducted a systematic review of congruence values between preferred and actual place of death, as well as the main determinants of this congruence in the period of 2010–2021. The results of the present review analysing a total of 30 studies with over 14,000 participants indicate considerable variability in the congruence values identified, in line with results identified in previous reviews (Bell et al., 2010; Billingham and Billingham, 2013).

One of the most important objectives of palliative care is to enhance the quality of life of terminally ill patients and their environment (World Health Organization, 2021). It is therefore necessary to encourage health services to involve patients and their families in the decision-making process about their treatment and end of life care, and it is vitally important to know the patient's preferred place of death and to make it easier for them to die there (Baik et al., 2019). The results of the present review show that, although home remains one of the preferred places of death, previous studies indicate that hospitals are often one of the main places where death occurs (Nilsson et al., 2017). On this note, a recent systematic review and meta-analysis in cancer patients shows a high degree of variability in the preferred place of death where, while home remained the highest with 55% preference, other participants preferred hospital (17%) and hospice (10%) (Fereidouni et al., 2021). In the data obtained in the present review, home appears as the preferred place of death in all the studies that evaluate this, although the values for the hospital vary greatly between studies, exceeding 30% in several (Gerrard et al., 2011; Janssen et al., 2013).

With regard to congruence, in 21 of the 30 studies the percentage was below 75% for the different locations assessed, which seems to indicate that the level is still insufficient, in line with previous studies (Billingham and Billingham, 2013; Howell et al., 2017; Baik et al., 2019). It is therefore important to consider which factors and variables influence congruence levels, as has been identified in numerous studies in the case of place of death (Cabañero-Martínez et al., 2020).

The factors predicting the congruence rate in this review include those related to the illness itself, and individual and environmental factors. Since Bell et al.'s (2010) systematic review, several new factors influencing congruence have been identified (see Table 4). Treatment-related factors associated with physical pain control, marital status, having a non-working relative, age, discussing preferred place of death with a healthcare professional, and caregiver's preference have been associated with higher levels of congruence. Depending on the study, other factors have been associated with higher or lower congruence such as the patient's diagnosis, gender, or place of residence.


Table 4. Summary of the factors affecting congruence.
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In terms of disease-related factors, the use of morphine and other pain-related treatments were positively associated with congruence between the preferred and actual place of death. As such, both variables may refer to the existence of a palliative intervention, which in many cases will be associated with the patient's end of life preferences having been explored, discussed, understood and taken into account (Saugo et al., 2008; Scaccabarozzi et al., 2017). However, the patient's own poorer state of health and unconsciousness at the end of life were negatively associated with congruence in place of death. This could be due to the fact that, in these cases, the doctor and family are the main responsible for the decision-making process and may not be aware of the patient's own preferences, if the issue has not been addressed beforehand, or that these preferences have been put to one side (Medina et al., 2012). In addition, specific diagnoses such as cancer or stroke were negatively associated with congruence in the studies evaluated. In the first case, one possible explanation is that cancer patients in advanced stages of the disease, despite greater knowledge of their prognosis, may still die in hospital due to the wider treatment options available (Fereidouni et al., 2021). Furthermore, this may also indicate an important shortcoming with respect to effective home care plans, since their effectiveness, a priori, should make it possible for many cancer patients to die in their preferred place (Cabañero-Martínez et al., 2020). Previous reviews have highlighted an increased risk of incongruence in non-cancer pathologies, although they also noted that there appeared to be no correlation between overall levels of congruence and the percentage of patients with cancer (Billingham and Billingham, 2013). In the case of stroke, several studies have pointed to the difficulty professionals have in identifying patients' palliative needs, as well as being able to communicate adequately regarding end of life preferences (Eriksson et al., 2016; Cowey et al., 2021).

In terms of individual factors, being married or in a relationship, as well as living with a partner, was positively associated with congruence in the preferred and actual place of death. In this regard, it should be noted that the patient's decision is usually respected by their spouse or closest relatives, particularly when there is an advance directives document (Agulles Simó, 2010; Landa and García, 2017; Bejarano Gómez et al., 2019). This document enables patients to exercise their right to plan and decide on their active and palliative treatment guidelines once they are unable to make decisions (Mira et al., 2010). Previous studies suggest that patients who had prepared advance directives received care that was strongly associated with their preferences, increasing the likelihood that these plans would be implemented (Leff et al., 2000; Silveira et al., 2010; Halpern et al., 2020). Therefore, achieving congruence between the preferred place and final place of death should be an aspect that is reflected in the advance directives of those at the end of their lives. However, it is important that healthcare professionals have knowledge, training and experience in the use of advance directives in order to integrate them into end of life decision making (Aguilar-Sánchez et al., 2018).

Other factors related to individual variables refer to end of life preferences, such as the choice not to perform cardiopulmonary resuscitation, and informing healthcare staff of the patient's preferences or decision-making capacity. In this respect, the associations found positively relate these factors to congruence between place of preference and final place of death. These results are in line with previous research where adequate communication with health workers and the patient's decision-making capacity are associated with high levels of congruence (Burge et al., 2015; Cohen et al., 2015; Finucane et al., 2019). Other factors such as gender and age have been shown to be predictors, albeit with positive values in some cases and negative values in others.

Finally, in relation to environmental factors, higher levels of congruence have been found when the family's choice coincided with that of the patient in line with previous studies (Raziee et al., 2017; Cai et al., 2021). In addition, variables directly related to the availability of health services and palliative care have also been positively associated with congruence in many of the studies included in this review. Furthermore, some studies have highlighted the importance of the neighbourhood, area or size of the city in which the patient lived (Escobar Pinzon et al., 2011; Gage et al., 2015). Recent studies have shown how variables related to socio-economic status can have an important influence on the place of death. Nolasco et al. (2020) noted that the probability of dying in hospital, compared to dying at home, is higher as the level of economic deprivation in the urban area of residence increases, both for palliative care-related illnesses and for other pathologies. Future studies should clarify the role that such variables can play in predicting congruence levels in different pathologies.

The review findings suggest that little has changed regarding the congruence percentages identified in the literature. Despite the evolution of palliative care and the importance given to patients' preferences for end of life care, a high percentage do not die where they wish to. Factors such as the provision of palliative care, the role of healthcare professionals, family dynamics, and adequate care are important for improving the level of congruence among palliative care patients. Discussing end of life preferences with both the patient and family members or caregivers may facilitate the process of dying in the preferred place. Future studies analysing the balance between patient and caregiver preferences are also needed to identify their roles in achieving congruence.

The main limitations of the studies included in this review include the use of retrospective observational designs and the lack of prospective designs with which to study congruence. In addition, basic sociodemographic information about participants (such as age, gender, and main diagnosis) is not always included, making it difficult to interpret the results. Research on non-oncological conditions and the role that the diagnosis can play in predicting congruence levels is also an important line of research to be considered (Martí-García et al., 2020). Finally, some of the factors associated with congruence have both a positive and negative association (i.e., place of residence or gender), hence further research is required in order to clarify their role.

The present study has a number of strengths and limitations. In the first instance, a high degree of heterogeneity has been identified in the congruence data whereby, while in many studies this came from the total sample, in other cases only data from the sub-samples were indicated. Secondly, there has also been a high degree of variability in the associated factors across studies, with many being assessed using a single question, or by means of continuous variables in some studies and categorical variables in others. Nonetheless, a methodological assessment of all the research selected in this review was carried out, revealing adequate values. Further studies are required to gain more in-depth knowledge about the factors influencing congruence in order to optimally plan health services and improve the quality of end of life care.



CONCLUSION

In conclusion, the present review shows variability in levels of congruence between preferred and final place of death. The main predictors of congruence include illness-related factors (functional status, treatments, and diagnosis), individual factors (age, gender, marital status, and end of life preferences), and environmental factors (place of residence and availability of health, and palliative care services).
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+, positive association between the variables; -, inverse association between the variables; POD, place of death; PPOD, preferred place of death; HCP. health care professionals; GF.
general practitioners; RRS, rapid response service.
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