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Abstract

:

Many studies on spiritual care in palliative care are performed in the US, leaving other continents unexplored. The objective of this systematic review is to map the recent studies on spiritual care in palliative care in Europe. PubMed, CINAHL, ATLA, PsycINFO, ERIC, IBSS, Web of Science, EMBASE, and other databases were searched. Included were European studies published in a peer-reviewed journal in 2015, 2016, or 2017. The characteristics of the included studies were analyzed and a narrative synthesis of the extracted data was performed. 53 articles were included. Spiritual care was seen as attention for spirituality, presence, empowerment, and bringing peace. It implied creative, narrative, and ritual work. Though several studies reported positive effects of spiritual care, like the easing of discomfort, the evidence for spiritual care is low. Requirements for implementation of spiritual care in (palliative) care were: Developing spiritual competency, including self-reflection, and visibility of spirituality and spiritual care, which are required from spiritual counselors that they participated in existing organizational structures. This study has provided insight into spiritual care in palliative care in Europe. Future studies are necessary to develop appropriate patient outcomes and to investigate the effects of spiritual care more fully.






Keywords:


palliative care; hospice; end of life; spirituality; spiritual care; meaning; religion












1. Introduction


Spiritual care is an intrinsic and essential component of palliative care, central to Cicely Saunders’ understanding [1], and recognized by and included in the World Health Organization definition of palliative care for almost 15 years [2,3]. There is growing evidence that spiritual care at the end of life is important to patients and that patients want health care professionals to provide this type of care [4,5]. The positive effects of spiritual care on patients’ quality of life have been reported across age groups and patient groups/medical conditions, including cancer, organ failure, and dementia [6,7,8,9,10,11,12,13,14]. There is also evidence that lack of spiritual support by health care teams is associated with poor quality of life, dissatisfaction with care, less hospice utilization, more aggressive treatment, and increased costs, particularly among ethnic minority groups and patients with high levels of religious coping [6,15,16,17]. Despite this emerging evidence and its status as a core dimension of palliative care, spiritual care remains the least developed and most neglected dimension of palliative care [18,19,20,21].



Consequently, in recent years, initiatives have been established to promote the integration of this dimension of palliative care in research and clinical care. To start with clinical care, we should mention that in 2010, members of the European Association for Palliative Care (EAPC) founded a Spiritual Care Taskforce, which aims to “further evidence-based spiritual care by developing an agenda to inform research in this area, to improve staff competence and confidence and outcomes for patients and carers” [22]. Progress is also evident at national levels. In the UK, for example, National Health Service (NHS) Scotland has led on developing information and training materials for spiritual care for all NHS health care professionals [23]. In Germany, the International Society for Health and Spirituality (IGGS) was founded in 2011, aiming to develop an understanding of spirituality and spiritual care among health care professionals in German-speaking countries [24]. The Global Network for Spirituality and Health (GNSAH) was formed in the USA in 2013, with one of the explicit goals being to build “the knowledge and evidence base related to spirituality and health” [25].



Since 2005, several review studies have been conducted in order to describe research on spiritual care in palliative care. A thematic review of literature published between 1980 and 2005 recommended more rigorous qualitative research, both within palliative care and spirituality and health literature in general [26]. In 2010, Holloway et al. conducted a systematic review of the English written research literature published between 2000 and 2010. Most of their included studies had been conducted in the US, where ‘spiritual’ is commonly equated with factors which in the UK are more likely to be termed ‘religious’ [27]. In a Cochrane review published in 2012, Candy et al. reported that the five included randomized controlled trails (RCTs) did not show conclusive evidence that interventions with spiritual or religious components enhance spiritual wellbeing [28]. However, in 2016, Kruizinga et al. evaluated the effect of spiritual interventions on the quality of life in patients with cancer, focusing on literature published up to 2014. Based on 12 clinical trials, the researchers found that narrative spiritual interventions can improve the quality of life in cancer patients in the short term, but no evidence was found that this effect was maintained in the long term, up to three–six months [29].



These review studies used different definitions of spiritual care, and consequently, they identified different studies for inclusion. Furthermore, the majority of the included studies had been conducted in the US and most review studies had only included original studies published in English. These limitations require the synthesis of empirical studies on spiritual care in palliative care in other contexts, one of which is Europe, where several languages are spoken and written. Our systematic review aims to map the recent empirical and peer-reviewed studies on spiritual care in palliative care conducted in Europe. More specifically, the objective of this review is to answer the following research questions, with a focus on the recent literature: (1) how is spiritual care in palliative care understood in Europe?; (2) what is the effectiveness of spiritual care in palliative care at this continent?; (3) what is required to implement spiritual care in palliative care in Europe?



This aim and these questions are in line with the research priorities identified by the Spiritual Care Taskforce of the EAPC [30]. They help to understand European perspectives on spiritual care in palliative care. More specifically, they help to understand how research participants in the included studies describe spiritual care and the providers of spiritual care. Therefore, we will not use predefined definitions of spiritual care or spirituality, but use search terms that try to cover as many studies on spiritual care in palliative care as possible. For example, spiritual care includes dimensions of healthcare that are characterized by ‘meaning’ or ‘existential’. Mapping the European perspectives on spiritual care in palliative care, based on empirical studies, is important because it helps to formulate the effects of spiritual care, to identify gaps in the literature, and to describe what is required in future studies.




2. Materials and Methods


2.1. Literature Search


As palliative care is multidisciplinary in nature and because of the variety of languages spoken and written in Europe, a multi-source search strategy was applied [31,32]. Literature in English, German, Spanish, Portuguese, French and Dutch was searched, and also papers written in other languages were identified, as long as their title or abstract had been written in one of the just mentioned languages. The following databases covering literature on medical, psychological, social, religious and ethical topics were searched: PubMed, CINAHL, ATLA, PsycINFO, ERIC, IBSS, Web of Science, EMBASE, and PiCarta, the joint catalogue of nearly all major Dutch libraries. For literature in German: DIMDI, Ethics in Medicine, Ethmed, PSYNDEX, and MEDPILOT. For literature in Spanish and Portuguese: RCAAP, Bireme, and LILACS.



First, a systematic search strategy within PubMed was conducted. Relevant papers were identified in advance to test the search strategy and see if these papers are picked up or not. If not, the strategy was refined, aiming to include as much of the relevant literature as possible. Initial search terms that appeared to be suitable included: (Spiritual, religion, meaning, pastoral, and faith) and (terminal, end of life, limited life, palliative, hospice, and dying). The search terms were adapted for the other databases, as they use different subject headings on the topics of interest in this study (authors R.O. and M.J.G.). For the search terms of the different databases, see Appendix A. All databases were searched for studies that were published between 1 January 2015 and 31 December 2017, some of which were articles that had been published online first (2015–2017) and published in a journal in 2018.




2.2. Inclusion Criteria


Articles were included when they were:

	
an empirical study in a European country



	
published in a peer-reviewed journal



	
concerning spiritual care provided in the context of palliative care



	
published between 1 January 2015 and 31 December 2017.



	
published full-text in English, German, Spanish, Portuguese, French or Dutch.








Palliative care in this study was defined as the care for individuals living with an incurable, progressive and life-limiting disease or fragile elderly people who are in several countries included in palliative care, and/or the care for family members of these individuals.




2.3. Study Selection


The primary reviewer (M.J.G.) and the second reviewer (E.O.) independently piloted the selection criteria by assessing the title and abstract of the first 1000 studies to ensure the search strategy was adequate, and to fine-tune the selection criteria. The same procedure was repeated with the primary reviewer (M.J.G.) and the third reviewer (A.I.L.). Then, all three reviewers discussed and determined the final selection criteria until consensus was reached. For details on these criteria, see Appendix B. For the Flowchart, see Figure 1. Subsequently, M.J.G. screened the titles and abstracts of all references. In case of ambiguity on the inclusion or exclusion of a reference, the reference was retained for full-text review, or M.J.G. discussed with E.O., respectively, A.I.L. until they reached consensus. Then, the full texts of the included references were reviewed (M.J.G., E.O., and A.I.L.), and five references were excluded because they reported on spirituality instead of spiritual care. In case of ambiguity, M.J.G. reviewed the full-text and made a final decision.




2.4. Data Extraction, Analysis and Synthesis


Data were extracted from the included papers using pre-piloted data extraction tables, designed to meet the objectives of this review. The characteristics of the studies were extracted from the abstracts and full-texts of the papers. Two reviewers (E.O., M.J.G.) extracted the data independently and in the case of ambiguity, they discussed it until they reached consensus. We performed a narrative synthesis of the extraxted data by describing, labelling, grouping, and clustering the data on, for example, methods, study population, palliative setting, and country. For details on the characteristics of the included studies, see Table 1. The extracted data were then analyzed from the research questions (practices, effectiveness, and requirements for implementation) and their definitions of spirituality. For details, see Appendix C. Similarities and differences between these findings were analyzed and discussed by the three reviewers. The preliminary results were discussed by the three reviewers until consensus was reached.





3. Results


3.1. Characteristics of the Included Studies


Fifty-three articles were included [33,34,35,36,37,38,39,40,41,42,43,44,45,46,47,48,49,50,51,52,53,54,55,56,57,58,59,60,61,62,63,64,65,66,67,68,69,70,71,72,73,74,75,76,77,78,79,80,81,82,83,84,85]. Seventeen were quantitative studies [33,34,36,37,40,43,50,51,54,61,66,67,69,71,74,81,82], of which the majority (n = 11) were survey studies, 27 qualitative studies [38,39,41,42,44,45,46,48,49,53,55,56,57,58,59,60,63,64,68,73,76,78,79,80,83,84,85], most of which were interview studies (n = 13), and nine mixed-methods studies [35,47,52,62,65,70,72,75,77]. Most studies were conducted in Western Europe (n = 37), especially in the UK (n = 10), Germany (n = 8), and the Netherlands (n = 13). Of the Southern European countries, only several studies conducted in Spain (n = 6) were included. A few Northern European studies were found (n = 7). Except from one study in the Czech Republic, no studies conducted in Eastern Europe were found (Eurovoc classification). A total of more than thirty thousand participants participated in the studies, with two studies being a substantial part of this number (n = 6263 and n = 20,907) [33,72]. Most included studies focused on the perspectives of health care professionals, spiritual care receivers, or the interactions between them. For details on the characteristics of the studies, see Table 1.




3.2. Practices of Spiritual Care in Palliative Care


In this paragraph, definitions of spirituality and what caregivers do when providing spiritual care are described.



3.2.1. Spirituality


In their introduction section, several included articles referred to the working definition of the Spiritual Care Taskforce of the EAPC: ‘Spirituality is the dynamic dimension of human life that relates to the way persons (individual and community) experience, express and/or seek meaning, purpose and transcendence, and the way they connect to the moment, to self, to others, to nature, to the significant and/or the sacred’ [86]. In a survey, meant to identify spiritual care training courses, 80% of the responding EAPC members used this definition as well [40], and several researchers gave definitions of spirituality which reflected elements of this definition, like meaning or the connection with others or the significant [36,43,58,73,84].



Nevertheless, several authors made their definition more tangible by stating that spirituality is about ‘who I am’, ‘why I am here’ and ‘what can I hope from this moment’ [35], or by referring to themes such as courage and hope [64]. Furthermore, some studies have empirically explored the definitions of spirituality of their participants. For instance, a qualitative study found that the following spiritual issues were relevant for patients with end-stage heart failure and their carers: Love and belonging, hope and coping, meaning and purpose, faith and belief, and existential issues [42]. Health care professionals in another qualitative study described spirituality as searches for meaning and hope. They saw it as a broad, yet highly individualized construct, which might include orthodox as well as unorthodox beliefs [38].



Though definitions of spirituality often contain elements like (the search for) meaning, relationships and hope, a single definition that covers all dimensions of spirituality is lacking [45]. However, a good understanding of spirituality and spiritual care was required to implement spiritual care in palliative care in several health care settings, like hospice care in a German study [84], or palliative care consultation teams in the Netherlands [36]. A clustered RCT concluded that more research is needed to better understand the constructs of spirituality that are relevant for the provision of spiritual care by Belgian general practitioners [67].




3.2.2. Spiritual Care


Participants in several included studies referred to the importance of ‘being there’ or presence in spiritual care. For example, people with mild intellectual disabilities in a qualitative study expressed the value of ‘being there’ in a spiritual sense [49], and nurses, psychologists, and spiritual caregivers in a qualitative study in the UK exemplified this as follows: They listened and bore witness to patients’ suffering [38]. ‘Being there’ implied that the spiritual caregiver recognized the shared humanity of each person [41].



While ‘being there’, spiritual caregivers had to pay attention to the spirituality of their patients. A controlled trial in the Netherlands, for example, reported that patients found attention to their spiritual needs very important [81], and a Spanish study described that caregivers should identify spiritual comments made by patients [61]. Another Spanish study developed a tool that helped to pay attention to psychosocial and spiritual needs of patients and their families [35]. Paying attention to spirituality included the examination of patients’ and families’ hope. Patients with end-stage heart failure in one study, for instance, mentioned the importance of keeping their hopes alive [42].



Another study described a relationship between hope, empowerment and compassion [59], and physicians in a German study used methods to empower their oncology patients [55]. Spiritual caregivers in other studies brought peace or tried to bring peace to their patients. A qualitative study with Norwegian hospital nurses, for instance, reported that participants tried to help their patients to find peace [46], and nurses and volunteers in another qualitative study saw their spiritual care as successful when they were able to mitigate patients’ (existential) fears [84]. Chaplains in Dutch focus groups described several nursing interventions of which one was to create a peaceful environment, for instance by playing music and dimming light [58].



According to several studies, spiritual care was an art, which itself utilized the arts, like the visual or auditive arts. Object elicitation of patients with advanced cancer in a phenomenological study, for example, facilitated the articulation and expression of experiences [68]. Other studies described music therapy [62] or dance movement therapy [48], in which there was an overlap between psychosocial and spiritual care. Spiritual care as an art also included the use of narrative art, like the spiritual history taking in a German qualitative study [78], and the spiritual reminiscence in a Finnish study [80]. Other studies reported on the art of performing rituals [38,63].



We summarize this paragraph as follows. The working definition of the EAPC is used frequently and other definitions often included elements such as (the search for) meaning and significant relationships. Good understanding of spirituality is required to implement spiritual care in palliative care. In addition, participants in the included studies tried to be present, while paying attention to the spirituality of their patients and patients’ family members, including their hopes. They empowered them and tried to bring peace to their patients and patients’ relatives. In so doing, spiritual care was an art, which included not only the use of visual and auditive arts, but also narrative and ritual work.





3.3. Effectiveness of Spiritual Care in Palliative Care


In this paragraph, the effectiveness of spiritual care based on two RCTs is described. It also describes the benefits of spiritual care based on other studies.



3.3.1. Randomized Controlled Trials


Vermandere et al. investigated the effect of taking a spiritual history based on the ars moriendi model with patients in palliative home care in Belgium. Based on a survey and semi-structured interviews with nurses and physicians (n = 24), the researchers found that this spiritual assessment was perceived as valuable because patients had been able to share their expectations and wishes about the end of life. Participants felt that the relationship with their patient had been strengthened [47]. However, the clustered RCT conducted to quantitatively measure the effect of spiritual history taking on patients’ spiritual well-being, quality of life, pain, and patient–provider trust (49 dyads) yielded no significant differences between the intervention and control group [67].



Kögler et al. conducted an RCT with relatives of palliative care patients (n = 130) in Germany. The aim was to investigate the relation between mindfulness, mental distress, and psychological well-being and to investigate the effect of Existential Behavioral Therapy (EBT) on mindfulness, consisting of mindfulness training as a central part. Mindfulness in itself correlated negatively with mental distress and positively with life satisfaction. The intervention had a small but significant effect on mindfulness as a state, and the authors therefore concluded mindfulness to be promising in supporting informal caregivers of palliative care patients [37].




3.3.2. Other Studies


Other studies have explored the effects, potential benefits of, satisfaction and experiences with spiritual care interventions as well. Firstly, Gomez-Batiste et al. conducted a single-group pretest/posttest design in Spain to assess the effectiveness of interventions within a program entitled “Comprehensive Care for Patients with Advanced Illnesses and their Families”. When comparing patients’ scores on surveys filled out at baseline and after follow-up visits (n = 2823), the psychosocial (e.g., anxiety, emotional distress, and mood state) and spiritual dimensions (e.g., meaning in life, peace of mind/forgiveness) were significantly improved. The authors concluded that the interventions by well-trained experts can support the easing of discomfort of patients, particularly those suffering from emotional distress or pain [72].



The previously mentioned Existential Behavioral Therapy [37] was assessed by Stockle et al. in a short, individualized form consisting of two sessions. Based on both quantitative assessment and qualitative interviews with informal caregivers (n = 31), the authors concluded that this intervention was feasible and (mostly) acceptable for implementation in practice. The qualitative interviews with selected participants (n = 15) showed that they felt stronger in difficult situations and reached an inner state of peace of mind. Additionally, the authors found that focusing on personal sources of strength during the intervention was experienced as helpful for interviewees [65].



Thirdly, based on interviews with bereaved children between eight and 12 years old (n = 11), Søfting et al. examined the experiences of death-related rituals by children in Norway. Most of these children were interviewed one year after the death of their family member, and seven were Christian and four were nonbeliever. The researchers found that being included in the rituals was very important for the children, for three main reasons: To be included as a family member, to see for themselves, and to say goodbye to their loved ones [63].



In two other studies, which some may see as psychosocial and others as spiritual care, the benefits of creative therapies were examined. Serra Vila et al. conducted a survey and found that relatives and friends highly valued music therapy, with a mean score of 9.4 (on a scale from 0–10). They reported benefits of this therapy such as perception of support, relaxation, positive mood changes, and facilitation of verbal as well as nonverbal communication [62]. Woolf and Fisher explored hospice patients’ experiences with dance movement psychotherapy in the UK, via four case studies. They found that it could promote patients’ physical, emotional, social, and spiritual wellbeing. Specifically, they found that Dance Movement Psychotherapy (DMP) helped patients to express their loss of sense of self and to reintegrate with their estranged bodies [48].



To summarize, while an RCT on spiritual history taking did not yield any significant results between the intervention and control groups, an RCT on Existential Behavioral Therapy did show a small but significant effect. A short, individualized form of EBT showed feasibility and acceptability for implementation in practice, and in another study the researchers concluded that interventions by well-trained experts can support the easing of discomfort of patients. In addition, death-related rituals appeared to be of great importance for the way in which children cope with bereavement, and creative therapies, such as music therapy and dance movement therapy, seem to provide various benefits, such as social and emotional support and relaxation.





3.4. Requirements to Implement Spiritual Care in Palliative Care


This section describes what is required to implement spiritual care in palliative care, which includes the challenges participants in several studies faced.



3.4.1. Spiritual Competency


Caregivers participating in included studies saw spiritual care as part of their role, but this view gave rise to challenges as well [40]. In a Spanish study, for example, 94% of the 191 palliative care professionals saw the provision of spiritual care as part of their role, but only 58% considered themselves competent to provide this type of care [51]. A survey study with 579 Swiss general practitioners found that more than half of the participants saw spiritual competency as important. However, only 38% felt confident in spiritual competency [71]. Dutch palliative consultation teams in a survey (n = 25) expressed the desire for training in dealing with spiritual issues [36].



A Norwegian study provided an example of how this might be given shape. A mobile teaching team taught care workers in practice, in order to identify spiritual and existential suffering. They initiated existential and spiritual conversations and conveyed consolation through active silence and being present [45]. For German hospice professionals and volunteers, training in rituals was required to guide hospice patients with a variety of spiritual backgrounds [84]. In another German study, training topics were formulated during a focus group, such as relating meaningfully, referral to chaplains, and voicing and acknowledging your own spirituality [73]. A controlled trial in the Netherlands reported a significant effect of training on health care professionals’ attention to spiritual and existential needs of patients [81].



Several studies pointed at the importance of self-reflection as element of spiritual competency. For example, a survey study with hospice volunteers and their coordinators found that all training programs on spiritual care included self-reflection on personal spirituality as obligatory [54]. In addition, some studies reported differences between hopes, convictions, or needs of patients, their family members and caregivers [38,76], and ICU nurses in a Dutch study on spiritual care stated that they, in order to provide spiritual care, should know themselves and be aware of their own backgrounds, which required reflection and education [58].




3.4.2. Visibility


A Spanish study reported that, in nurses’ images of palliative care, the spiritual dimension was weakly integrated [60], and participants in a mixed-methods study less frequently described the spiritual dimension compared to the physical dimension [70]. Another study reported that participants found spirituality important but rarely discussed the specific tasks of spiritual care [54]. Spiritual caregivers struggled with their visibility as well. For example, spiritual counselors in a Dutch study were motivated to use a structured method of spiritual care because they expected the professionalization and the visibility of their profession to improve [56]. In addition, clergy providing palliative care in the UK had little experience in working with palliative care providers [53], which may reduce their visibility for palliative care providers.



Nevertheless, participants in several studies emphasized the importance of the spiritual caregiver participating in palliative care. Mainly studies conducted in the Netherlands addressed this topic. For example, palliative consultation teams in a survey study stated that the spiritual counselor should be a permanent member of the palliative consultation, and available on call [36]. In another Dutch study, chaplains reported how they supported or could support ICU nurses in the integration of spiritual care in their work [58]. A qualitative study found relevant factors for implementing spiritual care in (palliative) care, which included research based chaplaincy, the context of palliative care in hospitals, and the use of a diagnostic tool. Within the organizational structure it was necessary to have a clear mandate and ownership of spiritual care and good relationships with physicians and managers [83].



A last issue was the visibility of patient groups. A survey among 6263 physicians found that spiritual care was most commonly provided to females, older patients, patients with dementia and patients who died in a nursing home [33]. Another study, examining the experiences of 137 nurses in mental health care, found that only 33% of patients with a life-threatening disease received spiritual care [52]. Furthermore, findings from a qualitative study with sixteen patients with end-stage heart failure living at home in the UK suggest that hospitals did not fully address spiritual concerns of these patients, many of whom struggled with isolation and loneliness [42]. From these three studies, we cannot draw the conclusion that particular groups remained invisible for spiritual care in palliative care, but the included studies do suggest this possibility.



We found that at least two things are required to implement spiritual care in palliative care: spiritual competency and visibility. In (further) developing spiritual competency of health care professionals, education, and self-reflection of caregivers were paramount. Visibility meant that spirituality of patients and caregivers and the experts in spiritual care easily remained invisible in health care organizations, which required spiritual counselors to participate in existing structures, like consultation teams and research projects. It was also found that there may be a risk that some patient groups remain more easily invisible than other groups, which may deprive them of spiritual care.






4. Discussion


This study aimed to map the recent empirical literature on spiritual care in palliative care in Europe, and 53 studies were included in the analysis. The results of this analysis suggest that definitions of spirituality often include elements such as meaning and significant relationships. Spiritual care in palliative care means that caregivers pay attention to spirituality, which includes hope. They try to be present, to empower and to bring peace to patients and patients’ relatives. Spiritual care includes creative, narrative, and ritual work. The findings also suggest that spiritual care has positive effects on patients, for example because it eased their discomfort. Nevertheless, the evidence for the effects of spiritual care is low. In order to successfully implement spiritual care in palliative care, in addition, caregivers need to develop their spiritual competency, through education and self-reflection. Additionally, they have to make visible the spiritual dimensions in health care in general, in which spiritual counselors play an important role.



The findings on hope are in line with the thematic review of Sinclair et al. on spirituality within palliative care, in which hope was one of the central topics [26]. In this respect, it is worth mentioning that health care providers should not only look at patients’ hope from the perspective of hope’s truthfulness (realistic perspective). They should also recognize how hope helps their patient because it contributes to their patient’s well-being (functional perspective), or how it fits within the (life) narrative of the patient (narrative perspective) [87]. Our finding of spiritual care as trying to empower patients and their relatives points at the importance of empowerment, which may involve several themes: Self-identity, personalized knowledge in practice and theory, negotiating healthcare and personal relationships, navigation of continued losses, and acknowledgement of terminal illness [88].



Holloway et al. found that there was little data on the promotion of the provision of spiritual care [27], which is confirmed in our study. Our study found several suggestions on what is required to implement spiritual care in palliative care as well. Holloway et al. also highlighted that there was a lack of studies on training, and more specifically, hardly any studies included, in their review, a description of the effects of training on health care providers and patients [27]. This is a topic that deserves further attention in future studies, though our review study included some studies reporting on the (possible) effects of training on caregivers and patients [40,54,73,81,82].



In spite of the growing evidence [4,5], we found only two RCTs conducted in Europe to investigate the effect of spiritual care interventions in palliative care, leaving aside an RCT on training [81,82]. One yielded no demonstrable quantitative effects [67], whereas the other yielded significant but small effects [37]. In this regard, it is worth referring to a recent paper on the state of science of spirituality and palliative care, by researchers working in North America. They stated that the field would benefit from hypothesis-driven outcome research and they pleaded for examining the relationship of such research with key outcomes in palliative care, the use of validated instruments and assessment of potential confounding variables [31]. Based on the findings of our review study, however, we may first need to develop appropriate outcomes since (health-related) quality of life may not fully capture the effects of creative, narrative, or ritual work, which were found to be forms of spiritual care. One possible direction is the development of (instruments to measure) narrative outcomes [89].



Strikingly, French or Italian studies were absent in our review, and except from one study, no studies conducted in Eastern Europe were included. We can only offer tentative explanations for this absence. One explanation is that these studies do exist, but that somehow we did not find them. Another explanation is to look at what these countries have in common, which is is the prominent role of Roman-Catholic Christianity. It may be the case that in these countries spirituality is more easily equated with religion and that the legitimization of spiritual care is based on this tradition. Comparing it to the UK and the Netherlands, where most included studies have been conducted, we recognize that more than one Christian tradition are widely present: Roman-Catholic, Protestant, Anglican and/or Evangelical. More importantly, there is evidence that institutionalized religions in the UK and the Netherlands have transformed into subject based spiritualities [90,91]. In that case, the scope of spiritual care is no longer focused on institutionalized traditions, but on how individuals give meaning to their situation [92].



One of the strengths of this study was its extensive search by making use of many databases, thereby covering references in several languages. While we focused on finding literature from all over Europe, our findings mainly seem to apply to Western Europe, and to a lesser degree to Northern Europe and Spain, which necessitates future studies in other parts of Europe. In addition, we synthesized the findings of European studies and future studies may make cross continent comparisons to identify differences in perspective on spiritual care between Europe and other parts of the world. Another limitation is the synthesis of data that were drawn from studies with various methods, and there are different ideas on how to do such a synthesis [93]. Consequently, it is hard, if not impossible, to assess and compare the quality of studies with so many different designs and theoretical backgrounds. However, synthesizing the results of qualitative studies may strengthen the transferability of the findings [94]. Future studies should, for example, use RCTs to evaluate the effects of spiritual care in palliative care on the receivers of this care. Another limitation or possible bias of our study is that we used a broad definition of spiritual care in order to include as many studies on spiritual care as possible. Reflecting on our strategy, including our search terms, we recognize that there are many similarities with the working definition of spirituality used by the Taskforce Spiritual Care of the EAPC, which is based on a wide consensus in Europe (see Results, spirituality).



We conclude that, based on recent empirical studies, our study has provided insight into spiritual care in palliative care in Europe. A majority of the included studies have been conducted in western European countries, limiting the applicability of our findings to other parts of Europe, like eastern European countries. The findings gained through this study have shown the variety of spiritual care practices and the significance of developing spiritual competencies and visibility of spirituality and spiritual care in healthcare. We conclude that the evidence for spiritual care interventions, based on RCTs, is low. Future studies are necessary to investigate the effects of spiritual care more fully, and to develop outcome measurements that appropriately capture the effects of the variety of spiritual care practices. We hope that our study together with future ones help caregivers to support patients and patients’ relatives to give words to what is meaningful for them in the last phase of their lives.
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Figure 1. Flowchart. 






Figure 1. Flowchart.



[image: Medsci 07 00025 g001]







[image: Table]





Table 1. Characteristics of the included articles a.
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	First Author b
	Objective
	Methods
	Participants
	n
	Setting
	Country





	Brinkman-Stoppelen-burg [33]
	To investigate how often PC consultants, pain specialists, psychological experts and spiritual caregivers are involved in caring for patients in the last month of life, and which factors are associated with their involvement
	QN: survey
	PC team/consultsant (12%), pain specialists (3%), psychologists/psychiatrists (6%), spiritual caregiver (13%), other caregiver (27%)
	6263
	Various
	Netherlands



	Burbeck [34]
	To assess the involvement of volunteers with direct patient/family contact in UK PC services for children and young people
	QN: survey
	Hospice providers
	21
	Hospice
	UK



	Carrero Planes [35]
	To develop a tool to guide the psychosocial and spiritual attention for patients and their families in advanced disease at the end of life, and to analyze the tool’s content from some preliminary results
	MM: analysis of responses to the tool
	Cancer patients (n = 65), main caregivers (n = 47)
	115
	Hospital, home care, day care center
	Spain



	Ettema [36]
	To explore in what way the spiritual dimension of PC is embedded in the palliative consultation teams
	QN: survey
	Coordinators of palliative consultation teams
	25
	Palliative consultation teams
	Netherlands



	Kögler [37]
	To investigate the relationship between mindfulness, mental distress, and psychological well-being in informal caregivers, and evaluate if the effects of the intervention were mediated by mindfulness
	QN: RCT
	Relatives of PC inpatients
	130
	At home
	Germany



	Llewellyn [38]
	To understand how healthcare professionals conceptualise spirituality among seriously ill children and young people and their families, and their experiences in dealing with spiritual issues that emerge in practice
	QL: thematic analysis of workshop
	Healthcare professionals working with seriously ill children, among whom nurses (36%), clinical psychologists (16%), chaplains (12%)
	25
	Various, mainly paediatric community (56%), paediatric hospital (20%)
	UK



	McTiernan [39]
	To explore the lived experience of individuals with terminal cancer receiving PC in Ireland
	QL: interviews
	Patients with a diagnosis of terminal cancer
	8
	Hospice or residential settings
	Ireland



	Paal [40]
	To identify spiritual care training courses currently running or planned for the near future
	QN: survey
	European Association of PC members
	36
	Various
	Various



	Papadaniel [41]
	To analyse the impacts of changes brought about by an individual illness on the relatives’ employment situation as well as on family dynamics
	QL: in-depth interviews
	Family members of very ill patients and family members’ colleagues or managers
	ca. 80
	Various
	Switzerland



	Ross [42]
	To identify the spiritual needs and spiritual support preferences of end-stage heart failure patients/carers and to develop spiritual support guidelines locally
	QL: semi structured interviews
	Patients with end-stage heart failure
	16
	At home
	UK



	Rudilla [43]
	To offer evidence on the efficacy of counselling spiritual needs to improve the spirituality of patients attended in several health services
	QN: clinical trial
	Patients with cancer (87 %) and other patients
	131
	Home care & hospital
	Spain



	Thomas [44]
	To discover how hospice chaplains understand spirituality in their practice of spiritual care and in their descriptions of their own spirituality
	QL: semi structured interviews
	Hospice chaplains
	25
	Hospice
	UK



	Tornøe [45]
	To illuminate a pioneering Norwegian mobile hospice nurse teaching team’s experience with teaching and training care workers in spiritual and existential care for the dying in nursing homes and home care settings
	QL: focus group interview
	Expert hospice nurses
	3
	Nursing homes & home care settings
	Norway



	Tornøe [46]
	To describe nurses’ experiences with spiritual and existential care for dying patients in a general hospital
	QL: narrative interviews
	Nurses, among whom four had degrees in oncology nursing and PC
	6
	combined medical and oncological ward in general hospital
	Norway



	Vermandere [47]
	To explore nurses’ and physicians’ experiences with the ars moriendi model for spiritual assessment
	MM: survey and semi structured interviews
	QN: nurses (n = 17), family physicians (n = 4); QL: nurses (n = 19), family physicians (n = 5)
	24
	Palliative home care
	Belgium



	Woolf [48]
	To explore clients’ experiences of dance movement psychotherapy in a day hospice setting
	QL: case study
	hospice patients
	4
	Hospice
	UK



	Bekkema [49]
	To explore relevant dimensions of the care relationships in end-of-life care from the perspectives of people with mild intellectual disabilities in the Netherlands
	QL: group interviews
	persons with an intellectual disability (seven groups)
	33
	Various
	Netherlands



	Brinkman-Stoppelen-burg [50]
	To study the number of hospitals that have a PC team and the characteristics of these teams
	QN: survey
	key PC professionals
	74
	Hospital
	Netherlands



	Dones Sánchez [51]
	To describe and analyze spiritual care conducted by PC teams in our country, from the perspective of committed professionals, and assess potential areas for improvement
	QN: survey
	PC professionals attending a national conference
	191
	Various
	Spain



	Evenblij [52]
	To explore nurses’ experiences with and identify barriers to providing PC to psychiatric patients in Dutch mental health facilities
	MM: survey, in-depth interviews
	Nurses in mental health facilities (QN: n = 137; QL: n = 9)
	137
	Mental health facilities
	Netherlands



	Goodhead [53]
	To explore the experiences, attitudes and training in caring for the dying of clergy working in South London, UK
	QL: semi structured interviews
	Clergy
	14
	Christian communities
	UK



	Gratz [54]
	To investigate the current practice of spiritual care training in Germany
	QN: survey
	Hospice volunteers and their coordinators
	332
	Hospice
	Germany



	Kienle [55]
	To investigate the concepts, therapeutic goals, procedures, and working conditions of integrative oncology doctors in the field of anthroposophic medicine
	QL: in-depth interviews
	Physicians working in internal medicine (n = 17), general practice (n = 12), oncology/hematology (n = 8), or other settings (n = 6) c
	35
	Hospital or office-based practices
	Germany and various



	Kruizinga [56]
	To understand the lived experience of spiritual counselors working with a new structured method in offering spiritual care to palliative patients in relation to a multidisciplinary health care team
	QL: in-depth interviews
	Spiritual counselors with various backgrounds: Roman Catholic (n = 5), Humanist (n = 2), Protestant (n = 1), Buddhist (n = 1)
	9
	Hospital
	Netherlands



	Nolan [57]
	To explore the value of chaplaincy work with people who regard themselves as nonreligious
	QL: case study
	dying man, his family-wife, daughter, sister, and son-in-law-whose religion is secularized
	1
	Hospice
	UK



	Noome [58]
	To examine the role and responsibilities of intensive care unit (ICU) nurses regarding the spiritual aspects of end-of-life care in the ICU, from the chaplains’ perspectives
	QL: focus groups
	Hospital chaplains
	11
	Hospital
	Netherlands



	Olsman [59]
	To describe a relational ethics of hope based on the perspectives of PC patients, their family members and their healthcare professionals
	QL: longitudinal semi structured interviews
	29 PC patients with incurable cancer (n = 11), severe Chronic Obstructive Pulmonary Disease COPD (n = 10), severe heart failure (n = 8); 19 family members; and 52 healthcare professionals, including physicians (n = 24), nurses (n = 18), spiritual caregivers (n = 10)
	100
	Various
	Netherlands



	Ortega Galán [60]
	To determine and interpret the nurse perspective on the spiritual dimension of individuals at the end of life
	QL: focus groups and semi structured interviews
	nurses with responsibility in the areas of health care, management, teaching and research
	41
	Various
	Spain



	Rufino Castro [61]
	To record spiritual expressions made spontaneously by patients while attending a PC unit
	QN: record expressions
	Various
	276
	Various
	Spain



	Serra Vila [62]
	To evaluate the satisfaction of caregivers and the benefits achieved with the intervention with a music therapy (MT) programme implemented in a PC Unit (PCU) in Madrid
	MM: surveys
	Relatives and friends
	100
	PC unit
	Spain



	Søfting [63]
	To examine how Norwegian children today are included in death-related rituals after the loss of a parent or sibling, how they experienced their own participation, and to explore the meaning the rituals had for them
	QL: semi structured interviews
	Children between 8 and 12 years old, most of whom (n = 7) were interviewed one year after the death of their family member; they were Christian (n = 7) or nonbeliever (n = 4)
	11
	Community
	Norway



	Steenfeldt [64]
	To explore patients’, relatives’, and healthcare professionals’ experience of life and caring practice in two Danish hospice settings
	QL: semi structured interviews, observations, field notes
	11 patients in a secular or a Christian hospice, 6 relatives, 12 healthcare professionals
	29
	Hospice
	Denmark



	Stöckle [65]
	To test the feasibility and acceptability of an adapted short-term, individual approach of EBT in preparation for a randomized controlled trial (RCT)
	MM: quantitative assessments & qualitative interviews
	Informal caregivers of various PC patients
	31
	Hospital
	Germany



	van Lancker [66]
	To increase the knowledge of the frequency and intensity of symptoms and the treatment interventions in older palliative cancer patients
	QN: cross-sectional study (symptom assessments)
	Older palliative cancer patients (mean age 75.7), many of whom had a geriatric risk profile
	400
	Hospital
	Belgium



	Vermandere [67]
	To investigate the effect of a structured spiritual history taking on the spiritual well-being of palliative patients in home care
	QN: clustered RCT
	204 nurses and 41 physicians
	245
	Palliative Home Care
	Belgium



	Willig [68]
	To reflect on the use of object elicitation in a phenomenological study of the experience of living with advanced cancer
	QL: case study
	Patients with advanced cancer
	14
	Hospital or home
	UK



	Zenz [69]
	To report on PC professionals’ views on advance directives (AD)
	QN: survey
	276 nurses and 126 physicians, of whom 74.6% had a special qualification in PC
	402
	Various
	Germany



	de Graaf [70]
	To gain insight into multidimensional care (MC) provided to hospice inpatients by a multiprofessional team (MT) and identify facilitators, to ameliorate multidimensional HC
	MM: retrospective (QN) study; focus groups (QL)
	36 records of hospice patients in twelve hospices; 4 multiprofessional hospice teams consisting of 2/3 nurses, 1 chaplain and 1 physician
	NA
	Hospice
	Netherlands



	Giezendanner [71]
	To determine which competencies in end-of-life care are considered important by GPs, to assess GPs’ confidence in these competencies in a European context and their reasons to refer terminally ill patients to a specialist
	QN: survey
	General practitioners; 80% had been principally responsible for at least one palliative, tumor patient within the last year, 82% for a non-tumor patient; 14% had undergone vocational training in PC
	579
	Community
	Switzerland



	Gómez-Batiste [72]
	To describe the overall quantitative and qualitative results of a “La Caixa” Foundation and World Health Organization Collaborating Center Program entitled “Comprehensive Care for Patients with Advanced Illnesses and their Families” after four years of experience
	MM: survey (both QN and QL)
	Professionals (n = 133): mainly psychologists and social workers; patients (n = 8964); family members (n = 11,810).
	20907
	Various
	Spain



	Gratz [73]
	To define the aims of the course (spiritual care training for hospice volunteers) and its central themes in teaching spirituality to hospice volunteers
	QL: focus group
	hospice homecare service coordinators/trainers, with teaching experience in spiritual care
	8
	Hospice
	Germany



	Kisvetrova [74]
	To determine the utilization rate of comfort supporting nursing activities in end-of-life patients in an institutionalized environment in the Czech Republic in relation to the age of the registered nurses (RNs), length of work experience, education level, and type of workplace
	QN: survey
	Registered nurses; 35.8% worked in long-term care, 29.0% in internal and oncological departments, 26.2% in an ICU, 8.9% in hospice
	907
	Various
	Czech Republic



	Loeffen [75]
	To develop a functional individualised paediatric PC plan that covers physical, psychological, spiritual and social functioning, with great emphasis on the guideline’s recommendations, advance care planning and patients’ and parents’ preferences and desires
	MM: group meetings and survey
	patients with brain tumour (n = 3), DNA repair-deficiency disorder (n = 2), peroxisomal disorder (n = 2), congenital heart disease (n = 1), or unknown (n = 1); 28 individuals: most of whom worked as physician in (a specialized areas of) paediatrics, and two parents
	37
	Hospitals
	Netherlands



	Macpherson [76]
	To explore difficulties faced by practitioners when assisting a family in the process of preparing a child for the death of a parent
	QL: field work
	Professionals (mainly medical and nursing staff), patients and families
	NA
	Various
	UK



	Olsson [77]
	To explore the psychosocial well-being of young people who participated in support groups at a Swedish specialist PC setting
	MM: surveys (both QN and QL)
	Bereaved young people (aged 16–28 years)
	29
	PC setting
	Sweden



	Paal [78]
	To analyze the process of spiritual history taking in order to collect expert insights that might be useful for health-care providers interested in integrating the spiritual dimension into their daily work
	QL: discussion panel
	Spiritual care experts: psychologists, theologians, physicians, nurses, and researchers
	11
	PC setting
	Germany



	Shaw [79]
	To examine how end-of-life talk is initiated in CALM therapy sessions with advanced cancer patients
	QL: conversation analysis
	Ten advanced cancer patients, nine social workers, one psychiatrist
	20
	cancer center
	UK



	Toivonen [80]
	To describe the experiences of nurses supporting spirituality in the care of older people living with dementia
	QL: unstructured interviews
	Nine RNs and eight assistant nurses, working in home care, outpatient care, or institutional care (public or private)