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ABSTRACT

Background: Understanding patient perceptions of their spiritual needs when approaching the end
of life is essential to support the delivery of patient-centred care.

Aim: To conduct a qualitative evidence synthesis on spirituality and spiritual care needs at the end of
life in all health care settings from the patients’ perspective.

Design: Studies were included where they were primary qualitative studies exploring spirituality in
patients with a life expectancy of 12 months or less in any setting. Two reviewers independently
screened titles, extracted data, and conducted methodological quality appraisal. A thematic
synthesis was conducted. GRADE-CERQual was used to summarise the certainty of the evidence.

Data sources: Six databases (Medline, Embase, Cochrane, CINAHL, PsycINFO, Applied Social Science
Index and Abstracts) were searched from inception up to January 2019.

Results: Fifty papers (42 unique datasets), incorporating data from 710 patients were included.
Studies recruited from a mix of inpatient, outpatient, hospice and community settings across 12
different countries. Three overarching themes were generated: the concept of spirituality, spiritual
needs and distress, and spiritual care resources. Relationships were an intrinsic component of
spirituality.

Conclusion: Meeting patients' spiritual needs is an integral part of end of life care. This work
emphasizes that supporting relationships should be a central focus of spiritual care for patients at
the end of life.

PROSPERO: The protocol for this systematic review was registered on PROSPERO, CRD42019122062



1 INTRODUCTION

Spiritual care is considered an intrinsic domain of palliative care internationally.!” Spirituality is a
broad concept that can include or exclude religion.” The US consensus definition delineates
spirituality as “the aspect of humanity that refers to the way individuals seek and express meaning
and purpose and the way they experience their connectedness to the moment, to self, to others, to
nature, and to the significant or sacred.”®®

Spirituality at the end of life is important to patients,** and family carers,® and has a positive
association with patients’ quality of life, physical health and social well-being.* 7 Patients report
being comfortable with healthcare providers inquiring about spiritual needs,® however, spiritual
and social issues are discussed less often by healthcare providers than other end-of-life issues such
as physical symptoms.” Guidelines and standards highlight the importance of spiritual care, for
example, The Irish Palliative Care Competence Framework highlights that health and social care
professionals across health care settings should understand the significance and respond to the
spiritual needs of people with life-limiting conditions.® However, where national end of life quality
indicators exist, only a small number of indicators measure spiritual care.*? Spiritual care is often
neglected by healthcare providers,'** and barriers to the provision of spiritual care reported by
healthcare providers include lack of time, personal, cultural or institutional factors, and professional
educational needs.® 2

The evidence base for the provision of spiritual care by healthcare professionals is less well
developed than other domains in palliative care research,® and it has been highlighted that there
are notable limitations to the current body of research informing spirituality training in palliative
care.® Given the focus on person-centred care, it is important that patient views and experiences
inform the development and delivery of care. Qualitative research can offer insights into how
patients at the end of life, in all health care settings, view spirituality and experience spiritual care.
The aim of this qualitative evidence synthesis is to explore the concept of spirituality and the
experience of spiritual care from the perspective of adult patients in the last year of life, in all health
care settings. The review findings will inform the development of a National Clinical Effectiveness
Committee (NCEC) national clinical guideline for care of the dying adult in the Republic of Ireland.

2 METHODOLOGY

2.1 Study design

A thematic synthesis of qualitative studies exploring the concept of spirituality and the experience of
spiritual care from the perspective of adult patients in the last year of life in all healthcare settings
was conducted. The synthesis is reported following the Enhancing Transparency in Reporting the
synthesis of Qualitative research (ENTREQ) guidance.® The systematic review protocol has been
registered on the PROSPERO database of systematic review questions and meta-analyses
(CRD42019122062).



2.2 Search strategy

A comprehensive search was conducted using six electronic databases (Medline, Embase, Cochrane,
CINAHL, PsycINFO, Applied Social Science Index and Abstracts) from database inception to 10™
January 2019. Using combinations of keywords and Subject Headings (MeSH), the searches were
adapted for different databases including the use of qualitative filters (appendix 1). Reference lists of
included articles were also searched for titles which met the inclusion criteria. The SPIDER (Sample,
Phenomenon of Interest, Design, Evaluation, Research type)*”) framework informed the review
question, search terms and inclusion and exclusion criteria.

2.3 Study selection

All potentially eligible citations identified were exported to Endnote (Version X7) where duplicates
were removed. Two people independently reviewed the titles and abstracts of the remaining
citations as per the inclusion and exclusion criteria (Table 1) using Covidence. The full texts were
obtained and independently evaluated by two reviewers. Any disagreements were resolved by
discussion, or if necessary, a third reviewer.

Table 1 Study inclusion and exclusion criteria

Sample Adults (aged = 18 years) with advanced life limiting illness, likely to die within
the next 6-12 months (e.g. advanced (stage Ill or IV) cancer of any subtype), in
any healthcare setting.

Articles merging experiences of different populations (i.e. healthcare
professionals, carers) were included only when the patients’ perspective was
reported separately.

Studies in children and young people (aged < 18 years) were excluded.

Phenomenon of Spirituality (defined as a search for meaning and purpose, which may or may
interest not include reference to the divine)? at the end of life
Design Qualitative design, using methods of data collection and data analysis which

are recognised qualitative methods such as interviews, focus groups, thematic
analysis, or content analysis.

Evaluation o Views

e Attitudes

e Opinions

e Experiences.

Research type Original qualitative research articles (e.g. Grounded theory, ethnography,
phenomenology). Only the qualitative results of mixed-method studies were
included. English language only.

Editorials, commentaries, opinion pieces, abstracts in proceedings were
excluded.

2.4 Data extraction

Data on study characteristics (e.g., setting, duration), participant demographic characteristics (e.g.,
age, life expectancy, religious affiliation), theoretical perspective and the methodology employed
were extracted independently by two reviewers. Data for the thematic analysis were extracted from




the results section only (not discussion) of papers, and included both author interpretations and
participant quotations.

2.5 Appraisal of studies

The Critical Appraisal Skills Programme (CASP) tool for qualitative studies was used to appraise the
quality of the included studies by two reviewers independently and the overall judgement for each
of the CASP questions was agreed upon by consensus.!*® The CASP checklist consists of 10 questions
that are designed to help researchers appraise qualitative studies systematically. The answers ‘Yes’,
‘No’ or ‘Cannot tell’ were selected for each paper to indicate whether the CASP question had been
addressed, been addressed partially or not been addressed.

2.6 Synthesis of results

Thematic-synthesis, as described by Thomas and Harden,*® was used in this study. Thematic-
synthesis consists of a three step process; step one consists of line-by-line coding of the data of the
findings of primary studies. The second step involves organisation or grouping these codes into
related areas to construct 'descriptive' themes. In step three, the descriptive themes were iteratively
examined and compared to refine the relationship between them and generate analytical themes
that is, themes that go beyond the descriptive themes to provide new insights related to the review
guestion. All studies were imported into NVivo 12 (QSR International) for coding and analysis.
Following multiple readings of the included papers, data-analysis was carried out by one reviewer
following the three steps outlined above. In order to increase confirmability of the analysis, all
studies were independently read by a second reviewer to crosscheck the coding structure and
themes developed. The main analysis was conducted by one researcher (BC), who has a background
in health services research and has a more humanistic or existential conceptualisation of spirituality.

2.7 Certainty of the evidence

The GRADE-CERQual (Confidence in the Evidence from Reviews of Qualitative research) approach
was used to summarise confidence in the evidence.?® Four components contribute to an
assessment of confidence in the evidence for each key finding: methodological limitations,
relevance, coherence, and adequacy of data. The confidence in the evidence for each key finding
was graded by two reviewers as high (highly likely that the review finding is a reasonable
representation of phenomenon of interest), moderate (likely that the review finding is a reasonable
representation of phenomenon of interest), low (possible that the review finding is a reasonable
representation of phenomenon of interest), or very low (not clear whether the review finding is a
reasonable representation of phenomenon of interest).

3 RESULTS

3.1 Search results

The search identified 17,216 citations with four additional citations from other sources. After
removal of duplicates, 9,118 titles and abstracts were screened with 8,814 references excluded. 304



full-text articles were assessed for eligibility with 254 excluded (Appendix 2). A total of 50 papers
were included (Figure 1).

[insert Figure 1.]
Characteristics of included studies

Fifty studies, representing 42 unique datasets, were included (Appendix 3). Data from 710 unique
patients, ranging in age from 19 to 100 years, was incorporated across the 42 datasets. The majority
of studies were conducted in North America (n=26),%%¢ with 11 from Europe, “’>”) seven from
Oceania,* %83 and six from Asia.®*%) Participants were sampled from hospice settings (inpatient
and hospice at home) in 27 studies, % 2% 27,28, 30-37, 40-42, 47-49, 55, 56, 58-60, 62-64, 68) gcyte and long-term care
settings in nine, (2% 2%,46,57.61,65:67,69) ganerg| practices settings in three,** %> cancer centres in
four,?>26:38.39) 3 mix of settings in three studies,?*>% > and palliative care centres in two studies.>
>3 One study provided no details on where participants were recruited from.“® One study used a
case study approach, analysing the content of a prayer journal written in the patient’s home and a
cancer camp.®

The majority of studies recruited patients on the basis of their limited life expectancy. For 10
datasets, studies were included where they reported that the majority of patients (i.e. > 50%) had
died within a year or before study completion. (2% 26:28,29,33,36, 38,41, 48,61, 63) T\yenty-one datasets
included participants with a mix of chronic conditions, 2%, 23 27, 30-35,41-47, 49-52, 55, 56, 58-60, 63) 18 (atasets
included only participants with cancer,® 22 25 26: 28,29, 3639, 48, 53, 54, 61, 62, 64-69) gnd one dataset included
participants with only neurodegenerative diseases.®” Two datasets did not specify participants’
conditions. 2% 40)

Twenty-two studies focused on issues of spirituality at the end of life,* 21, 22 24,27, 30, 34, 35, 40, 41, 46, 49-51,
55,56, 58-60, 62, 64, 65) \\ hjle the remaining studies provided insights into spirituality within the broader
context of patient needs and experiences at the end of life.(?3 2% 26 28, 29, 31-33, 36-39, 42-45, 47, 48, 52-54, 57, 61, 63,
669 |n the studies that reported religious affiliation, patients included Christians (predominantly
Catholics, Protestants, Baptists and Methodists), Muslims, Jews, Sikhs, Buddhists, Confucian or

Taoists, charismatic denominations, and those with no specific religious affiliation.

Fourteen of the 50 papers reported using a phenomenological methodological approach,?% 25 263638,

40,41, 45, 58-60, 63-65) three papers used a grounded theory approach,?®>*5% two an ethnographic
approach,?** and one used objective hermeneutics as an approach to creating case studies.?? The
remainder of the studies did not specify a particular paradigm. All but two studies analysed data
from transcripts of interviews. One study used a case study approach, analysing the content of a
prayer journal?? while another study analysed oral responses collected as part of a larger study.?”
Five studies described using a mix of interviews and participant observation. > °6:6567)

3.2 Quality appraisal
A summary graph of the appraisal of included studies is presented in Figure 2.

[insert Figure 2.]



The majority of studies provided a clear statement of the study aims, adequately described the study
design, data collection and used a rigorous analytical approach, provided a clear statement of the
research findings, and addressed ethical issues. The potential for bias in data collection, analysis and
interpretation arising from the relationship between the researcher and the participants was only
adequately reported in six of the 50 studies.®* 4245515264 Appropriate recruitment strategies was
another area of poor reporting with 34% of studies providing either insufficient information 222427,
30-32, 34, 35,46, 48, 55-57, 61, 9) or reporting sufficient information but outlining an approach that was
inconsistent with the study design, for example using saturation as reason to stop recruitment with a
phenomenological design.?2¢)

3.3 Thematic synthesis

Three overarching themes were generated — the concept of spirituality, spiritual needs and distress,
and spiritual care resources. While presented as discrete themes they are interrelated (Figure 3).
Direct quotations from study participants are presented in italics. Generated themes were common
across all studies, regardless of setting, participant age, condition, or proximity to death.

[insert Figure 3.]

3.3.1 Concept of spirituality

Spiritual definitions were both explicitly discussed by participants and articulated implicitly through
author interpretations across the studies. A wide variety of interpretations were presented and
spirituality was expressed in three broad sub-themes: religious understandings, relationships, and
existential or humanistic understandings (Table 2). Only a limited number of studies included
participants who reported to have no spiritual beliefs.®% 47:50.55.56) Regardless of how spirituality was
conceptualised, participants recognised the important role it played at the end of their lives: “I think
it’s important, but especially important in the situation I’m in. It would be very difficult if | didn’t have

”(4

any sense of spirituality.”® Spirituality was a source of support and comfort to help patients deal

with their illness and current situations. (2 29 33-35 38,41, 48,50, 56, 57,59, 61) |t 3150 promoted peace of

4,22, 30, 48, 64, 65, 67

mind' ) and a sense of well-being(® 2% 2227, 51,62,63) for many participants.

Table 2 Concept of Spirituality

Sub-themes lllustrative quotation

Religious “From firmly within a Christian paradigm, a middle-aged male artist named his
spirituality as synonymous with religion, ‘It is fairly conventional. | am a
Christian’”.®?

Relationships “It’s one of those things you want to spend a little more time with them (his

grandchildren), take them fishing or, you know, just throw rocks in a pond. | guess
that’s part of spirituality to me.”?%

Existential or “It’s a long and broad subject. Spirituality to some can be religion. Spirituality can
humanistic mean the science of being human. What does that involve? What's your driving
force within?....For me, spirituality is the science of learning what it is to be human
and what our abilities and capabilities that we rely on to help us get through our
day to day living”.1*®)




3.3.2 Spiritual needs and distress

Reflecting the broad conceptualisations of spirituality identified, there was a wide variety of spiritual
needs and sources of spiritual distress expressed. The identified spiritual needs and sources of
distress have been grouped into four main sub-themes: relationships, managing remaining life,
dealing with dying and after death and finding meaning. While they have been presented as discrete
themes they represent an interrelated continuum and arise out of the context of the diverse
conceptualisations of spirituality identified (Figure 3). Selected illustrative quotations are presented
in Table 3.

3.3.2.1 Relationships

Relationships were identified as a core aspect of the conceptualisation of spirituality, and
incorporated both human and beyond human connections.

The need to connect with family and friends was keenly expressed repeatedly across included
studies. (23 24 27,30, 36-39, 43, 45, 47, 60, 65, 68, 69) Racejving support was a key need but participants also
expressed the need to participate in relationships and reciprocate by taking care of loved ones in
return. 30 33, 36.42,51,54,69) Thjs was done by demonstrating affection and love, but also through taking
care of the more materialistic future needs and security of family and friends for their own peace of
mind_(ZS, 54,55, 60)

Considering the centrality of relationships, losses in those relationships were a core driver of
spiritual distress for participants, contributing to a sense of loneliness and isolation. In some cases, it
was the complete loss of relationships that was the source of distress.(3% 3> 3943, 46, 48,50, 51, 58, 60, 68, 69) |y
other cases, it was the loss of relational identity, who they had been in their relationships, that was
the source of distress. (2> 2630 33,50, 51,60, 65)

Some participants felt the need to seek closeness and connection with God.?% 23283539 A |oss of this

relationship with God created further distress approaching the end of life for many patients.?2 2> 2
33, 46, 50, 56)

3.3.2.2 Managing remaining life

“I'm using my flexibility not to devote my time toward how | am going to die and praying, etc. ...I'm
using my flexibility in time management to do things that the living do, not the dying.”?®

Staying focused on being alive and “maintaining a lifeworld”“® was an important need expressed.?®
33,38, 39, 42-44, 53,55, 61, 68, 69) The need to maintain relationships and stay connected, as described above,
was one component of living. Other components of living included looking “for the positive instead
of the negative",‘3°' 31, 33, 37-39, 42-44, 47, 53, 60, 63, 68) “just taking each day as it comes” 25 30, 31, 33, 36, 38, 42, 46,47,

50, 55, 60, 69) maintaining hope(zs' 37-39,47,51,67,68) g appreciating nature. (27,30, 31,33, 36,44, 46, 53, 64)

The importance of identity and sense of self was expressed strongly.(?3 2> 334463 Remaining in
control of medical care and medical decision making,?> 37 3% 40.54.63,69) staying independent for as
long as possible!3% 33 39.53,54,61) 3nd staying active were some of the ways participants maintained
their sense of self. Passing on a legacy, beyond material aspects, as a means for continued existence
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in the future was important. This involved passing on values and traditions,?® 4% 4> 3% €569 passing
on wisdom(25 36,40,69) gnd creating good memories. 31 33,37, 38)

It was however clear across the included studies that despite a positive attitude and embracing the
moment, living with the reality of illness, symptoms and suffering caused extreme distress. A
recurring source of distress identified was a loss of sense of self, encapsulated by participants losing
their independence, ability to do things and feelings of uselessness.* 2% 3% 33, 36,38, 39, 43-45, 47, 48, 50, 51, 54,
60,66,69) An important contributor to this loss of self was increased dependency on family and friends

(21,23, 25, 26,40, 48, 60, 66, 69) Baing dependent and becoming a burden on

due to their physical conditions.
family was a threat to independence and overall sense of self, and was difficult for many people to

accept. (21,2325 26,40, 44, 48,54, 60, 66, 69) For some, this suffering prompting a loss of the will to live. 2% 26:3%
44, 48, 50, 51, 66)

3.3.2.3 Dealing with dying and after death

“Dying is no easy thing; there’s a lot to it.”3®

A minority of studies referred to patients actively avoiding thinking about death. 2% 274044, 54,5%)

However, for the majority of participants, accepting death was an important consideration. Death
was conceptualised as a natural part of the life cycle.?% 36:3%,44,55.60.69) Accepting death provided an
opportunity for patients to prepare and plan for dying and for after death. Common themes patients
planned for included how and where they would die, their wills and their own funerals,®* 5> 60 64,65
and getting their affairs in order by tending to legal and financial matters.(?% 30 39.41,54.60) preparing to
die also prompted participants to reflect on their lives and confront their demons.

Accepting the inevitability of death was facilitated in many cases by a belief in God and God'’s
control:(21 23,3540, 48,64,65,67) “|’ye tyrned things over to God and I’'m ready to go. When He says He’s
ready, I’'m ready”?” and a belief in an ‘afterlife’ which provided some comfort and reduced the fear
and uncertainty of what came next, after death. (2% 27,28 35 44, 48,50, 55, 56, 59, 64)

For some, having a terminal iliness served as a ‘momento mori’, a sharp reminder of mortality which
in turn triggered suffering,*® rather than acceptance. For some that suffering was caused by fear of
dying: "One thing | dread is being on my own. | am not frightened to die, but | am frightened of dying,
I don’t want to go through all this pain.”"® For others the suffering came from the uncertainty of

what happens during the dying process and the uncertainty of what comes after.(* 33 3440, 44, 46,50, 54,
55, 58, 59)

3.3.2.4 Finding meaning

The two core areas where patients needed to find meaning were finding meaning in life and finding
meaning in their illness.

Participants viewed meaning in life and purpose through relationships in many instances, reflecting

y. (4 28,34,36,41, 42,50, 51,64) Others found meaning and purpose

the core of relationships in spiritualit
through their belief in a god or higher power.(?1:2% 27:36,5%,60) The need to remain involved in life was

identified strongly across the included studies as the meaning in life, as described above.



Many participants were able to find meaning in their illnesses also. For some, their iliness had
changed and challenged them in positive ways. Their illnesses provided the opportunity for
reflection, personal growth and developing wisdom, 3% 38 39 42,44-46, 53,60, 69) mych of which resulted in
an increased acceptance of themselves.% 424564 For some, illness represented an opportunity to
find or renew their spirituality through creating closer relationships with loved ones, % 44 ¢ or
through finding or renewing religious beliefs. (2% 33 35 36,39, 41, 48, 56, 59)

The opposite view was also expressed however, and participants had difficulty in constructing any
meaning in life from their current situation.?* > 5% They worried about the pain caused to family®®
48,51,65,66) and could see no transformative effect or meaning in their current situations: “You can get
tired of pain. And everything that comes with it, and all the upset to people who love you...they tell
you pain is a teacher. | question that.”*® Many only saw a negative meaning within their illness, % 3%
50,57 it was a punishment from God (212339 41,46,56,57,59,67) gnd an unwelcome test of faith. (2% 44 66)

Table 3: Selection of illustrative quotes of spiritual needs and distress

Sub-themes ‘ lllustrative quotation

Relationships

Need to connect with family “You need help. You have to have some support from people in
and friends your families...spiritual help from your family as well as friends

and relatives. I've got a lot of them. In describing spiritual help, he
stated, more or less just somebody to lean on. Somebody to
help...somebody to talk to”.*°

Taking care of loved ones “you know, we’ll be sitting here on the couch watching TV and she
says, “Would you rub my neck?”...so | do. She’s hurting. I'm
hurting. | care; we empathize. I still try and give her relief in her
shoulder and neck...she has worked all day...and | do it lovingly
and caringly”®®)

“It is maybe a bit weird to say, to organize these materialistic
things now, but you worry about it. | don’t think I’'m the only one
who wants to leave everything behind as good as possible.”*

Loss of relationships “When they know you’ve got cancer, you’ve got secondary, they
all shy away from you. They don’t have a clue how to talk to you.
And you can feel it just in their body motions as they are coming to
you that they don’t want to say anything. And people that | was
really depending on for support...who had helped so much for
many years, didn’t even come over. And it really hurt.”®®

Loss of relational identity “Although | feel lonely and scared because of my declining health
(during the evening and night in particular), | was embarrassed to
ask for my children’s comfort and companionship because | used
to be their leader and protector.”®)

Loss of relationship with God “I actually believed that there was something, but then when you
approach God and nothing happens and no matter what you do,
you can’t...Then | don’t think that you can keep that faith. Because
that goodness that God is supposed to have, like...Then it doesn’t
make sense, then it’s more cruel, yes.”®

Managing remaining life

Maintaining a lifeworld “There are, of course, many negative things about it, but yes, life is
still very much worth living.”>®
Sense of self “I've accepted everything that came along and incorporated it in
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my living. But my illness is not who | am.”3

Feelings of uselessness

“I’m depressed, very much so, because | can’t live. | can’t live and |
can’t die. | can’t do anything. | can’t get interested in anything. |
used to enjoy movies and bingos and things. I've lost all enjoyment
in them. So it’s just a matter of living from day to day waiting to
die, and that’s no good. It’s just no good, it’s making me sick, and
they can’t tell me anything when | ask them, you know. How long
they think it’ll be, they have no idea.”*)

Being dependent and becoming
a burden

“I cannot come to terms with the changes in my life, from being a
capable person to an incapable one. | cannot accept it. [I] have
lost the value of being a human ... lost my dignity as a human
being ... and as a mother, | feel sorry for my son. But as | am ill,
and not having any other person to help me, | have to rely on my
son...Last night, | woke my son up because | was in pain, asking
him to massage my legs...asking him to do physical therapy
exercises on me. When he woke up to massage me, his eyes
remained closed...that really made me feel deep pain. He is so
young...only 17 years old, still in the process of growing up, so he
needs longer rest. Having to look after me, he has only 5 hours to
rest at night, while other boys might have 8 hours. | feel sorry for
my son that he has to wake up in the middle of the night to look
after me, but what else could | do? | cannot control my body. | feel
worthless. Nowadays, | feel like my life is worth nothing. | am
suffering a lot [from the whole situation].”(®®

Dealing with dying and after dea

th

Avoiding thinking about death

“At any rate | don’t think about dying...it’s pushed away...yes, it is
placed—it’s clarified...it’s how it is, and when it comes, then, that’s
the way it is”®>

Uncertainty

“Is it real; is there life after death, where am | going? What
happens if | am wrong and there is something after all?”>%

Finding meaning

Meaning through relationships

“I am always concerned about the health and happiness of my
children and grandchildren. Sometimes | felt stressed that there
are so many family members and friends | need to care for.
Nevertheless, that is the meaning of my life. If | did not have
anyone whom | need to care about, | would feel my life was
absurd.”(®4

Meaning through belief in a god
or higher power

“God put me here for a purpose. | believe that prayer of St. Francis
Assisi—to change what you can and accept what you can’t.”?”)

Meaning in illness - renewing
religious beliefs

“What is the meaning of suffering? That’s the kind of question you
ask yourself now. A big question. | came up with an answer. The
meaning of my suffering is that it has deepened the faith of
everyone around me, their spirituality. And it’s brought them
closer to each other. | think it’s important to say that I’'m not going
through this suffering for no reason. There’s a reason for this
suffering.” “4

No meaning

“What is the point of life—years of happiness followed by a few

years of misery and then out?”°)
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3.3.3 Spiritual care resources

As described above, patients at the end of life demonstrate an array of spiritual needs which were
met and unmet to varying degrees. Across the included studies, two main categories of spiritual care
resources were identified that were used by participants to meet these spiritual needs: personal
resources and resources related to the professional support that patients received.

3.3.3.1 Personal resources

Many participants actively engaged in regular personal spiritual practices. For many that was in the
form of traditional religious practices such as participating in religious services and rituals (for
example communion, confession) or reading the bible. The most frequent activity (for both religious
and non-religious participants) was praying.(21-2327-30,35-37, 39, 41, 50, 51, 53, 54, 56, 59, 67, 68)

As described above, the most salient spiritual activity was engaging in meaningful relationships and
connections with family and friends. Family and friends provided much needed support, physically,
emotionally and spiritually:

“I just can’t imagine how anyone does this without the support system that | have. There are so many
people who’ve helped me in huge ways. That’s how I’'ve gotten through this with my family and
friends. What I’m looking for is to be able to take this with a little more grace. | am not a brave little
soldier, never pretended to be. | would just like for all of us to be sure that we all know how much we
love each other, and how important that love is in a person’s life. All you need to get you through this

life is love.”

3.3.3.2 Resources related to professional support and health system

Experiences of spiritual care were explicitly explored in 11 studies,* 3% 38 41,46,49, 50, 53, 57, 63, 68)
however, the themes were apparent across many of the included studies. Only one study reported
that patients did not consider spirituality as part of their healthcare needs or that patients were
unaware of this aspect of care.®?

Across studies a broad sense of spirituality was expressed and likewise, views on who should provide
spiritual care were generally quite broad. Spiritual care encompassed anyone with whom patients
felt heard and understood, which in turn, left them with the sense of connection, otherwise missing
in spiritual distress.*® This included family, friends, and healthcare professionals.

Genuine caring, compassionate and honest relationships with healthcare professionals were
meaningful to participants. This included both medical care and small gestures such as learning
patients’ names, engaging in honest conversations, listening, being respectful, showing compassion,
paying attention to the patients’ overall well-being and smiling at patients.(?* 28 37-39, 41, 46,47, 49-51, 53-55,
60,63,65,69,70) Tying in with the need to maintain a life, maintaining a sense of identity and self “Being
treated as individuals who were important, rather than diseases, made the most difference to how
people felt on a day-to-day basis: My G, the most important thing that he does—well he assures me
that I’'m not away yet. He always listens” .*°

Patients reported suffering was increased by the way healthcare providers spoke to them, poor

bedside manner, a lack of information, reluctance to engage and poor understanding of religious
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beliefs and practices.4> 475254 55, 62,69, 71) Aregs jdentified for improving the quality of spiritual care

delivered from the perspectives of patients are summarised in Table 4.

The physical environment, for those in hospital or hospice settings was highlighted as an important

resource to facilitate the use of personal resources. This included privacy, comfortable rooms for

visitations, tranquillity, beautiful views, appropriate dietary provision, appreciation of feng shui and

prayer facilities. (24 52 5% 61,63, 69)

Table 4: Areas identified within studies for improving the quality of spiritual care

Area lllustrative quotation
Talking to “I think it would be good if you could always get to talk to someone when you are
patients feeling really down or not well... even if they only talk to you to put your mind at

rest.”#9)

“If I was sitting talking to a member of staff...then | wouldn’t mind in the slightest if
they were giving their own opinions of things because we are not talking preaching...
we are talking about something we are both interested in”“®

“How can | help today?”“®

“It’s nice, somebody stops in and sounds sincere when they say how you doing.”?*

Asking about
spiritual
needs

“I’d ask them if they were alone. If they felt alone. (patient 6)” (4®)

“someone could chat with you and ask you those questions in an informal way to get
the background really... | would want to know more about what they were searching
for but | wouldn’t mind answering any questions like that”“®

“In regard to sample questions (to initiate spiritual care discussions) that were shown
to patients, they felt that three might be particularly useful: ‘What principles do you
live by?’ ‘Do you have a personal faith?’ ‘Have you ever prayed about your
situation?” )

“It would be nice if something was offered. And maybe not specifically, but if they
would, for example, if the specialist checks my breathing, checks whether my
abdomen hurts etc., she could also ask if | am still feeling happy. Or if | am, | don’t
know, crying more, or something like that...because that is not what she is asking. It
would be nice if that was asked, because then you at least have an opportunity to talk
about it. It could well be that there is no-one at home talking about it with you.”>*

“I think it’s attitude, and if they approach you rather than you approaching them, you
can do if you want to but what | have noticed is they make sure that they come round
and speak to you individually...if you don’t want to that is fine as well” *)

Listening

“Just listen. You’d be surprised to know what you pick up...“what would they be
listening for?...hints about how the person is really feeling.”*®

“She listens. She truly listens. She does listen. You can talk all you want. There are
certain doctors that are hearing what you are saying but are truly not hearing or
listening. You know...she really truly listens to what you are saying.”*®)

“...the power of listening. It’s so incredible.” *°

“I do have this conversation but it’s got to be with people who understand, and are not
going to judge or criticize...listen to what you say...”“®

“They ask it every day, ‘how are you feeling?’ but do they take the time to stop and
listen to what [the patient] said...” (4¢)

“listening and communicating are the two biggest pieces of advice | could give ... talk
about everything. Don’t be afraid to just say your feelings because the person knows it
if you are hiding things like that. A person feels it.”“?

“all you can do is train somebody to recognise the individual, that they have needs
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whether they are nine or ninety they need to be listened to and they need to be
valued”*

Giving
information

“I think you have to help me out a lot by being just plain truthful. You should tell
people what they want to know...I like an honest man...I tell the truth too
[grinning].” 8

“It is an awesome aspect to be turned loose into that system. | think they expect us
[pause], they think we know more than we know. But, we are almost completely
ignorant of the procedure or what to expect or how to do. You know if you do it every
day, it becomes second nature to you. | would say the time aspect of it and to keep
you a little more informed.”%®

“Comfort the patients, informing them of improvements made and letting them know
that they will try their best when the patients’ condition deteriorates.” ¢®

Personal
attention of
professional

“Oh, spiritual care is just—I guess simple term | would use is just respect. It’s just—
yeah, just simple respect would be the first step...If you respect the reaction of the
person you can reinforce where they are coming from. Which is all that really

medical matters.” )
caregivers for | “...the doctor will probably walk in this evening, he always comes walking in and out,
patient once a week...we drink coffee and we talk for a while...that is really great.”>3
wellbeing “Tell patients not to focus on their illness and encourage them not to give up.”®®
“Getting patients their favourite food.”®®
“They lower the patients’ suffering when they help me run errands.”®®
“Help patients fulfill their wishes to the best of their ability.” ©®)
“Typically, participants emphasized the provision of compassion and kindness. As one
participant stated, Kindness and compassion go a long, long way.*?
“Another participant specified the importance of being present and supportive,
support them. Try to be understanding, talk, communication is the most important
thing that you can do”. “?
Practical “Provide the necessary care.”®®
medical care “They can help strengthen our bodies to allow easier treatment.” ¢®
delivery
Participate in | “Two suggested that nurses should just go in and say a little prayer with them.”?
religious “One patient described their family doctor praying: That wee prayer, that is more
activity valuable than all the pills”*°)
Improved More frequent and longer visits from chaplains.?%
access to
chaplaincy
Views on “I think that [staff developing skills via training] is very important...it’s a huge step. |
training guess it would be okay to turn around and say do you know | have often thought

about that myself and | don’t have an answer, but if you talk to this member of staff
she might be able to help you a little bit more than I” *)

“what kind of training, well first of all a new patient comes in and you get to know the
patient...First of all you would have to ask, you wouldn’t impose it on them...you would
ask them first” (4
“Training was thought necessary to teach people to elicit, recognise and meet
individual needs: he [staff member] validated what | was thinking, he didn’t make any
judgments...and at my pace we were allowed to explore that in a little bit more detail
and | have a good enough relationship...to feel | could discuss it again with him” “*°
“l also think in terms of training that it’s useful sometimes to have real patients and |
think it is really important that people, staff are open and listening to criticism
constructively”“?
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3.4 Certainty of the evidence

Confidence in the review findings (as assessed by GRADE-CERQual) ranged from medium to high,
and there was strong consistency in the findings across countries, population groups and clinical
contexts (Appendix 4).

4 DISCUSSION

4.1 Main findings of the study

This qualitative evidence synthesis identified 50 studies (42 datasets) from various healthcare
settings that explored spirituality, mainly through face-to-face interviews with patients in the last
year of life (n = 710). A comprehensive thematic analysis resulted in the generation of three
overarching themes: the concept of spirituality, spiritual needs and distress, and spiritual care
resources. The certainty of the evidence using the GRADE CERQual approach was judged to be
moderate to high.

4.2 Context of other literature

In keeping with international consensus definitions, spirituality was found to be a broad concept,?
encapsulating references to religion and higher powers, and more existential or humanistic
dimensions. %2 Edwards et al (2010),*¥ identified that relationships were the most important
dimension of spirituality in a systematic review of 11 qualitative studies of patients receiving
palliative or hospice care. However, many patients die in acute and long term care settings and
primary care settings, for example, up to half of all cancer deaths in high-income countries occur in
acute hospitals.* Our synthesis further corroborates Edwards et al,® line of argument, through
the inclusion of a larger number of studies across all health care settings. Relationships with family,
friends, the self, healthcare providers and higher powers were integral to people’s sense of
spirituality.

Spirituality has been identified as a key asset for patients’ approaching the end of life a positive
association with patients’ quality of life, physical health and social well-being has been
demonstrated.®* 7 The studies identified in this review highlighted that participants recognised the
importance of spirituality to their overall well-being and peace of mind, and expressed a wide range
of spiritual needs. These needs were quite varied and encompassed many aspects of patients’ lives
beyond religion including the need to have relationships, manage remaining life, deal with dying and
after death and find meaning. The most salient spiritual activity identified was engaging in
meaningful relationships and connections with family and friends and with healthcare professionals.

Spiritual distress is common in patients with advanced, terminal conditions.”>73) Within the studies
identified here, losses in relationships were identified as a core driver of spiritual distress; however,
distress arose from a number of unmet needs such as a lack of information.
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The provision of spiritual care, is considered an intrinsic domain of palliative care internationally.®
Within this review, we identified two main categories of spiritual care resources: personal resources
and resources related to the professional support received within the healthcare system. Personal
resources particularly included patients’ own personal religious practices (especially praying).
Previous quantitative studies have found a positive association between practicing and participating
in religious rituals and quality of life in the context of palliative care.’ The provision of spiritual care
can be neglected by healthcare providers.* > Across the included studies, the provision of spiritual
care was not viewed as a task or a treatment given by health care providers alone. While board-
certified healthcare chaplains are recognised as the formally trained spiritual carers in the healthcare
setting, spiritual care, as conceived by patients could be provided by anyone (not just chaplains) with
whom patients felt heard and understood, which in turn, left them with the sense of connection.
One of the most salient factors to arise from this analysis was that genuine caring, compassionate
and honest relationships with healthcare professionals, that should be part of good holistic patient-
centred care, were meaningful to participants as they felt affirmed and valued by health
professionals, which in turn supported their desire to find meaning in their remaining days and
months.

4.3 Strengths and limitations of this review

This study was conducted according to the ENTREQ reporting guidelines*® and is the protocol was
registered on PROSPERO in advance of conducting the review to ensure transparency. An extensive
search of the published literature was conducted using a detailed search strategy across six
electronic databases. Two reviewers were involved in all stages of the review (screening, data
extraction, quality appraisal and assessing the certainty of the evidence using the GRADECerqual
approach), reducing bias. The cultural and religious diversity in the included studies is a strength of
this review, increasing the applicability of the findings.

However, the review has some limitations including restriction to English language studies only and
the inherent difficultly of identifying qualitative literature in systematic reviews."”” The main analysis
was conducted by one researcher (BC). The initial themes and the analysis were discussed with
others member of the research team and were presented to the guideline development group
(comprised of multidisciplinary stakeholders including palliative care professionals and patient
representatives) for discussion to increase the conformability of the themes.

4.4 Implications for Healthcare Professionals

Relationships are an intrinsic component of spirituality. This work emphasizes that supporting
relationships should be a central focus of spiritual care for patients at the end of life. Aspects of
palliative care training of healthcare professionals that focused on person centred care, such as how
to engage with patients on topics of spirituality and the importance of listening to patients were
highlighted as ways of improving spiritual care. Our study strongly reinforces the need to listen
openly, being guided by the patient, to allow them to explore what is important to them, which in
turn may help to alleviate their spiritual distress. Meeting the spiritual care needs of patients
necessitates all healthcare providers have some degree of proficiency in this regard. Existing spiritual
care training programmes (such as Clinical Pastoral Education) used in healthcare chaplaincy
education may have a role in broader spiritual care education for healthcare professionals. Given the
importance of family and friends in the role of spiritual care, emphasis on supporting and facilitating
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family to provide this care, both directly and indirectly, for example ensuring access to patients in
inpatient settings, may be important. Ensuring the physical environment can facilitate drawing on
personal resources by, for example, having comfortable rooms for visitations and prayer facilities
would be of benefit to patients.

5 CONCLUSION

Spiritual care is an integral part of end of life care. Patient perspectives on spirituality were broad
encapsulating references to religion, and more existential or humanistic dimensions. Relationships
were identified as an intrinsic component of spirituality. This review emphasizes that spiritual care is
not a task or a treatment given by healthcare providers alone and that supporting relationships
should be a central focus of spiritual care for patients at the end of life. Training of healthcare
professionals should focus on person centred care, incorporating aspects of how to engage with
patients on issues of spirituality and the importance of listening to patients as ways of improving
spiritual care. Given the importance of family and friends in the role of spiritual care, emphasis on
supporting and facilitating family to provide this care, both directly and indirectly, for example
ensuring access to patients in inpatient settings, may be important.
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