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Abstract

Background: Patients express a variety of needs, some of which are labeled social and spiritual. Without an in-depth exploration of
patients’ expressions of these needs, it is difficult to differentiate between them and allocate appropriate healthcare interventions.
Aim: To gain insight into the social and spiritual needs of patients with a life-limiting illness and the distinction between these needs,
as found in the research literature.

Design: A mixed-methods systematic review and meta-aggregation were conducted following the Joanna Briggs Institute (JBI)
approach to qualitative synthesis and the PALETTE framework and were reported according to the PRISMA statement. This review
was registered in PROSPERO (CRD42019133571).

Data sources: The search was conducted in PubMed, EMBASE, CINAHL, Scopus, and PsycInfo. Eligible studies reported social and
spiritual needs from the patients’ perspective and were published between January 1st 2008 and October 2020. The quality of
evidence was assessed using JBI Critical Appraisal Tools.

Results: Thirty-four studies (19 qualitative, 1 mixed-methods, and 14 quantitative) were included. The five synthesized findings
encompassing social and spiritual needs were: being autonomous, being connected, finding and having meaning, having a positive
outlook, and dealing with dying and death.

Conclusion: What literature labels as social and spiritual needs shows great similarities and overlap. Instead of distinguishing social
from spiritual needs based on patients’ linguistic expressions, needs should always be explored in-depth. We propose a socio-spiritual
approach that honors and preserves the multidimensionality of patients’ needs and enables interdisciplinary teamwork to allocate
patient-tailored care.
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What we already know on the topic?

e Patients express multidimensional needs in the palliative phase of their illness, some of which are labeled as social and
spiritual needs;

e When needs are labeled as social or spiritual, it is often unclear on what grounds;

e Hence, healthcare professionals experience challenges concerning time, knowledge, and experience in identifying,
understanding, and addressing social and spiritual needs.

What this paper adds?

e This mixed-methods review is the first study combining qualitative and quantitative studies to distinguish between
social and spiritual needs of patients in the palliative phase of their illness;
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as both distinct and interrelated.

Implications for practice, theory, or policy

from healthcare professionals;

dimensional needs in general.

e |dentifying needs through a socio-spiritual approach offers the possibility to respect the social and spiritual dimensions

e Attending to patients’ social and spiritual needs requires experience and knowledge-based dedication and awareness

e Combining qualitative and quantitative assessment methods helps patients express their needs;
e More research is necessary into the interaction and interconnection of social and spiritual needs specifically and multi-

Introduction

Palliative care aims to optimize the quality of life of
patients faced with a life-limiting illness and their families
by relieving physical, psychosocial, and spiritual suffer-
ing.! Both Saunders’ concept of “total pain” and the
biopsychosocial-spiritual model of care cover the aim of
palliative care and assign a vital role to the social and spir-
itual dimensions.! Although the social and spiritual dimen-
sions are pivotal in patients’ quality of life and dying,23
these dimensions are not often adequately assessed in
practice.*® The benefits of assessing these dimensions,
however, are widely supported.’-13

Social and spiritual dimensions of quality of
life and dying

There is no clear definition of the social dimension of quality
of life and dying. Literature shows it encompasses social
relationships, which make people happier and give them a
sense of identity, companionship, and meaning in life.314
This dimension also covers emotional support and assisting
in practicalities, such as financial help, informational sup-
port, and affectionate support.’> Connections and relation-
ships give patients a reason to live and enable them to
better cope with the reality of dying.’® Combining these
aspects, sociality can be defined as the dimension of human
life related to how people make and maintain relationships
with others and that concerns how values, norms, rules, and
roles are respected.#18 Life-threatening illnesses can chal-
lenge patients’ sociality; limiting their autonomy, independ-
ence, and performance status and affecting their social,
professional, and family roles as well as changing their bod-
ily appearance.’® Consequently, the perception of a limited
future makes it more challenging to formulate own goals,
expectations, values, and interests concerning one’s social
context.20.2

In contrast to the social dimension, the spiritual dimen-
sion seemingly does have a clear definition. According to the
definition adopted by the Spiritual Care Reference Group of
the EAPC, spirituality “is the dynamic dimension of human
life that relates to the way persons (individual and commu-
nity) 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.”22 A current review, however, shows defini-
tions of spirituality and the spiritual dimension are, despite
the consensus definition, still disputed.z? Studies showed
that up to 80%—90% of patients had reported spiritual
needs.242> Murray et al. contrasted spiritual with psychoso-
cial needs and defined them as “needs and expectations
which humans have to find meaning, purpose, and value in
their life.”# For some people, religion is a component of their
spirituality, but this may not hold for others. For those who
do consider religion meaningful, their level of observance or
belief will vary from person to person.*

While the social and spiritual dimensions are distinct,
the similarities between the linguistic expressions associ-
ated with both the social and the spiritual dimension are
striking. Social work literature often pays attention to the
spiritual dimension by underlining the importance of the
existential dimension and the need for collaboration
between social workers and spiritual carers to address
patients’ needs.26-28 The other way around is less the case:
literature concerning the spiritual dimension appears to
appropriate parts of the social dimension and is more
focused on the legitimation of its field.23 Concepts like “con-
nection” and “autonomy” are then easily interpreted uni-
laterally as spiritual, without acknowledging how these
concepts relate to the social dimension as well.232? Studies
have mainly focused on patients’ spiritual needs.2* Although
more and more studies focus on the social dimension of
healthcare in general — that is, socioeconomic level, hous-
ing, availability —, research concerning patients’ social
needs in the palliative phase is staying behind.

Recurrent themes of patients’ needs

Previous reviews have identified recurrent themes that
encompass patients’ needs concerning the spiritual dimen-
sion.3%-32 These themes concern, amongst others, a “need for
meaning,” “need for relationships,” “need for control” and
“need for independence.” Throughout these reviews and
some primary studies, these themes frequently recur, although
sometimes phrased differently. Given the recurrence of the

same themes throughout studies, it is unlikely for a new study
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to find patients’ needs concerning the spiritual dimension that
do not fit already identified themes. A similar review has also
been conducted on patients’ psychosocial needs. Although
this review studies psychosocial needs, no definition of the
corresponding dimension is provided in the article. This lack of
focus could explain why for instance “spiritual distress” is pre-
sented as a psychosocial need specific to heart failure
patients.33 The needs patients express and that are labeled
social or spiritual in these reviews show similarities on a lin-
guistic level. Therefore, themes identified for patients’ needs
concerning the spiritual dimension are potentially suitable for
the social dimension and vice versa.

A thorough review of patients’ social and spiritual
needs in the palliative phase of their illness is vital to iden-
tifying and understanding patients’ needs, and starting
appropriate healthcare interventions, and allocating fit-
ting healthcare providers. Therefore, this mixed-methods
systematic review synthesizes the existing evidence on
the social and spiritual needs of patients with a life-limit-
ing illness to gain insight into these needs and the distinc-
tion between them.

Methods
Design

Studies on patients’ social and spiritual needs in the palli-
ative phase of their illness are heterogeneous in terminol-
ogy and study design.?* Since both qualitative and
quantitative study designs focus on the same outcomes,
being patients’ social and spiritual needs, an integrative
mixed-methods design was employed. This design is opti-
mized to fit multiple study designs and types of data.3* We
employed the Joanna Briggs Institute (JBI) approach to
qualitative synthesis or meta-aggregation to synthesize
both qualitative and quantitative data.3> This method ena-
bled the researchers to assess findings across studies and
produce generalizable statements.

Furthermore, performing a literature search within the
field of palliative care is challenging due to variations in
patient characteristics, diseases, and involved stakehold-
ers, which lead to a broad range of topics.3%-38 Therefore,
we used the Palliative cAre Literature rEview iTeraTive
mEthod (PALETTE) framework for developing an appropri-
ate search strategy.3® Furthermore, this systematic review
was reported following the Preferred Reporting Items for
Systematic Reviews and Meta-Analysis (PRISMA) frame-
work.*® The protocol of this study was registered in
Prospero (registration number: CRD42019133571). No
ethical approval was needed.

Databases and searches

A preliminary search was conducted in PubMed for stud-
ies on patients’ social and spiritual needs in the palliative

phase, resulting in the first selected series of studies. By
using these studies and consulting information specialists
at COCHRANE and specialists within the fields of social
work and spiritual care, the terminology employed to
describe and study these needs became more transpar-
ent, making it possible to gather adequate synonyms,
resulting in additional searches. As a result, common
needs in the social dimension of healthcare, for example,
education, finances and community, turned out to not
contribute to the search and were therefore left out.
Following the PALETTE method, this process of identifying
new studies and adjusting the search string was repeated
until the search strategy was validated, meaning it identi-
fied all “golden bullets” (see Appendix 1).3°

The final search was constructed using a Domain
Determinant Outcome (DDO) outline (Table 1): D) palliative
care, D) the social and spiritual dimensions, O) patients’
needs and the patient perspective. The search was set out
on April 28th, 2019, without any limits, and was updated on
October 1st, 2020, in five online databases:

PubMed, EMBASE, CINAHL, Scopus, and Psycinfo. The
strategy was validated in PubMed, and minor adjustments
were made for use in other databases. The adapted search
strategies for the other databases can be found in Appendix
2. Additionally, a manual search of both Google Scholar and
reference lists of the included studies was performed by
the reviewer (TL) to check the search strategy’s validity.

Eligibility criteria and study selection

A study was eligible for inclusion if it met the following crite-
ria: (1) the objective of the study was to assess patients’
social and/or spiritual needs; (2) the studied needs were
described from a patient’s perspective through either quali-
tative or quantitative inquiry; (3) the study population
needed to consist of patients in the palliative phase of their
iliness in any healthcare setting; (4) the study was a full
report that was published in English, German or Dutch. A
“need” was defined as a functional, emotional, social or
spiritual issue as perceived by the patient, which requires
professional assistance.*243 Preliminary searches showed an
increase in study frequency and quality from 2008 onward.
Therefore, we excluded studies published before 2008.
Two researchers (TL and EdG) independently screened
titles and abstracts to identify relevant studies using
Rayyan: a web-based screening program that supports
researchers to systematically and methodically select and
compare citations independently.** Full texts were
retrieved if the abstract did not provide enough informa-
tion to allow selection or if the study passed the first eligi-
bility screening. Two researchers (TL and EdG) also
independently performed full-text screening. When infor-
mation on eligibility criteria remained unclear after the
full-text screening, the first author of the study was con-
tacted by e-mail and requested to send additional
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Table 1. Search strategy PUBMED.

Palliative care #1

Palliative care[MeSH] OR Terminal care[MeSH]

#2 Palliative care[Title/Abstract] OR hospice care[Title/Abstract] OR supportive care[Title/Abstract] OR
terminal care[Title/Abstract] OR end of life[Title/Abstract] OR advanced cancer[Title/Abstract] OR

terminal cancer[Title/Abstract]
#3 #1 OR #2
Dimension #a4

Religion[MeSH] OR Social behavior[MeSH] OR Psychology[MeSH]

#5 Religion[Title/Abstract] OR religiosity[Title/Abstract] OR religious[Title/Abstract] OR faith[Title/
Abstract] OR spiritual[Title/Abstract] OR spirituality[Title/Abstract] OR existential[Title/Abstract]
OR social[Title/Abstract] OR psychosocial[Title/Abstract] OR psychological[Title/Abstract] OR
psychology[Title/Abstract] OR spirit[Title/Abstract] OR soul[Title/Abstract] OR meditation[Title/
Abstract] OR pray[Title/Abstract] OR rite[Title/Abstract] OR divine[Title/Abstract] or god[Title/
Abstract] OR church([Title/Abstract] OR dignity[Title/Abstract] OR hope[Title/Abstract] OR well
being[Title/Abstract] OR social support [Title/Abstract] OR family[Title/Abstract] OR network|[Title/
Abstract] OR family network|[Title/Abstract] OR connection[Title/Abstract] OR spouse[Title/Abstract]

OR empathy([Title/Abstract]
#6 #4 OR #5
Needs #7 Needs assessment[MeSH]

#8 Need[Title/Abstract] OR issue[Title/Abstract] OR experience[Title/Abstract] OR dilemmalTitle/
Abstract] OR wish[Title/Abstract] OR demand|[Title/Abstract] OR burden[Title/Abstract] OR
preference|[Title/Abstract] OR unmet[Title/Abstract]

#9 #7 OR #8
Population #10
outcome measures[MeSH]

Patients[MeSH] OR attitude to death[MeSH] OR patient satisfaction[MeSH] OR Patient reported

#11 Patient[Title/Abstract] OR patients[Title/Abstract]

#12 #10 OR #11
Final search #13 #3 AND #6 AND #9 AND #12

information. The researchers resolved any disagreements,
and when they did not meet a consensus, this was dis-
cussed within the research team.

Data extraction

Two researchers (TL and EdG) extracted data on the study’s
location, research question, study design, participants, set-
ting, data collection method, and outcomes. Based on
Cochrane methodology, a purposefully created data extrac-
tion form was used to accommodate qualitative and quan-
titative studies.®>#¢ This form was pilot tested on three
qualitative and three quantitative studies to ensure consist-
ency, after which the research team approved them. The
data was analyzed using Nvivo 12 software.?0

Quality appraisal

The quality of qualitative and quantitative studies was
assessed using the JBI Critical Appraisal Checklist for
Qualitative Research and the JBI Checklist for Analytical
Cross-Sectional Studies.*’” The checklist for qualitative
studies consisted of ten items concerning a study’s con-
gruity, researcher and participants’ position, ethical con-
siderations, and consistency of the conclusions. The
quantitative studies consisted of eight items concerning
outcome measurement, confounding, and statistical anal-
ysis. Two reviewers (TL and EdG) independently appraised

the individual components of the checklists by indicating
if a study did (+1) or did not (+0) adhere to the quality
requirement or whether this was unclear (+0.5). A third
reviewer was accessible when a consensus was not
reached (ST). A summary score was finally calculated for
each study. The quality appraisal did not affect studies’
inclusion since studies with lower appraisal scores could
still contain valuable information on patients’ needs.

Extraction and integration of findings and
data-aggregation

Findings from both qualitative and quantitative studies were
extracted. A finding was defined as “a theme, category, or
metaphor reported by authors of original papers.”*8 Before
aggregating the qualitative and quantitative findings, quan-
titative data had to be transformed or qualitized into a com-
patible format. The numerical values of standardized
questionnaires were provided with a qualitative label “pre-
sent” or “not present” in the studied population, compara-
ble to quantitative dichotomization.*?>° This leveled out any
differences between qualitative and quantitative studies, no
longer warranting separate analyses and syntheses of the
findings.5° This approach fitted this review since both quali-
tative and quantitative studies addressed the same out-
come and research questions.3* Findings in both qualitative
and quantitative studies were assumed to complement one
another.5!
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Records identified through
PUBMED, Embase, Psycinfo, CINAHL, Scopus
searching
(n=20,330)

4
Duplicates removed
(n=8,572)

Y.
Records screened on title
(n=13,973)

Y
Records screened on abstract
(n=523)

Y.
Full-text articles assessed for eligibility
(n=50)

b, 4

Studies included in synthesis
(n=34)

Qualitative: 19
Mixed-methods: 1
Quantitative: 14

Records identified through
PUBMED, Embase, Psycinfo, CINAHL, Scopus
H in updated search on 10/01/2020

(n=3,366)

A4

Duplicates removed

(n=1,151)

(n = 13,450)

Records excluded

Records excluded, with reasons
(n=473)

Focus on spirituality as a concept (n=191)
Focus solely on psychological dimension (n=44)
Focus on euthanasia (n=20)
Focus on coping (n=14)

» HCP’s perspective (n=39)
Patients-HCPs not separable (n=23)
Curative - palliative patients not separable (n=28)
No explicit < 1 year life expectancy (n=61)
Conference abstracts (n=34)
Editorial (n=2)
No primary research (n=5)
Not in English/German/Dutch (n=12)

Full-text articles excluded, with reasons
(n=16)

> B
Focus on spirituality as a concept (n=12)
Patients — HCPs not seperable (n=3)
No full-text available (n=1)

Figure 1. PRISMA flowchart.

The JBI method of meta-aggregation was then used to
extract findings, categorize these findings, and finally syn-
thesize them. Three levels of evidence exist for these find-
ings: (1) unequivocal, (2) credible, and (3) unsupported.>?
Unequivocal evidence is supported by citations that were
not open for challenge. Credible evidence was supported
by citations that were open for interpretation. Unsupported
findings were not supported by any citations.>3

The findings and categories were aggregated based on
similarity in meaning. Two researchers (TL & EdG) studied all
findings before categorizing them by theme. A consensus on
the categories was sought within the research team, after
which the findings were synthesized. These synthesized
findings were used as a reflection on patients’ needs.

Results

Search and selection strategy

The final, updated search yielded 13,973 studies after the
removal of duplicates. After title and abstract screening,
50 full texts were assessed for eligibility. This review finally
included 34 studies (see Figure 1).

Characteristics of the included studies

In total, 19 qualitative studies, 1 mixed-method study, and
14 quantitative studies were included, the characteristics
of which are presented in Table 2. These studies represent
4465 patients, 2544 (57%) women.
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The qualitative studies report on the results of 565
patients, 292 (52%) women, with a median of 18 partici-
pants per study. 13 of the 19 studies focused on cancer as
the primary diagnosis,545657,59,6162,6466-69,71,99  others
focused on heart disease (n = 1),%° lung disease (n = 2),5860
and multiple (chronic) diseases (n = 2).%57° For one study
the diagnosis was not reported.®® Data was collected
through interviews (n=16),557666869,7199 3 focus group
(n=1),>* a qualitative questionnaire (n =1),%” and patient
records (n=1).7° Populations from these studies mostly
originated from Europe (n=7)54556062656769 Agig
(n = 5),79,61,66,68,99 and the United States (n = 4),5863,64.70 fo|-
lowed by Oceania (n = 2),577 and the Middle East (n = 1).5¢

The mixed-methods study included 165 patients, 90
(54%) women, divided over a qualitative and a quantita-
tive arm.”2 Data was collected through interviews and a
survey on patients who have cancer.

The quantitative studies included 3728 patients, 2162
(58%) women, with a median of 165 participants per
study. All quantitative studies included patients with
CanCer,73_76’81’82’84’85’87’89’91’94’96 except one in Wthh
the type of disease is unclear.?® Study designs
were predominantly cross-sectional survey studies
(n=11).73.76,81,82,8587,89,91,93949 Qther designs were an
observational study (n =2),74% and a randomized con-
trolled trial (n = 1).7> Origination of the populations from
quantitative studies was: United States (n =4),747587.89
Europe (n =4),76818485 Qceania (n =2),°1?* Middle East
(n=2),82%3 and Asia (n = 2).73%

Of the included studies, European and Asian studies pre-
dominantly had a qualitative study design: respectively
6/10 and 6/8. Oceanian and Middle Eastern studies pre-
dominantly had a quantitative design, respectively, 3/5 and
2/3. Study designs from studies in the United States were
divided fifty-fifty. Results showed that not all needs are
found equally by qualitative and quantitative studies.

Quality appraisal

Tables 3, 4, and 5 show the quality appraisal of the included
studies.

Fourteen of the nineteen qualitative studies achieved
at least 9/10 quality criteria. The main weakness across
these studies was a lack of reflexivity, with only two of the
nineteen qualitative studies achieving this criterion. As a
result, the influence of the researchers on data collection
and analysis is not apparent.

In the mixed-methods study, data on the qualitative
arm was not reported in as much detail as was the data on
the quantitative arm.

Of the quantitative studies, eleven of the fourteen
studies achieved at least 7/8 quality criteria. The main
weakness across these studies was a lack of strategies to
control for confounding, with only seven of the fifteen
studies achieving this criterion.

A summary score of the quality assessment is pre-
sented in Table 2. The quality of the studies was not of
influence on the aggregation.

Transformation of quantitative data

Quantitative studies all used surveys to identify the preva-
lence of social and spiritual needs through prespecified
items. These items were organized thematically or divided
into subcategories: “social needs,” “spiritual needs,” “reli-
gious needs,” or even more specific “reassurance,” and
“thoughts about end of life.” In this study, the themes/
subcategories in the surveys were regarded as equal to
the themes that resulted from thematic analyses in quali-
tative studies. Studies focusing on patients’ needs in a
more general fashion only thematized their items to their
corresponding dimensions, for example, “social needs,”
“spiritual needs.” In these instances, the individual items
of the survey were regarded as distinct themes. Themes
and items from surveys were only reported as findings in
the synthesis when patients reported them as prevalent.

” u

Synthesis and meta-aggregation of findings

We developed five synthesized findings from 18 catego-
ries based on 243 unique findings: 84 qualitative and 159
guantitative findings. Table 6 shows the synthesized find-
ings, categories, and findings. For qualitative findings, the
level of evidence of these findings is reported: (1) une-
quivocal, (2) credible, and (3) unsupported. Since quanti-
tative studies report on the prevalence of needs and
provide no further illustrations, no level of evidence is
reported. When a quantitative 5 finding is prevalent, it is
included in the meta-aggregation.

These synthesized findings represent needs that
patients express in the palliative phase of their illness con-
cerning the social and spiritual dimensions and will be dis-
cussed in the following paragraphs.

Synthesized finding 1: Being autonomous

Studies showed various ways in which patients express
their need to be autonomous—Figure 2 shows which cat-
egories of needs constitute this synthesized finding.

Most simply, being autonomous can be explained as
being one’s person and one’s capability for self-governance,
that is, being directed by desires and wishes that are not
imposed externally.1%19 Being autonomous touches upon
patients’ need to be treated and seen as the person they
are,>66568 gand to continue life as usual.6%67.% |t also con-
cerns staying in control over their lives,57,60.64659 the care
they receive,’® and their financial concerns.546273.7594 To
achieve this, patients expressed the need to be informed
about their medical condition®86191.%4 and their future.>®
Patients’ need for wanting to be autonomous relates to
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Table 4. Quality appraisal of mixed-method study.

Egan 2017 (1)°

Egan 2017 (2)°

Is there congruity between the stated philosophical Y
perspective and the research methodology?

Is there congruity between the research methodology and Y
the research question or objectives?

Is there congruity between the research methodology and Y
the methods used to collect data?

Is there congruity between the research methodology and Y
the representation and analysis of data?

Is there congruity between the research methodology and Y
the interpretation of results?

Is there a statement locating the researcher culturally or U
theoretically?

Is the influence of the researcher on the research, and vice -
versa, addressed?

Are participants, and their voices, adequately represented?’ U

Is the research ethical according to current criteria, and is Y
there evidence of ethical approval?

Do the conclusions drawn in the research report flow from Y
the analysis or interpretation of the data?

Total out of 10 8.

Were the criteria for inclusion in u
the sample clearly defined?

Were the study subjects and the | Y
setting described in detail?

Was the exposure measured Y
validly and reliably?

Were objective, standard criterial Y.
used for measurement of the

condition?

Were confounding factors Y
identified?

Were strategies to deal with u
confounding factors stated?

Were the outcomes measured Y
validly and reliably?

Was an appropriate statistical Y

analysis used?

Total out of 8 7.0

Y: yes;[M: no; U : unclear.
2Egan 2017 (1) considers the qualitative arm of the study.
bEgan 2017 (2) considers the quantitative arm of the study.

both the social and spiritual dimension: for some, auton-
omy relates to practicalities, values, and roles; for others, it
touches upon their identity and core being, and for some
patients, wanting to be autonomous related to all aspects
listed above. Needs concerning being autonomous and
decision-making are approached differently in Asia and the
Western world. Whereas patients in both Asia and the
Western world express information needs, these needs are
purposefully neglected by family and healthcare profes-
sionals of Asian patients.6®68 Patients do express they
appreciate to open communication about how their dis-
ease and situation affects their life.

Synthesized finding 2: Being connected

Findings concerning needs for relationships, love, affec-
tion, care, communication and support were abundant
throughout the literature. Being connected was of overall
importance. Figure 3 shows the construction of this syn-
thesized finding.

Being connected appears to be of universal importance
throughout all cultures covered by the included literature
and is related to both the social and the spiritual dimen-
sion. Patients expressed the desire to be connected to
family, friends and other loved ones,>657,65-69,73,75,89,94,99 tg
a divine entity,%373-768587 and healthcare professionals.®
Religious connection is a way of being connected and is

therefore not seen as a distinct need. Being connected is
expressed socially as a need for social support,>”%¢ finan-
cial support,® and social relations.>’ Spiritually, being con-
nected concerned compassion, love and respect,®3 a sense
of (religious) belonging®3-%56% and a sense of being more
than an individual 8284

Synthesized finding 3: Finding and having
meaning

Patients expressed the need for meaning in the context of
their disease.>”.7>8% The construction of this synthesized
finding is depicted in Figure 4.

Patients found and had meaning in the past, present
and future. Firstly, patients expressed the need to feel
their life has been meaningful,>>7374 to remember their
accomplishments,’>% and to feel their lives were com-
plete.”> Secondly, patients needed to find meaning in the
present: in their disease,>%818589 their experience,® in
nature and beauty,®28> or through religion and religious
rituals.>6.67.69.74.87 | astly, patients needed to find meaning
in what had yet to come: they needed to complete their
life through finishing or resolving unfinished busi-
ness,’377585% and through setting new priorities in life.>64
Having a meaningful life was lastly expressed through the
need for forgiveness: forgiving others®” or being forgiven
by others and being free from guilt and blame.66:7487 The
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Table 5. Quality appraisal of quantitative studies.

Astrow Delgado Uitdehaag Effendy Dedeli Vilalta Hocker Pearce Fitch Ugalde Ben Natan Rainbird Cheng

Yun
14) 2018 2018

Yes (n
total

2008

2012 2012 2010 2009

2012

2015 2014 2014

2015

2015

2016

12

Were the criteria for inclusion in the sample

clearly defined?

Were the study subjects and the setting described 14

in detail?

10
14

Was the exposure measured validly and reliably?

Were objective, standard criteria used for

measurement of the condition?

10
6

Were confounding factors identified?

Were strategies to deal with confounding factors

stated?

i

Were the outcomes measured validly and reliably? 14

Was an appropriate statistical analysis used?

14

Total score out of 8

¥ yes; I no;/U: unclear.

need for forgiveness and the need to complete life were
mainly expressed in quantitative studies. Only in one
Asian study was the need for forgiveness found through
qualitative inquiry.>®

Synthesized finding 4: Having a positive
outlook

In the context of being faced with a life-limiting illness,
patients expressed the need for a positive outlook through
hope and peace of mind. Figure 5 shows how this synthe-
sized finding is constructed.

Patients spoke of hope as a positive outlook or positive
thinking, 0828999  reassurance,®’ strength,®> peace of
mind,°® and the wish that everything would end well.8
They found hope through reassurances by healthcare pro-
fessionals,®® being told the truth about their situation3>%6
or knowing healthcare professionals have done all they
could.5>73 Staying strong also demanded inner peace from
these patients.>6:61,74,85

Synthesized finding 5: Dealing with dying
and death

Patients indicate the importance of addressing the uncer-
tainties and feelings that come with dealing with dying
and death. Figure 6 shows how this synthesized finding is
constructed.

Patients expressed that they needed to deal with their
spiritual issues and concerns about death and dying82.94.92
and difficulties concerning death’s meaning.’®81 Also,
patients needed to reflect on the possibility of an after-
life.82848587 Ppatients expressed that they sometimes
wanted to have conversations with a healthcare chaplain
or other healthcare professionals about their impending
death and its meaning.57.758593 For some patients, it was
vital that they could relate to their death through their
religion.61.%6 Patients also expressed socials needs consid-
ering their death: staying at home as long as possible,5”
planning the funeral®47> and what should happen with
their bodies after they died.®** Moreover, patients
expressed that they wanted to die in their preferred way.
For some, this was a spiritual need, wanting to die with
peace of mind.®1% For others, this had to do with not
dying alone or wanting to die at a preferred location, such
as their own home.”37>

Discussion

This study aimed to gain insight into the social and spir-
itual needs of patients with a life-limiting illness and
distinguish between these needs. This systematic
review confirmed that these patients report various
needs in the palliative phase of their illness, some of
which are categorized as either social or spiritual needs.



Palliative Medicine 35(6)

1084

(panunuod)

9,40 24D U E] 9 P|N0I | MaWY| 9H 2Jaym [sexa]] ade|d e Ul 3¢ 01 W pajuem aH puy

‘[eULIIRY BUEDLIINKH] SWJO)S BY] 21042 PRY | 1BYM MBUY| ApRaUY "PIP | 910J30 UDAS JIJUBD pey | Mauy pJoT ayl,,
o 2/doad Jay3o djay ‘s|doad Jay1o 01 op noA

1ng "1ey3 op ued p4o] poos ayl AjuQ "adew 1,ued noA Sulyiawos [041u0d 3,ued NOA pue ‘|eay 3,ued noA Suiylawos
10J3U09 1,ued NoA asnedaq ‘Alunijioddo ue UaAIS aue NOA yuly) | '|0J3UOD 3ABY UBD NOA Uiy} 3,uop | ‘Ajlendy,,
9.¢404 BUPIOO]

Ay aue ey ¢s1yr Sulop Aayi ae Aypa 1591 1ey Suiop aJe Asyl Aym pue Sulop ase Aays s1s93 1eym mouy| 01 108

| "9e3 01 8u108 5,31 Buo| Moy mouy| 03 303 | {9]330q 3y Ul S, 3eym Mmoud| 03 3083 | ‘uo Sul08 sI Jeym ul puey e 103 |,

b, 1043U0D S 18] ‘OWaYd Suiyel Jou 3,

vo.APOG AIN S, 31 ‘@1 15N['S,11 pue ‘[Juawieal) dols 01 UOISIIBP JBY] 1l JO 1IN0 W ¥|e] 0] Pali] SJ0100pP dYL Jou

Jo [Adeiaylowayd] owayd ayel pinoys | Julyl | Jayaym ‘ssauj| Aw Inoge Aes 1o |0J3U0D dARY 0} d|qe 3 0} JUeM |,
09, A819U3 BY1 10 ||IM BY1 BARY 1,U0p ISN[ | BSNEIAQ INO 11 jUB|q JO 1I0S

1SN @M ‘)1 IN0QE 3|} USAD 3,U0p aMm (* * °) 3 puly | 3snedaq (9210A yad JaySiy) Juswow ay3 1e JeWIIUl J0U 34,9/,
099519 ApogAians wn ua14e 300] 3,ued NOA W noA ausaym uonisod e ul 198 01 Su103 aue NOA 1eY1 YUIY] JBASU NOA,,
54’ PHOM

9U1 Ul 92UBPLYUOI BY] ||B W SIAID "[apIe 2Jed 7] 2Jed JO 1Iq B ARY 0] 9ARY NOA ‘S9WIIDWOS Ing "dW 10} 1l Op
9|doad aney uey) Jayies ‘Sulyawos op 0} SaRUY pue SpuBy AW UO |MEJD JBYIed p,| pue ‘quapuadapul Aj@osay w,|,
15.-434318 3w 01 31 Sujop auoAue 1| 3,uop

Aj|eaJ | pue ‘Op 0} 1BYM WY ||} PUE B4I| S,95|2 UOSWIOS U] 3I34I9IUI J9A3U PInom oym 3|doad asoy) Jo auo w|,,
5./ PIN02 | Se ewJou se s3uy) daay 01 ssau||l ay3 108 | 3dulS PalJ] JO 1I0S aA,| pue ‘quapuadapul Ajiey w|,

91| 40 pud ay3 |13uUN uosJad e se uoljiuSoday
9sed Jayjoue 1snf1ou ‘uosiad e se pajeal) aq o)
Ajsnouas uoluido axe

sweu Aqg pajjed ag

Jowny jo asuas Aw dasy o

19, Al10oYs pariiew Sunas aq |im Ja1ySnep J1sy) asnedsq yoeq

Asuow J1ayy uem Aayl 1nq ‘Ajlwie) e Wody ASuow pamouioq | ‘paliiew 103 ays pue ‘Jay Joj aelliew e paduelse
| 0s ‘palliew 198 01 sey ays ‘Yieap Aw alojag * * ‘a8ellew s,191ySnep Aw 01 anp 000‘0S SY O S1qap dAeY |,

65 91SBM B ‘51310 aAI3S oym noA a3yl ajdoad 1oy ‘syuased Aw oy ‘uaapliyd

Aw 1oy ‘91sem Y *(921m) pajeadau) anls|ndad |93 ‘1sem e st Apoq ANl ‘ySnou3 ‘peq 1eyl 10U Ing ‘peq 334 | ‘SIA,,
95/ oW And Aay1 esnedaq 1ou 1nq

“USIA pue 3wod pue ‘Dw Joj Aead 031 wiayy 31| | “And 1s319p | ‘ow Aud wayy 1| 1,uop | Aym s ey “Ajjejusw pue
Ajjeaynnuaids ‘sjdoad Ayyjeay Ajpuasedde jo peaye agAew pue ‘SulApnis ‘o)1) Aw Suinlj wi,| pue ‘@seasip siyl aAey |,
g9, 9J1]4934€ BY1 J21UB | uUaym Suiyoo| poos ag 01 paau | ‘A[8n yoo| aw 33| 10U Op Isea|d,,

9. 2|0EN[BAUI S| ‘SUOiISanb uno Suliamsue Ajpuained y3nouyl pajeisuowsp

sl yoiym ‘uoddns sjeuoissajold YyijeaH suolisanb Jo 10| e 9ABY Sh JO }SOW ‘Y1eaP INOGE 3[1}I| MOUY dM ddUIS,,
59.,/S2INUIL M3 B saxe11sn( 1] "gnJydeq e aw a3 Aayl uaym puy [+ °] SuiyiAue pasu

| J1 40 Aedj0 SI SUIYIAIBAS JI DWW SSB PUB SMBU dY] J91Je ‘SUlUDAS B} Ul dW 935 0} SWO0I A3y} uaym 31 1| Ajjeau |,
9,,/$9SINU OM] IO BUO YUM pajulenboe awodaq o],

(N) saAl| 4no sj0J1U0d pOD

(n) 49y19803 doay 03 BuIW S1)|

(N) sdiysuone|au ur 93ueyd ay3 pue siaylo uo aduel|ay

(n) @due3sisse 1oy pasu a3y} pue aduapuadapul Supue|eq

(n) @2uspuadapul uiejuielp

suoneJisn||i pue sSuipuly aAneljeny

uosJad 9|OyM B Se dW SMOUY OYM J0IJ0p B dAeY O]
Awouoine o) 10adsay

Anu8ip Aw urejuiew o

4onol uewny e aney o

juem | Aem ay3 pajeal3 aq o)

«SSulpulj annenueny

(D) @8nsa.d |e1oos %3 sqofl Jo ss07

(D) sso| jo 1dadou0)

(N) Jo1neyaq ewioN

(2) Ay8a1ur |eniuinds pue |eaisAyd ulejuiew o3 pasu ay |

(D) uosiad e se paziuSodas Sulag
suoneJisnj|i pue s3uipul aAneyjeny

|0J3U0D Ul 3G 0} P3N

uosisad e
se pajeaJ) 9q 01 paaN

snowouojne Suiag

s8ulpuly

sajo08ale)

s3ulpuly pazisayluAs

"92UBPIAS JO [9A3] J13Y3 pue ‘sSulpuly ‘sa1i08a3ed ‘sSulpuly pazisayiuAs "9 ajqeL



1085

Lormans et al.

(panuinuo))

19,/ PSUBY [99) P|NOM | SSaU||I AW 1NOCe MO 01 a1aM | 4|,
85,¢1290X3 | UEd JRYM,
g6, OW 01 95UIS AUk 3EW 1,UpIp 3| SIESA SWOS O 404 PXOWS J0U pey | ‘ueaw |,

uonenys |eueuly Suiziuesio yum Suidod

S9NSS| SAIRJISIUIWPE PUE [eIDUBUL Y3IM pajulenboe uoluedwod a1 Supjew ul sa13ndiyia
sjyuawaguedle Suyew ul salyNdI4A

95E3SIP 3Y3 JO ASNEIIC SWODU| PRINPAY

9Se3SIP A} JO aSNeIAq d4nypuadxa elix3

204¢ [BUIAID] Jayr0W AW “Uayey
Aw 01 uaddey |1m 1eYym ‘BAI[ ,UOM | * * *BwoYy Aw JO 2D DY) 0} Pasn ‘Asuow Jo 10| e uiea 03 pasn | * “Ja8unoA
9UO puE JIP|O OM] ‘SID)SIS D3IYY dARY | "JudWIeat) Aw Jo) Asuow ay) ||e 98euew 1,ued a4 "Jawey e S| Jayiey A,

e/ POOS Ajjeau s1 uoisuad Anjigesip
SUIAI903J UBY) JBYIEJ [3SED SIY3 Ul gof X34 B YaIm] 11Jauaq ssauydis uo SulAels jo uondo ay] *,0p 3,ued | sSulyy
959y} || 2. 3U9Y} puE [nyme [934 Aj|en3oe op | ‘SIA ‘POD), July) pue spiemiale 213yl Hs 01 198 oA uay puy,,

19101 Jo ‘Buissaup ‘Buiysem ‘aied Apoq/yiomasnoy 1ysi| Sulop/siiels
Suiquid ‘Sunyjjem ‘Buisti/3upood 1o sjeaw Suliedasd/3uiddoys/uoineliodsuely jeuosiad/Aneay Sulop ul saindiIa
Apnis Suimoj|oj 4o JuswAojdwa ul Sa13N21YIa

S3I}IAIIOE [BID0S/SIIIAIIE [BNSN SUINUIIUOD Ul SN NOIHIA

66, 3UBLIOdWI SI BUIYIOU SIS We | 1eY} MON™" * "Op ued | Sulyiou ‘mou aj1j Aw si siyy,,

9./ AjeWIOU pue

340M 01 2eq 193 01 pue ‘Yyonw 003 3jdoad Jaylo SulAiiom Jou ‘Ino papios 1 3uilas yym uo 198 o3 pajuem isnl |,
0931980 31| JO 11g & NOA 9AIS [p|nOM] 11 pue 93}J0d dAeY pue

SpualJy 199w 3q 03 pash | * - - AepAiana sioopul 3unnlis w,| a4l e aAey [Ajjeas] juop |- * [ - ] aiseymAue o3 yued |,
09, SS9|YIEIq SABMIE ‘SSB|Y1RIq W],

uem | Aem ay) paleasy aq o)

9sed Jayjoue 1snf1ou ‘uosiad e se pajeal 9q o
9JI| S,2U0 JAAO |0J43U0I JO SSO| SulduaLIadX]
Apoq s,2U0 JBA0 |0J3U02 JO 550 SuldualIadxX]

9. YInow Aw oqul [aupipaw] 11 painod 1snl Asyi—aw mous| 10u pip Asyi ‘@s1n0d Jo ‘||am

‘Buiuui8aq ay3 uj "aw 01 9AI3 Asy] 1BYM 395 0} pasu | pue uoiualie Aed | 1ng ‘Suipuewap AJaA Jou we | ‘|9,
o, ABPO1 gN1 BY1 Ul Y1Bq B IO JIMOYS B 3] JO ‘Y10]2YSEM B YIIM Yleg B 3)I| pjnom

noA J1 noA yse pjnom ing—Aem padAjoauals e ul 1 op 1snf1ou pjnom [sasinu] Asyi ‘4 Juem syuaned Ji ‘1eyl ‘||sm,,

(sun) uonewJoyui 1o} pasN
(N) @4ow Suimouy| Jo Jeaj ay|

(n) (s1soudoud

pue ‘A11anas ‘sisoudelp) aseasip o Sulpueisiapun
(sun) spaau uonewsoyu|

suonesisn||i pue sSuipuiy aanieyend

SSau||l JNOA Jo 51500 |edIpaw-uou ay3 SulAed
UoI1BNYIS [BIDURUIS INOGE SUIDUOD YiMm Suljeaq
swoy 1no Sulf|ly SaNIIA

J3pJO Ul SJiejje [eldueuly AW aney 0]
JapJo ul sadueuly

SSulpuly aaAnemuenp

(0) spaau |epos
(sun) swajqoud [edueuly

(D) uoIEII4IIED |EDIWIOUOIR-01I0S
suonessn||l pue sguipuly aAneyend

210J2q Se yanw se op 0} A}ljigeul asnesaq suolletisnig
3|A1s341| pue sunnou [ensn ui saduey)

0} pasn

noA s3uiyy op 03 3|qe Sulaq 10u Jo uoljesisniy yum suido)d
SSulpuly aanemuenp

(n) Aep Aq Aep Suian

(n) Aijewuou jo asuas/aininy 3y 4oy sue|d

(N) sa11ARoe [B120S UO 9seasIp ay3 Jo 1oedw|

(D) spaau |eposoydsAsd pue |eaisAyd Jo Juaixa ayL
suonesisn||i pue sSuipuiy aaneyenD

spuey 4o 1no sysey ulAig soueldn|ay

djay 4oy Sunjse ul sannaiyyp Supuaiadx]y
SaulyoeW 0] padauuod Sulag 10N

91| S,2UO JIAO [0JIUOD JO SSO7

SJ9y10 uo juspuadap 3ulag
SS8ulpuyy anneueny

(n) 1043u02 U1 Sutaq pue 3310y e SuineH

uoipuUod
|eaipaw 3noge
paw.ojul aq 0} paaN

SUI2UOD [edUBULY
M [e3p 03 paaN

|ensn se
41| aNUIUOD 0} paaN

s8ulpuly

sal08a1e) s3ulpuly pazisayiuAs

(panunuod) 9 3jqeL



Palliative Medicine 35(6)

1086

(panuiuo))

ss.,'U0 S1Y31| ay1 Ind pue

18 3)2002,0 XIS Sl 9w} 31s10m 3y “Ajauo| 1iq e 198 | sswnawos,,
s YHM pajuasald aq || Ayl 1eYym ‘USIA ASY1 UBYAN ‘|NJIeay
1q e a1,A3Y1 319y *,paISem pue 3|qiiioy ||e 5198 ay J|, pue oIS Aj|eal s,ay 1eyl Jeay 9\, ‘Sl 1 1BYM yUIyl | puy,,
95,1, UOM NOA 35IMJIBY10 ‘S1|nsal 128

NOA ‘82U3125U0 JB3|I YHM BUlIYS B 01 03 NOA USYAN ") SIAIS By ‘poD wouy ulylawos Juem Aja1aduls noA usym,,
85.'12Y1 10 S1Y) op J0uued | Auios we | 10| e Suizidojode JjasAw puy |,

‘11 3]20] puUB JOOP 343 INYS ‘Ul SWO0I oA uaym 1Y

5. J1] [BID0S B DARY 1,UOP NOA,,

9., IN0 NOA pea| pue ssed 0} NoA d|ay ||1m ‘3 03Ul NOA sapIng oym

‘POD ‘||9M "3Nsa4 poos e 3uliq ||IMm pud 2yl 01 dais AJaAa 1ey) pue pus pooS e aq ||IM 24343 1B} IUSPIUOD dARY |,
19,/ POD PUBISIIPUN 0} B|GE WE | INQ 34ES 948 NOA UayYM Aeud 1,UOp NOA ¢POD

01 49502 193 NOA ||Im ssau||i ue Aq pa1dajje aJe noA J| "3 ssaudxa 3,ued | Ing swa|gqoud |euoiloWa aWos Ajuo aAey |,
60,4 MOU 18| 001 1 SI INg "dW parow pue Addey aw apew 3| *Mou uos Aw wo.y Jeay op | Ing 'sieah asay} ||e
Suunp wiy yum 10e3u09 ul SulAels Jou 134834 | ¢| PIP 42Y10.q B 3ARY | 1BY) NOA p|O] JaAaU ‘Jayloiq Aw 995 03 * * 7,
104'S95RIYd

1591 Suure|dxa pa|38nJ1s pue a1am SPJOM 109103 9yl 1BYM 3UIY] 1,UP|NOD | SE UMOP SeM | uolesado 1504,

o, dIYysuone|al Jo pury awos ul uiaq

‘awoy 3uisinu ay) ul aJay a|doad 01 pue apisino ajdoad 03 padsuuod Suiag "ajdoad Jayio 01 pajdauuod 3ulag,,
99, 941] 1SB] AW W0JJ 1G3P B WIY PIMO pue sayelsi apew aAey 1ySiw 1| |48 e we | 9snedaq uolleanpa AJejuawsa|d
9AI929J 01 BW MO|[e 1,UpIp PUB W PaJn1io) ay 2duls Appeq Aw aai8io0) sw djay 01 aweu s,eyppng ayy aidal |,

0., 10] B YLIOM S 3By "AJasiw ul 150|198 Janau ||| ‘Aeme 8L a1ay aq ||, Aay3 ‘wayy paau | 4,

c0.'S9A ‘s9A yo ‘1 uo Ajaa ued Ajjeau | puy [ - °] "Ajano) s 1eyy ‘Addey sw sayew

Ajjeaszey] [ ] "[@291u Jo aweu] st 3t mouy| | ‘SBuiBuls st suoyd ay3 uaym [ °] TT 1sed jjey punode ‘shepung uo* * *,
9c. Y31y 1aids Aw sdaay 1eya |9 “8uisss|q

S,p09 aW paysim Ayl ‘Dw Mes A3y} J9ABUIYAA "SWOD 10U PUB PaJED J0U dABY PIN0d ABY [ “JIds Y3 S, 3By |

‘Addey AJan sw apew pue 1ISIA 01 dWed aAle|aJ A\ “11eay-01-11eay e 9ABY puk ‘DW 1SIA 0} spually Aw 10adxa |,
9s.-/Aem Asana ul sw poddns Asy] juersodwi siow si yijeay umo

JnoA ‘Ageq e aaey 1,ued noA 3sow 1e [Aes Asy]] “wa|qoud e jou s 31 y3noys se syoeas auoAsans ‘snuain pue Azeno Aw
anowal 01 Juem Aayl ySnoyy uang ‘paiuids sw sdaay pue ‘Ajjejusw pue AjjeaisAyd yioq aw syuoddns Ajlwey A,
sc. /Ajuo| Aan Aasp “Ajpuo) Asan Asan yo

* * *ApogAue 93s 3,uop | '|NOS B 935 3,U0p | ASIMIBYIQ “SJ24ed Aw S mou 395 | 9|doad Ajuo ay] ajdoad 198w 1,uop |,

a4niny ay3 Jo Anjigeldipasdun yum Suidod ui sannauig

g5./oWes auo Aejd wiy 93s 01 3AI| ||,| WIY P[0} | PUY "JEIS YGN UE SWO0I3q 0} SJUBM Jey) uospuess e 108 an,|,,

4anay Joj pasN

10300p Aw 3snJy o
p|01 Sem 1eym SulIBGBWAI Ul SAIYNIYIA

US131JM U] UOI3BWIOJUI JO Yoe]

2JE2 IN0QE SUOISIDAP [BD1Y1 SueN

(N) sy40m3au |e120S JO SSOT

(2) 421129 |eMids Suiuayiduang

(n) uonejosi [e1os

(D) paroauuod Ajjeniids Sujag
(n) 09 p 01 1350} BuIPRS

(2) spaau jeros

(D) uoissaudap/ssaulauo|/uoi}dauu0d 10y pasN

(N) @pISIN0 plaom ay1 yum pa3dauuod 3ulag

(N) @no| uewny |es0ididal 9J0W IDUBLIBAXS 0} paau ay |

(n) Ajiwey 01 pajdauuod 3ulag

(n) 1oddns |einos

(n) 8uiBuojaq pue ano

suonesisn||i pue sSuipuiy sAeyEND

24niny ay3 Inoge siea

noA o0y uaddey 03 3u108 si 3eym 1noge sieay yim 3uljeag
S8ulpuly aneueny

(n) @4n1ny ay3 Inoge suiaduo0)

suonesisn||i pue sSuipuiy sAeEND

uonedpiyed Supjew-uolsidag

sisouSoud pue s103449 aplis

1N0QE JJe1S |EDIPAW W04 Uoljewojul lenbape Suimen
$40320p JNOA YM uoIssnasip uado ue aney 03 a|qe Sulag
Jels

|eaipaw ay1 woJy syuawspnl [edipaw a1e4ndde SuiAIRIRY
3|qissod se

U0OS Se }|NSaJ 159] [BIIPaW JNOA Inoge paw.ojul Ajiny aq o1
SSulpuly anneueny

suolnelal

ulejuiew o3} pasaN pa1o2uuod Suiag

aining Inoge
pawJojul 3q 01 paaN

s8ulpul4

salo08a1e) s3ulpuly pazisayiuAs

(panupuo)) ‘g 3jqer



1087

Lormans et al.

(panuiuo))

juem | 3eym smoud) Ajiwey Aw auns Supjew Aq syuswngie uanaud o]
sJay1o Ag 1oddns s)331| Suidusiiadx3
$J9Y10 UapJNg 03 SujIUBM 10U JO 9SNEDD ISEISIP B3 INOGE 3j|E} 03 3NdIHIP U Sulpul4

noA o} Suiied yum adod 01 noA 01 8s0|2 30y} 4O A}l|Iqe Y3 3NOge SUIIU0D
NOA 01 9502 950y JO S3ILIOM 3Uj} INOGE SUIIIUOD
2U03WOS 92|05

66 M 2B} 01 3ARY |, "ABS | puB AJaAeiq JIBY)

Supjel w,| ‘oS *aneiq aJe uaJp(iyd Aw Aes | 05 - “Jaylow ay) [we |] 9snedaq apisul paialieys aie Aayl [99) ued |,
20" "195dn 198 81w Asy3 suiw Jo s3uiyy

9say3 01 uaasl| Aaya j1 - - 19sdn aq [|Im [Ajlwey] Ayl uayl asnedaq [+ - “s8ulj@a) Aw] Suissnasip ay1| [994 3,u0p |,
02/ WBY) 01 SIY3 OP 01 JUBM 1,UOP | "SBAI| S,UdJp

19 8UIY1AIBAS J0J SI13Y10 UO puadap 01 aney
Juspuadapul ‘DAI3IE UB PaAl| aA,| ‘SAep asauyl ||V,
19.°9W YUM Ajlwey Aw papaau |,

5 AW Y3IM 3134493Ul 0} JUBM 3,U0P |,

| ‘paiendedesul Aj|e101 W,| ‘MON ‘pooyI|a.

Aw uJea pjnod | *a

[enpiAlpul ay1 puoAaq a4
Jamod Jaysiy e yum uoidsuu0d Y
uolS1]a4 Jo poo ul 3dUBPIU0d Suldasy s3I NdIYIA

uoluedwod ajI| yum diysuone|as ui swajqoid
ssauljauo]
auoje u1aq jo Jeaq

Ajunwwod jenjuids e 01 J9s0jo Suiwodag
pPoo yum diysuoiie|as Jnop

aw yum Ajlwey Aw aney o]
Ajlwey Jo 9duasald
Y1IM 9]qe1IOJWOD [33) | 3SINU B dARY O]

66, W QJNISIP 01 PaJeds aue Aay) 0s H|dIs [We |] 9SNeIaq aWod 03 PaJeds aJe Aayl SaWIPWOos™ * "paj|ed Ay "dwod
J2A3U ASY] ‘Yluow B U0J INOCE UYL * OIS WE | 1BY) [93) JASU | pue yjel o "Addey Asan we | ‘w0l Asyy usym,
66../1d3|s Apeauje pey Aayy * 32002,0 QT 1€ 32eq

swed | sswawos 'sinoy [uoj] Suiom sem | 3jiym ays e ‘Ajsnoinaad ssneasq Ajsnoinaad ueyy us11aq [sem ],
9. 40129104d

pue Japea| J1ay1 8q 01 pasn | asnedaq diysuoluedwod pue 1oJWod s, usJp|iyd Aw o) yse 03 passeltequua sem |
‘(4ejna13ed ur ySiu pue Suluans ay3 Suunp) yieay Suiulpap Aw jo asnedaq paJeds pue Ajsuoj |29 | ySnoylyy,,
19./UMO Aw uo s1y3 1dadoe 0y papasu isny,

sJayjo djay 01 3|qe aq o

yreap Aw Joj pasedaid Ajlwey Aw aney o

Ajlwey Aw 03 uspJing e Sulaq 10N

salIom

pue sieay s,Ajlwey JnoA Inoge susduod yum Suljeaq
Ajlwey unoA 1noge aney noA salIop

sJay3o djay o1 Ayoede)

«SSuipulj anneuend

(2) 3411 s uedidned s1e uaipiyd

(D) spaau |enuids pue |eaiSojoydAsd

(n) sdiysuoneay

(n) uspanq e 8uiaq jo uondasiad sy

(n) 1oddns Ajiwey

suoneJisn||i pue sSuipuiy aaeEND

sa|pued Suinysi| ‘4aAeld queyd se yons sjenys snoidiay
sjeniu |enyiids Jo snoi8ijas wuoyad o

Jeau spuallj 3s0[d aAeY O]

poo yum aoead 1y

Joddns |enos jo Alinunuo)

BuiAeuq

pPoo yum auo je Sujag

SELWENT]

Ajlwey yum sdiysuonejau Suiurejuiew yym suijesg
JUEM NOA JaABUIYM

|eadsoy ui noA yaim pamoj|e aq 01 spualiy pue Ajiwe,

sangea||0d

10 ‘sioqySiau ‘spually ‘Ajiwey ylm 103U Ul SWI|qo.d
UaJ4p|Iyd Y3 (40 BUO) YHM J0BIUOD Y} Ul SWI|qo.d
sJay1o Aq uaesioy Suiag

«SSulpuly anneueny

(N) spuaLy YyIM sSaUpPa123UU0D

(n) Aoewnur e3en

(n) AujigesauinA pue Juswisseddequia
yum 3|38n.3s 01 payjul| diysuoluedwod Joj pasN

(n) apnyjos

Sauo pano| Aq jo
9Je2 UdYE) 3] IO SBUO
PaAO| 104 34D 0] paaN

s8ulpuly

sajo08a1e) s3ulpuly pazisayluAs

(panunuod) 9 3jqeL



Palliative Medicine 35(6)

1088

(panurzuod)

65, 9W 01 pauaddey sey Suiyy
e 4ons 1eyl peq AJaA [99) | "BULIBY| Ul 9ASI|Sq OP | ‘PaUUIS 9ARY ABW | ‘S9A ‘Mou Suidualiadxa We | Jeym si euwlley,

65 WIH 01 SUIYIAIOAS 9ARD) | SB PILIIOM 10U W | 'POD Ul Yley pey |,

ANUNWWOD Y3Ie) JNOA JO SISQUIBW MO|[3) WO SHSIA
aseasIp Je[lwis Y3m syualed Jayio yum yonoi ui Suimsn
Alunwiwod yiey umo Jo AS43|0 wouy SHSIA

(3uepiyuod) 03 3|3 01 BUOS3WOS Sulpuly Ul S31YNJIYIA
uoluedwod al| 3y} Y1M 3seasip ay} noge Suiy|el ul sannaiq

9W S3JEDS 1BYM InOge ¥j|e] 0} 3|e 3] O]

SueawW y31eap jeym noge yj|e3 0} d|qe 3q 0]
41e3p Jo SulueaW 3Y3 INOGE JLI3|I YUM UOIIBSISAUOD

66104

adoy | ||e SI 1By L "dW [B3Y UBD OYM BUO 3Y1 S| dH "SSDU||I BY} dW dABS OYM dUO 3Y3 S| BH *||IM S,pOD ||B SI SIY] ‘SDA,,
9. VA @Y1 18 papinoad Suiag s,1ey) pue 001 SJ0100p pue SI31SIS PUe SJaylo.q uensuy) Aw Aq papunotins

ul 9q ued | se 8uias e |eniuids se pue SuoJls se ul 9q 0} [aJe] a4l Aw ul 98e3s s1yy 1e spasu [eniuids Ay,

0., SIOMSUR UMO Aw puly ‘JjasAw (uonssnb

9U31) 3 SA[0S JBYIRI P, ' * "IPIS JBY10 Y3 UO JeyM JapUom puy ‘dn Suiwod 1o ay3 si 98e ay) 99s ued | 0s £/ we |,
¢, 1B 01 1SN[ pUE pUIW UMO JNOA J0 1n0 198 01 * * * "dUO3WOS 01 y[e] 01 3snf sd|ay 1l SawNBWoS,,

g96.,SS@U||I Aw 108104 pue ‘pakeid

| 2J0W Y] ‘JaWeD 3|3} | “|IM dJ0W dw dAES 3| *ssaul|l Aw 19810} | {poD 01 J3SOJD 13} | pUB ‘DW pawi|ed Jaheld,,
96,05 5,381 Ajauns pue ‘sisouelp siy anoqe s JaAed Aw sdeyuad "Ajises

23ueyd Aew sisouselp siy JoAead yum 1nqg ‘esoudelp Aew Joyo0p ay] “19Aeud si aund Ajuo ay) ‘syuswiiealy sapisag,,
¢, MOU POD) 0} 1303 |93} | INQ ‘21043q Y}ey dARY PIP | ‘poliad SIy} Ul Yliey 210w Sey auQ,,

19.S4€9A 3591

||e wayl pajeasy aney | Aem sy Jo asnedaq os|e agAew — Ajpusied SuiyiAians Sulieaq ale Asyj — ey os Ajusdo
SuiyrAue umoys 3,usney Asy] ‘uoiipuod Aw Jo asnedaq pajesisniy Sulj9a) aq y3iw Asyl 1ey) |94 SBWIIBWOS |,
10,/ WY1 Aes pue A1d 03 papaau | "19sdn siow sw spew 1eyl pue sSulyy

9s59Y3 Aes 01 paul | uaym paysny 3ulaq sem | 19} | "o8elliew Jo sieah zg Jayye puegsny Aw Suines)| je ssaupes A\
‘wiy o1 uaddey 1ySiw 1eym pue uoissaidap sey oym uos Aw 01 Suile|au Jeay A\ "UMOP Pa|113S JO PILLIBW JIAS
suos Aw 3uiaas 10u Jo ‘Jana ualp|iyopued Aw Su193s Jou Jo sieaj Aw 1noge y|el 0] pamo||e aq pue Ad 03 papaau |,

(D) uonenis s,auo Jo asuerdaddy

suonessn||i pue sSuipuiy annemenp

92uasaud Jaysiy e 03 uing

19410 0} 3|qejieAe Bulaq SANINJIIA

urejdeyd 4o A813)2 yum 199w o

ule|deyd |eldsoy e wouj SUSIA

SSulpuy aAneueny

‘3UON

suonesisn||i pue s3uipuiy aaellEND

uolssaidxa snoidijau Joj pasN

9W 0} U3ISI| ||IM OYM SUOSWOS dARY O]

Ajlwey Jo/pue spually yum s3uljaay ssaudxa 03 a|jqe 3ulag
ssau||l JnoA 0y

spually Jo/pue Ajiwey anoA Aqg suonoeal ayl yum 3uljeag

noA

01 9s50)2 9|doad yym sSuij@ay pue syy3noyy unoA Sulieys
J93ued 1noge ajdoad Jsyio 03 Supjjel

SSulpuy anneueny

(2) poo 031 SunjjeL

(2) spaau |emuids

() PELIIE
(D) POD yum a3ed1uNWWo)

(D) Sal|1IWey ul SI314IBQ UOIIEIIUNWWIOD)

(n) >3 03 poaN
suonesisn||i pue sSuipuiy aaeyenD
sJay10 Aq 1ioddns )11 003 Supuauadx3

ssau||l J0/pue uonenys
ul Sulueaw puiy
pue 1dadoe 03 pasN

SI9Y30 Yyum
4ono} ul 198 03 pasaN

SJ3Y10 yum
91e2]UNWWOd 0} PIAN

Sulueaw
Suiney pue Suipuiy

s3uipuly

sali0891e)

s3ulpul) pazIsayiuAs

(penunuod) -9 ajqeL



1089

Lormans et al.

(panunuo))

$1X33 |enjids noA Suliq suoawos
90U)SIXd 10} Sulueaw e puly
913|dwod s 31| Aw 1Y) [99) 0
|njSujueaw sem ayl| 994

aJowAue aunses|d upuaadxa 10N
9J1| 15ed $,9U0 JO UOIIBWIIY

95, 9UOAUE 10} J3Y10( B 9 0} JUBM 1,U0p | "3413 3,uop Asy3 0s ‘d|ay JIay) paau 03 10U ‘Jayns

01 10U ‘spi| Aw uo JjasAw uaping 03 10u si Juem | ||y 3|doad Jo piesje 10u w,| “Aeid | UBYM [|9M SPUD || 3 YSIM |,
89, H959P Y1 ysnouyy yjem Ajiep Aw uo sw djay 01 yoinid e pue Ia1em JO JUlIp [00D )| Us3q Sey

1oddns snoi8ijay "aq 01 pasn | a1 Juapuadapul Aes 3,ued Ajdwis | ‘uosiad SulAp pjo ue oy aj11eq Ajiep e st 3uian,,
ss.-AllEa1 MOU JUBWERUIO JOU BSN JaY1IBU W,| "MOU Paysiuy SI Yliea uo ssaujnjasn Aw 1eyy |99y |,

29.'S9NSSI Ajlwe) yum [eap pue s3uliqis siy Joj Sulied Jo ajos Aw

Ingun Aw yum ssuerdwod Aq Aiaid el siy 91e41SUOWSP 03 UOS 159P|0 Aw payse |,
99,/ UIESE PlIOM 3] Ul Y1JI0aJ 0} JUBM ], UOp

| @2Uls Ajuddouul a1p uayl Asuow ay3 uiniaJ p|noys | “Asuow Jo 10| B SI3YI0 PAMO | ‘INQ ‘BIP 03 JUBM | SBWIIBWOS,,
39, \BY | 191881 SS9 9y} pue adead alow ay) ‘siamsue

ay3 aAIIsod aJow 8yl ,¢S19Y1o Ag pataquiawal a4 ||IM 1Byl pulyaq aAea| | ued s8ulyl 1eymn, ‘JasAw yse |,

195141 10} a1edaud 01 31| Aw ul ySnoua auop 10u pey | 1eyl Ayind 39y |,

J3A0 Supjey se yons ‘sannp pa)

noA o1 pauaddey siyl Aym jo asuas aye|n
Buiueaw 3uipuiy
noA 01 pauaddey sey siy3 Aym 1noge uoisnjuo)

aseasip ayl Sundadoe sannayg

65 @W 01 pauaddey sey Suiyy

B 42Ns 1ey) peq AJSA [99) | "BWIEY Ul 9AS1[3q Op | "PauuIs aAeY Aew | ‘S9A ‘Mou Suldualiadxa we | 1eym si ewey,
65, WIH 01 SUIY1AI9AS DABD| | SE PILIOM 10U WE | "POD Ul Yliey pey |,

9c, ONBI| UOOS p|noys 1eyl Apoq Aw

noA 1ySi | "uim noA 13| 3,uom | ‘noA jeaq

1 SUIAI| JUBUD) B S| BJ9Y) |99 Ajjead | "aw 1yS1) NOA se piey se 921m)
paJnsse 1saJ INg ‘OW0D dABY NOA "9SeaSIP AW YIM Y|B) | SDWIIBWOS,,
60, MOU 0P | INQ ‘240439 SSUIY) 3501 In0ge 1YSnNOoy1 JaASU 3A,| 'SNOISI[3. W, | JI J|9SAW Sy “Japuod 0} paliels an,|,,
45,30U 10 11 0} dn 3J4€ M JI 935 0} SJUBM BY ‘DIULISWNIIID AJaAD

Ul 9B 9M [NPjUBYI MOY 335 0] ‘OW 159} 0} SJUBM POD 3S[3 JO ‘SI9Y10 UeY] SBUIY) SWIOS Ul J9119q SEM | 35nedaq

111 108 | |99} | "W O} SAWOI JIMSUE dY} puy ¢dW AYm ‘sastie uolisanb ay) ‘@seasip Aw noge 3ulyl | uaymm,,

19,941 0 |esieaddeas sjoyAn "sja1|aq snol 141 3j04ym,,

o5, OW SW|ED 1Y} pue ‘1saq ay} Sasooyd shem|e

9y |93} | "aw Aym 1nq ‘J21SeSIP 9q 1,UEd SIAIS POD 1BYM |[9M “JDISESIP SIY) SW PAYSIM PO aAey pInoys Ay,

1 PaJJ11s W Ul paudyeme sey i

5,00} ‘W pue aw s3ysiy 3| "} 03 pasn os uan108 aney | pue Apoq Aw Jo Jied se aseasip ay3 Jo JuIyl |,

sjuawysijdwodoe [euosiad Jaquiawal 0]
91| uewny jo ssodind pue Suluesw ay|
Aujiny jo sSuieay

Ayneaq Sunerasiddy

auIng

ainjeu jo Ayneaq ojul adun|d

111ds 4o snoi8ijas wiopad o
«SSulpulj anneuend

(D) pua snosadsoud e Suiney
(n) uoneljiye snoidijaJ Jo asuas Wiy

e Sujuiene Aq pjdom auniny ayy ui Suiduojaq 4oy Sulyoieas
(n) @sodind pue Sulues|y

(n) pl4om ayy ul Suiaq pauleisns e SujulelIISY
(n) Anusip

S,9U0 aAI3s34d pue 3y1| JO SSUIUBSW DY} [|14|N} 0} PASU AY |

(n) 121831 n0yum Buthg

(N) @4 Jo Bulueaw 1noge sysnoy |
suoneJisn||i pue sSuipuly aAneyjeny
Suliayyns Jo/pue ssauj|l ul Sulueaw Sulpuly
Bunayns yum 3uido)

douanadxa ul Sulueaw Suipuiq

asodund pue Suiueay

«SSulpuly anneueny

(n) uonenyis 41y Jo aduerdadde aAIssed

(n) @411 Jo Suiueaw Suiduey)d
(n) Avenyiids

(n) Suiueaw 3unjess
(n) spaau snoigi|ay

(n) Ayjeas Sundasoy

aJl| |njSulueaw
e pey aAey 0} paaN

s8uipul4

sal08a31e)

s3ulpuly pazisayluAs

(panunuo)d) -9 ajqeL



Palliative Medicine 35(6)

1090

(panuiuo))

95,9184 AW s 1Y H0OQ

e peals | ‘ino deus pue jjasAw Ajsizes o] *1no 03 pue 3nsyoes} Aw uo Ind | ‘ainssaud asuawwi Japun w,| Usymm,,
95, POD Y1IM UOIIEIIUNWWIOD

10} duo|e 3¢ 01 3| | INg ‘Japuod pue uMop 1S | 1Y} J0N "19113¢ yiom Aw op pue Ja11aq Aeud | ‘Duoje w,| Uy
‘uednp ay1 3uipeau pue siaAeid 4oy poo3d si 11 ‘Bunjuiyl 1snf 1oy 30u Ing ‘Umo Aw Uo 2 03 31| | SBWIBWOS,,

3oead/adoy/spniieid/aanisod
300[3n0 aAisod e Suidaay
uonenis ay1 jo s1oadse aanisod Suleas sanNdIQ

66, 2doy dn anidasnl | * -quem Aayl 1eym

op pue 08 03 wayy |93 3sn[ | ‘[usJp|iydpueid] spiy ay3 Joj Sulied Jnoge yanw Jsayioq Ajjeau 3,uop | ‘99s noA Aym
S,1BY1 ‘sIy] Jo asnedag ,¢udniad ul 198 | pIp 1eYym ‘Yonw os auop SulneH, ‘JjasAw 01 yuiyl | ‘umop SulA| sswnawos,,
66 W1 Ajpjaom Aw Aeisiano 03 Juem 3, uop

|+ *[uonenyis aya] 1 1| | Juiya 3,uop |~ "qol umo J1ayl Yyum Asng osje ale Aayy uaym suiejdwod Aessasauun
Aw [|e yum wayy Sulsyloq we | 19A pue ‘SuiyiAue Suiop jou ‘Sulrow 10U YIS Wi, | Julyl 03 3|doad Juem 3,uop |,
19./S1€3) pUE JUaWIUloddesip pue djued Jauul Y3Im [eap 0] ‘|BAIAINS INOGE — SIUBINSSEDI PIPIIN,,

90, PAUDIYSLY SS3)

aq [],A9y1 ‘Uay] "|eAIAINS Jo) adoy B 9ABY puE SN1B)S JBJUED J19Y] INoge Ja11aq uJes| syualied sdjay Suljje1-yinig,,
95.,/94N2 Y1 pue 3seasIp 3yl SaAIZ aH *||IM S, pOD) S ey ‘s1sije1dads pue

$10100p 9y3 1N0ge Syulyl auQ "SulAp Inoge yulyl 1,usaop auo ‘|| S||e) duo uaym ‘Aepoy sanljiqissod ay [|e YU,
95, 41954N0A puajep

11ds unoA ‘djay [|1m po9 Ajauns ‘po ul adoy aAey pue Jeay JnoA uir mouy noA uaypn,,
s, dn doeq aw pjing 01 Apogawos papasu | ‘Mouy NOA awil Y3 18 1ey) pasu 1,upip

| *,l1e 3e Buiyzou 108 aA,nOA ‘uo pjing 03 a3y Sulylou s,24ay3 ‘U op Aym [|am, pies ay- * *(as1249xa aj3uad Suiop 01
Sul119)a1) 19119q |99) NOA SI)EW 11 ||9M PIES | * "91043( J0100p SIY} UDIS 1,UdARY | ‘Aj|EDJ JSUMOP B JO )G B S ],

ued noA pue ysiy aq

Spualiy pue AjiWey YIM SSauIsng paysiulun Jo aied aye} o]
ssauIsng pays

1Jun aAj0say
ysim 1se| 0 Juaw||n4

S$19Y10 10 J|9SINOA 3AI310) 03 pajuep)
SS9UAAISI0) PUE UOIIEI|IDU0DRY

95, UBAIS10) 08 01 JueM | InQ ‘03 Aew | UBYM MOUY| 1, Uop | pue ‘aseasip ayl aw aned noA ‘Aes shemie |,

(N) @2ead Jauul 3uyass

suoneJisn||i pue sSuipuly aAneM|eny
adoy Buipuiy

adoy Jo asuas Aaauod 01 yje1s |eadsoH
adoy Joj paaN

«SSulpuly anneueny

(n) ssaussajadoH

(2) adoH
(n) @dueinsseay
(0) 3es-puiw

|nj20ead e UleIqo pue [BAIAINS JOj ddOY 191504 03 Paau Yy

(n) poo u1 yuey

(n) ssaujnyadoy

(n) Buido> pue adon

suoneJisn||i pue s8uipuly aAneMjeny
sa1ndsip pjo Suinjosay

91| ul syoadse uado anjossig

w1y JnoA Jo 1sow ay3 Supjel

31| ul sanold mau Suinas

«SSulpulj annenueny

‘3UON

suoneJisn||i pue sSuipuly aAneMjeny
ssauanidioy ulpuly

s49Y10 SulAIS104 pue ‘}|INS pue awe|q Wolj Wopadiq
«SSulpulj anneueny

() ssauaniBioy BuiBsag

suoneJisn||i pue s8uipuly aAneM|eny

aoead Joy pasN

adoy Joj paaN

uona|dwod Joj paaN

SSQUBAISI0) JO) PAIN

yoojino
annsod e Suiney

s3ulputy

sali0891e)

s8uipuly pazisayjuAs

(panunuod) °9 ajqeL



1091

Lormans et al.

‘way3 apinoad Jou op salpnis Alewidd Yyl 2Uls USAIS 3. SUOIIRIISN||I JAYMNY ON "SWall ASAINS 103|424 SUIPULY SAIIBIIUBND.

3Ip 03 3uem noA assym aoe|d ay3 asooyd 01 3|qe Sulag

89.150] 198
1ySiw |nos Aw ‘spualuy 9s0jo pue siaquiaw Ajiwe) Aw 01 9Aqpoos Aes | 1a14e pag umo Aw ul dwoy 1e alp 3,uop | 4,

99,4 YMI03J 9Y3 Ul Sid e Suiwod9g WoJ) W JUaA3Id 01 Op | PINOD 1BYM ‘SUOIIRUIEIUIDI SI9M BIBY3 JI,,

spew sjyuswaduele |esauny Aw aney o)
9}1]493e Ue pue A}INUIIUOD 40} PaaN
uolIN|osaJ pue yieag

poddns Juswanealag

e6./3USNRd 3q O,

65/ PBOJ BY3 JO puaq ay1 1snl s1 1l {peos ayi jo

pua ay3 1snf jou si yieap ey pies sey sioradns Aw Jo auQ "3eyl Suljaa) Jou We | MOU ‘Y1eap Jo plelje 3g 01 pasn |,
oz.'8U0| 001 @¥e1 3,usaop 1 adoy 1snl | “SulAp w | mouy |,

v9. PUBY [S,pOD] UNOA 01 dn S 1By "SW S3)E] 1BY) J92URD 9y] 3q Jou Aew 3 “aJay wouj Aeme sw

9ye] 01 9p129p BUUOS [POH] NOA UBYM MOUY| 1,UOP | *JO DJED UdE] 3Q P|NOI | MAUY dH 249ym ade(d e Jayjoue ul aw
Bumnd a4am sw03s 8y} ||y 4O SJED UIE} 3Q P|NOD | MUY dH 49ym [sexa|] ade|d e ul 8¢ 0} dW pajuem aH puy
‘[euLEY BUBILINH] SWJ01S 8] 2J40Jaq pey | 1eym mauy Apead|y "pIp | 810497 USAS JaJURD pey | Mauy pJoT aylL,

s SON| 6 UBLY

2JOW pey aA,| "1ed B UBL] S9WI] 2JO0W Peap Uaaq aAeY PINOYs | "sJeaA 9z 1Se| ay] Ul 182 B UBY] SSAI| 2J0W pey aA |,
0., Aep Asans a1p 01 109dxa | [s1eaA 0OT] 28e Aw 1y "M yum Suoje 198 01 aney noA ‘|l

5.,/ 92e]d [njaoead alow e aq pjnom [aa1dsoy] 1ey3 yuiyl |,

1s.'leudsoy 01 03 01 aney pjnom | swoldwAs snoLas aAey | JI Ing 3|qissod se 3uo| se swoy 1e ulewal 03 JUeMm |,

JuUaWageUBW SS3J)S JO UOIIEXE|dY
99.4 9 01 pue WPy 40 PIaN
2oead pue ssaujainb jo soeid e 1e []amg

19.,-9U03 S| uled ay1 ai1aym mouy| 3,uop | JoAeud ayy Jsye

1ed aney | uaypn® - ‘daals poos e 128 | os|e pue jal|as Suinas we | saAeud ay3 03 Sul08 JaNY,,
65, INJ22EDd pUB PaISIIES S| PUIW BY] "BW J0}

|nyasn usaq sey 1| efood 3ulop passiw 10u aAeY | "yuiqg snolraid Aw Jo s1gap (d1wey) aya o Aed oy efood op |,
65, UDJP[IYd pUE puBgsSNy S3UO INOQE YSIJ|as

S U0 ‘SaA '@ elsiw Aue panliwwod Jou aAey | “||am Ajiwe) Aw piemo) sanljigisuodsal Aw 1a1je payoo| aAey |,

pue poo 03 Aeud |

auo|e SulAp 10N
awoy jealp oL
S8ulpuly anneueny

(n) Apogq aya 1oy 22e|d 3unsad |euly e 10y pasu 3y
(n) Ajingeoead yiesp Suidey ul 9JuelSISSE SAI9IAL O]
suonesisn||I pue s3uipuly aAeyeND

BulAp pue yieap jo sanss| |enjuids yum Suljeaqg
yreap pue SulAqg

yaeap jo Sujueaw ay1 SuiuIadU0d SaNINdIYIQ

3ulAp pue yieap 1noqe s3uij@ay

y1eap Jo Jea

«SSuipulj anneuend

(D) shemuyaed yieap |enpiaipul

{n) (eap o ssuIsNN
(N) yaeap pue ssad04d SulAp ay1 INoge uIdUO)

(n) 4oamod Jaysiy

e Aq p3]|0J1U02 2JE Y1B3P PUE JSIUED JBY] SSAUIJEMY

(n) sanssi [ernua1sixe pue yaijaq ‘yued
(n) 8uiAp pue yiesp yum Suijeag

(2) 3411 Jo pus ay3 1oy Buluueld
suoijesisn||i pue sSuipuiy aneyend
puiw jo a2ead pui4

Suixeas ul saiynaa

sJed} §UIWO02IAQ

s92110e4d JaAead Jo uonelpsw [euosiad
.SSuipulj anneuend

(n) s4eAead jo Suiuea

(n) s1o1neY3q 2ADY

Aem pausajaud
e ulalp 0} paaN

yieap pue SulAp
Yum |eap 03 pasN

yieap pue
SuiAp yum Suijeaqg

s3ulpuly

salo08a1e) s3uipuly pazissyiuAs

(panupiuo)) -9 ajqey



1092

Palliative Medicine 35(6)

5 qualitative findings
10 quantitative findings

-

Need to be treated as a
person

6 qualitative findings

9 quantitative findings

Need to be in control

N )

6 quantitative findings

Need to continue life as
usual

3 qualitative findings
10 quantitative findings

4 qualitative findings >

()

N Need to deal with financial

affairs

(o)

4 qualitative findings
10 quantitative findings

Need to be informed about
medical condition

1 qualitative finding "
3 quantitative findings

Need to be informed about
the future

= finding

= category

(G
]
@

= synthesized finding

Being
autonomous

Figure 2. Synthesized finding 1: being autonomous.

16 qualitative findings !
23 quantitative findings

Need to maintain
relationships

A 4

5 qualitative findings
13 quantitative findings

Need to care for loved ones
or be taken care of by loved
ones

6 qualitative findings
11 quantitative findings

o Need to communicate with

others

<7 quantitative findings>—>

Need to get in touch with
others

= finding

= category

—)
—
.

= synthesized finding

Being connected

Figure 3. Synthesized finding 2: being connected.
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7 qualitative findings
13 quantitative findings

<7 quantitative findings>

1 qualitative finding X
4 quantitative findings

o b o e Need to accept and find
7 qualitative findings O :
D e meaning in situation and/or
8 quantitative findings ifhes

Need to have had a
meaningful life

> Need for forgiveness

> Need for completion

= finding

= category

0L

= synthesized finding

Finding and
having meaning

Figure 4. Synthesized finding 3: finding and having meaning.

7 qualitative findings

6 quantitative findings

3 qualitative findings )
7 quantitative findings

> Need for hope

»  Need for peace of mind

= finding

= category

0L

= synthesized finding

Having
a positive
outlook

Figure 5. Synthesized finding 4: having a positive outlook.

7 qualitative findings o
9 quantitative findings

2 qualitative findings 3
3 quantitative findings

dying

Need to deal with death and

Need to die in a preferred
way

= finding

= category

= synthesized finding

0L

Dealing
with death and
dying

Figure 6. Synthesized finding 5: dealing with death and dying.

These needs can be summarized in five synthesized
findings: being autonomous, being connected, having
meaning, having a positive outlook, and dealing with

death and dying.

These synthesized findings are consistent with literature
focusing on patients’ social and spiritual needs. Primary
studies, however, focus either on patients’ palliative care

needs in general>457:586062646565-71 or on specifically
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patients’ spiritual needs,>5:56:59,63,66-68,72,74,82,84,85,87 and focus
lessonsocial needs®!asthe primary outcome. Measurement
instruments used in survey studies often pay less attention
to social needs than they do to spiritual needs.

Looking at the synthesized findings, it becomes appar-
ent that the expressed needs and analytical themes
encompass both social and spiritual needs. “Being auton-
omous”, “being connected,” and “dealing with death and
dying” encompass social and spiritual needs, whereas
“having meaning” and “having a positive outlook” lean
more toward spiritual needs alone.

Strengths and limitations

This study’s first strength is the extensive search using a
search strategy that focused on “spiritual needs,” “social
needs,” and related terminology. In contrast to other
reviews, the aim was not to identify needs but to synthe-
size and aggregate the themes other studies identified.3!
Next, a multidisciplinary team of experienced research-
ers performed the analysis, enabling them to look at the
results from different disciplines’ perspective and pre-
sent them accordingly. Another strength lies in the inclu-
sion of qualitative and quantitative studies, enabling the
research team to cover the entire research field’s scope.
The resulting meta-aggregation permitted the research-
ers to assess the themes that previous studies addressed
and identified.*” The use of an integrated design allowed
both qualitative and quantitative studies in the meta-
aggregation.3* Previous reviews only incorporated quali-
tative studies.30-32 (Cagle, Bunting and Kelemen, 2017).
The choices that were made came with some setbacks.
Firstly, this review’s search strategy included terms such
as “social” and “spiritual,” thereby already narrowing the
search in advance. Patients themselves do not frame their
needs in this way. Therefore, a search strategy only includ-
ing “needs” would have been more transparent. However,
initial searches resulted in over 30,000 results this way,
making the study unmanageable. Therefore, the research
team decided against this option. Secondly, seeing
patients’ needs in light of either the social or spiritual
dimension will always be based on interpretations by the
researchers conducting the analysis. Since definitions of
the social and spiritual dimensions overlap, associating
needs with these dimensions can always be disputed. We
minimized this bias by interpreting reported needs in a
multidisciplinary research team with shared expertise and
competencies in chaplaincy and nursing and establishing
a partnership with a delegation of social workers. Lastly,
although the integrative design suits the research ques-
tion well in this study, it also comes with limitations. This
design is inherently less reproducible and transparent due
to the design’s iterative nature. There may also be some
issues concerning the combining of qualitative and quan-
titative methodologies of the included studies. While by

qualitizing the data from quantitative studies, the findings
become comparable, one might still oppose the design’s
assumption that methodological differences can be
minimized.101

Socio-spiritual approach

As mentioned above, the synthesized findings reflect
patients’ social and spiritual needs. However, patients
themselves do not label their needs as “social” or “spirit-
ual.” Needs often comprise multiple dimensions, including
the social and spiritual dimension. Consequently, expressed
needs are open to interpretation: the same expression
might refer to both a social and a spiritual need depending
on the patient’s point of view. Therefore, patients’ needs
should not be interpreted based on their first expression.
An in-depth exploration of these needs is necessary to rec-
ognize and understand, and subsequently, distinguish the
underlying dimensions to provide appropriate care.

Within the framework of multidimensional symptom
management, we propose a socio-spiritual approach to
patients’ needs. This approach involves regarding social
and spiritual needs as tantamount on a linguistic level but
warrants distinguishing them when explored in-depth.
This approach honors and preserves the real-life multidi-
mensionality of patients’ needs and raises awareness of
the linguistic similarities in the expression of social and
spiritual needs.

The socio-spiritual approach fits and elucidates the
first step in the method of palliative reasoning: mapping
patients’ problems.192 Physical and psychological symp-
toms and needs are often clearly expressed by patients
and clearly understood by healthcare professionals.
However, social and spiritual needs share a common ter-
minology making it complex to understand them based on
their expression alone. Therefore, in-depth exploration of
social and spiritual needs is necessary for answering the
question “what does it mean?” —as is the case for all mul-
tidimensional needs — and for answering an even more
fundamental question “what does this mean to you?”.

Adopting a socio-spiritual approach to identifying
patients’ needs benefits both patients and healthcare
professionals. Patients can express their needs in the way
they seem fit and healthcare professionals can assess
these needs holistically. This makes sure that the interpre-
tation of patients’ needs is not prematurely reduced to
categories that do not fully match with what is at stake for
them. Next, being aware of the overlap between social
and spiritual needs can encourage healthcare profession-
als to explore patients’ needs, thus guaranteeing appro-
priate interventions.

As such, the socio-spiritual approach facilitates and
demands interdisciplinary teamwork to combine health-
care professionals’ expertise to decide which discipline is
best suited to meet the needs.
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Recommendations for healthcare practice
and future research

Based on the findings of this review, the socio-spiritual
approach is recommended in multidimensional symptom
management. The overlap in the expression of social and
spiritual needs can create confusion in day-to-day care.
Therefore, social and spiritual needs should be carefully
assessed and interpreted by the healthcare team to assign
patient-tailored care. To understand and distinguish between
patients’ social and spiritual needs and facilitate patient-tai-
lored care, healthcare professionals of all disciplines require
evidence-based information on exploring, assessing, and
recognizing the overlap between these needs.”482:103

Patient Reported Outcome Measures (PROMs) can
help patients think about their own needs and wishes and
help focus on what matters at the moment, supporting
the in-depth exploration.” The use of PROMs can rein-
force patient autonomy and improve patient-professional
communication and communication between profession-
als. Furthermore, PROMs support monitoring needs
throughout time, especially when continuity in day-to-day
care cannot be guaranteed in person due to part-time
work and irregular work hours.104.105

Hence, more clinical applicable PROMs should be
developed and employed, for example, PROMs that are
not too demanding for patients or too extensive in their
setup, as is the case for research purposes. The Utrecht
Symptom Diary — 4 Dimensional (USD-4D) is a PROM used
in palliative care to signal and monitor patients’ symp-
toms and needs in all four dimensions: physical, psycho-
logical, social, and spiritual. Five items concern both the
social and spiritual dimensions. A recent study showed
that patients interpret these items as either social and
spiritual, or both, depending on their context.1% Since
patients use the same vocabulary to express their social
and spiritual needs, healthcare professionals should
always be aware that they explore what patients mean
when expressing their needs. As a result, patients can
indicate how they interpret these items. This, in turn,
helps healthcare professionals in appointing the appropri-
ate disciplines when an intervention is necessary.

Future research should focus on patients’ needs being
multidimensional and not referring to solely one dimen-
sion. This review showed how this holds for social and spir-
itual needs. In the long run, this could lead to the use of
PROMs in which the physical, psychological, social, and
spiritual dimensions are integrated so that patients’ needs
are not drawn apart in advance along the boundaries of
dimensions. Furthermore, more research should focus on
the social dimension of palliative care as a separate domain.

Conclusion

This review identified five synthesized findings that
encompass patients’ social and spiritual needs: being

autonomous, being connected, having meaning, having a
positive outlook, and dealing with death and dying. These
findings were synthesized from both qualitative and quan-
titative studies.

Patients do not distinguish between social and spiritual
needs themselves. However, healthcare professionals should
do so to allocate appropriate, patient-tailored care. The
socio-spiritual approach to patients’ needs raises awareness
about linguistic similarities in expression between social and
spiritual needs that should be explored in-depth. Hence, this
approach honors and preserves the multidimensionality of
patients’ needs and enables comprehensive palliative care.
Clinical applicable multidimensional PROMs can support
identifying and exploring patients’ social and spiritual needs.
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