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Abstract

Context

Spiritual, existential, and psychological issues represent central components of quality of life
(QOL) in palliative care. A better understanding of the dynamic underlying these components is
essential for the development of interventions tailored to the palliative context.

Objectives

The aims were to explore (i) the relationship between spirituality, meaning in life, wishes for
hastened death and psychological distress in palliative patients, and (ii) the extent to which
these non-physical determinants influence QOL.

Methods

A cross-sectional study involving face-to-face interviews with Swiss palliative patients was
performed, including the Schedule for Meaning in Life Evaluation (SMILE), the Spiritual
Subscale of the Functional Assessment of Chronic lliness Therapy (FACIT-Sp), the Idler Index
of Religiosity (IIR), the Hospital Anxiety and Depression Scale (HADS) and the Schedule of
Attitudes toward Hastened Death (SAHD). QOL was measured with a single item visual
analogue scale (0-10).

Results

206 patients completed the protocol (51.5% female; mean age=67.5 yrs). The results indicated
a significant negative relationship between FACIT-Sp/SMILE and HADS total scores (p=.000).
The best model for QOL explained 32.8 % of the variance (p=.000) and included the FACIT-Sp,
SMILE, and SAHD total scores, the IIR “private religiosity” subscale, as well as the HADS
“depression” score.

Conclusion

Both spiritual well-being and meaning in life appear to be potential protective factors against
psychological distress at the end of life. Since non-physical determinants play a major role in
shaping QOL at the end of life, there is a need for the development of meaning-oriented and
spiritual care interventions tailored to the fragility of palliative patients.

Key words: meaning in life, spirituality, quality of life, wish to hasten death, psychological
distress
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Introduction

The World Health Organization definition of quality of life (QOL) focuses on the general
perception of the individuals’ position in life, in relation to their goals, expectations, standards
and concerns (1). This construct includes all the significant areas of life that allow people to
satisfy their needs, including the psychological and spiritual domains. The latter have been
shown to be particularly relevant for QOL in palliative care patients (2, 3, 4). In the palliative
care context, spirituality has been defined as “the aspect of humanity that refers (i) to the way
individuals seek and express meaning and purpose, and (ii) the way they experience their
connectedness to the moment, to self, to others, to nature and to the significant and sacred” (5).
In line with this definition, meaning in life (MIL) represents a core element of spirituality, while
religiosity may or may not be related to an individual’s spiritual dimension (6).

Little is known about the dynamic underlying the relationship between spirituality and MIL as
well as their significance in the context of wishes to hasten death (WTHD) and their interaction
with depression and anxiety at the end of life. Previous results suggest that spirituality may
represent a protective factor against the development of psychological distress, in particular
depression and anxiety (7, 8). Given the relatively high prevalence of these forms of distress in
palliative care (25% for depression and 10% with anxiety (9); 5-17% with high WTHD (10)), and
their clinical relevance, the degree of association between these non-physical determinants of
QOL warrants a detailed investigation. In particular, it would be interesting to know to which
extent these determinants contribute to QOL in the palliative care context.

The aims of this study were therefore to explore:

() the relationship between spirituality and meaning in life with wishes for hastened death and
psychological distress in palliative patients (for the purpose of this study, the term “psychological
distress” refers to symptoms of depression and anxiety).

(i) the extent to which these non-physical determinants can be considered as significant
predictors of subjectively perceived QOL in palliative care patients.

iii) whether differences occur in three geographically and linguistic diverse regions (German,
French, Italian) of Switzerland.

Methods

We performed an exploratory, cross-sectional study in palliative care patients, based on
structured face-to-face interviews, in the German, French, and Italian regions of Switzerland.
Inclusion criteria were (i) 18 years or older, (ii) treated by one of the specialized palliative care
teams involved and (iii) <6 months life expectancy according to the treating physician. Exclusion
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criteria were (i) psychiatric disease, (ii) significant cognitive impairment, and (iii) insufficient
knowledge of the local language.

Patients hospitalized in a palliative care unit or cared for by a palliative home care team, who
fulfilled the inclusion criteria were asked to participate in the study by a research collaborator
who was not part of the palliative care team. After obtainment of informed consent, a meeting
was scheduled with the research collaborator in order to complete the case report form. The
project was approved by the three regional ethics committees.

Instruments
» The Schedule for Meaning in Life Evaluation (SMILE)

This instrument was developed and validated by Fegg et al. (11). Respondents are first asked to
indicate three to seven areas that actually provide meaning to their lives. Next, the importance
and the current level of satisfaction associated to each area are rated on a Likert scale. An
index of weighting (“lowW” ranging from 20 to 100) and an index of satisfaction (“loS” ranging
from 0 to 100) indicate the mean weighing score and the mean satisfaction score for the areas
mentioned, respectively (higher scores reflecting higher importance and satisfaction scores). A
SMILE total score (0-100) indicates the global MIL satisfaction by taking into account the level of
importance attached to each area (with higher scores reflecting higher global satisfaction).

» The Functional Assessment of Chronic lliness Therapy-Spiritual Well-being Scale
(FACIT-Sp)

The FACIT system is a collection of QOL guestionnaires targeted to the management of chronic
illness. The FACIT-Sp was specially developed to assess the spiritual wellbeing (12) and
comprises several different aspects (meaning, faith peace). The total score for spiritual well-
being (0-48 with higher scores reflecting higher spiritual wellbeing) was assessed in this study
(13).

» The Idler Index of Religiosity (IIR)

This is a four-item instrument that measures public (range 2-10) and private (range 2-7)
religiosity (14). The IIR total score ranges from 4 (least religious) to 17 (most religious).

» The Hospital Anxiety and Depression Scale (HADS)

The HADS consists of 14 items rated on a Likert scale (15) yielding a “HADS total score” (0-42),
a “HADS depression score (0-21) and a “HADS anxiety score” (0-21), with higher scores
reflecting higher psychological distress.

» The Schedule of Attitudes towards Hastened Death (SAHD)

The questionnaire aims to evaluate the wish to hasten death among terminally ill patients and
was developed by Rosenfeld et al. (16). It is a self-response scale consisting of 20 true/false
items (range 0-20 with higher scores reflecting higher WTHD).
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» Single-item Quality of Life Scale — Numeric Rating Scale 0 -10 (SQOLS)

Subjective QOL was measured on a visual analogue scale (VAS) from 0 (worst imaginable
quality of life) to 10 (best imaginable quality of life). The question is worded: “By considering all
the aspects of your life, how would you judge your quality of life at the present moment?” This
approach to measuring quality of life was evaluated by de Boer et al. (17).

All instruments which were not already validated in French, German or Italian were translated
using good practice principles for translation (including forward-backward translation) and
cultural adaptation of patient-reported outcomes (18). SMILE, SAHD, IIR were translated in
Italian; and SAHD and IIR in French.

Statistical analyses

Considering the first aim of this study, regression analyses were performed successively
variable by variable. The psychological issues (HADS and SAHD score) were included as
dependent variables. The “spiritual/existential” dimensions (FACIT-Sp and SMILE total scores)
and their interactions between the three linguistic regions were included as independent
variables. Linear regressions using the least squares method were calculated for the HADS
scores (close to normal distribution), and Poisson regressions were calculated for the SAHD
score (close to log-normal distribution; logarithmic transformation impossible given the presence
of zero).

Considering the second aim of this study, multivariate analyses were realized in order to test
psychological issues (HADS and SAHD scores) and “spiritual/existential” variables (FACIT-Sp,
SMILE and IIR scores). In a first step, univariate regression analyses were performed
successively variable by variable. All the variables with a p-value <0.1 (including also variables
showing a tendency towards significance) were then considered for a multivariate regression
model forming a full model. The latter was reduced by dropping a variable at a time in a
backward selection procedure, starting by the variable with highest p-value. Each time a
variable was dropped, the Akaike Information Criteria (AIC) and the adjusted R? were compared
with those of the preceding model. The backward selection was stopped after finding a model
that minimised AIC and maximised the adjusted R2 Bonferroni correction for multiple
comparisons was performed.

Regarding the missing data management, HADS scores with 14% or more of missing data (two
or more missing responses on a 14 item questionnaire), SAHD scores with 20% or more of
missing data (four or more missing responses on a 20 items questionnaire), and finally FACIT-
Sp scores with 17% or more of missing data (two or more missing responses on a 12 items
guestionnaire) were not included in the analysis.

Sample Size
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Sample size was estimated based on the planned use of multivariate analyses. According to the
literature, 20 observations are needed for each independent variable considered in the
regression analyses (19). In our case, the minimum sample size was 140.

Results
Sociodemographic and medical characteristics

In the three Swiss linguistic regions, 588 participants met the inclusion criteria. Due to the
reasons listed in fig. 1, 138 patients could not meet the research team and 234 did not
participate after meeting the team. 206 participants consented and completed the CRF between
September 2012 and January 2015.

[Insert figure 1]

Table 1 indicates the demographic and medical characteristics of the patient population. Cancer
is by far the most common diagnosis among the participants.

[Insert table 1]

Scales: descriptive results

Table 2 indicates the descriptive statistics (means, SD) for each questionnaire used.
[Insert table 2]

Relationship between (i) MIL/spiritual wellbeing and WTHD/psychological distress

» Relationship between WTHD (SAHD) and spiritual wellbeing (FACIT-Sp)
The results of the Poisson regression model showed that 2.2 % of the variance was explained
(pseudo R?=.022, p=.007) with a significant negative relationship between WTHD and spiritual
wellbeing (see table 3).

» Relationship between WTHD (SAHD) and MIL (SMILE total score)

The results of the Poisson regression model showed that the total model explained 0.2 % of the
variance (pseudo R?=.002, p=.375), with no significant relationship between WTHD and MIL
(see table 3).

[Insert table 3]

> Relationship between psychological distress (HADS) and spiritual wellbeing (FACIT-Sp)
The results of the linear regression model showed that 19% of the variance of the psychological
distress (HADS total score) was explained (adjusted R?=.185; p<.001), with a significant
negative relationship between psychological distress and spiritual wellbeing (see table 4 and
figure 2).
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When considering separately the depression and anxiety dimensions of psychological distress
(subscales of the HADS), the results indicate that (i) 18.1% of the variance of depression (3=-
.219, p<.001), and (ii) 8.9% of the variance of anxiety (B=-.141, p<.001) are explained by the
spiritual wellbeing.

» Relationship between psychological distress (HADS) and MIL (SMILE total score)

The linear regression model showed that 10.1 % of the variance of psychological distress
(HADS total score) was explained (adjusted R?=.096; p<.001), with a significant negative
relationship between psychological distress and MIL (see table 4). In particular, MIL explained
3.6% of the variance of depression (=-.053, p =.005) and 11.6% of the variance of anxiety (B=-
.081, p<.001).

[Insert table 4]
[Insert figure 2]
Predictors of perceived QOL

After successive univariate regression analyses, the following parameters were considered for a
first regression model: FACIT-Sp total score, IIR “public’, lIR “private”, SMILE total score, HADS
“anxiety”, HADS “depression”, SAHD total score. This first model explained 32.4% of the
variance of the perceived QOL (adjusted R? =.324, AIC=694.108, p=.000). Only the FACIT-Sp
total (3=.084, p=.002) and the HADS “depression” (=-.208, p=.000) appeared as significant
predictors of QOL (details of the model can be obtained from the first author).

Subsequent multivariate models were performed in order to obtain the most parsimonious
model. The most parsimonious model explained 32.8 % of the variance of the perceived QOL
(adjusted R?=.328, AIC=691.194, p=.000) and included FACIT-Sp total score, IR “private”,
SMILE total score, HADS “depression”, and SAHD total score. Among these variables, the
FACIT-Sp total score and the HADS “depression” appeared again as the variables the most
strongly associated with perceived QOL after Bonferroni correction (see table 5).

[Insert table 5]
Differences between linguistic regions

Overall, we found generally homogeneous results between the three Swiss linguistic regions,
which are therefore presented together in this paper. A detailed analysis of the differences
observed between the three regions will be published separately.

Discussion
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Regarding the first aim of this study, the main results are the significant negative relationships
found between spiritual wellbeing and (i) psychological distress and (i) WTHD. Our data also
indicate that MIL is significantly and negatively associated with psychological distress, but not
with WTHD. Regarding the second aim, spiritual wellbeing and depression represent strong
predictors of perceived QOL in palliative care patients.

Relationship between spirituality/MIL and psychological issues

Why is spiritual wellbeing significantly associated with WTHD in our study, while MIL is not?
Firstly, the spiritual wellbeing construct (as measured by the FACIT-Sp) appears to be more
inclusive than the MIL construct, as it comprises MIL but also other aspects,such as peace and
faith. Secondly, the FACIT-Sp assesses the presence or absence of spiritual wellbeing from an
intensity perspective (nomothetic approach), while the SMILE instrument captures the
satisfaction level with individual life areas named by the respondents as contributing to their
personal MIL (idiographic approach) (20).These two approaches are not contradictory but
represent complementary ways of addressing this issue.

Another interesting finding is that the negative relationship was much stronger between spiritual
wellbeing and psychological distress than between spiritual wellbeing and WTHD. This result is
also valid, but to a lesser extent, for the relationship between MIL and psychological distress
and WTHD. This difference may be explained by the complexity of the WTHD concept.
According to a recent review (21), WTHD can be considered as a possible response to several
dimensions of suffering. Existential, psychological, and social aspects do seem to play a major
role underlying WTHD (21, 22, 23), but an important part of the variance of WTHD remains
unexplained. We can therefore assume that WTHD may also refer to a “letting-go” attitude. The
latter would be the expression of the acceptation of one’s illness and imminent death, possibly
associated with the feeling that one’s life was meaningful (22). Such a non-suffering dimension
of WTHD could explain why the negative relationship between spirituality and WTHD is weaker
than the corresponding relationship between spirituality and psychological distress.

Our data also show that spiritual wellbeing and MIL are both significantly and negatively
associated with psychological distress, with a stronger association between spiritual wellbeing
and psychological distress (18.5% vs 9.6% of variance explained). Globally, these findings are
consistent with those of a recent meta-analysis on the relations between MIL and psychological
distress in cancer patients which demonstrated a total effect-size of r=-0.41 without
differentiating anxiety, depression and other specific psychological variables (24). Our data
show that the variance of anxiety is explained quite similarly by spiritual wellbeing and MIL
(8.9% and 11.6%, respectively). On the other side, the magnitude of variance explained is more
important when considering depression: 18.1% by spiritual wellbeing and only 3.6% by MIL. We
assume that these differences may be explained by same reasons mentioned above for the
relationship between spiritual well-being, MIL and WTHD.
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Based on our data, we hypothesize that spirituality may represent a potential protective factor
against the development of psychological distress. This is in line with recent work (7, 8), which
highlighted the coping role of MIL with respect to the development of psychological distress,
particularly depression, in a longitudinal study with cancer patients. The ability to maintain or
redefine a sense of MIL, by either integrating the trauma of a fatal disease in their own life story
or accommodating themselves to this new reality (meaning-making model), seems to almost
guarantee a preserved psychological wellbeing (25). Of note, the concept of MIL has largely
been developed in the context of research on coping with traumatic events (25).

The observed strong negative relationship between depression and spirituality poses the
guestion of the exact nature of the relationship between these dimensions. In the literature,
terms such as hopelessness, helplessness, worthlessness, guilt (26, 27) have been proposed to
substitute somatic symptoms as indicators of depression in terminally ill patients, and this
terminology is closely related to spiritual distress (28). However, recent research on this issue
based on a longitudinal methodology showed an increase in existential distress at the end of life
without a parallel increase in psychiatric disorders (7), suggesting that these two dimensions are
likely to be independent. De Figueiredo (29), as well as Kissane and Clarke (30) described the
concept of “demoralization” in the specific context of terminal illness as a syndrome of
existential distress distinct from depression that should be considered as a relevant differential
diagnosis in palliative care.

The non-physical determinants of perceived QOL

Concerning the second aim of this research, our results highlighted the importance of the non-
physical determinants for the patients’ QOL, with almost one-third of the QOL variance being
explained by these determinants. Among all the predictors, depression was the most influential
factor for QOL, followed by spiritual wellbeing. Interestingly, private religiosity also figures in the
final model, while public religiosity does not. It is possible that the “private” dimension of
religiosity as a source of personal strength and support may be more determinant for QOL than
“public” religious practice.

The influence of depression on QOL was stressed in other studies (31). Cramarossa et al. (32)
and Kawaguchi et al. (33) identified emotional functioning as one of the most significant
predictors of worse overall QOL in cancer patients. It is worth mentioning that depression was
also highlighted as the greatest determinant on QOL in a general older population when
considering a large panel of psychosocial and health factors (34). In our sample, almost 40% of
our participants presented a moderate or high level of depression, even if caution is warranted
in interpreting the prevalence of depression based only the HADS, given his poor specificity
(35). A meta-analysis (36) showed that the rate of major and minor depression according to
DSM-1V was around 25% in onco-haematological and palliative care settings.
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It is worth reminding that the systematic screening and surveillance of depression in the
palliative care context remains highly challenging. Up to now, pharmacotherapy and
psychotherapy of depression in palliative care patients seem to have only limited benefits (37,
38). Since our results indicate that spiritual wellbeing may protect against depression, it is not
surprising that several manualized psychotherapeutic interventions specifically targeting
existential issues also demonstrated to have a positive impact on depression and anxiety (39,
40, 41, 42, 43, 44). A recent meta-analysis on the impact of existential therapies confirmed their
positive global impact on psychological indicators (45). Unfortunately, most of these
interventions are rather time-consuming, thus making their implementation in late-stage
palliative care difficult, due to the patients’ frailty.

Another important challenge is related to the identification of spiritual/existential distress. In a
systematic review of tools assessing spirituality in clinical research, Monod et al. (46) found that
only two instruments appeared to adequately assess the patient’s spirituality (FACIT-Sp and the
Spiritual Well-Being Scale). However, these tools measure spiritual well-being, while it would
appear to be more clinically relevant to identify patients with spiritual distress. They therefore
developed the Spiritual Distress Assessment Tool, a semi-structured interview based on the
Spiritual Needs model (47). While this tool has been validated in hospitalized elderly patients
(48), its use in palliative care settings still needs further testing.

Some limitations of this study need to be mentioned. First, several elements may contribute to a
selection bias: (i) the fact that the participants screening was not systematic in all the palliative
care units; (i) the fact that only palliative care patients with less than six months of life
expectancy were considered for the study, and finally (iii) the fact that more than half of the
patients who met the inclusion criteria could not participate in the study, which points to the
great fragility of palliative care patients. Secondly, concerning the variance of QOL explained by
the non-physical determinants, it would be important to also consider and include in the same
regression model some indicators of the health and functional status. While the high level of
variance explained by the model leaves little doubt about the importance of the existential and
psychological variables considered in this study, further studies will have to include specific
health indicators, as well as other psychological dimensions (self-esteem, optimism), and
markers of social and familial support. Thirdly, the measurement of QOL by a single item scale
does not allow an in-depth assessment of QOL. The selection of this instrument was led by the
wish to be the least time consuming for the patients while using a single validated tool that has
been confirmed as relevant in a clinical context (49, 50, 51). In addition, this way of assessing
QOL relates to the WHO definition, which focuses on the individual’s general perception of QOL
(). Finally, the cross-sectional design of this study does not allow for an in-depth exploration of
the dynamic nature of the relationship between spirituality, psychological distress, and QOL.

Conclusion

10
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Our data reinforce the notion of the importance of non-physical determinants such as spiritual
well-being and meaning in life for the development of psychological distress and thus for QOL in
palliative patients. Specific short-term interventions aimed at enhancing these dimensions and
tailored to the needs and the fragility of this patient population are required. Research in positive
psychology may provide some guidance (52), given the relatively ease for the implementation of
these interventions and their proven impact on depression and existential dimensions of
wellbeing. Taken together, the data underscore the pivotal role of psychological and spiritual
support for palliative care patients.
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