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Introduction: There are only a few studies on spirituality among palliative care patients in India. This gap in
research may be caused by the absence of relevant questionnaires and scales specifically designed for Indian
palliative care populations. In this study, we describe the development of such a questionnaire and explain its
psychometric characteristics.

Methods: We designed a questionnaire on the basis of a systematic review of the literature. After a review
of the questionnaire by specialists and a subsequent pilot study, the questionnaire was amended. The final
questionnaire consisted of a list of 36 spirituality items. It was administered to a sample of 300 cancer patients
attending the pain clinic of a tertiary hospital in New Delhi.

Results: A factor analysis led to four factors explaining 54.6% of variance: Shifting moral and religious
values (Factor 1), support from religious relationship (Factor 2), existential blame (Factor 3), and spiritual
trust (Factor 4). The skewness and kurtosis for Factors 1, 3, and 4 were within a tolerable range for assuming a
normal distribution, but Factor 2 was skewed. The alphas showed that the four factors have an acceptable internal
consistency. Statistically significant associations were observed for age and Factor 3 (P = 0.004), gender and
Factor 4 (P = 0.014), marital status and Factors 3 (P = 0.002) and 4 (P = 0.001), educational level and Factors
3 (P<0.001)and 4 (P <0.001), and pain scores and Factors 1 (P < 0.001), 2 (P <0.001), and 3 (P = 0.001).
Conclusion: The questionnaire offers promising prospects for the study of spirituality among palliative care
patients in India.
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of Palliative Care has recognized the necessity to
address spiritual distress by explicitly mentioning it in its
contextualized definition of palliative care.”

Given this broad consensus, it is surprising to note that only
limited attention has been paid to the study of spirituality
in palliative care in India. Among Indian palliative care
patients or patients with palliative care needs, spirituality
has most often been studied as an aspect or domain of
quality of life,”™ as one of the coping mechanisms used
by patients,”'” or as part of psychosocial problems faced
by them.""" Spirituality has been the main topic in very
few empirical studies."*'”! The limited attention that has
been paid to spirituality in palliative care research in India
is even more surprising given the fact that India is a very
large country with its own distinctive cultures, social
organization, and religions. Therefore, it can be surmised
that observations regarding spirituality in palliative care
in other countries cannot necessarily be applied to India.

One of the factors that may explain the limited attention
to spirituality in Indian palliative care research is the lack
of validated research tools or scales regarding spirituality
in this setting. There are no spirituality scales specifically
designed and validated for the Indian palliative care context.
Questionnaires and scales that are developed elsewhere
and then validated in Indian palliative care populations
may still be helpful. However, given the particularities of
the Indian palliative care context, specific questionnaires
especially designed for palliative care patients in India can
be expected to represent better their spiritual issues and
concerns.

With this study, we intended to develop a questionnaire and
undertake a psychometric assessment of it. The outcome
of the study would be a coherent spirituality questionnaire
that could be directly used in future studies, and it would
be a reliable starting point for the development of a more
condensed spirituality scale for the study of spirituality
among palliative care patients in India.

To enable us to design appropriate items for the
questionnaire, we undertook a systematic review of the
literature following the recommendations of the PRISMA
statement.?>?!l The review of the literature led to two
important observations that guided the development of
the questionnaire. First, a distinction was made between
three-dimensions of spirituality in Indian palliative care:
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the relational dimension, the existential dimension, and
the values dimension. The review of the literature made
clear that these three-dimensions constitute a meaningful
way of looking at spirituality in Indian palliative care.
We, therefore, decided to use these three-dimensions to
construct our questionnaire. The three-dimensions were
used as benchmarks to cover comprehensively spirituality
in Indian palliative care. We did not hypothesize beforehand
that a factor analysis would lead to these three-dimensions,
because many of the developed items could potentially
load on various dimensions. Also, there was no compelling
evidence from the literature that these dimensions were
effective distinctive facets of spirituality among patients.

Second, the review showed that belief in the existence of a
power, force, principle, dimension or entity that transcends
human life and the world plays a very important and
decisive role in spirituality in Indian palliative care. This
finding stimulated us to focus on this transcending aspect in
the development of the questionnaire. By emphasizing this
aspect, we would also be able to make a distinction between
spirituality and other aspects of health care, such as the
physical, ethical, psychological and social. For instance,
when a patient expresses his desire for reconciliation with
his estranged brother, this could be seen as mainly a social
issue, if itis accepted that transcendence is a central aspect
of spirituality. When this same patient states that the love
he feels for his family is stronger than death, this could
be interpreted as an expression of spirituality, because the
patient refers to “a power, force, principle, dimension or
entity that transcends human life and the world,” that is, a
particular kind of love.

As shown by Walter,”” in many more encompassing
interpretations of spirituality the borders of spirituality have
become so ill-defined that it becomes virtually impossible
to distinguish spirituality from other aspects of healthcare
or even science. For a focused empirical study, a more
restrictive interpretation may, therefore, be helpful. Since
the literature review had shown that belief in the existence
of a power, force, principle, dimension, or entity that
transcends human life and the world is central in spirituality
in Indian palliative care, an interpretation that focuses on
transcendence was deemed culturally appropriate.

Using the literature, we developed a set of statements for
each of the three spirituality dimensions. This resulted in
a list of 28 statements. Participants were able to express
their view on these statements through a five-point Likert
scale. In the questionnaire that we designed, the spirituality
items were preceded by questions soliciting demographic
information, including age, gender, marital status, diagnosis,
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prognosis, educational level, and religious affiliation.
Participants were also requested to indicate their experience
of pain on a numerical rating pain scale.

In September 2013, the list with items was sent out to an
international team of experts with research expertise in
palliative care, psychology, (pastoral) theology, and religious
studies. With their input, the questionnaire was amended,
and spirituality items were altered, deleted, or added. The
outcome was a modified list of 37 spirituality items. To the
questionnaire, we added a participant information sheet and
a participant informed consent form. In the participant
information sheet, we explained in an easy-to-understand
way the purpose and aims of the study, the interview
procedure, confidentiality issues, and expected long-term
benefits to palliative care.

In order to facilitate discussion among the scholars who
were involved in the preparation of the questionnaire and
who had different mother tongues, all documents that we
had generated were in English. Since the questionnaire
was going to be administered to patients who could be
expected to be fluent in Hindi, we had the questionnaire,
participant information sheet, and a participant informed
consent form translated into Hindi by a professional
translator. The investigators checked this translation for
accuracy and made changes when the translated text was
deemed inaccurate or too difficult to be understood by a
substantial number of patients.

When the questionnaire had been finalized, we applied for
ethical clearance from the Ethics Committee (Institutional
Review Board) of the All India Institute of Medical
Sciences (AIIMS, New Delhi) where the study would be
conducted. The Ethics Committee granted ethical approval.

In April 2014, the questionnaire was piloted among
30 patients attending the pain clinic of the Dr. BR. Ambedkar
Institute Rotary Cancer Hospital, AIIMS. Two trained
interviewers administered the questionnaire. The
interviewers were asked to indicate the questions that
patients found difficult to understand, and they were to
propose changes based on their interactions with the
patients during the interviews. As a result, some items were
changed, and one spitituality item was dropped because that
item turned out to be too abstract to be comprehended by
a majority of the patients.

In the demographic section, we decided not to ask the
patients to give their diagnosis and prognosis. In Indian
healthcare, patients are often not propetly informed about
their diagnosis and prognosis.”>*! Instead, for the data
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collection with the final questionnaire the interviewers
completed the information on diagnosis and prognosis
on the basis of the patient’s medical file, to which the
patients had granted them access in the informed consent
form. Then, the patients were asked to rate their prognosis
choosing from the options “I do not know anything about
my prognosis,” “Very poor,” “Poor,” “Neither poor, nor
good,” “Good,” and “Very good.” They were also asked
to tell what they knew about their illness.

The interviewers also observed difficulties when they
inquired about the participants’ religious affiliation. In the
questionnaire, religion was translated into Hindi with the
word dharm. However, the word dharm is a philosophical
term that has a broader meaning than just religion, and
it can also refer to concepts such as duty, morality, or
law of nature. In this way, the term confused several
participants. Unfortunately, a substantially better translation
for the English term “religion” is not available in Hindi.*
Therefore, the interviewers were instructed first to inquire
about the patient’s religion or dbarm. In cases that the
patient did not mention a general religious tradition, the
interviewers were to determine the patient’s religious
affiliation on the basis of sociocultural characteristics, such
as particular first names and surnames that are bound to
religious communities.

In the final questionnaire, the number of answer categories
in the Likert scale for the spirituality items was reduced.
The interviewers had noticed that many participants found
it hard to distinguish between strongly agree and agree,
and between disagree and strongly disagree. Therefore, we
decided to reduce the answer categories to agree, neither
agree nor disagree, and disagree. The final 36 spirituality
items are shown in Table 1.

From September to December 2014, Hindi-speaking
patients, who were 18 years or older and attended the
pain clinic of the Dr. B.R. Ambedkar Institute Rotary
Cancer Hospital, AIIMS, were requested to participate in
the study. We excluded patients who were showing signs
of extreme pain, who were visibly too distressed, who
had a history of neurological or psychiatric impairment,
cognitive dysfunction, or alcohol or substance abuse, and
patients who had received treatment with investigational
drugs within the last 30 days preceding the interview.
Patients who initially agreed received more information
about the study, were given the participant information
sheet, and were asked to sign the informed consent form.
Having done that, the patients were interviewed by one
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Table 1: Sorted factor loadings

Item number Spirituality statement Factora  Factor2  Factor3  Factor4
13 Since the onset of my illness, | have become less interested in hearing about God or religion 0.685 -0.366 -0.273
17 Since the onset of my illness | am less concerned about doing what is good and right 0.655 0.264 0.116

14 When | think of God, | feel agitated 0.653 -0.190 -0.240
24 Due to my iliness | am not interested in doing pdja or other religious rituals 0.639 -0.226 0.106

4 Since the onset of my illness, | have become less interested in thinking about God or religion 0.601 -0.285 0.197 -0.296
27 Due to my illness, | have lost faith in a higher benevolent power 0.565 -0.476 0.310 -0.151
20 Due to my illness | can no longer believe in the existence of God 0.542 -0.333 0.096 -0.221
33 | find it difficult to forgive myself for wrong | did 0.503 0.125 0.227 -0.120
34 Since the onset of my illness | have thought of changing my religion 0.488 -0.160

28 Since the onset of my illness | am wondering more often whether my decisions are good and right 0.459 0.318 -0.111
22 I have a belief in God which gives me strength -0.149 0.932 0.110
35 My faith in a higher power supports me in my illness -0.128 0.894

3 God is with me 0.879

5 There is some higher power that supports me -0.156 0.770

21 | feel at peace 0.760 0.126
12 Pgja is a source of peace for me -0.185 0.759

23 Praying or chanting makes me feel better -0.320 0.739 0.175

32 | am grateful for my life 0.608 0.200

25 God has abandoned me 0.437 -0.486 0.365 -0.242
26 My illness is a consequence of karma 0.187 0.851

16 My illness or pain is a punishment for wrong done by me 0.230 0.713 -0.111
30 With this illness, God wants to punish me 0.682 -0.249
36 This illness is my fate -0.276 0.653 -0.239
18 | blame myself for this illness 0.632

31 My life has no purpose 0.186 0.421

15 Because of my illness, | find it difficult to do pgja 0.329 -0.193 0.371 -0.202
2 I am worried about what will happen to my children and/or spouse in case | do not get better -0.136 -0.862
9 | wonder what will happen after death 0.207 0.133 -0.852
19 Thinking about what will happen after death frightens me 0.190 0.145 -0.745
10 | am afraid of the future 0.321 0.218 -0.691
6 | wonder why this iliness has happened to me 0.195 -0.674
8 This illness is unfair 0.227 -0.184 0.279 -0.602
1 | am angry because of what is happening to me 0.070 -0.308 0.168 -0.547
11 | feel lonely 0.431 0.177 -0.468
7 | find it difficult to forgive others for wrong they did to me 0.444 -0.107 -0.459
29 Others are to blame for my illness 0.177 -0.165 -0.418
Eigenvalues 9.34 5.27 2.59 2.45
Explained percentage 13.22 17.75 10.19 13.44
of total variance

Number of items 10 9 7 10

Loadings <0.1 have been suppressed, loadings >0.3 have been marked in grey

of the two trained interviewers who had previously been
involved in the pilot study. On average, patients completed
the questionnaire in 10 min. Data collection went on until
data of 300 patients had been collected. Subsequently, the
collected data were entered into an Excel file.

When all data had been entered into the file, it was
imported into IBM SPSS Statistics 22, which was used for
the data analysis. A factor analysis was performed with
M. Basto’s and J.P. Pereira’s SPSS R-Menu for Ordinal
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Factor Analysis, because in SPSS the Pearson’s correlation
matrix is the only correlation matrix that is available to
perform exploratory factor analysis. This is not a suitable
correlation matrix when dealing with ordinal Likert-type
data.” Subsequently, we undertook a descriptive analysis
of the factors, and we searched for associations between
the factors, demographic variables, and pain scores using
relevant statistical tests, that is, Pearson’s correlation
co-cfficient, the Mann—Whitney test, and the Kruskal—
Wallis test.
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Hundred and fifty-two patients (50.7%) were male, and
148 (49.3%) were female. The mean age was 47.5 (standard
deviation 12.4). A large majority of the patients (7 = 271,
90.3%) were married at the time of the interview, a few
were either unmarried (7 = 19, 6.3%) or widowed (7 = 9,
3%), and one was divorced (0.3%). More than one in
four patients (28%, » = 84) indicated to have had no
formal education. 21.3% (#» = 64) had studied up to
7" grade (12 years) or less. 23% (7 = 69) had studied
until 10" grade (16 years). 11.7% (# = 35) had completed
intermediate education (18 years). 10.7% (» = 32) had an
undergraduate degree, and 5% (# = 15) had completed a
postgraduate course. Upon comparison of the two items
regarding religious affiliation (cf. supra), 80.3% of the
patients (7 = 241) were classified as Hindu, 13.7% (z = 41)
Muslim, 2.7% (# = 8) Sikh, 1.3% (# = 4) Jain, 1% (» = 3)
Christian, and 0.7% (#» = 2) Buddhist.

As the survey was undertaken in the out-patient pain
clinic of a cancer hospital, all patients were suffering
from cancer-related pain. Pain scores varied from one
(“no pain”) to 10 (“worst possible pain”) with the mean at
3.22 (standard deviation 2.10). The most common cancers
were CA breast (7 = 45, 15%), CA lung (» = 206, 8.7%),
CA gallbladder (» = 15, 5%) and CA rectum (z = 13,
4.3%). As per the medical files, the prognosis of almost
two-thirds of the patients was poor (7 = 192, 64%) or very
poor (7= 6,2%). However, when the patients were asked to
rate their own prognosis, 40.3% (7 = 121) stated that their
prognosis was either “Good” or “Very good”, while only
28.4% (n = 85) thought that their prognosis was ‘“Poor”
ot “Very poor.” 14% (n = 42) believed that their prognosis
was “Neither poor, Nor good,” and 16% (# = 48) attested
that they did not know anything about their prognosis.
When the patients were requested to discuss what they
knew about their disease, it turned out that most did not
know much about their disease other than that they had
some kind of cancer, although a few patients did not even
know that much.

For the factor analysis, we used the above mentioned
SPSS menu for ordinal factor analysis with the orthogonal
varimax rotation. Initial eigenvalues indicated that the first
factor explained 26% of variance, the second 14.63%,
the third 7.2%, and the fourth 6.8%. The total variance
explained by four factors was 54.6%. We opted to retain
this four-factor solution because the slope of the curve in
the scree plot clearly leveled off after the fourth factor,
and this solution yielded a meaningful interpretation that
could be theoretically supported.
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Loadings for the four factors are shown in Table 1.
Loadings <0.1 have been suppressed. Loadings >0.3 have
been marked in gray.

The factors represent four spiritual demeanors that can be
frequently perceived among palliative care patients in India:
Shifting moral and religious values (Factor 1), support
from religious relationship (Factor 2), existential blame
(Factor 3), and spiritual trust (Factor 4). In the names of
these factors, the three-dimensions of spirituality that we
had used to construct the questionnaire (values dimension,
relational dimension, and existential dimension) resurface
in a modified form, although during the factor analysis a
fourth factor (spiritual trust) appeared.

Items that loaded on the first factor (shifting moral and
religious values) showed that values that had earlier been
important to patients had become less central since the
onset of the illness, or patients at least seriously pondered
upon the meaning of these values. There were items that
assessed to what extent patients were displeased with their
religious views and considered changing their religion
or felt agitated when they thought of God. Other items
indicated that patients had lost interest in religion. Clearly
related to these last items were items that showed loss of
faith in God or a higher benevolent power. Last, items
showed confusion and concern about which personal acts
were good and right.

Items that loaded on the second factor (support from
religious relationship) assessed to what extent patients felt
supported in their illness by God or a higher power. Besides
items that directly inquired about that feeling of support,
there were items that assessed whether patients felt better
or at peace due to religious activities. Indulgence in such
activities can be seen as an expression of a supportive
relationship with an ultimate reality.

Items that loaded on the third factor (existential blame)
illustrated that patients answered existential questions
by blaming themselves for their illness. Relevant items
addressed self-blame, belief in karma, belief in illness as
a (divine) punishment for sin, and consideration of the
illness as personal fate.

In the fourth factor (spiritual trust), the relevant items
loaded negatively. Therefore, items that assessed fear and
frustration implied trust when they loaded on the fourth
factor. Originally, these items inquired about worry and
fear about what would happen to themselves or their
family in the future or after they had died. The items also
assessed the feeling of unfairness: Were others to blame
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for the illness or had they committed unforgivable sins?
Did patients keep wondering why the illness had happened
to them? When these items are interpreted reversely, they
indicate that patients are at case with existential answers
and feel confident about the future.

After interpreting the four-factor solution, composite
scores were created for each of the four factors,
based on the mean of the items that had their primary
loadings on each factor. Lower scores indicated greater
inclination toward the spiritual demeanor. This enabled
us to compute descriptive statistics for the four factors

[Table 2].

The skewness and kurtosis for factors one, three, and
four were within a tolerable range for assuming a normal
distribution. However, Factor 2 appeared to be highly
skewed toward greater inclination to the demeanor support
from religious relationship. The alphas ranged from
moderate (0.64 for Factor 3) to good (0.78 for Factor 4),
suggesting that the four factors have an acceptable internal
consistency.

In a next step, we tested associations between the four
factors and demographic variables and pain scores. P < 0.05
was considered statistically significant. For age, there was
only significant correlation with Factor 3 (r = —0.67,
n = 300, P = 0.004). Higher age was associated with
increased existential blame (cf. Graph 1 below).

A Mann—Whitney test indicated a significant
association between gender and Factor 4 (spiritual trust:
Ul = 9283, Z = —2448, P = 0.014). Women showed
less spiritual trust (median = 2.33, mean = 2.21, standard
deviation = 0.49) than men (median = 2.09, mean = 2.00,
and standard deviation = 0.50).
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Graph 1: Scatter plot with Loess curve for age and Factor 3
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Since the number of patients who were either unmarried,
widowed, or divorced was small (#» = 29), we decided to
treat these patients as one group for marital status, and
we checked whether there were differences between
these not-married patients on the one hand and married
patients on the other hand at the level of the four factors.
Mann—Whitney tests showed significant associations
between marital status and Factors 3 (existential blame:
U1 =2565.5, Z=—3.106, P = 0.002) and 4 (spiritual trust:
U1 =2420, Z = —3.414, P = 0.001). Married patients
showed higher degrees of existential blame (median = 1.47,
mean = 1.55, and standard deviation = 0.45) than
not-married patients (median = 1.79, mean = 1.85, and
standard deviation = 0.51), while patients who were not
married scored better, that is, lower scores, for Factor
4 (spiritual trust: Median = 1.84, mean = 1.81, and standard
deviation = 0.44) than married patients (median = 2.27,
mean = 2.17, and standard deviation = 0.50).

Kruskal-Wallis tests revealed no significant associations
for prognosis as rated by patients and the four factors.
Also, for religious affiliation there were no significant
associations. However, Kruskal-Wallis tests did indicate
significant associations between educational level and
Factors 3 (existential blame: y* = 37.86, df =5, P < 0.001,
with a2 mean rank factor score of 122.74 for uneducated,
135.43 for less than class 7, 140.26 for until 10®, 186.06
for inter, 202.28 for undergraduate, and 213.97 for
postgraduate) and 4 (spiritual trust: y* = 32, df = 5,

Table 2: Descriptive statistics for the four factors

Number Mean (SD) Skewness Kurtosis Cronbach’s

of items alpha
Factor 1: Shifting moral 10 2.35(0.47)  -0.70 -0.28 0.73
and religious values
Factor 2: Support from 9 1.30(0.42)  2.04 4.16 0.69
religious relationship
Factor 3: Existential blame 7 1.58 (0.46)  0.75 -0.03 0.64
Factor 4: Spiritual trust 10 2.14 (0.50) -0.29 -0.97 0.78

SD: Standard deviation

Table 3: Comparisons of factors 3 and 4 with
educational level
Factor 3: Existential blame
Median Mean sD

Factor 4: Spiritual trust
Median Mean SD

Uneducated 1.35 1.43 0.38 2.46 2.31 0.49
Less than class 7 1.41 1.51 0.46 2.32 2.18 0.53
Until 20 1.42 1.54 0.48 2.23 2.14 0.53
Inter 1.70 1.76 0.43 2 2.02 0.39
Undergraduate 1.87 1.87 0.48 1.81 1.78 0.39
Postgraduate 1.82 1.88 0.34 2.05 1.98 0.41

SD: Standard deviation
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P < 0.001, with a mean rank factor score of 180.34 for
uneducated, 158.65 for less than class 7, 152.43 for until
10™,125.93 for inter, 88.80 for undergraduate, and 118.73
for postgraduate). Table 3 shows that patients who had
had less formal education displayed more existential
blame (Factor 3) and less existential trust (Factor 4) in
comparison to more educated patients.

Pain scores were significantly correlated with Factors 1
(r=-024, n =299, P <0.001), 2 (r = 0.23, n = 299,
P < 0.001), and 3 (» = —0.20, » = 299, P = 0.001). As
shown in Graph 2, patients with higher pain scores were
more likely to be reconsidering their moral and religious
values (Factor 1), derived less support from a religious
relationship (Factor 2), and more strongly experienced
existential blame (Factor 3).

The present study found four factors representing four
spiritual demeanors in Indian palliative care patients.
These factors are shifting moral and religious values,
support from religious relationship, existential blame,
and spiritual trust. The first three factors correspond
to the three-dimensions that were used to construct the

questionnaire (i.e., values dimension, relational dimension,
and existential dimension). The fourth factor, that is,
spiritual trust, is a new factor. It includes items probing
about fear and worries regarding what will happen to the
patients themselves or their families in the future or after
their death. It also includes items measuring the feeling of
unfairness and injustice, such as: Why did they fall sick? Are
the sins committed by patients unforgiveable? Or, who is
to blame for this illness: The patients themselves or others?
In our study, this fourth-dimension turned out to be an
important aspect of spirituality among Indian palliative care
patients. Therefore, this dimension should be considered
in future research and scale development.

By contrast, the skewness and kurtosis were outside
a tolerable range for Factor 2 (support from religious
relationship). The observations were skewed toward
greater support from religious relationship. This means
that virtually without exception Indian palliative care
patients derive support from their relationship with the
divine or ultimate reality. This corresponds to earlier
observations that in Indian palliative care belief in God is
almost universal,'"'l and most patients are convinced that
God will help them overcome their disease.!"”! Therefore,
in future research the predictive value of the factor support
from religious relationship may be limited, and researchers
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Graph 2: Scatter plots with Loess curve for pain and Factors 1-3
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developing more condensed spirituality scales should
consider omitting or refocusing it.

Nevertheless, overall, it can be argued that the current study
has led to the discovery of significant spirituality factors.
This claim can be further supported by referring to the
meaningful associations of the factors with demographic
variables and pain scores. The present study observed a
significant association of increasing age with increasing
existential blame. At first, this finding may seem at odds
with the observations from eatlier studies. Hui ¢ a/., noted
a signification association of spiritual distress with younger
age in a sample of advanced cancer patients admitted to
an Acute Palliative Care Unit.”™ Likewise, studies with the
WHO Quality of Life (QOL)-HIV instrument showed
that spiritual quality of life was better in elderly people
than in younger HIV/AIDS patients.”! However, there
need not be a contradiction between these findings and
ours. Although the name of Factor 3 “existential blame”
may evoke negative associations, as such the factor does
not refer to distress or poor spiritual quality of life. Patients
who are more inclined to existential blame were more likely
to see their disease as a consequence of karma, punishment
for sin, or the result of their own wrongdoing. It can be
argued that elderly patients may find such views easier to
accept than younger patients, who may be more likely to see
their illness as unfair and unjust because they see that most
people their age are healthy. So, actually this latter group
can be expected to be more prone to existential distress.

Also, the observation that women showed less spiritual
trust makes sense when we analyze the items that loaded
on Factor 4 (spiritual trust). Several of these items can
be related to fear for what will happen to one’s children
and spouse. Indian palliative care patients have indeed
been found to worry about what will happen to their
children and pattner after their death.'™'? Given the
traditional caring roles of women in Indian society, this
may be a greater concern for women than men. Indeed,
the WHOQOL-HIV Group, which studied quality of life
in six countries, including India, reported that females were
more fearful of the future and reported poorer spitituality
than men.*!

The fact that the absence of fear for what will happen to
their children and spouse constitutes an important aspect
of the demeanor of spiritual trust also helps to explain
why married patients scored less well on this factor than
not-married patients. Married patients have a spouse, and
they often also have children for whom they care and
worry about. Patients who are not married are thus less
likely to have similar worries. Therefore, at first it may seem
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strange that Marashi e 4/. did not find an association of
the spirituality domain of quality of life with gender and
marital status among a sample of HIV-positive patients
in India.’’ Their findings can be explained by the fact
that they used the WHOQOL-HIV instrument for their
study. The concerns about the future that are addressed in
that questionnaire have more to do with the respondents’
specific HIV status and seem to exclude anxiety about the
future of loved ones.

The association of educational level with Factors
3 (existential blame) and 4 (spiritual trust) may be related
to the generally worse socioeconomic condition of the
patients with lower levels of education. Since they are
economically less well off, they may worry more often
about what will happen in the future to their family or who
is going to pay the medical bills. Such considerations can
have an impact on spiritual trust. Poorer living conditions
may lead to a less healthy living environment and substance
abuse for which the patients might blame themselves. This,
in turn, may result in existential blame.

Also, the association of pain scores with the first three
factors lies within the line of expectations and shows the
interconnection between physical pain and spirituality.
Sometimes, the direction of this association may not be
clear. Spirituality may help patients to cope better with pain,
and in this way reduce their experience of physical pain.
The role of spirituality as a coping mechanism for pain has
been well described in the literature.?**! Yet, at the same
time physical symptoms may be so severe that they make
patients to question the validity of existential answers, and
in this way lead to a spiritual crisis.

To be sure, not all earlier studies on spirituality and physical
pain have noted a clear association between the two. In
the study of Hui e 4/, pain was significantly associated
with spiritual distress in univariate analysis, although
in multivariate analysis this association was no longer
significant.”® Likewise, Mako ¢# a/., did not observe a
correlation between spiritual pain and physical pain among

advanced cancer patients in palliative care.™!

The contrasting observations regarding the association
between physical pain and spirituality may be due to the
complexity of the phenomenon spitituality. As a coping
mechanism, spirituality can lead to both adaptive or positive
coping and maladaptive or negative coping. For example,
positive coping entails feelings of divine support, while
negative coping can include feeling abandoned by God.P
Such opposite coping strategies can have a very different
impact on the ways in which patients experience their
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disease and pain. Therefore, while studying spirituality, it
is better to look at specific dimensions of spirituality as we
did in the current study. Our observations that patients with
higher pain scores were more likely to be reconsidering their
moral and religious values, felt less supported by a religious
relationship, and more strongly experienced existential
blame do show that in this population spiritual insecurity
and blame are associated with higher levels of physical pain.

Although we have been able to show that we have
developed an appropriate questionnaire for the study of
spirituality in Indian palliative care, researchers should
apply some caution when using the observations in future
research, as our study has some limitations. First, the
patients were interviewed only when they indicated that
their pain was stable. The mean pain score was 3.22 on a
scale of 10. However, spirituality in patients with severe
pain may vary substantially from those with adequate pain
relief. Second, patients were recruited from a single cancer
hospital. The external validity of single-center studies is
limited. The studied hospital largely caters to the needs
of North Indian patients; thus, our observations may not
be valid for non-Hindi speaking populations in South
India. Moreover, the questionnaire may not lead to equally
meaningful results among palliative care patients suffering
from diseases other than cancer. Last, in our sample, the
number of participants from religious minorities was
small. Since religion is an important aspect of spirituality in
palliative care in India, the results could have been different
if the share of religious minorities in the studied sample
had been more substantial.

In this study, we have shown that the developed spirituality
questionnaire is a good starting point for further studies on
spirituality in Indian palliative care. The questionnaire has
acceptable psychometric characteristics, and it has revealed
four spirituality factors out of which at least three, that is,
shifting moral and religious values, existential blame and
spiritual trust, deserve elaborate attention in future studies.
We recommend that the presented results are used for the
development of a brief scale, which can then be tested
among larger samples and in more palliative care centers
in different parts of India.
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