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Background: Spirituality influences chronic disease coping skills through both positive and negative
means. Although previous research notes similar associations between faith and Parkinson disease (PD)
management, little is known about spirituality in the context of PD management in a palliative setting.
The purpose of this paper is to gain a better understanding of the association between spirituality and PD
management to best maximize the effect of spiritual counseling in treatment of the disease.

Methods: This is a cross-sectional analysis of the baseline data of a larger randomized, controlled trial.
Individuals with PD and their caregivers were recruited from three study sites with currently-operating
outpatient movement disorders and palliative care programs. Correlations were conducted between FACIT
total scores and subscales with hypothesized associative factors, such as quality of life (QOL), mood and
cognition, advance care planning, and physical symptoms.

Results: Two-hundred and ten PD patients and 175 caregivers participated in the study. FACIT scores
correlated positively with older age, existence of a caregiver, and involvement in support groups. Higher
spirituality was associated with less impairment in QOL, lower anxiety, lower depression, fewer non-motor
symptoms, reduced palliative symptoms, and less prolonged grief. There was no significant association
between patient FACIT scores and the MDS UPDRS or MoCA scores.

Conclusions: These results highlight the influences of spirituality in PD management and further support
the holistic, interdisciplinary care provided to PD patients through palliative care teams offering chaplaincy

support to patients.
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Introduction behaviors, or to mental states such as happiness, optimism,
Spirituality often is a significant part of an individual’s and hope, all of which are related to better health outcomes
life. Yet, spirituality and its role in coping with chronic associated with higher levels of spirituality (2). Research
medical conditions has only recently been examined (1). suggests that the positive association between spirituality
Investigators have documented improved self-management and coping may be due to individuals with high levels of
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spirituality using more diverse and varied coping techniques
to manage illness (3). Conversely, negative spiritual coping
techniques (e.g., feeling punished by God) are associated
with increased distress, depression, and impairment in
quality of life (QOL) possibly resulting in hopelessness
and despair (4). Despite this clear relationship between
spirituality and coping with illness, little is known about
spirituality and Parkinson disease (PD).

Exploratory research in PD and spirituality indicates that
many PD patients rely on faith to find a deeper meaning
and purpose in their illness. A cross-sectional study with
PD patients in a Colorado clinic found that 59% reported
using prayer to cope with their illness, and 67% of that
patient subset felt prayer led to improvements in disease
maintenance (5). Spiritual coping mechanisms, such as
surrendering to a higher power, are frequently beneficial in
managing symptoms and disease (6). A qualitative study on
PD and spirituality noted distinct themes affecting faith and
coping, including: dependence on belief and faith, providing
purpose and meaning, establishing a connection with God
by praying, establishing a connection with other individuals,
and feeling a sense of gratitude and hope (7). Spiritual and
religious practices may serve as a crucial means of defining
and managing PD for these patients.

Spiritual distress is an integral component of palliative
care assessments and treatments, necessitating the inclusion
of spiritual counselors on palliative care teams. As PD is
now an area for palliative care delivery, spiritual distress
in both patients and caregivers, as well as the relationship
between spirituality and palliative symptoms in PD, need
to be better understood to optimize spiritual palliative
treatment for PD patients. Goals of the present study are
to (I) examine the correlation of patient spiritual distress
with mood, caregiver engagement, disease status, and
caregiver spirituality, and (II) determine whether spirituality
modulates correlation of QOL and other predictors in
PD. Results of the study can be used to inform the practice
of spiritual counselors engaging with PD patients and
caregivers, specifically in palliative care settings.

Methods

This cross-sectional study is based on the baseline data
of a larger randomized, controlled trial, described in
greater depth in a separate manuscript (8). This study
was conducted through three medical institutions with
currently operating outpatient palliative care clinics for
PD, and institutional ethics review board approval was
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received for each of the three study sites. Participants
were recruited through specialized movement disorders
programs, community neurologists, and self-referral from
patients. One caregiver was enrolled for each participant,
when available, by asking PD patients, “Could you please
tell us the one person who helps you the most with your PD
outside of clinic?”.

Participants

Participants were eligible if they were fluent in English,
over 40 years of age, and met criteria for diagnosis of
PD, progressive supranuclear palsy (PSP), corticobasal
degeneration (CBD), multiple systems atrophy (MSA), or
Lewy body dementia (LBD). Individuals also had to be
assessed as high-risk for poor outcomes based on screening
with the Palliative Care Needs Assessment Tool (PC-NAT)
modified for PD. Participants were excluded based on the
following factors: (I) immediate and urgent palliative care
needs (these patients were not randomized into the larger
trial and were offered appropriate services immediately);
(I) unable or unwilling to commit to study procedures; (I1I)
presence of additional chronic medical illnesses which may
require palliative services (e.g., metastatic cancer); or (IV)
already receiving palliative care and/or hospice services.

Outcome measures

All outcomes reflect baseline measurements only. The
primary outcome measure for the study was the Functional
Assessment of Chronic Illness Therapy - Spiritual Well-
being (FACI'T-Sp) (9,10), a 12-item scale with responses
scored on a 5-point Likert scale from 0 to 4. The measure
has three subscales: the sense of meaning, the feeling of
peace, and the role of faith in illness. A summary score of
spiritual well-being was calculated, ranging from 0 to 60,
with higher scores indicating greater spiritual well-being
©,11).

QoL

Because no QOL measure has been validated for a palliative
PD population, several measures were used to assess QOL,
including: the Parkinson’s Disease Questionnaire 39 (PDQ-
39) (12), the McGill Quality of Life Questionnaire (McGill
QOL) (13), the Patient-Reported Outcomes Measurement
Information System (PROMIS-29) (14), and the Quality of
Life in Alzheimer’s Disease (QOL-AD) (15).
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Mood and cognition
The Hospital Anxiety and Depression Scale (HADS)

measured self-reported anxiety and depression and has
been validated in outpatient settings (16). Cognition was
assessed with the Montreal Cognitive Assessment (MoCA),
which is commonly used to assess cognitive status in PD
populations (17).

Advance care planning

Participant possession of a completed Physician Order for
Life Sustaining Treatment (POLST), Medical Orders for
Scope of Treatment (MOST), or other advance directive
(AD) was measured at a nominal (‘yes’ vs. ‘no’) level.

Physical symptoms

Physical symptoms, including current disease stage, were
assessed by neurologists using the Unified Parkinson’s Disease
Rating Scale (UPDRS) (18). PD-specific palliative symptoms
were measured by the Edmonton Symptom Assessment

System Revised: Parkinson Disease (ESAS-rPD) (19).

Statistical analyses

Means and standard deviations were calculated for
descriptive variables. Spearman or Kendall Tau correlations
between total FACIT scores and continuous or ordinal
demographic variables (age, disease duration, education
categories, and income ranges) were determined. For
non-ordinal categories, or when only a few categories
existed, ANOVA type methods were considered. FACIT
totals as well as Meaning, Peace, and Faith subscales were
run in a Spearman correlation matrix with the following
instruments: PDQ-39, HADS Anxiety, HADS Depression,
PROMIS-29, McGill QOL, QOL AD, ESAS PD, MDS
UPDRS 3, MoCA, Prolonged Grief PG 12, and the
Palliative Performance Scale. Partial correlation was used to
control for study site, age, sex, disease duration, presence of
caregiver, involvement in support groups, education level,
income, and cognitive status. Scale scores when items were
missing were imputed using the half rule when applicable.

Results
Patient characteristics

Two-hundred and ten PD patients participated in the study,
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and over 83% (n=175) had a caregiver. Mean patient age
was 70.11 years (SD =8.15), and a majority of the sample
(n=135, 64%) was male. Approximately 91% (n=159) of
patients who had caregivers lived in the same household
with them. Complete demographic data for the sample are
detailed in Tuble 1.

Correlates of spiritual well-being

Total FACIT score was available on 203 patients, and
mean total FACIT score was 39.88 out of 60 (SD =9.64),
with higher scores indicating greater spiritual well-being.
With a total possible score of 20 for each subscale, patients
reported average scores of 15.11 (SD =3.20, N=203) for
Meaning, 12.87 (SD =3.42, N=203) for Peace, and 11.89
(SD =4.88, N=200) for Faith. Table 2 presents participant
means and standard deviations for FACIT scores as well as
the other outcome measures included in the study.

As presented in Tuble 3, spiritual well-being was
positively correlated with older age, existence of a
caregiver, involvement in support groups, and, to a lesser
degree, income greater than $25,000. Poorer spiritual
health was associated with impairment in QOL (PDQ-39),
increased anxiety (HADS Anxiety), increased depression
(HADS Depression), increased non-motor symptoms
(PROMIS-29), increased palliative symptoms (ESAS-
PD), and prolonged grief (Prolonged Grief PG 12)
(Table 4). Increased spiritual well-being was positively
correlated with higher QOL as measured through the
McGill QOL and Quality of Life AD scales. There
was no association between patient FACIT scores and
the MDS UPDRS or MoCA scores. There was no
correlation between spiritual well-being and the ESAS-
rPD in bivariate analyses; however, after controlling
for potential confounders (age, sex, disease duration,
involvement in support groups, education, income, and
MoCA), higher levels of spirituality was associated with
lower symptom burden as measured by the ESAS-rPD
(r=-0.38, P<0.0001).

Caregiver spirituality was positively correlated with
patient spirituality, r[168]=0.34, P<0.0001. Participants with
a caregiver had significantly higher spiritual well-being
(106.90, SD =316.00) than participants without caregivers
(78.49, SD =316.00).

Multivariate analyses indicated consistent trends between
variables and the FACIT subscales; however, for all analyses,
the Faith subscale had weaker associations with mood and
QOL variables than Peace and Meaning.
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Table 1 Participant characteristics

Characteristic

Number, mean + SD or

n (%)
Age 70.1+£8.2
Disease duration (months) 115.4+81.3
Caregiver age 66.1+11.0
Caregiving duration (months) 68.5+62.8
Sex (male) 135 (64.3)
Race/ethnicity
African American 3(1.4)
Asian 6 (2.9)
Native American 1(0.5)
White 193 (92.3)
Mixed 2(1.0
Other 4(1.9)
Education
Less than high school diploma 13 (6.3)
High school diploma 12 (5.8)
Some college 30 (14.4)
Associate’s degree 15(7.2)
Bachelor’s degree 49 (23.6)
More than a 4-year degree 89 (42.8)
Marital status
Never married 10 (4.8)
Married 161 (76.7)
Separated 4(1.9)
Widowed 14 (6.7)
Divorced 19 (9.0)
Unknown 2(1.0)
Income
$0-19,999 8 (4.4)
$20,000-29,999 17 (9.4)
$30,000-39,999 5(2.8)
$40,000-49,999 18 (10.0)
$50,000-59,999 14 (7.8)
$60,000-74,999 26 (14.4)
$75,000-99,999 43 (23.9)
$100,000+ 48 (26.7)
Unknown 1(0.6)
Had deep brain stimulation surgery (yes) 28 (13.3)
Involved in support groups (yes) 110 (53.1)
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Relationship between spiritual well-being and QOL

Less patient spiritual wellbeing was associated with greater
impairment in QOL, as measured by the PDQ-39 (r=-0.41,
P<0.0001). This remained true for all FACIT subscales;
however, the Faith subscale (r=-0.24, P=0.002) had a
weaker correlation than Peace (r=-0.48, P<0.0001) and
Meaning (r=-0.41, P<0.0001). For QOL as measured by the
PROMIS-29, overall FACIT (r=-0.49, P<0.0001) as well
as subscale scores for Meaning (r=-0.44, n=170, P<0.0001),
Peace (r=-0.54, P<0.0001), and Faith (r=-0.29, P=0.0002)
mirrored associations with the PDQ-39. On both the
McGill and QOL AD, higher scores indicate better QOL.
Association trends between spiritual well-being and QOL
remain consistent for these measures, with the strongest
associations exhibited in the McGill QOL. The FACIT
summary score was positively associated with QOL on
the McGill (r=0.63, P<0.0001), as were subscales Meaning
(r=0.62, P<0.0001), Peace (r=0.63, P<0.0001), and Faith
(r=0.40, P<0.0001). Associations with the FACIT summary
score (r=0.46, P<0.0001), Meaning (r=0.37, P<0.0001),
Peace (r=0.55, P<0.0001), and Faith (r=0.33, P<0.0001)
were slightly weaker with the QOL AD.

Discussion

Although previous research has qualitatively acknowledged
the presence of a relationship between spirituality and
Parkinson’s disease management, this is the first known
study to thoroughly detail the relationship between several
domains of spirituality and the physical, mental, and palliative
symptoms of PD as measured by standardized instruments.
Although physical symptoms were not related to FACI'T-
Sp scores, enhanced patient spiritual well-being was
associated with less anxiety and depression. This contrasts
with a previous study on spirituality and mood in PD using
the Royal Free Interview (RFI) measure documenting no
correlation between these variables (20). This discordance
may reflect varied nuances between the measures, indicating
that the FACIT may better capture spiritual and religious
factors specifically associated with PD.

This study is unique in that it examines these
relationships by subdomains of spirituality—Meaning,
Peace, and Faith—in a group of persons with PD. Previous
research examining these subdomains with cancer patients
noted that Peace was only correlated with mental health (21);
meaning correlated with both physical and mental health
measures; and faith had a negative association with mental
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Table 2 Participant outcome measure characteristics

Measure Number, mean + SD
FACIT SP-12 39.9+9.6
FACIT SP Meaning 156.1£3.2
FACIT SP Peace 12.9+3.4
FACIT SP Faith 11.9+4.9
PDQ-39 96.8+28.2
HADS Anxiety 7.6+4.1
HADS Depression 7.1+3.6
PROMIS-29 78.5+20.4
McGill QOL 114.2+24.9
Quiality of Life AD 34.1+5.6
ESAS PD 56.1+25.8
MDS UPDRS 3 40.3+18.7
MoCA 23.8+4.9
Prolonged Grief PG 12 24.8+9.2
Palliative Performance Scale 64.6+11.3

Table 3 FACIT SP-12 correlation with demographic variables

Characteristic Correlation coefficient

Age 0.19*
Disease duration -0.03
Education -0.10
Income 0.12
**, P<0.01.

health (10). Our results differ in that all three subscales had
positive associations with mental health and actually no
association with physical symptoms as measured through
the MDS UPDRS. Although Faith had weaker associations
with measures than the other subscales, it was still positively
associated with better mental health and QOL, in contrast
with a previous study in cancer patients. In the case of all
three subscales, higher spirituality was associated with
improved QOL despite marked motor impairment as
measured by the MDS-UPDRS.

Robust research in oncology populations has long noted
a relationship between spiritual well-being and health-
related QOL. Delving further, one study found that
spiritual well-being had a negative association with specific
coping and adjustment styles, such as helpless/hopeless,
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anxious preoccupation, and avoidance, and it was positively
associated with fatalism and a fighting spirit (22). A separate
study in mixed long-term chronic illnesses in an Australian
population noted the same positive trends between
subscales and health-related QOL as the present study,
and they also found that Meaning and Peace components
were more strongly related to QOL than Faith (23). Their
results indicated that employing a fatalistic coping style
(e.g., accepting the diagnosis or stoic acceptance) in cancer
treatment was positively correlated with Faith while being
negatively associated with Meaning and Peace.

Some research indicates that religiosity in PD may be
influenced through biological neurocognitive mechanisms
affected by the disease (24); however, present findings
indicate that the relationship between spirituality and PD is
even more complex than previously understood. In addition
to correlations with mood, increased spirituality was related
to fewer non-motor symptoms and palliative symptoms,
and reduced prolonged grief. Findings suggest we may be
able to employ patient spirituality through meaning-making
and peace to aid in reducing prolonged grief and to enhance
patient coping with non-motor symptoms. These complex
correlations with physical symptoms, mood, and cognitive
factors allude to a multifaceted relationship between
spirituality and health in PD, requiring additional research
for a more comprehensive understanding of how spirituality
can enhance patient care and coping in PD.

Limitations

The primary limitation of the present study is its cross-
sectional design, preventing the determination of causality
in the clinical relationships discussed. Despite this, these
data support a growing evidence base of the relationship
between spiritual well-being and the health, mood, and
QOL of PD patients, and they highlight the importance
of including spiritual support on interdisciplinary and
palliative care teams.

One of the original objectives of this study was to
examine predictors of spiritual distress, which is defined by
a FACIT-Sp score of <12 (25). However, this aim could not
be addressed, as the lowest FACIT-Sp score for patients
was 16, and the lowest for caregivers was 21. Therefore, no
spiritually distressed patients or caregivers were included
in the sample or analyses. This narrow range of FACIT-
Sp scores may subsequently limit the generalizability
of findings to patients experiencing significant spiritual
distress, and additional research is needed to better
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understand the predictors of poor spiritual wellbeing for
palliative PD patients experiencing it.

Conclusions

The present study supports a growing body of literature
emphasizing a relationship between spirituality and health,
and understanding this association is particularly important
for practitioners working with chronic illnesses, such
as PD. Religion and spirituality may influence medical
decision-making as well as patient coping strategies and
attitudes (26). These results highlight the influences of
spirituality in PD management, particularly the relationship
between Meaning, Peace, and Faith and mood, palliative
symptoms, and QOL.

A critical finding of this study is that spirituality may
mitigate some of the physical and non-motor symptoms of
PD (including anxiety and depression), and may result in
enhanced QOL. As our field is researching pharmacologic
means of treating these symptoms, spiritual assessments and
supports may prove an empowering resource for patients
in their treatment that is consistent with patient values and
with little risk. Based on this evidence, clinicians treating
individuals with PD should consider spiritual assessments
in their practice and should provide patients with access
to spiritual counselors experienced in helping those with
chronic medical conditions when possible. These data
further support the holistic, interdisciplinary care provided
to PD patients through palliative care teams offering
chaplaincy support to patients.
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