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Abstract

The Care of Late-Stage Parkinsonism (CLaSP) study is a longitudinal, multicentre,
prospective cohort study to assess the needs and provision of care for people with
late-stage Parkinson’s disease and their caregivers in six European countries. As a
cross-sectional study within the CLaSP study, 509 people with Parkinson’s disease
completed the “Schedule-for-Meaning-in-Life-Evaluation” (SMiLE) questionnaire.
We compared the results to those of a representative sample of healthy participants
(n=856). People with late-stage Parkinson’s disease reported family, partnership
and spirituality as the greatest areas of importance. Overall, they had lower SMiLE
indices compared to healthy participants. People with late-stage Parkinson’s disease
rated the importance of core meaning in life areas (namely family, social relations
and health) as significantly lower than the representative cohort and they also
rated satisfaction as significantly lower in most areas. In conclusion, people with
late-stage Parkinson’s disease do have areas where they can find meaning, such as
family, partnership and spirituality. However, they indicate a lack of fulfilment of
their individual MiL, reflected by low satisfaction rates in the majority of meaning
in life categories. The need for spiritual support for people with Parkinson’s disease
indicates the important role of chaplains to help people with Parkinson’s disease
maintain meaning in life.
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Introduction

Parkinson’s disease causes increasing disability with disease progression and
leads to high levels of burden for relatives and other informal caregivers.
Substantial changes in behavioural and psychological symptoms can contribute
to the burden to both patients and their carers (Aarsland et al., 1999; Barone
et al., 2009). Research has mainly focused on quality of life in Parkinson’s
disease, but meaning in life has not been explored in detail yet. In the European
context, the study of meaning in life is closely related to research on existential
spiritual care in healthcare setting. In German (Lebenssinn, Lebenssinn finden),
the concept of meaning in life is closely related to Victor Frankl’s idea of sense-
making in human suffering. In Dutch, the study of spiritual care is literally
called Sinnstiftungsforschung (Zingeving). The construct of meaning in life has
generated increasing interest among clinicians and researchers in other areas of
palliative care (Breitbart et al., 2010; Chochinov et al., 2011; Lee et al., 2006).

In late-stage Parkinson’s disease, one of the main challenges for clinicians and
allied professionals is to help people to cope with meaninglessness in suffering,
which prevails despite multi-dimensional symptom control and interdisciplinary
support. Wishes to hasten death can be the result of this suffering. Meaning in
life is highly individual and varies in different situations (Auhagen, 2000). It
seems to serve as a safeguard against depression, hopelessness and desire for
hastened death among terminally ill oncological patients (Breitbart et al., 2000).
Furthermore, meaning in life is significantly and negatively associated with
psychological distress (Bernard et al., 2017) and acts as an important contributor
to quality of life in palliative care patients and the general population (Bernard
et al., 2020).

The “Schedule for Meaning in Life Evaluation” (SMiLE) (Fegg et al., 2008)
is an instrument developed for the assessment and description of individual
meaning in life. It assesses the content of the reported meaning as well as a
rating of importance (weighting) and level of satisfaction with each meaning
in life area. The SMIiLE has been validated in cancer and non-cancer palliative
care patients (Fegg et al., 2010a, 2010b; Stiefel et al., 2008), including patients
with progressive supranuclear palsy (PSP), an atypical Parkinsonian disorder
(Fegg et al., 2014). In PSP patients, data have shown that with decreasing
physical condition, the areas that provide meaning shift away from health
and more towards other areas. PSP patients find meaning in family and close
relationships, nature/animals and home/garden, which could be explained as a
coping mechanism referred to as “response shift”. This has also been observed in
patients with amyotrophic lateral sclerosis (Fegg et al., 2010b) and palliative care
patients (Fegg et al., 2010a).

This study addresses meaning in life in people with late-stage Parkinson’s
disease, a group that is faced with considerable disease severity and burden. It is
the first increasingly atheist and non-religious large-cohort study from six European
countries that focuses on meaning giving aspects of life, which can be helpful to all
professionals involved in providing care for people with Parkinson’s disease.

@ Springer



Journal of Religion and Health

Objectives

The aim of this study was to investigate meaning in life in people with advanced-
stage Parkinson’s disease in a large, cross-sectional, multicentre cohort and compare
these findings with data from a representative sample of the German population
(Fegg et al.,, 2007). Using the SMILE, we aimed to evaluate and categorize
individually important meaning in life areas and to examine differences between
people with advanced Parkinson’s disease and healthy individuals.

Methods
Study Design

The CLaSP study is a multicentre cohort study of people with late-stage Parkinson’s
disease and their caregivers in six European countries (London and Luton, UK;
Marburg-Giessen, Essen, and Munich, Germany; Nijmegen, The Netherlands;
Bordeaux, France; Lisbon, Portugal; and Lund, Sweden). Late-stage Parkinson’s
disease was defined as Hoehn and Yahr (HY) stages IV to V (score range 1-5,
higher=worse) (Hoehn & Yahr, 1967) while on medication and/or having a
substantial need of help with Activities of Daily Living (ADL). The CLaSP study
design has been described in detail elsewhere (Balzer-Geldsetzer et al., 2018). The
CLaSP study particularly aimed to include patients who were not under regular
specialist follow-up. The goal of recruitment was to establish a large European
cohort with as many patients as possible. Therefore, patients were identified through
various health care settings at the different centres: neurology departments; the
municipality-based health care system; and care of the elderly, palliative care, and
primary care settings.

Assessments

Participants were assessed at baseline using a range of scales and questionnaires,
including the Schedule for Meaning in Life Evaluation (SMiLE), an individualized
measure of meaning in life.

Initially, it was planned to assess meaning in life using the SMILE in a
longitudinal manner, but response rates at T2 (6 months) and T3 (12 months)
were scarce and therefore it was decided to conduct a cross-sectional study design
regarding the analysis of SMiLE.

Respondents were asked to list up to seven areas important for their meaning
in life and then to rate the current level of satisfaction with and importance of
each area. The level of satisfaction with each area is rated on a seven-point Likert
scale, ranging from -3 “very unsatisfied” to+3 “very satisfied”. The importance
of each area is rated with an eight-point scale, ranging from O “unimportant” to 7
“extremely important”. The Index of Satisfaction (IoS) is calculated as the mean
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score of satisfaction or dissatisfaction with the individual meaning in life areas;
the Index of Weighting (IoW) indicates the mean score of importance of the
meaning in life areas. In the total SMILE index (Index of Weighted Satisfaction,
IoWS), the ratings for importance and satisfaction are combined (all ranges,
0-100, with higher scores reflecting higher meaning in life). Calculation of
indices is reported elsewhere (Fegg et al., 2008).

For analysis, areas of importance to meaning in life by an individual are
classified in categories. Originally, 13 categories for individual meaning in
life were identified by cluster analyses (Fegg et al., 2007). Since then, the
categories “Art/Culture” and “Growth” were added for providing a more precise
categorization. The areas of meaning in life listed by people with Parkinson’s
disease in our cohort were each assigned to one of the 15 categories, according
to the current version of the SMiLE manual (https://www.psychotherapie-muenc
hen.de/downloads/SMiLE_Manual.pdf).

Other assessments of patients and carers within the CLaSP cohort study
include standardized questionnaires to evaluate disease severity, comorbidities,
depression, cognition, non-motor symptoms, quality of life in patients and carers
as well as caregiver burden.

Data from the CLaSP cohort were compared to a representative sample of 856
healthy German participants from all age groups (12.9% were age 70 and above)
(Fegg et al., 2007).

Statistical Analysis

Student’s ¢ test was used to compare the number of meaning in life areas listed in
each group. Differences were considered to be statistically significant at p <0.05
and were then Bonferroni corrected.

To identify variables that influence the Index of Weighted Satisfaction (IoWS),
the categories age, age at onset, marital status, gender and trial site were entered
into a stepwise regression model as potentially confounding variables. Since all
variables except trial site were omitted in this model as being of non-significant
influence, a linear regression modelling for trial site as the variable was calculated
against the dependent variable Index of Weighted Satisfaction (IoWS). For this
model, the unstandardized regression coefficient (B), its standard deviation, the
standardized coefficient (B), the total explained variance (R?) and its respective P
value are presented.

Statistical tests were performed using the Statistical Package for Social
Sciences (SPSS Version 25) and Excel.

In the comparative study in healthy participants (Fegg et al., 2007), the
original version of the SMiIiLE was used where the importance of each area was
rated with a five-point adjectival scale, ranging from 1 ‘somewhat important’ to
5 ‘extremely important’. To adjust this to the newer version using the eight-point
scale from O ‘not important’ to 7 ‘extremely important’, the original data were
adjusted (W/5*7).
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Ethical Approval

The CLaSP study is being conducted in compliance with the Helsinki Declaration
(World Medical Association Declaration of Helsinki 1997), i.e. detailed oral and
written information was given to study participants and their informants to ensure
that they fully understand potential risks and benefits of the study. The study was
approved by the ethical review board of each individual centre. Written informed
consent was obtained from all participants. In case the patients were unable to sign,
consent was given by the legal representative, mostly a spouse or family member, in
accordance with the country-specific legal requirements.

Results
Participation in the Study

692 people with Parkinson’s disease fulfilled the inclusion criteria and were included
in the CLaSP study. At Baseline (T1), SMIiLE questionnaires were distributed to
people in 8 centres and we received the completed SMIiLE from 509 participants
(74% of all CLaSP study participants). Table 1 shows the number of responses from
each centre.

Participants’ characteristics of the CLaSP study are described in detail elsewhere
(Schrag et al., 2020). Average disease duration in the CLaSP cohort was 15.4 (SD
7.7) years, and mean total UPDRS score was 82.7 (SD 22.4). Some demographic
data of participants of the SMiLE study within CLaSP are presented in Table 2.

Categories of Meaning in Life

In total, people with Parkinson’s disease listed 1596 areas contributing to personal
meaning in life (mean 3.1 areas per participant). All listings were assigned to the
categories derived from the representative survey (Fegg et al., 2007) and accord-
ing to the current SMiLE manual (https://www.psychotherapie-muenchen.de/downl

Table 1 Total number of

.. . Centre Distributed Completed Response
part.1c1pants and complethn of questionnaires T1 rate (%)
SMILE from each of the eight
centres 1 147 84 57

2 81 74 91
3 108 60 56
4 77 52 68
5 105 82 78
6 83 51 61
7 120 91 75
8 27 15 56
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Table 2 Demographic data of participants (n=509)

Gender 45% female
55% male

Country (number of patients; % of all participants) UK: 84 (17%)

Germany: 180
(35%)

Portugal: 60
(12%)

France: 52
(10%)

Sweden: 82
(16%)

The
Netherlands:
51 (10%)

Age at study inclusion (years; mean, standard deviation) 75.4 (£8.2)
Age at onset (years; mean, standard deviation) 60.3 (£12.4)

Disease duration (years; mean/standard deviation) 15.1 (29.1)

oads/SMiLE_Manual.pdf), which now lists 15 categories. Comparison with the rep-
resentative cohort is therefore not available for all meaning in life areas.

Table 3 presents percentages of participants in both samples who listed individual
meaning in life areas in the respective category along with means and standard
deviations of the satisfaction and importance ratings. People with Parkinson’s
disease described fewer areas of meaning in life (2.3 vs 5.5 on average). They most
commonly listed family, leisure time and friend/social relations as areas giving
meaning in life. They listed work (6.1% vs 54.1%), finances (3.3% vs 14.5%)
and health (12.2% vs 32.2%) less often than respondents in the reference group
but animals/nature (8.8% vs 9.1%) and leisure time (38.9% vs 40.9%) in similar
frequency to the control group.

Importance of Meaning in Life Areas (Table 3)

Areas with the highest importance rates (> 6.0 on eight-point Likert scale between
0 and 7) for people with Parkinson’s disease were family, partnership, spirituality
and satisfaction. The lowest importance was attributed to work and hedonism.
Compared to the healthy reference group, the following meaning in life areas were
of significantly lower importance to people with Parkinson’s disease: family (6.1 vs
6.6), social relations (5.5 vs 6.0), work (4.4 vs 5.4) and health (5.8 vs 6.7), and no
area was given a significantly higher importance rating than the control group.

Satisfaction with Meaning in Life Areas (Table 3)
People with Parkinson’s disease stated lowest satisfaction (on average dissatisfied)
in the areas health, hedonism and work. Compared to the healthy reference group,

satisfaction was significantly lower for people with Parkinson’s disease in 7 of 11
comparable meaning in life areas: family (1.9 vs 2.3), social relations (1.1 vs 2.2),

@ Springer


https://www.psychotherapie-muenchen.de/downloads/SMiLE_Manual.pdf

Journal of Religion and Health

(LT100°0 > [2AS] 29UBOYTUSIS) UOTIOAIIOD TUOIIJUOY I)Je 90UBIYTUSIS MOYS SIN[eA plog

UONRIAQP PIBPURIS (7§ I Ul Surueaw J1j4

(pd renueN g TIAIS/SpPeO[UMOp/ap- uayduanw-arderayjoyoAsd-mmm//:sdiy) sa11089)ed G 03 PIPUIXS Iam 3SAY) ‘[enuBl FTIAIS JUSLIND JY) U] "PIUYIP I1om
$9L10391e0 ¢ [euISLIo ay) ‘Apmys aanejuasaldal siy) Jo sasAeue ay) 03 1orrd-1sod (00T T8 30 8394) uonendod uewron) ay) jo sjdwres 9ANLIUSAIdaI B WOI BIEP 9OUIJY
‘(L 03 () 93uer ‘m) sSuner soueyodwr pue (¢ +0) ¢ — dFuURI ‘S) UOTIOBISTIES I} JO ((JS) SUONBIAQP pIepue)s pue (jy) sueaw ‘K1039)ed yoes Sunsi| syuapuodsar Jo safejuadrog

€1+/+8'1 80+/+vy  (%EP) LE Surag-Tom
0C—=/+90 LT=/+¥'S (%S°L) 8¢ pmo1n
6'1—/+60 ST—/+0S  (%¥61) 66 AIMMD Iy
ee=/+10 8CT—/+¢¥ (%6°9) 0€ WsIuopoH
Sv'0 180 60—/+1C  TI+H+TS  (%9¥)6€ 6'1—/+91 I'T—=/+¢€¢ (%8'1) 6 JUSWNIUIWIOD [RIO0S/WSINIY
100> 10 0T—/+€T eI+/+8¢ (%T6) 6L 6'T—/+80 TI—=/+6¢ (%1'8) It oInjeN/s[ewIuy
LT=/+T1  01—/+79 (%90 €l uonogysnes
10°0> 100> ST—/+8T 80—/+L9 (%TTE)ILT 0T—/+60— €T—/+8S (%TTI 79 esH
430 920 60—/++C VI+/+19 (%1°6) 08 TI—=/+¢T T1=/+v9 (%1'9) 1€ Aremindg
970 S1°0 81—/+01 STHAH0S (%SYD ¥Tl I'T—H+v0  €1—/+5S (%O LI soourUL]
100> 0S0 I'I=/+07¢ SI—=/+6¥ (%5°6) 18 0T—/+60 I'e—=/+6v  (%ILD L8 uopIe3 ooy
100> I7°0 PI—=/+91 ST++8Y (%6°0V) 0SE 0T—/+€0 €T—/+9Y (%68S) 861 urn 2InsY
100> 10°0> 9TI—/+¥'1 VI—/t¥'S (%1¥S) €9v TT—/+T10 ST—/+vb (%19 1€ AIOM
100> 100> 0'1—/+T¢ TT+HA+09 (%L6S) 0vE ST—/+T1 8T—/+8S (%L9D) 9¢€l Suone[alI [e100S/SpUaLl]
100 v0°0 I'T—=/+¥T 6'0+/+99 (%TLT) €€T LT=/+0T  OT—/+v9 (%6LD) 16 diystourreq
100> 100> 6'0—/+€7T 0'T+/+99 (%LT8) 80L 8T—/+6'1 0T—/+19 (%969 ¥ee Arureq

ds —/+ueowr S —/+uesw ds —/+ueswr S —/+ ueawr

(€+0 (Lo (€+0 (Lo

€ — d3ue1 s) 0 93ues ‘M) ¢ — a3ueI ‘s) 0 oSuer ‘n)

uonoejsnes anjep d doueyiodwi anfep d uonoejsnes Qoueyroduy (%) N uonoeysnes Joueyrodwy %) N

159} 7 159} 7 (968 =u) dnoi3 oouar)oy (60S = u) uosunyred 23e1S-ae] TIA JO seary

QJI[ Ut SUTURAW JO SBATY € 3|qe]

pringer

As


https://www.psychotherapie-muenchen.de/downloads/SMiLE_Manual.pdf

Journal of Religion and Health

work (0.1 vs 1.4), leisure time (0.3 vs 1.6), home/garden (0.9 vs 2.0), health (—0.9
vs 1.8) and animals/nature (0.8 vs 2.3).

Meaning in Life in Parkinson’s Disease Patients—SMILE Indices

In people with Parkinson’s disease, the indices of satisfaction (IoS), of weighting
(importance) (IoW) and of weighted satisfaction (IoWS) were significantly lower
than in the control group (mean IoS 65.6, mean IoW 79.4, mean IoWS 66.9, all p
values <0.01), as can be seen in Table 4. Data of 18 people with Parkinson’s disease
were partially incomplete in either importance or satisfaction ratings; therefore,
indices could not be calculated for these individuals (n=491).

SMILE indices of people with late-stage Parkinson’s disease are also lower than
those reported for people with amyotrophic lateral sclerosis (ALS) (Fegg et al.,
2010b), progressive supranuclear palsy (PSP) patients (Fegg et al., 2014) and
palliative care patients (Fegg et al., 2010a) (see Table 4).

Regression Model on Variables on loWS

In a stepwise regression model using the variables current age, age at onset,
marital status, gender and trial site, the variable trial site was the only one to show
significant influence on the Index of Weighted Satisfaction (IoWS) (see Tables 5 and
6). According to this calculation, the impact of trial site is, however, only marginal,
which is reflected by a low Beta coefficient of —0.132. Furthermore, the variable
trial site only explains 1.5% of the variance of [oWS (reflected by an adjusted R* of
0.015).

Discussion

The CLaSP study is the first cohort study specifically addressing the clinical
features, health care and spiritual needs, treatment strategies and outcomes of people
with late-stage Parkinson’s disease in multiple centres across Europe. With the
prevalence of Parkinson’s disease expected to rise in the coming years (Dorsey &
Bloem, 2018), adequate comprehensive care including spiritual support in suffering
and health-related loss of meaning in life for these patients will become a major
challenge.

As part of this cohort study, meaning in life was assessed using the validated
SMILE instrument and was compared to a representative sample of the German
population. In our cohort, the highest importance was attributed to family, part-
nership, spirituality and satisfaction, whereas understandably, the lowest impor-
tance was attributed to work and hedonism. Similarly to studies with palliative care
patients (Fegg et al., 2010a) and patients with amyotrophic lateral sclerosis (Fegg
et al., 2010b), people with late-stage Parkinson’s disease are more likely to list cat-
egories such as family and partner, friends, leisure time and home/garden and are
less likely to prioritize health, finances and work. This response shift is considered
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Table 6 Standard linear
regression model on variables

age, age at onset, gender and Age —0.009 0.846
marital status on the dependent ' ’

Standardized coefficient (B) p Value

variable IoWS in people with Age at onset —0.055 0.225
late-stage Parkinson’s disease Gender 0.057 0.208
Marital status 0.045 0.316

All of these variables show no significant effect on IloWS

to be a coping mechanism in people facing a life-limiting disease. However, impor-
tance ratings for family and social relations, as well as health and work, were also
significantly lower for people with Parkinson’s disease than in the reference cohort.
Even more remarkable are the differences in satisfaction with meaning in life areas
for people with Parkinson’s disease. Satisfaction ratings are significantly lower in
most of the comparable categories, even in areas that were given the highest impor-
tance ratings. Areas with the least satisfaction for people with Parkinson’s disease
are health, work and hedonism.

Testing for the influence of demographic variables such as current age, age at
disease onset, gender and marital status showed no significant influence on the Index
of Weighted Satisfaction (IoWS) in our cohort of people with late-stage Parkinson’s
disease. The only variable to show significant, yet still marginal, influence on the
ToWS was the variable trial site, which attributes to 1.5% of IoWS variance.

Analysis of the SMILE indices also indicates differences to other patient groups.
The indices of satisfaction, weighting and weighted satisfaction are lowest in people
with late-stage Parkinson’s disease, even when compared indirectly to previously
published findings in other groups of patients with progressive and fatal diseases
like amyotrophic lateral sclerosis (ALS), progressive supranuclear palsy (PSP) and
palliative care patients. An explanation for the low indices might be the different
disease duration which may affect coping strategies. In ALS as well as in palliative
care, patients’ life expectancy is shorter compared to people with Parkinson’s
disease in whom the late and even the palliative phase of the disease can extend
to months or even years, when disease burden as well as carer burden is high and
practical, emotional and spiritual coping strategies are no longer sufficient.

Clinical Applications

In the late stages of Parkinson’s disease, people do report areas where they find
meaning, such as family, partnership, spirituality and satisfaction. However, the
fulfilment of their individual meaning in life areas is challenging, reflected by low
satisfaction rates in these important categories.

Meaning in life and spiritual well-being negatively influence psychological
distress in palliative care patients; this also plays a role in the development of a
Wish to Hasten Death (WTHD). In a recent study on completed assisted suicides
at a Swiss Right-to-Die organization, patients with Parkinsonian disorders made up
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for 7.2% and appeared to be overrepresented considering the prevalence of these
diseases (Nuebling et al., 2021).

Only recently the importance of spiritual wellbeing in Parkinson’s disease has
been shown to be related to general quality of life (Trang et al., 2020) and our study
highlights spirituality as a core factor in meaning in life. Spiritual support should be
a central part of multiprofessional care for people with neurodegenerative diseases
and is not limited to religious questions. Appreciating spiritual needs of people with
life-limiting diseases is an attitude more common in palliative care, than in general
neurology. Since people with late-stage Parkinson’s disease often do not have access
to long-term palliative care support, this indicates the importance of chaplains who
can perform several roles in caring for people with Parkinson’s disease (Carey,
2012).

Study Limitations

A drawback of our study is the limited availability of comparable data from healthy
individuals from different European countries. We still decided to compare our data
with the representative study (Fegg et al., 2007) with healthy German individuals, as
this has been used as a reference group in studies with ALS, PSP and palliative care
patients and allows some comparison with these patient groups. Even if we showed
that age and age at disease onset do not have a significant effect on the Index of
Weighted Satisfaction within our cohort of mostly elderly people with Parkinson’s
disease, this could be of influence when comparing age groups of greater difference
and also limits comparability to the cohort of healthy individuals of all age groups.
Another limitation is that this study did not ask for people’s religious affiliation or
how they identify them in terms of religious-spiritual belonging.

Conclusions

Our study, which includes a very high number of people in late-stage of Parkinson’s
disease from six European countries, contributes important information about
the aspect of meaning in life. Given the lack of fulfilment in meaningful areas, a
stronger focus on psychological and spiritual support for this group to strengthen
their meaning in life is indispensable (Paal & Lorenzl, 2020).

Author Contributions JF, PO, BB, WM, RD, AS and SL contributed to the study conception and design.
Material preparation, data collection and analysis were performed by SB and CB. The first draft of the
manuscript was written by SB, and all authors commented on previous versions of the manuscript. All
authors read and approved the final manuscript.

Funding Open access funding provided by Paracelsus Medical University. The study was funded through
the Joint Programme—Neurodegenerative Disease Research; through national funding bodies in all six
countries—United Kingdom: Economic and Social Research Council ES/L009250/1; Sweden: the Swed-
ish Research Council and CLaSP/JPND HC-559-002; Germany: Federal Ministry of Education and
Research (BMBF), Marburg, 01ED1403A, Munich, 01ED1403B; France: ANR-13-JPHC-0001-07; Por-
tugal: HC/0002/2012; Holland: 733051003. In addition, the study was funded by MultiPark, the strategic

@ Springer



Journal of Religion and Health

research area for neuroscience at Lund University; the Swedish Parkinson Foundation; the Swedish Par-
kinson Academy, and the Faculty of Medicine at Lund University.

Declarations

Conflict of interest Authors S.K.B, C.B. and M.F. declare they have no financial interests. J.J.F. has held
consultancy functions with Abbvie, BIAL, NeuroDerm, Zambon, Sunovion, Affiris, and ONO Pharma-
ceutical Co., Ltd; has received lecture fees from BIAL, Sunovion, ONO, Zambon, and Abbvie; and has re-
ceived grants from Novartis, Fundagcao Merck Sharp & Dohme (MSD, Portugal), and Medtronic. P.O. has
received honoraria for lectures and expert advice from AbbVie, BIAL, Britannia, Global Kinetics, Lobsor,
Nordic Infucare, PD Neurotechnology, and Zambon. B.R.B. has received honoraria from serving on the
scientific advisory board for Zambon, Biogen, UCB, and Walk with Path; has received fees for speaking at
conferences from AbbVie, Zambon, Roche, GE Healthcare, and BIAL; and has received research support
from the Netherlands Organization for Scientific Research, The Michael J. Fox Foundation, UCB, Abbie,
Zambon, the Stichting Parkinson Fonds, the Hersenstichting Nederland, the Parkinson’s Foundation, Ver-
ily Life Sciences, Horizon 2020, the Topsector Life Sciences and Health, and the Parkinson Vereniging.
W.G.M. has received fees for editorial activities with Elsevier, and has served as advisor for Lundbeck,
Biohaven, Takeda, Servier, Roche, Alterity, Inhibikase, and TEVA. R.D. has no additional disclosures
to report. A.S. was supported by research funding or support from University College London, National
Institute of Health, National Institute for Health Research University College London Hospital (ULCH)
Biomedical Research Centre, the International Parkinson and Movement Disorder Society, the European
Commission, Parkinson’s UK, GE Healthcare, and the Economic and Social Research Council; honoraria
for consultancies from Abbvie and BIAL. S.L. has received honoraria for lectures from UCB and AbbVie.

Open Access This article is licensed under a Creative Commons Attribution 4.0 International License,
which permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long
as you give appropriate credit to the original author(s) and the source, provide a link to the Creative
Commons licence, and indicate if changes were made. The images or other third party material in this
article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line
to the material. If material is not included in the article’s Creative Commons licence and your intended
use is not permitted by statutory regulation or exceeds the permitted use, you will need to obtain permis-
sion directly from the copyright holder. To view a copy of this licence, visit http://creativecommons.org/
licenses/by/4.0/.

References

Aarsland, D., Larsen, J. P, Karlsen, K., Lim, N. G., & Tandberg, E. (1999). Mental symptoms in Par-
kinson’s disease are important contributors to caregiver distress. International Journal of Geriatric
Psychiatry, 14(10), 866—874. https://doi.org/10.1002/(SICI)1099-1166(199910)14:10%3c866::AID-
GPS38%3e3.0.CO;2-Z

Auhagen, A. E. (2000). On the psychology of meaning of life. Swiss Journal of Psychology/Schweizer-
ische Zeitschrift Fiir Psychologie/revue Suisse De Psychologie, 59, 34—48. https://doi.org/10.1024//
1421-0185.59.1.34

Balzer-Geldsetzer, M., Ferreira, J., Odin, P., Bloem, B. R., Meissner, W. G., Lorenzl, S., Wittenberg,
M., Dodel, R., & Schrag, A. (2018). Study protocol: Care of late-stage Parkinsonism (CLaSP): A
longitudinal cohort study. BMC Neurology, 18(1), 185. https://doi.org/10.1186/s12883-018-1184-3

Barone, P., Antonini, A., Colosimo, C., Marconi, R., Morgante, L., Avarello, T. P., Bottacchi, E., Cannas,
A., Ceravolo, G., Ceravolo, R., Cicarelli, G., Gaglio, R. M., Giglia, R. M., Iemolo, F., Manfredi, M.,
Meco, G., Nicoletti, A., Pederzoli, M., Petrone, A., ... PRIAMO Study Group. (2009). The PRI-
AMO study: A multicenter assessment of nonmotor symptoms and their impact on quality of life in
Parkinson’s disease. Movement Disorders, 24(11), 1641-1649. https://doi.org/10.1002/mds.22643

Bernard, M., Berchtold, A., Strasser, F., Gamondi, C., & Borasio, G. D. (2020). Meaning in life and qual-
ity of life: Palliative care patients versus the general population. BMJ Supportive & Palliative Care.
https://doi.org/10.1136/bmjspcare-2020-002211

@ Springer


http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/licenses/by/4.0/
https://doi.org/10.1002/(SICI)1099-1166(199910)14:10%3c866::AID-GPS38%3e3.0.CO;2-Z
https://doi.org/10.1002/(SICI)1099-1166(199910)14:10%3c866::AID-GPS38%3e3.0.CO;2-Z
https://doi.org/10.1024//1421-0185.59.1.34
https://doi.org/10.1024//1421-0185.59.1.34
https://doi.org/10.1186/s12883-018-1184-3
https://doi.org/10.1002/mds.22643
https://doi.org/10.1136/bmjspcare-2020-002211

Journal of Religion and Health

Bernard, M., Strasser, F., Gamondi, C., Braunschweig, G., Forster, M., Kaspers-Elekes, K., Walther Veri,
S., Borasio, G. D., SMILE Consortium Team. (2017). Relationship between spirituality, meaning in
life, psychological distress, wish for hastened death, and their influence on quality of life in pallia-
tive care patients. Journal of Pain and Symptom Management, 54(4), 514-522. https://doi.org/10.
1016/j.jpainsymman.2017.07.019

Breitbart, W., Rosenfeld, B., Gibson, C., Pessin, H., Poppito, S., Nelson, C., Tomarken, A., Timm, A. K.,
Berg, A., Jacobson, C., Sorger, B., Abbey, J., & Olden, M. (2010). Meaning-centered group psycho-
therapy for patients with advanced cancer: A pilot randomized controlled trial. Psycho-Oncology,
19(1), 21-28. https://doi.org/10.1002/pon.1556

Breitbart, W., Rosenfeld, B., Pessin, H., Kaim, M., Funesti-Esch, J., Galietta, M., Nelson, C. J., &
Brescia, R. (2000). Depression, hopelessness, and desire for hastened death in terminally ill patients
with cancer. JAMA, 284(22), 2907-2911. https://doi.org/10.1001/jama.284.22.2907

Carey, L. B. (2012). The utility and commissioning of spiritual carers. In M. Cobb, C. Puchalski, & B.
Rumbold (Eds.), Oxford textbook of spirituality in healthcare (pp. 397-407). Oxford University
Press. https://doi.org/10.1093/med/9780199571390.003.0054

Chochinov, H. M., Kristjanson, L. J., Breitbart, W., McClement, S., Hack, T. F., Hassard, T., & Harlos,
M. (2011). Effect of dignity therapy on distress and end-of-life experience in terminally ill patients:
A randomised controlled trial. The Lancet Oncology, 12(8), 753-762. https://doi.org/10.1016/
S1470-2045(11)70153-X

Dorsey, E. R., & Bloem, B. R. (2018). The Parkinson pandemic: A call to action. JAMA Neurology,
75(1), 9-10. https://doi.org/10.1001/jamaneurol.2017.3299

Fegg, M. J., Brandstitter, M., Kramer, M., Kogler, M., Haarmann-Doetkotte, S., & Borasio, G. D.
(2010a). Meaning in life in palliative care patients. Journal of Pain and Symptom Management,
40(4), 502-509. https://doi.org/10.1016/j.jpainsymman.2010.02.010

Fegg, M. J., Kogler, M., Abright, C., Hensler, M., & Lorenzl, S. (2014). Meaning in life in patients with
progressive supranuclear palsy. The American Journal of Hospice & Palliative Care, 31(5), 543—
547. https://doi.org/10.1177/1049909113492411

Fegg, M. J., Kogler, M., Brandstitter, M., Jox, R., Anneser, J., Haarmann-Doetkotte, S., Wasner, M., &
Borasio, G. D. (2010b). Meaning in life in patients with amyotrophic lateral sclerosis. Amyotrophic
Lateral Sclerosis, 11(5), 469-474. https://doi.org/10.3109/17482961003692604

Fegg, M. J., Kramer, M., Bausewein, C., & Borasio, G. D. (2007). Meaning in life in the Federal Repub-
lic of Germany: Results of a representative survey with the schedule for meaning in life evaluation
(SMILE). Health and Quality of Life Outcomes, 5, 59. https://doi.org/10.1186/1477-7525-5-59

Fegg, M. J., Kramer, M., L’hoste, S., & Borasio, G. D. (2008). The schedule for meaning in life evalu-
ation (SMILE): Validation of a new instrument for meaning-in-life research. Journal of Pain and
Symptom Management, 35(4), 356-364. https://doi.org/10.1016/j.jpainsymman.2007.05.007

Hoehn, M. M., & Yahr, M. D. (1967). Parkinsonism: Onset, progression and mortality. Neurology, 17(5),
427-442. https://doi.org/10.1212/WNL.17.5.427

Lee, V., Robin Cohen, S., Edgar, L., Laizner, A. M., & Gagnon, A. J. (2006). Meaning-making interven-
tion during breast or colorectal cancer treatment improves self-esteem, optimism, and self-efficacy.
Social Science & Medicine, 62(12), 3133-3145. https://doi.org/10.1016/j.socscimed.2005.11.041

Nuebling, G. S., Butzhammer, E., & Lorenzl, S. (2021). Assisted suicide in Parkinsonian disorders. Fron-
tiers in Neurology, 12, 656599. https://doi.org/10.3389/tneur.2021.656599

Paal, P, & Lorenzl, S. (2020). Patients with Parkinson’s disease need spiritual care. Annals of Palliative
Medicine, 9(2), 144-148. https://doi.org/10.21037/apm.2019.11.24

Schrag, A., Hommel, A. L. A. J., Lorenzl, S., Meissner, W. G., Odin, P., Coelho, M., Bloem, B. R.,
Dodel, R., CLaSP Consortium. (2020). The late stage of Parkinson’s: Results of a large multina-
tional study on motor and non-motor complications. Parkinsonism & Related Disorders, 75, 91-96.
https://doi.org/10.1016/j.parkreldis.2020.05.016

Stiefel, F., Krenz, S., Zdrojewski, C., Stagno, D., Fernandez, M., Bauer, J., Fucina, N., Liithi, F., Leyvraz,
S., Borasio, G. D., & Fegg, M. (2008). Meaning in life assessed with the “schedule for meaning in
life evaluation” (SMiLE): A comparison between a cancer patient and student sample. Supportive
Care in Cancer, 16(10), 1151-1155. https://doi.org/10.1007/s00520-007-0394-9

Trang, 1., Katz, M., Galifianakis, N., Fairclough, D., Sillau, S. H., Miyasaki, J., & Kluger, B. M. (2020).
Predictors of general and health-related quality of life in Parkinson’s disease and related disorders
including caregiver perspectives. Parkinsonism & Related Disorders, 77, 5-10. https://doi.org/10.
1016/j.parkreldis.2020.05.036

@ Springer


https://doi.org/10.1016/j.jpainsymman.2017.07.019
https://doi.org/10.1016/j.jpainsymman.2017.07.019
https://doi.org/10.1002/pon.1556
https://doi.org/10.1001/jama.284.22.2907
https://doi.org/10.1093/med/9780199571390.003.0054
https://doi.org/10.1016/S1470-2045(11)70153-X
https://doi.org/10.1016/S1470-2045(11)70153-X
https://doi.org/10.1001/jamaneurol.2017.3299
https://doi.org/10.1016/j.jpainsymman.2010.02.010
https://doi.org/10.1177/1049909113492411
https://doi.org/10.3109/17482961003692604
https://doi.org/10.1186/1477-7525-5-59
https://doi.org/10.1016/j.jpainsymman.2007.05.007
https://doi.org/10.1212/WNL.17.5.427
https://doi.org/10.1016/j.socscimed.2005.11.041
https://doi.org/10.3389/fneur.2021.656599
https://doi.org/10.21037/apm.2019.11.24
https://doi.org/10.1016/j.parkreldis.2020.05.016
https://doi.org/10.1007/s00520-007-0394-9
https://doi.org/10.1016/j.parkreldis.2020.05.036
https://doi.org/10.1016/j.parkreldis.2020.05.036

Journal of Religion and Health

Publisher’s Note Springer Nature remains neutral with regard to jurisdictional claims in published maps
and institutional affiliations.

Authors and Affiliations

Sarah K. Bublitz'2® . Cornelia Brandstotter' - Martin Fegg® -
Joaquim J. Ferreira* - Per Odin® - Bastiaan R. Bloem® - Wassilios G. Meissner’®° .
Richard Dodel'® - Anette Schrag'' - Stefan Lorenzl"*'2

P4 Sarah K. Bublitz

sarah.bublitz@pmu.ac.at

Institute of Palliative Care, Paracelsus Medical University in Salzburg, Strubergasse 21,

5020 Salzburg, Austria

Krankenhaus Agatharied, Norbert-Kerkel — Platz, 83734 Hausham, Germany
Psychotherapeutic Practice, Munich, Germany

Faculty of Medicine, Molecular Medicine Institute, The University of Lisbon, Lisbon, Portugal

Division of Neurology, Department of Clinical Sciences, Lund University, Skane University
Hospital, Lund, Sweden

Department of Neurology, Centre of Expertise for Parkinson and Movement Disorders, Donders
Institute for Brain, Cognition and Behaviour, Radboud University Medical Centre, Nijmegen,
The Netherlands

CHU Bordeaux, Service de Neurologie des Maladies Neurodégénératives, IMNc, CRMR AMS,
NS-Park/FCRIN Network, 33000 Bordeaux, France

Univ. Bordeaux, CNRS, IMN, UMR5293, 33000 Bordeaux, France

Department Medicine, University of Otago, Christchurch, and New Zealand Brain Research
Institute, Christchurch, New Zealand

Department of Geriatric Medicine, University Hospital Essen, Essen, Germany
Queen Square Institute of Neurology, University College London, London, UK

Interdisciplinary Center for Palliative Medicine and Clinic for Neurology, University of Munich,
Munich, Germany

@ Springer


http://orcid.org/0000-0003-3258-543X

	Meaning in Life in Late-Stage Parkinson’s Disease: Results from the Care of Late-Stage Parkinsonism Study (CLaSP) in Six European Countries
	Abstract
	Introduction
	Objectives
	Methods
	Study Design
	Assessments
	Statistical Analysis
	Ethical Approval

	Results
	Participation in the Study
	Categories of Meaning in Life
	Importance of Meaning in Life Areas (Table 3)
	Satisfaction with Meaning in Life Areas (Table 3)

	Meaning in Life in Parkinson’s Disease Patients—SMiLE Indices
	Regression Model on Variables on IoWS


	Discussion
	Clinical Applications
	Study Limitations

	Conclusions
	References


