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ABSTRACT

Purpose: People with Parkinson’s disease (hereafter Parkinson’s) can experience stigma through the atti-
tudes and actions of others (enacted stigma) and through anticipation of enacted stigma and internalisa-
tion of negative stereotypes (felt stigma). Self-compassion may protect against the impact of stigma. This
study aimed to investigate the relationships between self-compassion, stigma, and psychological distress
among people with Parkinson'’s.

Methods: A total of 130 people with Parkinson’s completed questionnaires measuring self-compassion,
enacted and felt stigma, and depression, anxiety, and stress. Correlation, mediation, and moderation mod-
els were used to investigate relationships between variables.

Results: All variables correlated significantly in the expected directions. Felt stigma mediated the relation-
ship between self-compassion and the three outcome variables - depression, anxiety, and stress. Self-
compassion did not moderate the relationship between enacted stigma and distress and suggested
enacted stigma was associated with distress, regardless of levels of self-compassion.

Conclusions: Self-compassion and both enacted and felt stigma are important predictors of distress for
people with Parkinson's. Part of the relationship between lower self-compassion and psychological dis-
tress appears to occur via the internalisation of stigma. These findings may be relevant to the develop-
ment of individualised and societal interventions with the aim of improving the psychological wellbeing
of people with Parkinson'’s.

» IMPLICATIONS FOR REHABILITATION

e Self-compassion was associated with lower levels of psychological distress (i.e., depression, anxiety,
and stress) and self-stigma partially mediated this relationship.

e Self-compassion did not moderate the relationship between enacted stigma and psychological dis-
tress, suggesting enacted stigma increases distress, regardless of self-compassion.

e The development and assessment of the effectiveness of compassion-focused interventions tailored

ARTICLE HISTORY
Received 15 May 2020
Revised 25 January 2022
Accepted 30 January 2022

KEYWORDS

Anxiety; depression;
empathy; Parkinson disease;
social stigma; stress; cross-
sectional studies;
questionnaires

for people with Parkinson’s may be important as well as systemic stigma focused interventions.

Introduction

Parkinson’s disease (referred to throughout this paper as
“Parkinson’s”: the preferred terminology by the charity Parkinson’s
UK) is a neurodegenerative condition affecting around 0.3% of
people worldwide [1], with increasing prevalence after the age of
60 [2]. Parkinson'’s is classified as a movement disorder [3], with
affected individuals often experiencing problems with initiating
movement (akinesia), slowed movement (bradykinesia), tremor,
rigidity, gait disturbance, and speech difficulties [4]. A number of
other difficulties, e.g., with cognition, sleep, and eating [5,6], can
also be experienced but it is often the psychological problems
which individuals report as most disruptive to overall well-
being [7].

Indeed, a systematic review of the literature found that 35% of
people with Parkinson’s experience clinically significant symptoms
of depression [8], while the prevalence of anxiety is estimated at

25% [9]. Conceptualisations of these experiences have traditionally
assumed a neurobiological basis, suggesting that psychological
distress occurs as a direct consequence of pathological processes,
such as changes in dopaminergic, serotonergic, and noradrenergic
systems and fronto-striatal circuitry [10-12]. However, in addition
to the recognised role of neurobiological changes, growing evi-
dence suggests that social and psychological factors are import-
ant in the development of psychological distress (see [13] for a
review). In particular, two currently little explored psychosocial
factors that may be relevant to a more comprehensive under-
standing of psychological distress among people with Parkinson’s
are stigma and self-compassion.

Goffman'’s [14] early conceptualisation of stigma described it as
an individual attribute which is discredited by society, leading to
loss of social status. Later, stigma was more comprehensively
defined as a phenomenon whereby individuals are labelled, ster-
eotyped, discredited, and discriminated against, based on certain
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attributes which are devalued by society, in a context where they
have reduced power [15]. “Enacted stigma” is a term used to
describe the negative reaction that the stigmatised individual
receives from others, through their attitudes and actions [16].
When an individual expects or fears enacted stigma, this is known
as “felt stigma”, or “internalised stigma” [17]. Felt stigma may also
involve identification with negative stereotypes and the applica-
tion of discrediting attitudes to the self [18]. Experiences of felt
stigma have been found to be associated with feelings of shame
and low self-esteem [15,19].

In the context of illness and impairment, where difference may
be highly visible, individuals may be at a higher risk of stigmatisa-
tion [20,21] compared to non-affected individuals. People with
Parkinson’s may present with visible differences through the more
overt motor and facial symptoms and communication difficulties,
increased dependence on others, and lifestyle changes necessi-
tated by symptoms [22], which can all lead to experiences of
stigma [22-25]. Research has demonstrated stigmatising views
towards people with Parkinson’s held by both professionals [26]
and members of the public [27,28]. Furthermore, experiences of
stigma have been found to be associated with heightened levels
of anxiety, depression, and stress among people with Parkinson’s
[29-31]. Felt stigma has been found to be prevalent among peo-
ple with Parkinson’s even in the absence of direct experience of
enacted stigma, demonstrating the importance of implicit public
attitudes [29]. In addition, enacted stigma can contribute to the
internalisation of stigma and experiences of psychological distress
[32]. Ma et al. [29] found a stronger relationship between felt
stigma and depression than enacted stigma and depression, sug-
gesting that the internalisation of stigma is an important factor
relating to the development of psychological distress.

Self-compassion is defined as a non-judgemental acknow-
ledgement of one’s own suffering and a self-directed response
based upon “kindness, concern and support” [33,p.121]. Self-com-
passion is considered an important element of emotional regula-
tion, access to which is affected by early relational experiences
[34,35]. The development of self-compassion affects how we cope
with difficult life events and experiences - how we appraise
threats, experience affiliative emotions, view and relate to our-
selves and self-soothe. Across a range of populations, self-compas-
sion has been shown to be positively associated with
psychological wellbeing [36] and negatively associated with symp-
toms of depression and anxiety [37]. The one previous study on
self-compassion in Parkinson’s found it predicted depression, anx-
iety, and stress, but not life satisfaction [38]. Furthermore, it has
been demonstrated that interventions aimed at increasing self-
compassion can alleviate psychological distress in people with
neurological problems - for example, traumatic brain injury [39],
dementia [40], and multiple sclerosis [41].

Self-compassion may directly affect self-stigma in Parkinson's.
Self-compassion has been shown to directly relate to different
forms of self-stigma in a variety of other populations [42-45]. In
addition, considering processes related to stigma which may be
directly relevant to people with Parkinson’s, self-compassion has
been shown to be associated with fewer negative, self-critical
thoughts, less rumination about unpleasant evaluation and less
embarrassment [46] and has been associated with lower feelings
of shame in other serious illness [47]. Thus, in addition to self-
compassion’s direct effect on psychological distress, it may also
affect distress indirectly via its effect on self-stigma.

Furthermore, Wong et al. [48,49] suggest that there are specific
cognitive, emotional, and social mechanisms through which self-
compassion affects the impact of enacted stigma. Specifically,

Wong et al. propose a mediated-moderation model whereby self-
compassion first moderates the relationship between external and
internal stigma and second moderates the relationship between
external stigma and negative outcomes. This latter moderation
will be our focus here. Cognitively, an individual with higher self-
compassion may be more able to appraise accurately the threats
of stigmatisation and positively reframe experiences of enacted
stigma, allowing them to feel safer and more content and less dis-
tressed. Wong et al. [48] also describe how self-compassion can
facilitate the processing and regulation of emotions, allowing an
individual to cope better with enacted stigma and therefore
experience less distress. Finally, it is suggested that more self-
compassionate individuals are both more able to seek social sup-
port, and are more forgiving of stigma enactments; this may in
turn reduce anxieties about social rejection due to the stigmatised
attribute [48]. However, it is currently unclear if/how these rela-
tionships between self-compassion and stigma are applicable to
people with Parkinson’s.

Consequently, the overall aim of this study was to investigate
the relationships between the constructs of stigma, self-compas-
sion, and psychological distress (as measured by depression, anx-
iety, and stress scores) among people with Parkinson’s. It was
expected that individuals who experienced more stigma would
have higher levels of depression, anxiety, and stress, and that
more self-compassionate individuals would experience lower lev-
els of depression, anxiety, and stress. It was hypothesised that
more self-compassionate individuals would experience less felt
stigma and this in turn would lead to less depression, anxiety,
and stress, i.e, felt stigma would mediate the relationship
between self-compassion and distress. Second, following Wong
et al's model, it was hypothesised that self-compassion would
moderate the relationship between enacted stigma and distress.

Methods
Participants

A total of 153 individuals consented to take part in the study;
however, two did not provide any data and nine had multiple
measures, including demographics missing so were removed. A
further four participants were missing one measure but as listwise
deletion is acceptable for up to approximately 5% of the data
[50], these were deleted. Eight participants were from outside the
UK and their data were removed due to the possible different
impact of different cultures and context on stigma. The partici-
pants were therefore 130 individuals with a self-reported diagno-
sis of Parkinson'’s.

A priori power calculations were conducted to determine the
sample size required based on the primary research question, the
mediation analysis. A bias-corrected bootstrapped mediation ana-
lysis with medium effect sizes between the independent and
mediator variables (o) and the mediator and dependent variables
(B) (o, B=0.39) requires 71 participants to be adequately powered
[51]. Therefore, the sample of 130 participants was adequate.

Participants were asked to confirm that they met the inclusion
criteria for the study, namely that they had a diagnosis of
Parkinson’s, had had their diagnosis for a minimum of 6 months
and were aged 18 years or older. It was presumed that partici-
pants had sufficient cognitive ability to undertake the survey,
although as it was completed anonymously, this was not formally
assessed. Four individuals contacted the researcher for paper cop-
ies of the questionnaires, which were posted along with stamped
addressed envelopes for their return; however, only one was



returned. The remainder of the sample completed the question-
naires in online format.

Procedure

The Patient and Public Involvement Volunteers from Parkinson'’s
UK provided feedback on the initial design. Ethical approval was
granted by the Lancaster University Faculty of Health and
Medicine Research Ethics Committee (reference: FHMREC18052).
The study was advertised on the Parkinson’s UK website, in the
Parkinson’s UK online newsletter, and on the social media plat-
form Twitter and was active between November 2018 and March
2019. Potential participants were presented with a link to an
“Information for Participants” page and invited to either complete
an online survey or to contact the first author to request a hard
copy. Participants were asked to confirm that they had read and
understood the “Information for Participants” and gave their con-
sent for their data to be used in the research.

Materials

A demographic and clinical information questionnaire asked
about age, gender, ethnic group or background, current place of
living (country), current living arrangements, partnership status,
employment status, time since diagnosis, and current treatment
for Parkinson’s (e.g., whether they used medication, deep brain
stimulation, an apomorphine pump, etc.).

Validated measures

Functional Status Questionnaire (FSQ) [52] - physical func-
tion subscales

The first subscale contains three items designed to assess func-
tioning in basic activities of daily living (ADLs), such as washing
and dressing and moving around the home. The second subscale
has six items and measures functioning in intermediate ADLs,
such as completing housework and physical activities outside of
the home. Items are scored from four (usually did with no diffi-
culty) to one (usually did not do because of health), with the add-
itional option, “usually did not do for other reasons”, which scores
zero. Scaled scores (between 0 and 100) are derived from the
total scores for each subscale, with higher scaled scores represent-
ing higher levels of functional ability. Each subscale has a
“warning zone” cut-off score, above which functional ability is
deemed “good”. On the “basic activities of daily living” scale this
is 88 and on the “intermediate activities of daily living” scale this
is 78. In a systematic review of disability rating scales for people
with Parkinson’s [53], this measure was recommended for both
clinical and research use. It has previously shown good internal
consistency [52] and in the current study Cronbach’s alpha was
0.72 for basic ADLs and 0.86 for intermediate ADLs. This was used
to situate the sample in terms of severity of physical symptoms.

Self-Compassion Scale

The Self-Compassion Scale (SCS) [54] is a 26-item validated meas-
ure of self-compassion, consisting of six subscales: self-kindness,
self-judgment, common humanity, isolation, mindfulness, and
over-identification. It has been used previously with people with
Parkinson’s [38]. The total self-compassion score is the mean of
the six subscale means and ranges from 1 to 5, with a higher
score indicating greater self-compassion. Neff [54] reports that the
scale’s internal consistency is high (Cronbach’s alpha = 0.92), as is
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the test-retest reliability (r= the current

Cronbach’s alpha was 0.93.

0.93). In study,

Stigma Scale for Chronic lliness

The Stigma Scale for Chronic lliness (SSCI) [19] is a 24-item mul-
tiple-choice questionnaire, designed and validated for use with
people with Parkinson’s (as well as other chronic illnesses). The
first 13 items measure felt stigma (possible score range 13-65)
and the remaining 11 items measure enacted stigma (possible
score range 11-55). The total score measures overall stigma. A
higher total score indicates more stigma. Cronbach’s alpha in the
current study was 0.95 for the total score, 0.93 for the felt stigma
scale, and 0.94 for the enacted stigma scale.

Depression, Anxiety, and Stress Scale

The Depression, Anxiety, and Stress Scale - 21-item version
(DASS-21) [55] is a validated questionnaire designed for use with
both clinical and non-clinical populations as a dimensional, rather
than diagnostic, tool. The scale is comprised of 21 items, falling
into three 7-item subscales: depression, anxiety, and stress, each
with scores ranging from 0 to 21. A total score is generated for
each subscale, with a higher score indicating a higher level of
depression, anxiety, or stress. Cronbach’s alphas have previously
been found to be 0.94 for depression, 0.87 for anxiety, and 0.91
for stress [56] and in the current study were 0.96 for depression,
0.73 for anxiety, and 0.92 for stress. Although this scale has been
used previously with people with Parkinson’s (e.g., [57,58]), further
inspection of the anxiety scale revealed that the item “I experi-
enced trembling (e.g., in the hands)” was reducing the internal
consistency of the scale. When this item was removed, Cronbach’s
alpha increased to 0.80, indicating good internal consistency.
Therefore, this item was removed for the subsequent analyses
and a six-item anxiety scale was used (score range 0-18).

Data analysis

The data were tabulated in the software IBM SPSS Statistics
(Version 25.0, Armonk, NY). One extreme data point in the
“enacted stigma” variable was winsorised (replaced with the next
highest score), to reduce the likelihood of biasing the results [59].
The “enacted stigma”, “depression”, and “stress” data were all
skewed towards lower scores. For the regressions, all relationships
met the assumptions of linearity, homoscedasticity of residuals
and normality of error distributions. Cronbach’s alphas for each of
the questionnaire measures were ascertained, and Spearman’s rho
correlation coefficients were calculated due to the non-normal
distribution of some test scores.

A series of mediation analyses were run using Hayes' Process
Tool [60], which employs a bias-corrected bootstrap model, with
5000 bootstrap samples. In the first model, self-compassion was
entered as the predictor variable, felt stigma as the mediator vari-
able, and depression as the outcome variable. This was repeated
with anxiety and stress as outcomes. Finally, a series of moder-
ation analyses were conducted using Hayes' Process Tool [60],
with enacted stigma as the predictor, self-compassion as the
moderator with depression, anxiety, and stress as the outcomes
in turn.

Results
Demographic and clinical characteristics

Details of demographics are given in Table 1. Of the 130 partici-
pants whose data were included in the study, 74 (57%)
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Table 1. Demographic and clinical characteristics of sample.

Table 2. Descriptive statistics for standardised measures.

Variable Mean (SD) Range Measure Mean (SD) Range
Age (years) 64.68 (9.42) 19-72 SSCI scores
Time since diagnosis (years) 5.21 (4.86) 0-30 Felt stigma 31.20 (11.38) 13-63
FSQ subscale scores Enacted stigma 17.55 (7.57) 11-41
Basic activities of daily living 84.79 (16.14) 33.33-100 Total stigma 48.75 (17.50) 24-96
Intermediate activities of daily living 73.76 (24.13) 0-100 SCS scaled score 3.08 (0.78) 1.25-4.78
- Self-kindness 2.77 (0.89) 1.00-4.60
Variable Frequency ~ Percentage Self-judgement 3.23 (1.05) 1.00-5.00
Gender Humanity 2.98 (1.03) 1.00-5.00
Female 74 56.9 Isolation 3.10 (1.17) 1.00-5.00
Male 56 43.1 Mindfulness 3.15 (0.96) 1.00-5.00
Ethnic group or background: Over-identification 3.23 (1.20) 1.00-5.00
British (English/Northern Irish/Scottish/Welsh) 124 95.4 DASS-21 total scores
Irish 3 23 Depression 6.46 (5.80) 0-21
Traveller 1 0.8 Anxiety 5.79 (4.11) 0-18
Any other White background, please describe 1 0.8 Anxiety (item 7 removed) 431 (3.80) 0-17
Any other ethnic background, please describe 1 0.8 Stress 7.36 (5.57) 0-20
Location SD: standard deviation; FSQ: Functional Status Questionnaire; ADLs: activities of
England 15 88.5 daily living; SSCI: Stigma Scale for Chronic lliness; SCS: Self-Compassion Scale;
Scotland 8 6.2 DASS-21: Depression, Anxiety, and Stress Scale.
Wales 4 3.1
Northern Ireland 3 23
Living arrangements ability. On the “intermediate activities of daily living” scale, 48%
By myself 26 20 of participants scored above the “warning zone” cut-off score
With my spouse/partner/family/friends/others 101 777 of 78
Other (please describe) 1 0.8 ’
I'd prefer not to say 1 0.8
With a live-in carer ! 08 Descriptive statistics for standardised measures
Partnership status
gpouse or pa’;”e’r F°fhab't'n9 el 98 72'2 Table 2 shows the means, standard deviations and ranges for the
pouse or partner, living separately . .
I do not have a spouse or partner 21 162 sample. on each of the standardised measures. Of note, the mean
Other 4 3.1 total stigma score on the SSCI among the sample was 48.8: some-
Employment status what higher than a chronic illness sample mean (11% of whom
'E” f”|||'t'n;efe‘l1u§at'°n 2 15 had Parkinson’s) of 42.7 [19]. Mean scores on the DASS-21 varia-
mployed (full-time) n 85 bles fell in the “mild” range for depression and stress, and the
Employed (part-time) 7 54 " ” . 0 0
Self-employed 7 54 moderate” range for anxiety. Forty percent, 55%, and 33% had
Unemployed 1 0.8 scores in the moderate-very severe range for depression, anxiety
Retired 90 69.2 (seven-item), and stress, respectively.
Unable to work 9 6.9
Other 3 23
Current treatment for Parkinson’s symptoms® Correlational analyses
Prescribed oral medication 120 923
DBS 4 3.1 A correlation matrix is displayed in Table 3. Moderate to strong
g‘t’ﬁg‘orph'“e/d““"pa pump 13 i; relationships were observed between self-compassion and depres-

DBS: deep brain stimulation; CBD oil: cannabidiol oil.
Some participants were using more than one type of treatment therefore per-
centages do not sum to 100.

identified as female. The ages of participants ranged from 36 to
89 years, with a mean of 65 years. Most participants (95%) iden-
tified their ethnic group or background as “white British” and
89% reported living in England. The majority of participants
(69%) reported being retired from work. Participants had held
their diagnosis of Parkinson’s for between six months and
30 years, with a median of four years. In terms of comparisons
with other studies, the mean age of the current participants
was slightly younger (average age of onset is estimated to be
around 70 [61]) and participants had on average lived fewer
years with the disease (cf., [62], where average number of years
with a diagnosis was 9.6).

The majority of participants (92%) were taking prescribed
oral medication to treat their Parkinson’s symptoms. There was
a wide range of functional ability among the sample as meas-
ured by FSQ scores. On the “basic activities of daily living”
scale, 63% of participants scored above the “warning zone” cut-
off score of 88, indicating a “good” level of basic functional

sion, anxiety, and stress. As expected, higher self-compassion was
associated with lower levels of depression, anxiety, and stress. A
weak correlation was observed between self-compassion and
enacted stigma, while a moderate correlation was observed
between self-compassion and felt stigma. Again, these relation-
ships were in the expected directions, with higher self-compassion
associated with lower levels of stigma. As anticipated, there were
moderate to strong correlations between felt stigma and depres-
sion, anxiety, and stress with higher levels of felt stigma associ-
ated with higher levels of depression, anxiety, and stress.
Moderate relationships in the same direction were also observed
between enacted stigma and the DASS-21 variables.

Mediation analysis to test whether felt-stigma mediated the
relationship between self-compassion and distress

Since the demographic and clinical variables (excluding the FSQ)
correlated only weakly with the questionnaire measures (p<0.40),
they were not included as covariates in the models. Given the
moderate associations between FSQ scores and the stigma scales,
both FSQ variables were initially entered as covariates. However,
they did not have any great impact upon the findings so are not
included in the models presented for clarity of presentation. The
main findings of the mediation analyses are displayed in Figure 1.
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Table 3. Spearman’s rho correlations between variables.

Years since diagnosis

Basic ADLs
Intermediate ADLs

Felt stigma
Self-compassion
Depression

Enacted stigma
Anxiety

Total stigma

Age
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The indirect effect (ab=—1.494, SE = 0.384, 95% Cl [-2.302,
-0.794]) indicated a significant effect of self-compassion on
depression through felt stigma, with completely standardised
indirect effect of —0.200. The direct effect remained significant
with higher self-compassion predicting lower depression scores
(c'=-3.99, SE = 0.499, 95% Cl [-4.980, —3.005]).

The indirect effect (ab=-1.391, SE = 0.321, 95% ClI [-2.067,
-0.826]) indicated a significant effect of self-compassion on anx-
iety through felt stigma, with a completely standardised effect
size of -0.281. A direct effect of self-compassion on anxiety also
remained, with higher self-compassion predicting lower anxiety
scores (¢'=-0.974, SE = 0.418, 95% Cl [-1.801, -0.147]).

Finally, the indirect effect (ab=—1.338, SE = 0.389, 95% ClI
[-2.172, -0.636]) indicated a significant effect of self-compassion
on stress through felt stigma with a completely standardised
effect size of —1.86. A direct effect of self-compassion on stress
also remained, with higher self-compassion predicting lower stress
scores ('=—3.433, SE = 0.543, 95% Cl —4.508, —2.359]).

Moderation analyses to test whether self-compassion
moderated the relationship between enacted stigma
and distress

Self-compassion did not moderate the relationship between
enacted stigma and depression. The interaction term was not sig-
nificant (0.006, SE = 0.053, 95% CI [-0.098, 0.111]), with R? change
<0.001 (p=0.905). Similarly, self-compassion did not moderate
the relationship between enacted stigma and anxiety. The inter-
action term was not significant (-0.007, SE = 0.042, 95% ClI
[-0.090, 0.077]), with R? change <0.001 (p=0.875). Finally, self-
compassion did not moderate the relationship between enacted
stigma and stress. The interaction term was not significant (0.054,
SE = 0.055 95% Cl [-0.054, 0.162]), with R®> change of
0.004 (p=0.325).

Discussion

This study tested relationships between stigma, self-compassion,
and psychological distress (depression, anxiety, and stress).
Significant relationships were observed between self-compassion
and the psychological distress variables, with higher self-compas-
sion associated with lower levels of depression, anxiety, and
stress. This fits with previous findings about such relationships in
the wider population [37] as well as in Parkinson’s specifically
[38]. Also, as expected and in keeping with previous research
[29-31], significant correlations were found between felt stigma
and depression, anxiety, and stress, with higher levels of felt
stigma associated with higher levels of distress. Similarly, moder-
ate relationships in the same direction were found between
enacted stigma and depression, anxiety, and stress. As observed
in other populations [42-44], self-compassion was observed to
significantly correlate with felt-stigma with higher self-compassion
associated with less felt-stigma.

As predicted, felt stigma mediated the relationship between
self-compassion and psychological distress. Part of the relation-
ship between self-compassion and psychological distress among
people with Parkinson’s appears to occur via the extent of the
internalisation of stigma; people who are higher in self-compas-
sion experience less felt stigma, and therefore, experience lower
levels of distress. If individuals who are higher in self-compassion
are less prone to feelings of shame [34] then it follows that they
may be less likely to attribute negative Parkinson’s-related stereo-
types to themselves, or internalise potentially shaming identities.
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Figure 1. Mediation models. (a) Mediation diagram for depression. (b) Mediation diagram for anxiety. (c) Mediation diagram for stress.

Lesser experiences of felt stigma are then associated with lower
levels of psychological distress, as supported by previous research
with people with Parkinson’s [29].

However, contrary to expectations, self-compassion did not
moderate the relationship between enacted stigma and distress.
The relationship between stigma and distress was consistent,
regardless of the level of self-compassion. The null result may be
partly due to issues of power. The sample size of 130 had only
approximately 18% power to find the 0.4% variance change iden-
tified in the stress model. However, the variance change in the
depression and anxiety models were less than 0.1%, so may not
be meaningful, even if a study could be adequately powered to
find them. The use of self-report here may also have limited the
study. It is possible people with Parkinson’s who are higher in
self-compassion may report less enacted stigma (even when they
are exposed to it) because they cognitively appraise experiences
of enacted stigma less negatively [48], and thus the relationship
between stigma and stress appears to be stronger than it actually
is for this group. However, the null findings may also point to the
importance of the impact of enacted stigma on distress, regard-
less of levels of self-compassion, in that higher levels of enacted
stigma led to higher distress for all groups. Nonetheless, given
the strong relationship between self-compassion and distress, it
should be noted that those with greater self-compassion tend to
have lower levels of distress overall.

A key limitation of this study was the demographics of the
sample. A large majority of participants described their ethnic
background as white British and therefore the findings may not
extend to other groups. Additionally, although Parkinson’s is more
common among men [63], in this study, the majority of partici-
pants (57%) identified as female. However, the sample was also
relatively young, with a mean age of 65 years, at which sex ratios

for incidence are more equal [64]. The relatively young age may
also account for the fact that participants had lived with
Parkinson’s for fewer years than reported in other studies [62].
The relatively young average age of the sample may also account
for the level of functional ability among the sample and the fact
that no participants reported living in sheltered housing, residen-
tial homes, or care homes, despite this being fairly common for
people with Parkinson’s in the UK [65]. The younger age of the
sample may be attributable to the online advertising of the sur-
vey. Although the option was given to receive a paper copy of
the survey in the post, younger people are more likely than older
people to participate in research advertised on the internet and
social media [66]; therefore, the recruitment strategy was likely to
be biased and even completing the survey by post may not have
been possible for those with more severe tremor or other motor
problems. In addition, participants had to have sufficient cognitive
ability to complete the survey. Thus, in summary, the findings
cannot be generalised to older people, to those with more severe
disease and to those with a greater level of cognitive impairment.
Participants also self-identified as having Parkinson’s - their diag-
nosis was not confirmed. We also did not collect data on current
treatments for mood such as psychological therapy or medication
so cannot comment on their influences on the relation-
ships presented.

A further possible limitation of this study was the use of the
DASS-21 as an outcome measure for anxiety. Johnson et al. [67]
examined the factor structure of the DASS-21 for people with
Parkinson’s and found that, while the depression and stress sub-
scales fit the factor structures well, the anxiety subscale loaded
poorly onto the factor structure and had problems with internal
consistency. Similarly, in the current study, an item was removed
in order to bring internal consistency to an acceptable level, and



even with the new six-item subscale Cronbach’s alpha was not-
ably lower than the other two subscales. Johnson et al. [67] sug-
gest that this problem may be related to the emphasis within the
subscale upon physiological symptoms of anxiety, which may
have significant overlap with other difficulties experienced by
people with Parkinson’s. Consequently, the findings of this study
relating to anxiety should be interpreted more cautiously.

Mediation analysis with correlational or observational data has
limitations in how the findings can be interpreted, since cause
and effect cannot be inferred [60]. It may be that some of the
relationships identified in this study are bi-directional, or that
there are additional factors which mediate or moderate the rela-
tionships found. There may also be underlying factors contribu-
ting to the relationships which were not controlled. For example,
people with lower levels of education have been found to dem-
onstrate less self-compassion [68].

The importance of self-compassion in the models suggests
that interventions aimed at increasing self-compassion may be
helpful for people with Parkinson’s. There is a growing evidence
base for the use of compassion-focussed therapy, which has a
strong focus on reducing experiences of shame and developing
feelings of compassion towards the self and others [35], for reduc-
ing distress among people with neurological illness and injury
[38-40]. It may be hypothesised, based on the findings of this
study, that this approach might also be helpful for people with
Parkinson’s to reduce overall levels of distress.

Although approaches aimed at increasing self-compassion at
the individual level may be helpful for reducing distress, it is
important to also consider how the wider social and relational
context contributes to distress for people with Parkinson’s [32].
The findings here suggest that enacted stigma increases distress,
regardless of levels of self-compassion and highlights the import-
ance of interventions to reduce enacted stigma. Enacted stigma is
clearly a societal problem, being defined as the attitudes and
behaviour of others in society on the basis of some socially dis-
credited attribute [16]. Heijnders and Van Der Meij [69] reviewed
a number of interventions for reducing health-related stigma.
They suggest that interventions should take place at multiple lev-
els — interpersonally (in the person with the stigmatised attribute’s
immediate relational environment), organisationally, in the com-
munity, and at government and structural levels. Based on
Heijnders and Van Der Meij's [69] findings, types of stigma-reduc-
tion interventions for people with Parkinson’s might include pro-
viding education and training, increasing the visibility of people
with Parkinson’s in communities, advocacy programmes, and lob-
bying for the rights of people with Parkinson’s.

Given the expanding evidence-base for compassion-focussed
psychological interventions and the importance of self-compas-
sion for wellbeing more generally, developing and assessing the
effectiveness of compassion-focused interventions tailored for
people with Parkinson’s could be worthy of future research. A
number of psychological therapies either explicitly (e.g., compas-
sion-focussed therapy [34]) or more implicitly (acceptance and
commitment therapy [70]) aim to increase levels of compassion
towards the self. Given that people with Parkinson’s disease may
develop cognitive impairment and/or communication problems, it
would be important to consider the need to individually tailor
therapeutic interventions [71]. This may include the use of strat-
egies which are commonly employed to support the delivery of
talking therapy in the context of traumatic brain injury or demen-
tia where compassion focused interventions have been used suc-
cessfully [39,40]. Strategies could include providing both oral and
written communication, incorporating memory aids such as audio
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recording devices, providing shorter sessions, and checking under-
standing and summarising ideas throughout the session. If the
person with Parkinson’s disease agreed it could also help to
include a family member or close friend in the session to help
them implement the compassion-focused strategies outside of
the session.

Further research might also build upon the current study by
considering further the interaction of felt and enacted stigma to
investigate how enacted stigma becomes internalised.
Additionally, there are likely to be other factors apart from stigma
which mediate or moderate the relationship between self-com-
passion and psychological distress for people with Parkinson'’s
(e.g., coping). Finally, research could investigate predictors of self-
compassion (e.g., early attachment experiences) to predict those
who are likely to be vulnerable to low self-compassion and hence
high distress. A better understanding of all these relationships
might be useful for guiding interventions to support people with
Parkinson’s who are experiencing psychological distress.
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