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Abstract. In this viewpoint, we draw attention to using happiness in clinical studies as an interesting outcome that is highly
relevant to patients with Parkinson’s disease. Quality of life (QoL) is thus far commonly used as main outcome in clinical
trials. Happiness is a part of QoL, but also represents a construct on its own. While QoL mainly consists of quality perceptions
of different extrinsic aspects of life, such as the environment or performance, happiness entails the intrinsic quality of the
subjective enjoyment of life. Around 70% of people rate happiness as the most important thing in life. Happiness can be
a difficult construct to measure, but we argue that self-compassion and well-being could serve as reliable indicators for
happiness. We expect that happiness as outcome could probe the true value of an intervention for a patient, well beyond what
is captured by more traditional outcomes such as motor scores or the general concept of QoL, which better reflect external
factors. Because of the apparent importance of happiness to many people, we recommend that this concept is used more

widely as outcome measure in future clinical trials.
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Quality of Life (QoL) is a commonly used out-
come in clinical trials in various fields, including
Parkinson’s disease (PD) [1]. According to the World
Health Organization (WHO), QoL is defined as “indi-
viduals’ perception of their position in life in the
context of the culture and value systems in which
they live and in relation to their goals, expectations,
standards, and concerns” [2]. The term QoL refers to
both the positive and negative state of a persons’ life
[3] and is often equated with happiness or well-being.
While QoL metrics are mainly based on motor skills
and driven by extrinsic resources, such as income
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or employment, happiness is primarily a subjective
experience that is pursued intrinsically and that com-
prises views of persons on their life [4]. Happiness
is a part of QoL but does represent a separate con-
struct on its own [5]. QoL entails quality in extrinsic
aspects of life, such as environment or performance,
whereas happiness is about the intrinsic quality of
subjective enjoyment of life [5]. When measuring
QoL, the extrinsic factors make it unclear whether
intrinsic factors really cause feelings of happiness.
Happiness is therefore a valuable concept, above and
beyond conventional indicators predicting QoL. And
as such, happiness could potentially be considered
separately and independently of QoL as a measure
of a patient’s status, for example, as measured before
and after an intervention [6].

Happiness is often measured by the concepts of
well-being and self-compassion [7, 8]. Well-being
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refers to the sense of wellness of an individual [9],
while self-compassion is defined as being kind toward
oneself in times of failure and challenge [8]. One
study suggested that 69% of people rate happiness
as the most important thing in life [10]. Happiness
was even rated as close to “extraordinarily important
and valuable” in 41 countries in a study about sub-
jective well-being and personal perceptions of health
[11]. Moreover, the benefits of self-compassion, as
an indicator of happiness, are universal despite cul-
tural differences. Levels of self-compassion and its
association with well-being were, for example, mea-
sured in Taiwan, the United States and Thailand. In all
three cultures, greater self-compassion predicted sig-
nificantly less depression and higher life satisfaction
[12].

Because of this apparent importance of happiness
to many people, it is remarkable that this concept is
not being included as an outcome measure in clinical
trials, for example in the field of PD. Currently, the
success of clinical trials mostly depends on improve-
ments in motor scores, such as the motor sub-score of
the Unified Parkinson Disease Rating Scale. But the
value of an intervention cannot always be translated
directly into motor improvements, despite obvious
personal benefits. Happiness provides a more reli-
able overview of the patient’s general status, above
routinely used parameters. With the complexity that
inevitably accompanies a subjective measurement
such as happiness, several factors impact its expe-
rience and should therefore be considered as well.
For example, premorbid personality style and social
interactions need to be accommodated when mea-
suring happiness. Also, alongside these influencing
factors, we need to realise that happiness is transient
and therefore variable in nature [13]. This subjectiv-
ity and the many factors influencing happiness make
it more difficult to quantify happiness. Qualitative
assessments of happiness are therefore valuable in
providing specific contextual information, such as the
individual nature of positive feelings, as well as the
complex interrelationship with factors such as social
interaction, creative energy and greater self-worth. As
such, qualitative assessments provide valuable com-
plementary information to the quantitative outcome
measurements, which can be used to compare effect
sizes across interventions in terms of their influence
on patients.

For example, a patient who used to love knit-
ting might score high on a QoL scale, despite being
unhappy because of the fact that she cannot han-
dle knitting needles anymore. Most questionnaires

or scales do not assess such specific motor impair-
ments. Since this patient could still walk (which the
questionnaire did ask for), an acceptable score was
obtained on a QoL scale, while this patient neverthe-
less felt miserable for not being able to knit anymore.
This example illustrates that patients may score high
on a QoL scale but still have a specific and indi-
vidually debilitating problem that markedly lowers
their actual QoL. Alternative approaches are there-
fore needed that focus more on the subjective feelings
of well-being instead of objective parameters (e.g.,
walking) that are used as an indicator for well-being.

The capability approach may be a useful alter-
native, where capability refers to a person’s ability
to do specific things. This approach emphasizes the
importance of taking someone’s capability to func-
tion as a starting point, instead of only looking at
scores [14]. Measuring happiness fits well with the
capability approach and potentially gives informa-
tion about otherwise hidden benefits of interventions,
which are hard to capture with commonly used ques-
tionnaires. Unfortunately, in research, happiness has
only scarcely been used as an outcome in clini-
cal trials, even though the subjectively experienced
benefits can be very informative and, importantly,
can be measured reliably. Specifically, the subjective
experience of happiness can be measured precisely
and objectively with well-being or self-compassion
scales. Examples of measurement scales for sub-
jective well-being are the Satisfaction With Life
Scale (SWLS) [15], Positive and Negative Affect
Schedule (PANAS) [16], and Scale of Positive and
Negative Experience (SPANE) [17]. A measurement
scale for happiness with self-compassion is the Self-
compassion Scale (SCS) [18-20]. The reliability and
validity of these scales have been shown in multiple
studies [15—17, 19], although the scales have not yet
been validated specifically for PD.

In addition, self-compassion can not only be
measured reliably, but it is also a trainable skill
that can significantly increase life satisfaction while
decreasing depression, anxiety, stress, and emotional
avoidance [21]. New non-pharmacological therapies
that may potentially have a positive effect on happi-
ness, such as mindfulness [22], dance therapy [23,
24], or music therapy [25], are currently being devel-
oped and put to the test in clinical studies. Having
reliable scales in these studies that can measure the
full impact of such new interventions, well beyond
motor scores, may be valuable for patients and timely.

A PubMed search for clinical trials that measured
happiness, well-being, or self-compassion in persons



Table 1
Clinical Trials using happiness, self-compassion or well-being

Study

Results related to happiness and
well-being

Happiness

Well-being

Well-being

Well-being

Well-being

Well-being

Pacchetti et al., 2000 [26]

Gauthier et al., 1987 [27]

Lindskov et al., 2007 [28]

Benninger et al., 2010

[29]

Schroder et al., 2012 [30]

Allen et al., 2015 [31]

Total N Design Outcome

32 12 Weeks: Music and Unified Parkinson Disease Rating
physiotherapy group vs. Scale (UPDRS), happiness
control group measure (HM), Parkinson’s
Assessment: 0 and 12 weeks Disease Quality of Life

questionnaire (PDQL)

16 5 Weeks: Experimental vs. Well-being (via Index of
control group Psychological Well-Being) and
Assessment: 0 and 5 weeks, 6 motor symptom scales

months and 1 year follow-up

96 6 Weeks: Intervention Well-being measured via short-form
(educational program) vs. health survey (SF-12)
control group
Assessment: 0, 6, and 1 month

follow-up
25 2.5 Weeks: tDCS vs. sham Change in gait in on and off state,
stimulation falling, bradykinesia, UPDRS,
Assessment: 0 and 2.5 weeks, 1 Beck Depression Inventory (BDI),
and 3 months follow-up Well-being measured via Health
Survey (SF-12v2)
235 8 Months: Pharmacy vs. Well-being via Parkinson’s Scale
comparison group Total Score (PS-23 TS), PDQ-8
Assessment: 0 weeks and 8 Summary Index (SI), EQ-5D Index
months Score (IS) [23], EQ-5D Visual
Analogue Scale (VAS)
108 6 Months: Exercise vs. control Parkinson’s Disease Fall Risk Score,
group Falls Efficacy Scale-International
Assessment: 0 weeks and 6 (FES-I) questionnaire, well-being
months via SF-36, SF-12v2, SF-6D,

Parkinson’s Disease Quality of life
Questionnaire (PDQ-39), Positive
and Negative Affect Schedule,
Frontal Assessment Battery (FAB),
Incidental and Planned Exercise
Questionnaire, Short Physical
Performance Battery

Changes on the Happiness Measure
confirmed a beneficial effect of
MT on emotional functions

Subjects of the treated experimental
group maintained their functional
status after 1 year, demonstrated a
significant improvement in their
psychological well-being

Changes in well-being scores at
follow-up did not differ between
the groups

Changes in well-being did not differ
between groups

Significant benefits in patient health
outcomes and age-related quality
of drug treatment were gained

Shorter disease duration, less bodily
pain, better self-reported physical
well-being (SF-12 physical
composite score), and better
self-reported health and well-being
(SF-6D) were all significantly
associated with higher levels of
adherence to the exercise program
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Table 1
(continued)

Study

Total N

Design

Outcome

Results related to happiness and

well-being

Well-being

Well-being

Well-being

Well-being

Well-being

Collett et al., 2017 [32]

Dahmen-Zimmer &

Jansen, 2017 [33]

Kwok, 2019 [34]

De Luca et al., 2020 [35]

Murdoch et al., 2020 [36]

105

37

187

40

31

6 Months: Exercise vs. control
group
Assessment: 0 weeks and
6 months and 3, 6, and
12-months follow-up

30 Weeks: Karate vs. dance vs.
waiting control group
Assessment: 0 and 30 weeks

8 Weeks: Yoga vs. stretching and
resistance training exercise
(SRTE) group
Assessment: 0 and 8 weeks,
and 20 weeks follow-up

8 Weeks: Treadmill integrated
with music therapy vs. control

group
Assessment: 0 and 8 weeks

6 Weeks: Counseling vs. delayed
control group
Assessment: 0 and 6 weeks,
and 6 weeks follow-up

2-minute walk, with motor symptoms
(UPDRS III), fitness, health and
well-being

Well-being was measured with the
Multidimensional Mood
Questionnaire, Hospital Anxiety
and Depression Scale (HADS),
CEDS Depression Scale,
Short-Form Health Survey, Short
Scale of General Self-Efficacy

Hospital Anxiety and Depression
Scale (HADS), Movement
Disorders Society Unified
Parkinson’s Disease Rating Scale
(MDS-UPDRS), Timed Up and Go
Test, Holistic Well-being Scale,
PDQ-8

Psychological General Well-Being
Index (PGWBI) and subscales of
Brief-COPE

PDQ-39, Patient Health
Questionnaire (PHQ-9
Depression), Beck Anxiety
Inventory (BAI), Well-being via
Mental Health Continuum — Short
Form (MHC-SF), Self-Efficacy for
Managing Chronic Disease scale

Some small effects were observed in

fitness and well-being measures

No decline of emotional well-being
took place in the karate group and
there was a stable state of
emotional well-being in the dance

group

Yoga showed, compared to SRTE
group, additional benefits on
psychological distress, spiritual
well-being, and health-related
quality of life, with comparable
benefits related to motor symptoms
and mobility

Higher emotional well-being after
the musical treadmill training, as
shown by the improvement in all
subscales of the PGWBI

Significant effects for time were
found for well-being in both
Immediate and Delayed conditions
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with PD only yielded several small studies: none used
self-compassion, one used happiness [26], and ten
used well-being as an outcome [27-36] (see Table 1
for more information). Well-being and happiness
measurements were used as a primary outcome in
five [27, 28, 30, 33, 35] out of eleven clinical trials.
Moreover, well-being outcomes were often claimed
to be measured, while the scores were derived from
QoL questionnaires and not from specific well-being
questionnaires. Therefore, we did not include these
studies in Table 1 (e.g., [37-48]).

Looking at the studies measuring happiness, we
can conclude that happiness or well-being was only
included as a primary endpoint in less than half of
the studies, and more often, a QoL questionnaire was
used to measure well-being. Also, most studies had
included only a limited number of participants and
used short follow-ups. These considerations empha-
sise the need for high-quality studies measuring
this important construct. Therefore, we argue that
happiness, measured as self-compassion or well-
being, deserves further exploration in PD research,
particularly when considering non-pharmacological
therapies, such as dance therapy, music therapy or
meditation. To further document the actual benefits
of those therapies, happiness may represent a useful
and relevant outcome.
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