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Thesis Portfolio Abstract

Background: Parkinson’s is an incurable neurodegenerative condition
typically treated with highly complex medication regimens. However, medication
adherence in people with Parkinson’s (PwP) is problematic, with up to 70% of PwP
reported non-adherent to prescribed medication regimens. Research suggests
medication adherence in PwP may be influenced by psychological factors, such as
depression and subconstructs of perceived control.

Methods: This thesis portfolio aimed to address some of the gaps in the current
literature around perceived control, depression, and medication adherence in PwP.
First, a scoping review was carried out to identify types of psychosocial interventions
for PwP which measured perceptions of control as an outcome. Second, an online
cross-sectional survey was conducted to investigate the role of perceived control as a
predictor of medication adherence in 1210 PwP from 15 English-speaking countries.

Results: The scoping review identified 12 eligible studies investigating four
categories of psychosocial interventions. Mixed findings were found for cognitive,
educational, and physical interventions, while positive evidence was observed for a
mindfulness-based lifestyle programme. In the survey, perceived control accounted
for slightly greater variance in medication adherence than medication variables, and
internal and external dimensions of locus of control emerged as independent
predictors. Unexpectedly, depression shared no significant relationship with

medication adherence.
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Conclusions: In PwP, perceived control may exert a more significant impact

on medication adherence than depression or medication-related factors. However, the
literature on psychosocial interventions affecting perceived control in this population
is still in its infancy. Directions for future research and implications for clinical

psychology practice are discussed.
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Chapter One

Introduction

Parkinson’s! is a progressive neurodegenerative condition caused by the death
of dopaminergic neurons in the substantia nigra pars compacta of the basal ganglia.
This leads to disorders of movement including bradykinesia, muscular rigidity, rest
tremor, and postural and gait impairment (Kalia & Lang, 2015). Other difficulties
include problems with cognition, affect, sleep, pain, and gastrointestinal and
autonomic symptoms (Chaudhuri & Schapira, 2006; Weintraub & Burn, 2011).
Parkinson’s is usually diagnosed after the age of 50, although earlier onset is also
possible (known as ‘young-onset Parkinson’s’; Willis et al., 2013). It is the second
most common neurodegenerative disease in older people (after Alzheimer’s),
affecting around one in 500 individuals in the UK (Mark, 2006). Worldwide
prevalence estimates range from one to 418 per 100,000 (Zhang & Roman, 1993),
with the highest rates found in Europe, North America, and South America (Strickland
& Bertoni, 2004; Von Campenhausen et al., 2005).

While a small number of strong genetic links have been identified (Corti et al.,
2011), for most people with Parkinson’s (PwP) the cause of their illness is unclear

(i.e., ‘idiopathic’) and likely to result from a complex interplay between genes and

! The term ‘Parkinson’s’ has been adopted from this point onwards as it represents Parkinson’s UK’s

preferred way to address this population in order to reduce the stigma associated with the term ‘disease’.
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environment. The most established risk factor is age, which reaches a peak after 80
(Driver et al., 2009), although age-specific prevalence can rise until the ninth decade
(Zhang & Roman, 1993). With people living longer, the overall prevalence of the
condition is expected to increase by 50% by 2030 (Dorsey et al., 2007).

No definitive diagnostic test exists for Parkinson’s, and the onset of motor
symptoms may be preceded by a number of less noticeable issues, including
psychological difficulties, anosmia, constipation, and sleep disorders (Goldman &
Postuma, 2014; Postuma et al., 2012; Schrag et al., 2015). Following this phase, the
progression of the condition is characterised by the onset and worsening of motor
symptoms, and diagnosis is usually made after these emerge and other forms of
parkinsonism and potentially similar conditions have been excluded (Gelb et al.,
1999).

Throughout the course of the disease, PWP may also experience a number of
cognitive impairments (Emre, 2007; McKeith & Burn, 2000). These may range from
mild difficulties in specific domains (Parkinson’s mild cognitive impairment, PDMCI;
Litvan et al., 2012) to dementia (Parkinson’s dementia, PDD; Emre et al., 2007), with
impairments in executive functioning (e.g., working memory, planning) usually first

to emerge (Foltynie et al., 2004; Muslimovic et al., 2005). Figure 1 shows a depiction
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of the difficulties linked with Parkinson’s which also includes less noticeable issues

such as psychological and cognitive difficulties, constipation, and fatigue?.

Figure 1

A visual representation of difficulties associated with Parkinson’s.
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2 The Figures in this chapter are pictures drawn by Johnny Acheson, a British artist who was diagnosed
with Parkinson’s in 2016. He created them to provide a set of modern, gender-neutral, race-neutral, and
ageless images to increase awareness on the condition. All the pictures are copyright-free and available

to download from his website (www.jonnyachesonart.com).
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Psychological Difficulties in People with Parkinson’s

Historically, Parkinson’s has been considered a motor disorder, and
psychological difficulties are still often under-recognised by clinicians (Barbosa,
2013). However, the range of psychological issues associated with Parkinson’s is
wide, and includes depression, anxiety, apathy, impulse control disorders, and more
rarely psychosis (Ffytche et al., 2017; Renouf, Ffytche, Pinto, Murray, & Lawrence,
2018; Simpson, McMillan, & Reeve, 2013). These difficulties may emerge at any
point throughout the course of the disease, even many years prior to the onset of motor
symptoms while being just as disabling (Goldman & Holden, 2014; Goldman &
Postuma, 2014; Schrag et al., 2015; Truong et al., 2008). Research has also found that
psychological difficulties represent the strongestipredictors of health-related quality of
life in PwP (Leroi et al., 2011; Soh et al., 2011). Among these, depression is
particularly common, with up to 50% of all PwP estimated to have clinical levels of
low mood which significantly affect their daily life (Reijnders et al., 2008). In turn,
such difficulties have been linked to faster disease progression, lower independence,
and greater caregiver burden (Chen & Marsh, 2014).

Historically, psychological difficulties associated with Parkinson’s were
assumed to reflect underlying pathophysiological processes (Brown & Jahanshahi,
1995). More recently, however, research has evidenced how these may be due to a
combination of both neurobiological and psychological factors (Simpson, Lekwuwa,
& Crawford, 2013; Weintraub & Burn, 2011). In fact, 205 years following James
Parkinson’s first description of the disease (1817), there appears to be a paradigm shift
to conceptualise the difficulties experienced by PwP as reflecting interacting

biopsychosocial factors, rather than neurobiological changes alone (Simpson et al.,
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2021; Simpson, Lekwuwa, et al., 2013; Suzukamo et al., 2006; Zarotti et al., 2021). In
this regard, Figure 2 presents a widely adopted historical illustration of an individual
with Parkinson’s from 1886 next to the abovementioned visual representation of

difficulties linked with the condition.

Figure 2

Visual representation of difficulties associated with Parkinson’s next to an 1886

illustration.

Parkinson’s Treatment and Medication Profile

Since no cure is currently available for Parkinson’s, symptomatic treatments

represent the mainstay of clinical management of PwP (Kalia & Lang, 2015). While



























































































































































































































































































































































































































































































































































































































