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Thesis Abstract
The thesis titled ‘A qualitative exploration of individual and couple’s experiences of movement
disorders’ explores experiences relevant to two common movement disorders; Parkinson's and
cervical dystonia (CD).

Section one presents a meta-ethnography, synthesising 19 qualitative studies relevant to
the couple’s experience of Parkinson’s. The analysis of which produced three themes, which
were: 1) Disruption of the couple’s roles and responsibilities and attempting to maintain the
relationship; 2) Challenges to communication and closeness which can lead to increased
resilience; and 3) Increased cognitive and behavioural symptoms leading to grief, burden and
isolation. The findings highlight the challenges that couples experience and the individual and
relational resources that support them to cope. The relevant strengths, weaknesses, and
implications for clinical practice and future research are discussed.

Section two presents a qualitative interpretative phenomenological analysis (IPA) study
exploring the experience of diagnosis in CD. Six participants were interviewed, and their data
analysed. The analysis produced three themes: 1) Losing control over one’s body and attempts to
regain control: “You don't know what's going on and your whole life is kinda falling apart’; 2)
Feeling powerless in response to the health system: ‘I had this change and I couldn't do anything
about it, and nobody seemed to have any kind of solution’; 3) Mixed feelings upon diagnosis:
‘It's kinda like a relief, but scary at the same time’. The findings provide further insight and
interpretation of the experience of diagnosis and highlight how this can be a significant and
distressing experience. Clinical implications and suggestions for further study are discussed.

Section three presents a critical appraisal where the author has discussed broader research

issues and reflections on the reports contained in sections one and two. Considered, are the



implications for the findings presented, their strengths, limitations, and suggestions for future

research.
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Abstract

Objective: The aim of this meta-synthesis is to explore the current qualitative
literature on the experience of Parkinson’s and the couple's relationship including the
perspectives of both people with Parkinson's and their caregiving spouse or partner.

Rationale: There is a shift toward a relational focus within the broader field of health
research. Several relevant qualitative studies were available that considered aspects of the
experience of Parkinson’s and the couple's relationship. Previous reviews have not
considered the qualitative literature in-depth and from the perspective of both people with
Parkinson’s and partners.

Methods: Noblit and Hare’s (1988) meta-ethnography approach was applied; 19
studies were included in the review following a systematic search of four electronic
databases.

Findings: Analysis produced three themes: 1) Disruption of the couple’s roles and
responsibilities and attempting to maintain the relationship; 2) Challenges to communication
and closeness which can lead to increased resilience, and 3) Increased cognitive and
behavioural symptoms leading to grief, burden and isolation. The themes are discussed with
supporting extracts from the 19 included studies.

Conclusion: The findings highlight the challenges that couples experience and the
individual and relational resources that support coping. The present review suggests that
services may work more effectively with people with Parkinson’s and their partners rather
than approaching them as separate individuals. Support should be individually tailored to
each couple as the impact on the couple may change in response to individual and contextual
factors. This review adds further evidence to the case for relationally focused

multidisciplinary team input at all stages of Parkinson’s disease.
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Keywords: Parkinson’s; couple relationship; dyad; experiences; qualitative research,
systematic review.
Background

Parkinson’s is the second most common neurodegenerative disorder, currently
estimated to affect six million people worldwide (Dorsey et al., 2018). Although younger
onset is possible, Parkinson's typically develops over 50, its prevalence increases with age,
and it is more common among males than females (Pringsheim et al., 2014).

Parkinson’s is characterised by three main physical symptoms; involuntary shaking of
parts of the body, slowness in movement and stiff and inflexible muscles (DeMaagd & Philip,
2015). A range of other physical and psychological difficulties may also present, including
anxiety, depression, loss of sense of smell, problems with balance, and problems with sleep
(Kobylecki, 2020). People with Parkinson’s may also experience cognitive impairment,
hallucinations, delusions, behaviour change, and dementia (Kobylecki, 2020). Parkinson’s
has an idiosyncratic trajectory. Therefore, disease stage and progression are commonly
measured in clinical practice with the use of four stages, which include diagnosis,
maintenance, complex, and palliative stages (Kobylecki, 2020), with a recognition that time
spent within each phase may vary significantly. Treatments, including pharmacological and
surgical treatments, are available to help manage the presenting symptoms and improve
mobility. However, treatments may become less effective over time and can cause unwanted
side effects, including dyskinesia, and impulsive and compulsive behaviours, such as
hypersexuality (Weintraub et al., 2010). People with Parkinson’s require increasing levels of
care over time, a role often taken up by close relatives, many of whom are either a spouse or
partner (DeMaagd & Philip, 2015). Much of the research on Parkinson’s has focused on the
needs of caregivers or people with Parkinson’s individually. Findings of which have

highlighted the importance of supporting caregivers with the many challenges related to
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caregiving and the impact of people with Parkinson’s increasing dependence on their sense of
autonomy and emotional well-being (Chen et al., 2021; Greenwell et al., 2015; Henry et al.,
2020; Mosley et al., 2017; Perepezko et al., 2019; Theed et al., 2017; Vescovelli et al., 2018).

Due to the progressive nature of Parkinson’s and increasing need for care over time,
much of which is provided by a spouse or partner, the development of Parkinson’s can have a
great impact upon the couple relationship. This is because individuals do not exist in
isolation; instead, when one person experiences illness, it has wide-reaching effects on
affected individuals, those close to them, and the relationships between them (Rosland et al.,
2012). Impact on the relationship can be exacerbated or mitigated by several factors, such as
the severity of motor symptoms, psychological symptoms, reciprocity, and intimacy (Bertschi
et al., 2021; Perepezko et al., 2019). A positive dyadic relationship, however, is said to
mediate the effect of the burden associated with caregiving (Bertschi et al., 2021;
Goldsworthy & Knowles, 2008; Mosley et al., 2017). Furthermore, higher rates of
‘mutuality’ are beneficial - a term used to encompass features that signify relationship quality
including love and affection, shared pleasurable activities, shared values, and reciprocity
(Archbold, 1992; Archbold et al., 1990). Increased mutuality between spouses and people
with Parkinson’s was found to be associated with better mental health of both partners,
reduced caregiver burden and improved quality of life for people with Parkinson’s and their
significant other (Karlstedt et al., 2017; Tanji et al., 2008; Wielinski et al., 2010). Therefore,
the couple relationship has an important role in supporting the wellbeing and coping ability of
both people with Parkinson’s and their partners.

Several theoretical models have proposed explanations of dyadic coping within long
term chronic illness. Dyadic coping is a term used to describe the interpersonal mechanisms
between individuals with a health condition and their close relatives who provide care during

illness (Bodenmann, 1997). The models include the developmental-contextual model (DCM;
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Berg & Upchurch, 2007; Checton et al., 2015), the cognitive transactional model (CTM; Badr
& Acitelli, 2017) and the dyadic-regulation connectivity model (DRCM; Karademas, 2022).
The DCM and CTM highlight the relationship between illness and dyadic coping, suggesting
that illness characteristics such as disease stage, or knowledge about disease, influence the
potential for adaptive dyadic coping. They also suggest, in a reciprocal manner, that effective
dyadic coping influences more positive appraisals of illness and well-being and leads to
improved health outcomes. The CTM highlights that both intra- and interpersonal coping; for
example, the ability of one individual to communicate their needs to their partner, influences
the couple's ability to share the illness experience and thus achieve dyadic coping. Whilst the
DCM highlights dynamic and fluctuating factors influencing coping, such as financial strain,
gender, age, life stage, relationship quality and illness symptoms and stage. Most recently, the
DRCM (Karademas, 2022), proposed that three corresponding ‘hubs’ influence dyadic
coping. The first hub is ‘The representations hub’, which involves appraisals of illness,
coping, relationship quality, and emotional reactions. The second hub is ‘the coping hub’,
which encompasses the ongoing interactions between partners, coping strategies, congruence
between intra and interpersonal coping, and the broader context of social support and
environment that facilitates couples coping. The third hub is ‘the outcomes hub’, which
includes the stage and impact of illness, patient and partner adaptation to illness, and the
impact of illness on their relationship. The DRCM aimed to recognise the complexity and
fluidity of couples’ experiences, suggesting that difficulties within any of the hubs can impact
the entire system.

The relevant theoretical models highlight the complexity of couple’s experiences of
illness, and highlight the dynamic and reciprocal processes that exist between individuals that
affect coping. However, despite the increasing focus on the couple’s relationship in

Parkinson’s, gaps in our understanding remain. A recent scoping review by Weitkamp et al.
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(2021) provided a helpful overview of pertinent issues relevant to dyadic coping in chronic
illnesses, including Parkinson’s. The review considered a small number of studies with
differing methodologies (i.e., quantitative and qualitative), lacked in-depth insights, and did
not include the experience of the caregiving partner. Yet, several qualitative studies exist
whose findings are relevant to Parkinson’s and the couple’s relationship that were not
included in the aforementioned scoping review, that include the views of people with
Parkinson’s and their partners or spouses both together and individually.

Qualitative research can provide an in-depth insight into the lived experience of
couples experiencing Parkinson’s, shedding light on the pertinent interpersonal mechanisms
which are highly valuable to stimulate further research and influence clinical care. Since there
is a number of existing qualitative research studies available, a review of the qualitative
literature would be worthwhile. Meta-ethnography (Noblit & Hare, 1988), is a method of
meta-synthesis aiming to synthesise qualitative research findings on a related topic to provide
new and developed understandings. This method results in a rich and broad understanding of
the experience in question, more so than can be gained by the articles individually.

Therefore, the current review aims to synthesise the available qualitative literature
related to the experience of Parkinson’s and the couple’s relationship, including the
perspective of both people with Parkinson’s and their caregiving spouse or partner. The
research question that informed the review was ‘What is the impact of Parkinson's on the
couple’s relationship, and conversely, what is the impact of the couple's relationship on the
experience of Parkinson's?’. The review findings will stimulate further research initiatives
and provide an enhanced understanding of the impact of Parkinson's on the couple's
relationship to guide clinical practice with particular attention paid to the role of clinical

psychologists within the care pathway.
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Method
Design

The approach of meta-ethnography was employed during the synthesis. Meta-
ethnography is an interpretive and inductive approach to qualitative synthesis developed by
Noblit and Hare (1988) and commonly used in qualitative health research. Meta-ethnography
seeks to provide a novel and interpretive account of the topic in question by drawing on all
relevant literature available. The current synthesis was influenced by Noblit and Hare's
(1988) original works as well as more recent guidance for increasing the quality and rigour of
meta-ethnography methods and reporting (France et al., 2019; Sattar et al., 2021). The
PRISMA guidelines (Page et al., 2021) guided the reporting of the synthesis.

Search Strategy

Prior to conducting a systematic search, the research aims were organised into four
concepts: (1) Parkinson's (2) couples/partners OR (3) relationship satisfaction/quality, and (4)
qualitative research methods. After completing an initial scoping search and consultation with
an academic librarian, the search strategy contained in Tables 1 and 2 was produced which
includes both subject heading search terms and free text search terms.

[Tables 1 & 2 about here]

Studies were included if they met the following inclusion criteria: (1) were available
in English; (2) were published in a peer-reviewed journal; (3) employed qualitative data
collection and analysis methods; (4) Parkinson’s was the primary diagnosis or the main
focus; (5) findings were presented thematically or narratively, and the use of quotes provided
evidence; and (6) results addressed to some degree the interplay between Parkinson’s and the
couple relationship and involved people with Parkinson’s and their partners or spouses either
together or separately. Where a small number of participants were not a spouse or partner,

e.g., an adult child acting as a care partner, papers were included, but only findings that
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related to the couple’s relationship were included (Lawson et al., 2018; Roger & Medved,
2010; Thomson et al., 2020). Studies were excluded if they had experiences of people with a
separate diagnosis where it was not clear which findings related to which diagnosis.

Using the search strategy outlined in Tables 1 and 2, relevant qualitative research
papers were identified by searching four academic databases: MEDLINE (searchable years
1977-, 'English’ and 'peer reviewed' selected), PsycINFO (searchable years 1989-, ‘peer
reviewed' selected), CINAHL (searchable years 1994-, 'peer reviewed' and 'English language'
selected), and Academic Search Ultimate (searchable years 1997-, 'peer reviewed' selected).
The search was conducted in November 2021 and repeated in March 2022, which enabled the
inclusion of one further paper (Constant et al., 2022).

The database search returned 3,267 papers (PsycINFO = 739, MEDLINE = 1,066,
CINAHL =400, Academic Search Complete = 1,062). Duplicates were removed (n = 1,464),
and the remaining papers were reviewed by title and abstract. The full text of the papers
deemed suitable (n = 31) were read, and the inclusion and exclusion criteria were applied. In
total, 19 papers were identified that met the criteria for inclusion in the current review. Then
the 19 studies' reference sections were searched for any other relevant papers, and no further
papers were identified. This process is illustrated within the PRISMA flow diagram in Figure
1.

[Figure 1 - PRISMA flow diagram, about here]
Study Characteristics

A summary of the study characteristics is contained in Table 3. The papers were
published between 2000 and 2022. Studies took place in several countries including France
(1), Denmark (n=1), Sweden (n=1), New Zealand (n= 1), Australia (h= 1), Mexico (n=1),
Canada (n=2), the USA (n=4), and the UK (n=7). Sample sizes varied (range=7-44). All

studies used semi-structured interviews as a data collection method. Two studies used
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supplementary data collection methods, such as reflective diaries, creative writing, surveys,
and focus groups, to support the collection of sensitive data related to violence or sexual
intimacy (Fleming et al., 2004; Sanchez-Guzman et al., 2022). Various approaches of
qualitative analysis were used in the studies. Seven studies used thematic analysis (Haahr et
al., 2013; Lawson et al., 2018; McKeown et al., 2020; Thomson et al., 2020; Vatter et al.,
2018; Whitehead, 2010; Wootton et al., 2019). Six studies used phenomenological
approaches, such as interpretative phenomenological analysis (Constant et al., 2022;
Habermann, 2000; Hodgson et al., 2004; Mach et al., 2019; Smith & Shaw, 2017; Williamson
et al., 2008). Two studies used grounded theory (Martin, 2016; Roger & Medved, 2010). One
study described their analysis methods as inductive and comparative (Sanchez-Guzman et al.,
2022). One study used a content analysis approach (Birgersson & Edberg, 2004). Finally, two
studies gave no explicit detail of their analysis methods (Deutsch et al., 2021; Fleming et al.,
2004).

A summary of the participants characteristics is contained in Table 4. The
characteristics of participants included in the studies varied. Eleven studies included people
with Parkinson’s and their spousal heterosexual or heterosexual romantic partner/cohabiting
partners (Birgersson & Edberg, 2004; Constant et al., 2022; Hodgson et al., 2004; Lawson et
al., 2018; Martin, 2016; Roger & Medved, 2010; Smith & Shaw, 2017; Sanchez-Guzman et
al., 2022; Thomson et al., 2020; Whitehead, 2010; Wootton et al., 2019). Seven studies
included the spouse or partner of people with Parkinson’s only (Deutsch et al., 2021; Haahr et
al., 2013; Habermann, 2000; Mach et al., 2019; McKeown et al., 2020; Vatter et al., 2018;
Williamson et al., 2008). One study included people with Parkinson’s only (Fleming et al.,
2004). Relationship duration also varied within and across studies, between 18 months-64
years. One study included four people with Parkinson’s who had previously been in a

relationship that had ended (Fleming et al., 2004).
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The studies included 137 people with Parkinson’s and 191 partners. Of the total
people with Parkinson’s included in the studies, 83 were male, and 54 were female. Of the
partners, 147 were female, and 44 were male. Nine studies included information about
participants' ethnicity. Of these studies, most were from majority ethnic (white, western)
backgrounds (Haahr et al., 2013; Habermann, 2000; Hodgson et al., 2004; Mach et al.,

2019; Martin, 2016; Vatter et al., 2018; Whitehead, 2010; Williamson et al., 2008; Wootton
et al., 2019). Nine studies included detail about the participants’ employment status
suggesting half of people with Parkinson’s and 60 per cent of partners were employed
(Fleming et al., 2004; Haahr et al., 2013; Habermann, 2000; Hodgson et al., 2004; Lawson et
al., 2018; Mach et al., 2019; Sanchez-Guzman et al., 2022; Thomson et al., 2020; Wootton et
al., 2019).

Information about the duration of Parkinson’s was included in 15 papers and varied
from one to 30 years (Birgersson & Edberg, 2004; Constant et al., 2022; Deutsch et al., 2021;
Fleming et al., 2004; Habermann, 2000; Hodgson et al., 2004; Mach et al., 2019; Martin,
2016; McKeown et al., 2020; Smith & Shaw, 2017; Sanchez-Guzman et al., 2022; Thomson
et al., 2020; Whitehead, 2010; Williamson et al., 2008; Wootton et al., 2019). Details about
the severity or stage of Parkinson’s were provided by 11 studies (Constant et al., 2022;
Habermann, 2000; Hodgson et al., 2004; Lawson et al., 2018; Martin, 2016; McKeown et al.,
2020; Thomson et al., 2020; Vatter et al., 2018; Whitehead, 2010; Williamson et al., 2008;
Wootton et al., 2019). The methods used to measure Parkinson's stage varied across studies,
including reference to specific dimensions of Parkinson's, such as receiving deep brain
stimulation, dopaminergic medications (Thomson et al., 2020; Whitehead, 2010), displaying
impulsive and compulsive behaviours (McKeown et al., 2020), and experiences of
Parkinson’s delusions and psychosis (Deutsch et al., 2021; Williamson et al., 2008). Four

studies used the Hoehn & Yahr Scale (Constant et al., 2022; Habermann, 2000; Hodgson et
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al., 2004; Martin, 2016). The Hoehn & Yahr Scale is a tool which was introduced to describe
Parkinson’s stage and severity with seven stages that represent increasing severity of physical
disability (Goetz et al., 2004). One study aimed to overcome the lack of disease stage
homogeneity across other studies by including participants who were classified as advanced
stage only according to the Hoehn & Yahr Scale (Constant et al., 2022). Where studies were
not concerned with a specific Parkinson's experience, the homogeneity of disease stage and
severity varied within studies; for example, one study included participants with and without
cognitive impairment and people with Parkinson’s dementia (Lawson et al., 2018).
[Table 3 & 4 about here]

Quality Appraisal

The results of the quality appraisal process are contained in Table 5. The papers were
appraised using the Critical Appraisal Skills Programme for qualitative studies (CASP,
2018). The tool comprises ten items that aim to prompt and guide the researcher in assessing
the quality of research studies and a helpful guide to support this process for novice
researchers (Noyes et al., 2018). Papers were not excluded on the basis of quality appraisal,
as they may have contained valuable findings despite differences in methodological rigour
and reporting (Atkins et al., 2008). However, this process highlighted methodological issues
that were important to be aware of when including the study's findings in the synthesis and
their weighted contribution to the results. Quality rating scores were applied using a system
introduced by Duggleby et al. (2010), whereby a score of 1-3 was given for each quality
appraisal item on the CASP, which resulted in a total score out of 24. The scores provided a
quick and accessible method to compare quality ratings across papers. Three papers were
randomly selected for quality appraisal by an independent researcher due to the often-
subjective nature of quality ratings. This process revealed an agreement in quality rating

across the three papers.
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[Table 5 about here]

Analysis and Synthesis

The seven-step approach to meta-ethnography proposed by Noblit and Hare (1988)
informed the analysis. Themes were developed in an iterative process whilst repeatedly
returning to the original texts to build an in-depth understanding of the studies' content and
meaning. Firstly, all 19 papers were read and re-read, and key themes and metaphors were
identified and compared across papers. The quality appraisal processes also aided familiarity.
Next, all relevant second-order data was extracted along with relevant participant quotations.
Annotations accounted for emerging themes that supported comparison across studies to
identify similarities and divergences. Several key concepts were identified through this
process, which were then grouped to represent broader interpretations. A line of argument
synthesis developed, which allowed the bringing together of various aspects of the
Parkinson's experience to provide a new and dynamic narrative of the Parkinson's experience
from the couple’s point of view. Appendix 1-A offers an example of the data extraction
process; Appendix 1-B depicts the theme development process.
Researcher’s position

Within the present report, the researcher recognises their position as a trainee clinical
psychologist and completion of this project as partial fulfilment of the doctoral training
programme in clinical psychology. Therefore, the researcher has an interest in the
psychological and emotional processing of experiences, issues of which will have stood out
to the researcher over others. To reduce the introduction of bias due to the researchers
interests and experiences, the researcher engaged in reflective supervision throughout the
review process, and the extraction of data and analysis were assessed by experienced

researchers at incremental stages.
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Findings

Three themes were identified that captured the experience of Parkinson’s and the
couple's relationship. These were: 1) Disruption of the couple’s roles and responsibilities and
attempting to maintain the relationship; 2) Challenges to communication and closeness which
can lead to increased resilience; and 3) Increased cognitive and behavioural symptoms
leading to grief, burden, and isolation. Below, the themes are discussed alongside supporting
extracts from the 19 included studies.
Theme 1: Disruption of the couple’s roles and responsibilities and attempting to
maintain the relationship

A Parkinson’s diagnosis and changes in abilities to carry out daily activities resulted
in changes in the distribution of domestic roles and responsibilities between couple members.
This change resulted in relationship uncertainty and dissatisfaction for both people with
Parkinson’s and their partners. The extent to which couples were impacted negatively by this
change seemed to be influenced by several factors, such as values held within the pre-existing
relationship, disease severity and the context in which couples resided. Couples described the
use of individual and relationally focused methods of coping.

Due to people with Parkinson’s decreased physical and cognitive ability, partners
were required to take on an increasing number of household tasks. Partners experienced a
constant sense of responsibility: ‘I've had to take on all the responsibility, money, power of
attorney, I have to do the maintenance.” (Partner) (Vatter et al., 2018, p. 608). The
reallocation of domestic responsibilities represented a loss of role for people with Parkinson’s
(Constant et al., 2022; Smith & Shaw, 2017). People with Parkinson’s who could no longer
work experienced frustration at spending more time at home, feeling that they should go out
to work to contribute to their family and household (Hodgson et al., 2004). Changes to the

roles and responsibilities of people with Parkinson’s burgeoned a sense of redundancy,
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reduced confidence and dissatisfaction, the strain of which caused them to fear that their
partners would leave them (Fleming et al., 2004; Martin, 2016).

| used to, you know, I didn't wield a stick but you know I couldn't, I could never do

that, but I felt as though I had a position in the family, but now I don't, | feel

downgraded a bit, whether that's paranoia setting in or not | don't know but I just feel

a lesser person ... I feel as though she’s the boss now, really and it’s quite rightly is

too because she’s got me to put up with, so there you are. (Person with Parkinson’s)

(Lawson et al., 2018, p. 5).

Partners' experienced a further role change due to their loved one's need for care and
support. However, the degree of change experienced differed between individuals. Some
partners developed an in-depth knowledge of their loved one's body and symptoms, whilst
others viewed themselves as supporters, with their crucial role being to encourage
independence and autonomy (Haarh et al., 2013; Habermann, 2000; Vatter et al., 2018).
These differences seemed related to the nature of the relationship prior to Parkinson's; for
example, when couples had previously valued their independence, these values remained. In
these cases, difficulties arose when the need for care outweighed the ability to retain
independence. For example, when care needs were higher, some partners began to view their
role as a caregiver rather than identifying as a partner (Thomson et al., 2020; Vatter et al.,
2018). Partners recognised a need to stay physically close to their loved ones: ‘I must think
about being close by. If I go out, I bring the mobile phone.’ (Partner) (Haarh et al., 2013). For
some, increased closeness represented a loss of independence and freedom.

The extent couples were affected by changes in their roles and responsibilities seemed
to be influenced by external factors. For example, people with Parkinson’s who were not
experiencing cognitive problems were less likely to report a change in how they saw

themselves and their relationship with their partner (Constant et al., 2022; Lawson et al.,
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2018). This suggested that factors such as the severity of symptoms influenced the
relationship quality. Parkinson's dominated the lives of some couples, causing confusion and
distress with the degenerative and fluctuating nature of the condition and subsequent
fluctuating need for care (Roger & Medved, 2010; Smith & Shaw, 2017). Furthermore, stress
increased in the context of external factors such as financial strain, which resulted in some
partners needing to continue working whilst also balancing the needs of their loved ones
(Martin, 2016).

Many couples described methods of coping with their change in roles and
responsibilities. For example, finding meaning and purpose in their new roles as caregivers or
cared for, or opportunities to share their learnings with others, for example, partners or people
with Parkinson’s sharing their experiences with others in a support group setting
(Habermann, 2000; Lawson et al., 2018). Couples described a wish to preserve their identities
and autonomy by continuing with pre-diagnosis activities, which they felt, helped their
relationship to thrive (Constant et al., 2022; Habermann, 2000; Hodgson et al., 2004; Mach et
al., 2019; Roger & Medved, 2010; Smith & Shaw, 2017). Couples stressed the importance of
finding a balance between people with Parkinson’s needs and the support provided so as not
to disempower. Nevertheless, partners struggled to hold back and watch their loved one’s
struggle (Constant et al., 2022; Habermann, 2000; Hodgson et al., 2004; Mach et al., 2019;

Roger & Medved, 2010; Smith & Shaw, 2017).

Theme 2: Challenges to communication and closeness which can lead to increased
resilience

Parkinson's introduced challenges to couples' lives, disrupting how they
communicated and achieved closeness. Symptom-related changes affected couples' verbal
and emotional communication and their ability to participate in activities they enjoyed

together pre-diagnosis, affecting their sense of familiarity and togetherness. However, the
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pre-existing relationship was a source of strength and resilience, and couples who managed to
overcome such challenges experienced a strengthening of their relationship.

When symptom-related difficulties with verbal expressivity were experienced,
couples” communication reduced, which led to a sense of distance between them (Birgersson
& Edberg, 2004; Mach et al., 2019; Vatter et al., 2018; Whitehead, 2010; Williamson et al.,
2008; Wootton et al., 2019). Facial masking, whereby the facial muscles are affected, causing
slowed facial expressivity or a blank expression, disrupts non-verbal communication,
affecting couples’ ability to communicate emotionally. This lack of emotional reciprocity led
to feelings of rejection, loss and disconnection for partners who worried their loved one was
no longer satisfied with their relationship (Wootton et al., 2019). ‘If that information’s not
there, you fill it in, and everything you fill in no facial expression with is boredom, tiredness,
anger. The really negative emotions.” (Partner) (Wootton et al., 2019, p. 2520).

The degenerative and fluctuating nature of Parkinson’s symptoms restricted the time
and freedom couples felt they had, causing difficulty with planning and participating in
activities they previously enjoyed. These changes impacted couples' sense of togetherness
and led to feelings of estrangement from one another (Birg