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ABSTRACT

Parkinson’s is the fastest-growing neurological disorder worldwide, exhibiting motor and non-motor symptoms. The condition
impacts individuals at multiple levels with both motor and non-motor symptoms (NMS). This study qualitatively explored perceptions
of people with Parkinson’s (PwP), NMS, and functional ability. Ten PwP took part in semi-structured phone or Zoom interviews. Data
were analysed using the General Inductive Approach. Four major themes were identified: (a) diagnosis as a turning point; (b) non-
motor symptoms and functional ability; (c) self-management; and (d) significant others. The themes were further classified into 13
subthemes and 10 categories. Interaction between the four themes also emerged from the data. A complex nuanced impact was
found on the relationships between the individual and their significant others. People with Parkinson’s experienced either a “vicious
cycle” or a “virtuous cycle” of symptoms, which were dependent on a multitude of factors, for example, whether it is a “good” or
“bad” day and the corresponding actions taken on these days. The findings provide key insights into tailoring advice and support
into self-management of Parkinson’s, particularly of actions that can be taken for better outcomes.
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INTRODUCTION

Parkinson’s is one of the most common neurodegenerative
disorders among the ageing population (de Lau & Breteler,
2006; Khan et al., 2017). The global prevalence of Parkinson’s
has increased by almost 2.5 times from 1990 to 2016 and is
expected to rise exponentially (GBD 2016 Parkinson’s Disease
Collaborators, 2018).

The pathophysiology of Parkinson’s is characterised by the death
of dopaminergic neurons in the nigrostriatal pathway (Dauer

& Przedborski, 2003), causing the cardinal motor symptoms of
rigidity, bradykinesia, and resting tremors. Postural instability in
Parkinson’s, along with the cardinal motor symptoms, adversely
affects the functional ability of the individual (Diab et al.,

2014). However, non-motor symptoms (NMS) are also integral
defining elements of the disease and include depression, anxiety,
cognitive impairments, sleep disorders, and fatigue, which can
also impact functional ability and quality of life (QoL) (Khedr et
al.,, 2013).

While NMS are often more disabling than motor symptoms
(Berganzo et al., 2016; Hermanowicz et al., 2019; Pfeiffer,
2016), they may remain unrecognised and unaddressed in

the health care management, as the primary focus is usually

on the motor aspects of the disease (Martinez-Martin et al.,
2011). Moreover, as NMS reportedly appear years before motor

symptoms (Chaudhuri et al., 2006) individuals may not report
them, as they may not be aware of their association with
Parkinson’s (Bostantjopoulou et al., 2013).

Previous studies show that NMS have a significant negative
impact on health status and health-related quality of life
(HR-Qol) (Hinnell et al., 2012; Soh et al., 2011). Quantitative
research exploring the correlation between NMS and motor
function in Parkinson’s suggests that increased severity of NMS
reflect decreased functional ability (Avanzino et al., 2018;

Khoo et al., 2013; Lo Buono et al., 2021; Still et al., 2021).
Although not very assertive, earlier studies with quantitative
outcome measures suggested that functional ability and general
wellbeing may be affected by the NMS (Khoo et al., 2013; Lo
Buono et al., 2021). More recent quantitative findings suggest
that functional disability was correlated with self-reported
measures of depression and anxiety (Still et al., 2022). However,
the insidious effect of NMS on health and wellness, and
function, is not well understood or easily measured (Still et al.,
2022).

Qualitative literature to date appears to have only explored
individuals” perspectives following diagnosis with Parkinson’s or
the lived experiences of PwP (Gardenhire et al., 2019; Rutten
etal., 2021; Soundy et al., 2014). While a range of themes
have been identified, the common themes that are notable
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across these studies are the lack of identity or new identity since
diagnosis, recognition, acceptance, and readjustment to this
new identity.

Collectively, it is inferred that exploring the perceptions of PwP
would form a first step towards the recognition, acceptance,
and readjustment to their NMS and functional abilities. This
provides the rationale to qualitatively explore the extent of
NMS impact upon functional ability in PwP. An improved
understanding of individuals’ perceptions could base the
strategies that promote autonomy more clearly on people’s
needs, values, and beliefs (Zizzo et al., 2017). Therefore, this
study aimed to explore PwP's perceptions of their disease, NMS,
and functional ability with a qualitative study design by giving
more emphasis to the voice of PwP.

METHODS

Study design

This study followed a qualitative design using one-on-one semi-
structured remote (either via telephone or Zoom call) interviews
with participants so that the breadth as well as richness of the
perceptions of PwP could be captured (DeJonckheere & Vaughn,
2019). Data were then analysed with the General Inductive
Approach (Thomas, 2006). Recruitment, data collection,

and analysis occurred over 6 months in 2020. The study was
approved by the University of Otago Human Ethics Committee
(reference H20/048) and this report adheres to the standards for
reporting qualitative research (O'Brien et al., 2014).

Participants

Recruitment

Participants were recruited from the New Zealand community
primarily via electronic circulation of the recruitment flyers
through the local Parkinson’s Society. Participants were recruited
and interviewed until data saturation was reached (Saunders

et al., 2018). While a purposive sampling with people with
range of functional abilities/disabilities was aimed for, due to
the COVID-19 situation prevailing at the time, a convenience
sampling of all participants who expressed interest and met the
minimum criteria were included in the study.

Inclusion and exclusion criteria

Participants of any age, with a diagnosis of Parkinson’s and
with a range of motor symptoms and NMS were included.
Participants with a severe cognitive disability and who were
therefore unable to follow instructions or answer questions were
excluded. The criteria for the cognitive impairment (item 1.1)
described in the Movement Disorder Society Unified Parkinson’s
Disease Rating Scale (MDS-UPDRS) was used to determine the
“severity” of the participant’s cognitive ability. According to

this scale, “severe” cognitive dysfunction is when cognitive
impairment precludes any “ability to carry out normal activities
and social interactions” (Goetz et al., 2008, p. 2142). This
criterion was used for ease of administration and to reduce
participant burden by not undertaking an explicit cognitive
assessment. The cognitive screening was completed by the
primary researcher (CL, Honours research student) who was
involved in the recruitment, scheduling, and conduct of the
interviews. Participants who were unable to hold a conversation
for more than 10 min (self-reported) were also excluded, as the
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interview was estimated to be about 20-30 min long. No other
criteria based on MDS-UPDRS were considered for inclusion/
exclusion in the study.

Participant descriptors

The self-reported sections of the MDS-UPDRS were used to
enable the description of participants. These sections were Part I:
Non-Motor Aspects of Experiences of Daily Living (nM-EDL) and
Part II: Motor Aspects of Experiences of Daily Living (M-EDL).
The MDS-UPDRS is a recommended descriptive measure of
disease severity and is an improved version of the UPDRS which
is the most widely used clinical rating scale for Parkinson'’s
disease (Ramaker et al., 2002). Studies have also shown that the
MDS-UPDRS has good reliability and validity, supporting its use
in this study as a descriptive measure (Abdolahi et al., 2013).
Participant demographic information, duration since Parkinson’s
diagnosis, and whether participants were taking medications for
anxiety and/or depression were also collected.

Procedure

All potential participants who expressed interest were provided
with the information sheet, consent form, and screening
guestionnaires (demographics and MDS-UPDRS). Individuals
interested in participating returned the signed consent form and
screening questionnaires. Participants returned the demographic
questionnaire and self-reported parts of the MDS-UPDRS via
email and any incomplete sections and questions were then
clarified prior to the interview.

Twenty-eight participants showed interest in the study. Nobody
was excluded for not meeting the criteria. After 10 interviews
were completed, participants not interviewed but still interested
in the study were advised they would be contacted should a
second round of interviews be needed for data saturation. Due
to the COVID-19 situation at the time all participants were
interviewed either by telephone or video conferencing (Zoom).
Regardless of the mode of the interview, all interviews were
audio-recorded.

A semi-structured interview guide (Table 1) was developed by
the first author (CL) in consultation with the other authors. All
interviews were conducted by two researchers (CL and PJ), with
CL as the lead interviewer and PJ as the second interviewer,
documenting field notes. The interview guide comprised five
open-ended questions and related prompt questions. While

the open-ended nature of the questions allowed participants

to elaborate on what was important to them, if they deviated
too far from the research aim, the interviewer used the guide to
steer them back to the core discussion. To ensure the interviewer
and the interview guide were eliciting appropriate information
in an unbiased, encouraging, and easy way, the interview was
trialled and refined with an experienced qualitative researcher
(LH) (Kallio et al., 2016).

The field notes made during each interview were used to verify
and refine the questions for subsequent interviews (Morse et
al., 2002) and to determine data saturation. The duration of
each interview ranged from 19 to 38 min. No new information
appeared to emerge at interview eight and this was confirmed
by the subsequent two interviews (nine and 10). Therefore, data
collection was concluded after the tenth interview.



Table 1
Interview Guide

Major questions
1. What does Parkinson’s disease mean to you?

2. Tell us how has Parkinson’s disease affected your ability to do things that you usually do?

3. What is your understanding surrounding your emotions/feelings (or any other related to apathy) and your functional ability?
4. What worries you most about your Parkinson’s disease? And tell us about your ability to manage it?

5. How has Parkinson’s disease affected your overall general health?

Probing questions

Why is that important to you?
Please explain further.

uhs WwN =

You mentioned ... how did you feel about that? Could you tell me a little more?
How do you deal with that? What kind of things do you do to get around that?

Can you give us an example of that? When did you experience this?

Data analysis

The audio recordings of the interviews were transcribed
verbatim by CL and, where Zoom was used, Zoom auto-
transcription was downloaded and verified word by word by
CL. Transcribed data were then analysed using the General
Inductive Approach (Thomas, 2006). This approach was used
as it allowed findings to emerge from the recurring themes in
the data without being restrained by structural methodology or
theoretical thematic analysis.

The following steps were employed in the analysis process:

The transcribed interviews were initially read independently

by two researchers (CL and PJ) to gain familiarity and an

overall impression of the data. Several preliminary themes
evolved during this process. After careful multiple readings

of the transcripts, an initial set of 91 codes were identified
independently by the two researchers. Subsequently, through
multiple meetings and discussions between the two researchers,
the codes were collapsed into categories and the categories
were then collated as themes and subthemes. As an inductive
thematic analysis approach was undertaken, themes in addition
to the research aim were also developed from the data.
Microsoft Office package tools were used in the data analysis
and themes deduction process — with colour codes and smart
art graphics.

Trustworthiness of data

Member checks ensured the accuracy, credibility, and validity
of the findings. These checks involved seeking feedback from
participants on a two-page summary of the findings.

Reflexivity

The research team comprised three individuals with
physiotherapy backgrounds and one person with a health
psychology background (NS). Two physiotherapists (PJ and LH)
have both quantitative and qualitative research experience

in Parkinson’s and at least 10 years of clinical experience in
working with PwP. The third physiotherapist (CL) was a research
student who also has a clinical exercise science qualification. CL
and PJ had an integral part in data collection and analysis, and
in interpretation of the findings. LH and NS were involved as
advisors at each stage of the study.

RESULTS

Ten participants who met the inclusion criteria were interviewed.
Participant demographics are summarised in Table 2 and all
participants have been given pseudonyms in the quotes to
maintain their anonymity.

Table 2
Descriptive Characteristics of the Participants

Characteristic M SD n
Age (years) 63.7 10.8
Sex
Female 3
Male 7
Ethnicity
New Zealand-European 8
Maori 1
British 1
Time since diagnosis (years) 3.4 2.1
Medications for anxiety or
depression
No 9
Yes 1
MDS-UPDRS — non-motor 11.0 4.4
symptoms
MDS-UPDRS — motor symptoms 11.2 7.3

Note. MDS-UPDRS = Movement Disorder Society Unified Parkinson'’s
Disease Rating Scale.

From the analysis four themes emerged: (a) diagnosis as

a turning point; (b) NMS and functional ability; (c) self-
management; and (d) significant others. Under these four
themes were 13 subthemes and accompanying categories (Table
3). Each theme and its subthemes are detailed below, illustrated
by key supportive quotes. Further supporting quotes are detailed
in Appendix A. Throughout the results and discussion section,
the subthemes and categories are identified with italics and
underlined phrases, respectively.
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Table 3
Themes, Subthemes, and Categories

Themes

Subthemes Categories

Diagnosis — A turning point Outlook in life

A challenge in life
A new beginning

(Perceived) societal stigma
Loss of independence
Worries about the future

Non-motor symptoms and functional ability

“Good"” and “bad” days

Vicious cycle
Virtuous cycle

When “something goes wrong”
Worse with comorbidities

Self-management

Exercise and staying active
Successful coping strategies

Acceptance
Staying positive
Active coping
"Get on with it”

Understanding responses to medication

Significant others

Need for external support
Being a burden
Social interaction

Social interaction is helpful
Social life is affected

Note. MDS-UPDRS = Movement Disorder Society Unified Parkinson’s Disease Rating Scale.

Diagnosis — A turning point

Diagnosis with Parkinson’s marks a turning point and affects an
individual's outlook in life. As Parkinson’s is a progressive long-
term condition, many participants understandably perceived
diagnosis as an added challenge causing difficulty in life. Peter
commented that “I slowly but surely won’t be able to lead a
normal life”. For others, however, a diagnosis with Parkinson’s
brought about the chance for a new beginning and to try new
things in life: “It means a brand-new direction ... it also means
that life is better” (Jose) and "I have been exploring crazy things
... enjoying the freedom to do things” (Miriam).

The diagnosis also invariably led to loss of independence as
symptoms often made it difficult to complete activities of daily
living unaided causing a concern. Mary commented that “What
worries me the most ... being not able to do things for myself”.

Many participants also had worries about the future due to

the progressive nature of the condition. For example, “l don't
know what’s going to happen. | don’t know when it's going

to happen. And | find that the hardest to deal with” (Rod).
Unsurprisingly, several participants reported the feeling of being
stigmatised by society because they had Parkinson’s: "I have met
a couple here that sort of looked at me differently. You know,
they kind of judge me” (Christy); “concerned, a little bit about
what they might be thinking” (Mark).

NMS and functional ability

In this theme, participants described how their NMS and
motor symptoms interacted with each other causing them to
have “good” and “bad” days, and how events that happen
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on these days and the corresponding actions they took could
either culminate in a vicious or virtuous cycle. A vicious cycle
to participants was defined as a negative series of events that
reinforced each other. For example, Paul said:

I'd sit down at the piano, feel great about playing and within
a few minutes, my hands would start locking up and I'd lose
the motivation to do that thing that | used to love doing. It
was like feeding back into each other.

On the other hand, a virtuous cycle was a positive feedback loop
where one positive occurrence led to and reinforced another
positive experience.

You might get up in the morning and feel a bit depressed,
like feel sorry for yourself, that you've got Parkinson’s, and it
just gets you down, but then you get out and do something
and you come round again. (Peter)

A vicious or virtuous cycle, however, could happen on either

a “good” or “bad” day (Figure 1). The most important factor
leading to the culmination of a vicious or virtuous cycle was the
actions taken by the individual on that day, and whether those
actions ended up being successful to remedy the situation or
not. Participants also commonly reported that symptoms are
exacerbated when something goes wrong. This could refer to
any unexpected occurrence, and usually worsened NMS, motor
symptoms, or both: “If something kind of comes out that |
wasn't expecting, suddenly my anxiety goes through the roof. |
might start feeling a bit of depression, | kind of really struggle”
(Jose).




Figure 1
Vicious and Virtuous Cycle of “Good"” and “Bad” Days

"Good"” day

Virtuous cycle

Christy also said that:

I've always done a lot of craft work and | keep doing it
because | don't really want to lose the use of my hands. Most
of the time | manage, but there are some times that when
things go drastically wrong, | get really angry.

The symptoms of Parkinson’s were also worse with comorbidities

such as a coexisting medical condition, or even a common illness
such as the cold or ‘flu. For example, Christy, who also suffers
from gluteal tendinopathy, mentioned that “... the thought of
having to put up with this for the rest of my days, as well as the
Parkinson’s is a bit much, really”.

Self-management

Most participants considered self-management of the symptoms
and condition to be key in Parkinson’s. The chronic and
progressive nature of the condition prompted individuals to

do something to help themselves by improving their situation

or symptoms. Exercise and staying active was reported to be
vital, and several participants agreed. The use of various coping
strategies such as acceptance, staying positive, active coping,
and to simply get on with it was beneficial to help individuals
cope with managing their condition. For example, Peter said “I'd
go for a bike ride and some exercise, go for a walk, just get on
with life, basically. Go out in the garden, you can't just sit there
and feel sorry for yourself”. This combination of staying positive,
using an active coping style, and to “get on with it” helped him
manage his condition. This was also supported by two others:
“Never mind what you used to be able to do, it's what can I still
do?” (Ben) and “I'm just taking it as it comes. | mean, it's a new
normal for me and | gotta accept that” (Mark).

Of further importance for self-management was understanding
individual responses to medication. Most participants talked
about the trial and error process of working out when or not
to take their medications, as suggested by Mark and Miriam:
“It's a matter of working out the best means of when to take
medication, when and when not to eat it separate, because

“Bad” day

Vicious cycle

Unsuccessful
or no actions
taken

eating does tend to interfere ...” (Mark). “That's been really
important experimenting with the dosage to get that right and
learning when | can eat with meds, with the pills and when |
can't” (Miriam).

Significant others

Many participants talked about needing external support to
help in managing their condition, be it from the government,
healthcare professionals, or family members, as Miriam
explained: “Because | just know that | can’t do it. So, I'm going
to get someone else to do as much as | need”. Because of this,
some individuals worried about being a burden to others since
they needed help a lot of the time. For example, Mary said
“being not able to do things for myself, you kind of think you're
going to be a burden”.

Living with Parkinson’s also affects the individual’s social life.
Participants reported fatigue as a notable NMS that incited

the need to reduce socialising time or significantly modify

their social habits. For example, Paul said: “Socialising usually
happens towards the end of the day, and that's where I'm
struggling the most to actually move around”. Conversely, some
participants saw social interaction with significant others in a
more positive light and talked about enjoying it and using it as
a helpful means of coping with the condition. For example, Jose
said that “socialising has been great. | have a very good social
network of support. So, | talked to people a lot. Not necessarily
about the disease although that’s helpful”.

Interaction of the four major themes
We further identified an interaction between the four themes
(Figure 2) and this is elaborated on in the Discussion section.

Trustworthiness of data

Four participants responded to the summary of our key findings,
and all agreed with the findings. Two agreed strongly with the
findings and said, “could identify with almost all the quotes”
(Miriam) and “the quotes overall really do seem to summarise
how (they) personally feel about this accursed disease” (Ben).
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Figure 2
Four Major Themes and Their Interactions

Self-management
e Exercise and
staying active

e Successful coping

strategies
e Understanding
responses to
medication

This is significant as these participants could identify with things
they did not personally talk about in the interview but were
brought up by others.

DISCUSSION

The purpose of this study was to better appreciate the lived
experiences and perceived relationship between NMS and
functional ability in PwP. Four themes were identified: (a)
diagnosis as a turning point; (b) NMS and functional ability; (c)
self-management; and (d) significant others. These themes had
a complex interaction (Figure 2) which is discussed below.

This study showed that diagnosis was the cornerstone, marking
a turning point in the individual’s life, echoing findings of
previous studies that explicitly explored participants’ thoughts
and feelings of their diagnosis of Parkinson’s (Gofton & Jog,
2008; Maffoni et al., 2019) Although the initial response was
one of negative emotions, most participants then either ended
up seeing Parkinson’s as an added challenge in life or a new
beginning, which is similar to the findings of Soundy et al.
(2014). For several participants, the diagnosis of Parkinson’s was
one of relief, as it provided them with an explanation for the
various changes they had been experiencing.

Apart from affecting the individual, Parkinson’s also impacts
upon their relationship with significant others, as shown in
previous literature (Caap-Ahlgren & Dehlin, 2002; Kessler
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& Liddy, 2017; Roland et al., 2010). However, rather than a
one-way dependence of those with Parkinson’s on others, as
previously reported, the age range (41-79 years) of participants
in this study meant some were the main carers for people

such as children, highlighting an interdependence and mutual
reliance with their significant others.

As Parkinson’s is a progressive long-term condition, it initiates
the need for self-management of the symptoms and the
condition. Whether participants saw their diagnosis as a
challenge in life or a new beginning, all shared their experiences
of using strategies to cope with and self-manage their condition.
Previous research has shown that enabling and supporting PwP
to self-manage is an effective strategy and supports a paradigm
shift in healthcare from clinician-focused to person-centred (Lim
et al., 2020; Tickle-Degnen et al., 2010).

There was a mutual interaction between NMS and functional
ability and self-management. The finding that the complex
array of NMS, and changes in functional ability necessitated
participants’ self-management, to cope with their situation or
to improve symptoms, agreed with previous studies (Hellqvist
et al., 2018; Kessler & Liddy, 2017). For example, when
participants felt down, they talked about using exercise or
active coping strategies to improve mood and wellbeing. No
participants overtly identified what self-management they did
to deal with their condition. However, the various strategies



cited appeared to be a reactive coping mechanism to deal with
the symptoms of Parkinson’s and thus could be described as
“self-management”. While self-management programmes have
been promoted in the move towards active person-centred

care (Chenoweth et al., 2008; Lyons, 2004), no participants
mentioned having received advice from healthcare professionals
on “self-management strategies”, which is in alignment with
the previous findings of Vlaanderen et al. (2019). Our findings
demonstrate how participants had developed their own ways
of dealing with their condition, signifying advancing self-
management skills that could still be unmet as reported earlier
(Vlaanderen et al., 2019). Although participants were not
aware they were demonstrating self-management behaviour,
they perceived their coping strategies as useful and effective to
improve their mood and wellbeing.

There was also a mutual interaction between self-management
and significant others.

As reported in past research, significant others also played a
major role in participants’ self-management journey (Gallagher
et al., 2008; Kessler & Liddy, 2017). Participants talked about
the importance of interacting with health professionals for
managing their condition, or the use of social interaction as a
successful active coping strategy to improve symptoms, which
is supported by other study findings (Chenoweth et al., 2008;
Gallagher et al., 2008; Lim et al., 2020). As participants did not
explicitly state they had learnt self-management skills via their
health care provider, it appeared their social interactions with
their peers helped in self-managing their condition. Social self-
management is not a new concept in Parkinson’s and has been
reported earlier (Tickle-Degnen et al., 2020).

A mutual interaction between NMS and functional ability and
significant others was also evident. A novel finding of this study
was that the social interaction could possibly trigger a vicious
cycle of worsening NMS and/or functional ability. For example,
one participant talked about comparing their current ability

to other people in their life and getting angry at themselves,
their negative emotions, and feelings of depression. A similar
emotion was reported by another participant (“... so, singing in
a choir or whatever, | tend to get a bit nervous” (Mark)) which
worsens his tremors and in turn increases his feelings of anxiety
and nervousness.

As reported by other studies, the presence of symptoms
increases the need for external support from others, such as

a health professional, friends, or family members (Hermanns,
2013; Lyons, 2004; Ma et al., 2016; Soundy et al., 2014). This
reliance causes PwP to worry about whether they are a burden
to the people around them (Gupta & Bhatia, 2000; Hermanns,
2013; Verity et al., 2020). The complexity of the impact of social
interactions is shown in the apparent contradiction of social
interaction sometimes being helpful in improving mood (Gupta
& Bhatia, 2000; Tickle-Degnen et al., 2020) and sometimes

being unhelpful in causing more fatigue (Gupta & Bhatia, 2000).

Strengths and limitations of the study

This is the first known qualitative study to explore the perceived
relationship between NMS and functional ability in PwP. While
the primary interviewer was a research student, they were trained

prior to data collection and an experienced qualitative researcher
was present during all 10 interviews to ensure rigour of data
collection. Independent parallel coding was performed to account
for different interpretations of data and enhance consistency

in the data analysis process. In addition, member checks were
performed to improve trustworthiness and credibility of analysis;
both processes are considered strengths of the study.

It is however important to note that this study was undertaken
during COVID-19 and findings may reflect the situation of that
period. Although data saturation was reached, the findings are
the perceptions and experiences of 10 individuals living in New
Zealand and these participants did not have a wide range of
NMS, functional limitations, or disease duration.

By highlighting the interplay between function and NMS,
findings from this study may guide future research in
management strategies for health practitioners and PwP. It
may also help to encourage the contemporary paradigm shift
to a point where disease evaluation and management always
consider the perspectives of the individual.

CONCLUSION

This study highlights the importance and the need for
supporting PwP to build strategies, skills, and confidence to
self-manage their condition. A key finding to inform clinical
practice is that individuals experience either a “vicious cycle”
or a "virtuous cycle” of symptoms, which is dependent on a
multitude of factors. However, the outcome of a day being
a "good"” day is dependent on positive action regardless of
whether it was a good or a bad day to begin with.

KEY POINTS

1. The relationship between NMS and functional ability in
people with Parkinson’s is still largely underexplored.

2. Four themes were identified in this qualitative study, with
complex interaction between the themes.

3. Individuals generally experience either vicious or virtuous
cycles of symptoms, which influence their functional ability.

4. An outcome of “good” day is dependent on positive action
regardless of how good or bad a day it was to begin with.
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APPENDIX A

THEMES, SUBTHEMES, CATEGORIES, AND SUPPORTING QUOTES

Figure A1

Diagnosis — A Turning Point
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Figure A2
Self-management
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Figure A3

Non-motor Symptoms and Physical Function

NON-MOTOR SYMPTOMS AND PHYSICAL FUNCTION

Paul: “I'd sit down at the
piano, feel great about playing
and within a few minutes, my
hands would start locking up
and I'd lose the motivation ...
to do that thing that | used

to love doing ... It was like ...
feeding back into each other.”

Christy: “It's because ... |
haven't been able to do ...
basic things that most people
take for granted ... and |

get these things stuck in my
head. And just goes round
and round... and that’s it I'm
wired for the rest of the night.
Yeah, and | find it really hard to
switch off ... | get really angry
with myself.”

Jose: “... you get so scared

of ... not being well and not
being fit and, and it's a bit like
a cliff that I'm going along,

I'm completely happy, and
then you start feeling weird ...
and then before you know it
... you're like a rock and you
got rigidity and your cognition
goes ... so it's really scary you
starting to feel that, and so
the anxiety real ... you feel
very vulnerable ... and then, of
course, because of that, then
you get more anxious and then
your symptoms get worse and
you think less clearly and then
... it's an awful time ... its a
vicious circle and it gets worse
and worse and stuff.”

Peter: “You might get
up in the morning and
feel a bit depressed

... like feel sorry for
yourself, that you've
got Parkinson’s, and it
just gets you down, but
then you get out and
do something and you
come round again. So
as long as you're doing
something, it improves
your mood. Yeah, you
have to do something.
You can't just sit there
and not do anything.”

Ben: “If I'm feeling
slightly low, | find it
difficult to walk properly.
| find the best thing to
do is get my shoes on
and go out and hammer
myself on a walk. And
once ... you get up to
speed, the body just
takes over and does it
naturally.”

Jake: "Just stay busy.
I'm a busy person, |

do, | get a lot of things
done and there’s always
things to do, whether
it's outside or inside,
mentally or physically if
| just keep myself busy
then I'm better for it.”
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Christy: “... it does affect
my mood ... I've had more
episodes of being angry ...

just from sheer frustration
that | can't do this stuff
because I'm normally ... a

person that tries to keep the

pace ... And | usually start

swearing when something

goes wrong ... | had to

get my partner to do basic
stuff like that that | took for
granted before, that | can't

do...”

Peter: “| suppose you get

a little bit ... anxious more
and more than | used to. So

if something goes wrong,

you get vexed about it, you
get anxious about it until it

gets fixed.”

Jose: “... but at the
moment ... I'm going off

more often than | normally
do ... so it's given me quite
a lot of anxiety about um ...
what | should do for myself
and who should | talk to and
reach out for and that kind

of thing ... it's a constant

battle. ... if something kind

of comes out that | wasn’t
expecting ... suddenly my
anxiety goes through the

roof ... | might start feeling
a bit of depression... | kind

of really struggle ...”

Christy: "The thought of
having to put up with this
for the rest of my days, as
well as the Parkinson’s is a
bit much, really.”

Jose: “...if I getan
infection or if | have a bit of
a cold and stuff, | can get
really knocked sideways and
it can take me a long time
to recover ... it takes a lot of
time and self-care to kind of
pull me back on to that line
again and then it’s a little bit
like a vicious circle again”

Miriam: “... I'm not
somebody who goes to the
doctor and I'm now on...
four constant medicines,
probably for the rest of my
life, and that freaks me out
... and | also had breast
cancer a couple of years
ago. ... I'm going to rattle.”
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Figure A4

Significant Others

SIGNIFICANT OTHERS
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Peter: “... you might
have to rely on someone
to do certain things that
you won't be able to do
anymore.”

Jose: “If the meds go off
then ... I will just have to
say to my daughter, you've
got to help me with this, |
can't do it. I've got funding
now luckily for my oldest
daughter to make dinners,
which is helping a huge
amount ... so she takes care
of that.”

Rod: “... the bit | find
hardest to deal with is that
no professional can tell you
what ... how it came on and
what'’s going to happen...
and to be honest most
professionals don't really
give you any hope either so
... So the hardest thing you
have as a professional is to
keep guys like me thinking
positively ... even though
you may or may not think
that I'm improving.”

Miriam: “And I've also
managed to look into the ...
supported living allowance
... so | get a little bit of extra
help from the government
... Because | just know that
| can’t do it. So I'm going

to get someone else to do
as much as | need. ... I was
feeling sort of tired and stiff
and shaky ... so | knew that
I had to ring the nurse ...
and there’s enough support
... to get the answers to
those questions.”

Jose: “... | used to consider
myself as a kind of invalid
that | needed looking

after ... I worry about my
daughters ... | don't want
to affect their lives, but will
they feel they need to look
after me?”

Rod: “... if I'm having a bad
day, It's better that | stay on
my own rather than affect
everybody else.”

Mary: “... being not able to
do things for myself ... you
kind of think you're going to
be a burden.”

Christy: “Parkinson’s New
Zealand has this social
group, 'Upbeat’... and

it's actually really nice to

be amongst a group of
people that share the same
problems that you do... |
enjoy that interaction ...
and | find it really helpful
because people talk about
their issues ... and we can
help one another too, | find
they understand what you're
going through.”

Ben: “We have a very active
walking group...and it’s ...
still ... quite competitive. We
admit we're getting slower,
but, we enjoy what we can
do, not what we ... used to
do so ... we're very pleased
about it.”

Jose: “Socialising has been
great. | have a very good
social network of support.
So | talked to people a lot

... not necessarily about

the disease although that's
helpful ... I'm keeping up
contact with people and
feeling kind of part ... of the
community, | guess.”

Paul: “Because socialising
usually happens towards
the end of the day ... and
that’s where I'm struggling
the most to actually move
around.”

Mary: "Definitely your
social lives (are affected),
because | need to get to get
to bed early, um and | don't
actually enjoy having people
to dinner anymore, really,
because it's such an effort to
prepare it.”

Jake: “... much more
careful ... because | get
tired in the early evening

... So we don't accept
dinner invitations, really,
because it's too difficult. So
socially, we've gone to more
lunches, cafes and during
the day than going out to a
restaurant at night.”
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