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Quality of life and living with Parkinson’s
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Irish context
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Abstract

Background Parkinson’s disease is incurable, and the rate of progression varies meaning that people face a long
future with an unpredictable condition that can significantly influence their quality of life. To date, much of the
international research has focused on measuring and describing quality of life in Parkinson’s from a quantitative
perspective. Given its multidimensional nature, the present study aims to explore the concept using a qualitative
approach so factors influencing self-reported quality of life can be understood in greater depth.

Methods Using a qualitative descriptive approach, people with Parkinson’s disease who were survey participants

in the first phase of a mixed methods study exploring factors influencing health-related quality of life were invited
to participate in semi-structured interviews. Eighteen participants with high (n=6), average (n=6), and low (n=6)
health-related quality of life (PDQ-39 Sl scores) were purposively invited to participate in this study. Audio recordings
were transcribed and thematically analysed using Braun and Clarke’s steps (familiarisation, generating initial codes,
searching for themes, reviewing, defining, naming themes, and producing the report).

/

Results Thematic analysis revealed four overarching themes; ‘Living an interrupted life,"Striving for'I'in independence,
‘Unravelling identities, roles, and relationships'and ‘Reconfiguring life’ These themes illuminated participants’
experiences of living with Parkinson’s disease and what influenced their overall quality of life.

Conclusions These findings add to the international literature by helping to achieve a deeper understanding of
what it means to live with Parkinson’s disease and how it influences quality of life. Participants experienced a range
of fluctuating, and interconnected motor and non-motor symptoms. This finding draws attention to the impact

of the often-unpredictable nature of the condition on the physical, functional, psychological, social, and spiritual
dimensions of life. Quality of life was positively influenced by perceptions of independence and negative feelings

of dependence. Being independent was associated with freedom to plan, autonomy of choice, and freedom from
feeling stressed, strained, or fearful. Having a positive outlook, using problem-focused strategies, and participating in
hobbies, holidays, work, and involvement in local community committees were perceived positively across interviews
as accentuating social dimensions of life. Resourcing self-management strategies, advanced nursing roles, and
developing personalised models of community support may assist healthcare professionals in meeting the unique
needs of people with Parkinson'’s disease thereby supporting quality of life.
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Background

Globally, Parkinson’s disease exemplifies a rapidly grow-
ing multifactorial neurodegenerative condition [1, 2] that
is currently incurable with varying rates of progression
[3, 4]. Ageing remains one of the most significant risk fac-
tors for developing Parkinson’s [5]. These features mean
that individuals can face a long future with an unpredict-
able condition that may significantly influence their qual-
ity of life [4, 6]. Research has highlighted challenges to
maintaining personal equilibrium and self-concept and
the need to preserve a stable identity, feel in control, and
have a positive mindset [7, 8]. Additionally, self-caring
challenges and fear of becoming disabled have also been
described [9]. Augmenting quality of life for older people
with Parkinson’s disease requires multifaceted and mul-
tidisciplinary care input [10] that can provide symptom
relief, care, and rehabilitation that meets the health care
needs of the person, their family, and society [11, 12].
Hence, consideration of older adults’ experiences of liv-
ing with this condition and evaluating what influences
their quality of life is significant for appraisal, service
improvement, and provision of evidence-based health
and social care resources [13, 14].

To date, much of the international research has focused
on measuring and describing quality of life in Parkinson’s
disease from a quantitative perspective [15, 16]. Qualita-
tive studies have been explored to a lesser extent. Older
findings have shown that biopsychosocial factors, sense
of autonomy, adaptation, communication, and social
integration [17] along with interrelated factors connected
with their health, interpersonal relationships, person-
alised care, communication, and society influence quality
of life [18]. Investigating people’s experiences in Ireland
can add significantly to the current evidence, provide
greater clarity to the meaning of quality of life, and offer a
fuller and richer understanding of the impact of this con-
dition on people’s lives. This is paramount to inform evi-
dence, healthcare policy, and practice so that healthcare
professionals can respond effectively to influences shap-
ing individuals’ perceptions, goals, expectations, stan-
dards, and concerns.

Methods

Design

This paper presents a qualitative study exploring the
experiences of men and women in Ireland living with
Parkinson’s disease and what influenced their quality of
life. Using a qualitative descriptive approach, [19] survey
participants in the first phase of a mixed methods study
that explored factors influencing health-related quality of
life [20] were invited to participate in a semi-structured

interview. The study is reported in line with the Con-
solidated Criteria for Reporting Qualitative Studies
(COREQ) guidelines [21] (Additional file 1).

Sampling and recruitment/ participants and setting

A stratified purposive sampling approach was used to
invite people with Parkinson’s disease to describe their
experiences of living with this condition and to explore
in greater depth factors associated with high, average,
and low self-reported health-related quality of life. To
prepare for this approach, the PDQ-39 single index (SI)
scores from all participants in the survey phase [20]
were ordered from O to 72.76 and then divided into three
groups. The initial fifty-eight scores ranged from 0 to
19.38 and represented people with higher health-related
quality of life. The median score in this participant group
was 12.81. The next fifty-seven PDQ-39 SI scores ranged
from 19.69 to 37.29 and represented people with aver-
age health-related quality of life. The median score in this
group was 27.42. The final fifty-eight of the 173 scores
ranged from 37.4 to 72.76 and represented people with
lower health-related quality of life. The median score in
this participant group was 48.54.

In total, n=150 survey respondents completed and
returned an ‘expression of interest’ on their survey to
participate in a follow-up semi-structured interview.
These participants’ scores were cross-checked against the
median scores for people with high, average, and low self-
reported health-related quality of life. A sample of survey
participants (n=18) who had completed an expression
of interest to participate in a semi-structured interview
and whose PDQ- SI scores centred on or near the median
scores in each of the three groups were invited to partici-
pate in this study (high n=6, average n=6, and low n=6
health-related quality of life). Equal numbers of men
and women were invited to augment representativeness.
There were no refusals to participate and no withdraw-
als from the study. Tailoring the sampling strategy offered
a distinctive approach to reveal multifaceted, and multi-
factorial influences on quality of life for men and women
with Parkinson’s disease who had high, average, or low
self-reported health-related quality of life.

Recruitment ceased at 18 participants (Additional file
2) when data sufficiency was reached. Participants chose
their interview location; participants’ homes (n=11),
nursing home (#=1), hotels (#=2), and university ven-
ues (n=4). Data was collected using one-to-one, face-to-
face semi-structured interviews except on one occasion
where a primary carer was present. They contributed to
the interview by supporting the participant to commu-
nicate their experiences of e.g. altered balance, falls, and
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medication dosages along with offering their perspective
on the value of the nurse specialist and the Parkinson’s
support group. The interview guide was developed by
the research team in collaboration with three Parkinson’s
disease/Movement disorder nurse specialists to sup-
port content validity (Additional file 3). Following the
pilot interview, reflections identified the need to include
an additional question in the semi-structured interview
guide related to the influence of work/roles and partici-
pation on quality of life.

Data was collected within a PhD study. The researcher
(IC) was a nursing educator with a specific interest in
Parkinson’s care and was experienced in qualitative inter-
viewing. Each participant was interviewed at one point in
time and the interviews varied from thirty to fifty min-
utes but lasted on average forty-five minutes. Interviews
were audiorecorded and typically opened with broad
questions to ease participants into conversation e.g. ‘Tell
me your experiences of living with Parkinson’s’ and ‘Can
you share with me what you feel influences your qual-
ity of life?. The researcher’s role also entailed listening,
responding, and introducing interview guide questions,
prompts and probes to allow participants to expand on
their experiences (Additional file 3). Following each
interview, field notes and reflections on participant data
were recorded (IC) as introspective processes of becom-
ing aware. Reflections captured the ‘context of reflection;
‘trigger for reflexivity, ‘researcher thinking, and ‘out-
comes of reflexivity’ [22].

Interviews were analysed inductively using thematic
analysis [23]. Analysis was supported using NVivo 11.0.
Interview recordings were transcribed verbatim, initially
pseudonymised, and verified for accuracy by reading
transcriptions and listening to recordings concurrently.
Member checking was achieved by requesting a selection
of participants (n=6) to check their interview transcripts

Living an interrupted life

Visible intrusions
Hidden invasions
Unexpected interruptions
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for accuracy, interpretation, and completeness. One
participant requested some minor changes to reflect
changed life circumstances. Following member check-
ing all transcripts were then anonymised. The principal
investigator (IC) undertook coding of each interview
transcript. Codes were generated from each interview
transcript while simultaneously listening to each record-
ing. Codes were then cross-checked and reviewed to
ensure that coding for each interview was inclusive,
thorough, and systematic. The final codes (2=304) were
stored under an open coding folder in NVivo. Data col-
lated for each code were reviewed by the research team
to identify similarities and overlap between codes. Where
researcher interpretations varied, discussion and reflec-
tion enhanced insight into the meaning behind data until
subthemes and themes were refined and crafted by the
research team (IC, PM, OD). Consistent with an inter-
pretive lens that recognises researcher subjectivity in
data interpretation, thirteen subthemes were developed
which amalgamated to form four overarching themes
(Fig. 1 Additional file 4).

Ethics

Ethical approval was granted by the University Hospital
Research Ethics Committee. There was no formal car-
ing relationship between participants and the researcher
(IC) who recruited, collected, and analysed participant
data before or after the study. Participants were informed
of the nature of the study, the researcher’s responsibili-
ties, and their right to decline to partake in the study or
withdraw at any time without risk of incurring penalties
or prejudicial treatment. Participants were also given
the contact details of a nurse specialist if they felt they
needed additional support. The right to full disclosure
ensured that individuals received information outlining

Striving for 'I' in independence

Cherishing independence

Balancing medication effects/side-effects
In the system

Being informed

Quality of Life and
Living with
Parkinson's disease

Unravelling identities, roles, and
relationships

Unravelling identities

Viewpoints and representations of Parkinson's
Occupiers and outliers

Reflections on roles, relationships

Fig. 1 Four overarching themes with related candidate themes

Reconfiguring life

Tackling Parkinson's
Making connections
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the type of study, and likely risks and benefits; all partici-
pants provided their written informed consent.

Findings

Participant demographics

An equal number of men (#=9) and women (n=9) par-
ticipated in the study. The age and years since diagnosis
categories for all eighteen participants and each of the
health-related quality of life groups (high, average, low)
are included in Additional file 2. Depression symptomol-
ogy data revealed that all those with high health-related
quality of life reported normal/no depression symptom-
ology while those with low health-related quality of life
reported normal/no depression symptomology (n=1),
mild (#n=2), moderate (n=2), and severe depression
symptoms (n=1). (Additional file 2).

Overarching themes

Through thematic analysis, thirteen subthemes were
identified, and these were hierarchically connected to
four overarching themes namely, ‘Living an interrupted
life, ‘Unravelling identities, roles and relationships,
‘Striving for ‘I’ in independence, and ‘Reconfiguring life’
(Fig. 1).

Living an interrupted life

‘Living an interrupted life’ represented experiences from
all eighteen participants that life with Parkinson’s dis-
ease was punctuated with interruptions, which influ-
enced quality of life daily. This theme contained three
subthemes, ‘Visible intrusions, ‘Hidden invasions, and
‘Unexpected interruptions’

For participants in the high health-related quality of
life group, motor fluctuations typically included slowed
movement, joint stiffness, or feeling ‘stumbly’ Partici-
pants with average health-related quality of life reported
additional fluctuations including freezing of gait and
altered balance. For those in the low health-related qual-
ity of life group, motor fluctuations also included freez-
ing, difficulty standing/walking that often resulted in
falls.

Freezing episodes were described as “just a weird sen-
sation” or a “shutdown” (P16), where “...the mind, every-
thing isn’t coordinating together” (P17), or being “stuck
to the ground” (P14). For some, unpredictability resulted
in powerlessness, not feeling in control of self during
‘freezing’ interruptions, or embarrassment, particularly
in social situations where “... you feel everyone is look-
ing at you” (P11). Interruptions to life in the guise of fluc-
tuations in functioning or “the way of Parkinson’s” (P1),
impacted ability to plan, reducing control and perceived
quality of life.

The impact of fluctuations on functioning was per-
ceived as less intense for participants with higher
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self-reported health-related quality of life such as “there
are days when I drop things and I'm frustrated; I can’t
open a button or something silly like that” (P2). Whereas
for a person with lower health-related quality of life, their
experience of a freezing episode resulted in symptoms
being misinterpreted as “I'm not drunk but I've a medi-
cal disorder” (P11). Fluctuations meant that individuals
could transform between different states of functioning
throughout the day. Metaphorically it was compared with
“a light switch you turn on and off. It’s scary” (P13). For
several participants, the morning, or times when medica-
tion was wearing off were the worst part of their day.

Interruptions to conversation or dialogue influenced
engagement with others “Interacting with other people
my voice goes lower” (P4). As voice becomes affected,
people can withdraw from group conversation as they
may feel they are not articulating themselves clearly.
This may create a sense of isolation leading to situations
where,

“I don’t like going out in public anymore because my
speech is gone very bad” (P16).

Participants reported that sleep and tiredness were
problematic and acted as considerable disruptions to
life. However, interruption to sleep often stemmed from
other hidden problems such as pain and restless legs,
highlighting the interconnectedness of non-motor symp-
toms; one symptom triggering another symptom result-
ing in a ‘chain’ or ‘pain’ reaction. Invariably these resulted
in unpredictable disturbances to what should be other-
wise routine activities, stopping the person in their tracks
and disrupting life.

Only one participant relayed the impact of Parkinson’s
disease on sexuality. This individual indicated that their
outgoing personality assisted them in availing of clinic
appointments to divulge sexual issues. However, they felt
that religious influences in Ireland, embarrassment, fear
of being labelled a “dirty old man” or general hesitancy in
discussing sexual issues, still joined forces to cause many
people to suffer “in the darkness” (P7). Non-motor symp-
toms were described as ‘hugely intrusive, and ‘tortuous’
(P1). Rather than being a long-term condition affect-
ing bodily movement, the condition “..affects every-
thing in your body” (P7), and “I think it makes everyone
depressed” (P13). The significance of hidden symptoms
on spiritual dimensions of life was also emphasised, “I
suppose they’re not life-threatening but they’re spirit-
threatening” (P1).

Striving for‘l'in independence

This theme represented the person (as in ‘T) pursu-
ing or seeking an identity encapsulating independence.
Four subthemes contributed to this theme, ‘Cherishing
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independence; ‘Balancing medication effects/side-effects,
‘In the system, and ‘Being informed’

Good quality of life related to “being independent”
(P13), or “To me, quality of life starts and finishes there,
[independence]” (P11). Being independent entailed free-
dom to plan, autonomy of choice, and freedom from
feeling stressed, strained, fearful of feeling like a burden
to family. Conversely, fading independence conveyed
a complex array of losses, including social freedom and
independent travel “Oh, I can walk around the house I
can, but I wouldn’t be able to go to town now on my own”
(P12). Another participant with low health-related qual-
ity of life stated,

“My own independence is gone...Like, what is inde-
pendence — to be able to go when you want to, to
do what you want to do. So, if you can’t do that ... I
don’t like to be dependent” (P18).

Medication was pivotal to comfort, and retaining a sense
of self, “they keep the shaking and the whole lot to a min-
imum, at least you can fit in as a normal person..” (P9).
Concerns around medication, related not just to side
effects, but to taking multiple daily tablets “...sometimes
the cure is worse than the disease” (P1), or “Oh gosh I'm
taking too many tablets” (P15). Hence, preserving inde-
pendence demanded organisation, responsibility, and dil-
igence to follow up on frequent dose schedules.

Being in the health system and having a patient iden-
tity brings an inevitable need to interact with a myriad
of healthcare professionals such as neurologists, consul-
tant geriatricians, and allied therapists (physiotherapists,
speech and language therapists, occupational therapists,
nurse specialists, and general practitioners). Receiving
encouraging comments and linking with practitioners
who could refer to related therapies was valued for help-
ing participants settle into life with Parkinson’s disease.

“I've got great confidence in the neurologist” (P2).
“The physio and OT, they’ll listen to you, and they’ll
advise you on whatever” (P15).

Participants seemed to appreciate emotional support
provided by Parkinson’s nurse specialists, including addi-
tional support during times of hospitalisation, “I called on
[nurse specialist] and she came and helped me and gave
me some moral support, that was great” (P10). Overall,
participants perceived the nurse specialist as knowledge-
able and ‘tuned into’ (P6) the whole person.

The importance of community health services was
highlighted to ‘keep [people] out of nursing homes and to
keep them at home’ (P18). While structures were identi-
fied for personal health care needs, deficiencies in home-
based social care supports were highlighted as a barrier
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to supporting independence and citizenship within local
communities. One participant suggested that it would be
of greater benefit if the form of support from community
services reflected individual needs, rather than a one size
fits all approach.

“I didn’t see any point in somebody coming in and
helping me shower when I was able to do it myself.
By doing the shower for me, it was making me less
independent. What I was looking for was somebody
to go with me, to do the shopping, but they don’t do
that” (P17).

Unravelling identities, roles, and relationships

Living with Parkinson’s disease was a life-changing jour-
ney that involved unravelling many identities, roles,
and relationships that influenced quality of life and was
formed by the subthemes, ‘Unravelling identities; ‘View-
points and representations of Parkinson’s; ‘Occupiers and
outliers’ and ‘Reflections on roles, relationships’

For people with good health-related quality of life or
those in earlier stages, being able to dissociate from the
condition to some degree, was facilitated by having mini-
mal outward features. For others, ignoring they had it
was a means of adapting and coping with the diagnosis,
which facilitated escape and detachment. Having a ‘label’
was viewed positively by one participant.

“It was good to get a name for it, it has an identity,
and you just say you have Parkinson’s and that’s it”
(P8).

Nevertheless, the condition contributed to only one
aspect of identity; people were more than patients. For
another participant, ‘Parky’ (P7) was a named identity
or force separate from the person’s ‘true’ identity, who
invaded their life, controlled them, and caused havoc
“Youd swear there was somebody inside in your head
pulling the switches” (P7). Contrastingly, “when you feel
good, Parkinson’s is over here you don’t need it, it isn’t
controlling you” (P16).

One participant with high health-related quality of life
was clear that the condition was ‘not as bad’ as what the
label portrayed (P2). This participant aspired to remain
‘ordinary’ and retain normality. However, another par-
ticipant with low health-related quality of life recounted
occasions where interfacing with others caused feelings
of discomfort and categorisation, “you find people are
staring at you when you go shopping” (P17).

Participants seemed to affiliate with and occupy
‘groups’ they self-categorised themselves as belonging
to. Interestingly, participants ie., P2 and P3 who had
better health-related quality of life seemed to embrace
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(non-Parkinson’s) groups. Participants identified with
Parkinson’s-specific groups (e.g., local support groups
and specific therapy groups) and membership if they
offered a source of needed knowledge, expertise, or net-
work opportunities. ‘Mental categorisation’ provided
a basis for defining if a group was relevant. Categorisa-
tion was primarily influenced by appearances and per-
ceived severity of existing group members’ health as in,
“there are different grades of it you'd notice that inside
at the meetings” (P15). Hence, some participants whose
stage was milder remained ‘outliers’ from support groups
and spoke in terms of differentiating self-identities from
existing group members.

‘I probably don’t think I'm old enough or frail
enough to join” (P2).

Participants with different health-related quality of life
scores (high, average, and low) used adjectives like ‘scary’
(P10) when they witnessed another person in a more
advanced stage. This event created fears of what their
future and future identities might hold.

“If I saw somebody with advanced Parkinson’s dis-
ease, 1 would avoid that ..., that’s my coping skill”
(P6).

Participants including those with poorer health-related
quality of life discussed loss of previous functioning,
roles, and increased social isolation. Underlying fears
about deteriorating health grounded perceived quality of
life within a physical health agenda.

“Parkinson’s itself is creeping up on me. I've fallen
down the stairs. I don’t like going out in public any-
more because my speech is gone bad” (P16).

Changing roles from carer to being cared for and feeling
like “.. I'm a burden” (P15), along with changing part-
ner roles were perceived as affecting life quality. More-
over, reduced activity or independence to travel outside
the home creates a negative spiral where people become
self-conscious, retreat further into themselves, become
uneasy in social situations, or become “..a bit slow on
...linking in” (P9). Isolation creates uneasiness, present-
ing another vicious circle where nervousness results in
further isolation from engagement in social situations
because,

.. ifwere in this environment [home] 7 days a week,
24 hours a day and not meeting [others] ... you do go
further and further back [into yourself]” (P18).
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Reconfiguring life

Reconfiguring life was presented as a non-linear process
of confronting, adjusting, and reshaping life with Parkin-
son’s. This theme contained two subthemes, ‘Tackling
Parkinson’s” and ‘Making Connections’

Tackling Parkinson’s meant adopting an outlook
imbued with, “positivity and good mental attitude” (P2).
Positivity was an active rather than passive process stem-
ming from conscious efforts to put the bright side out, “I
think I have come to terms with it. But it was all adopting
a positive attitude to it” (P8). Taking the positives from
life, rationalising that there were more serious conditions,
and recognising abilities rather than debilities, “I have a
good quality of life outside of it [Parkinson’s disease]” was
also highlighted (P7). Remarkably, one participant (P14)
who recorded only average health-related quality of life
scores felt they had good quality of life highlighting inad-
equacies in health-related tools in evaluating global qual-
ity of life.

Confronting Parkinson’s head-on, meant finding a pur-
pose, acknowledging restrictions imposed on life, and
working around these to move forward, “since I have
faced up to it and turned my life around and said I have
Parkinson’s, that’s just it. Parkinson’s on board!” (P8).

Adjusting to life changes extended to accomplishing
new ventures, challenging oneself, and moving forward.
It also meant pursuing passions or pastimes, beginning
new ventures, continuing previous interests, and blend-
ing old and new identities. Participants’ accounts of hob-
bies and holidays demonstrated enthusiasm for life and
learning. While this was described across groups, it was
more frequently cited by participants diagnosed less than
6 years, with normal or mild depression symptomology
and good or average health-related quality of life.

“I'm with the drama group... cycling... you make lots
of friends and I suppose it’s the camaraderie of it”
(P3).

However, pursuing interests wasn't easy for all par-
ticipants “because you wouldn’t have the strength to do
anything” (P17), may feel hesitant to link in with others
(P9) or may experience diminishing confidence.

“«

.. one of the things people lose is confidence... you
go back into yourself ... you do feel you've lost your
value” (P18).

Participants shared innovative and meaningful rituals
they used to manage everyday life, which incorporated
personal ways of knowing. These ranged from shaking
holy water on their bed to prevent nightmares (P17), to
doing “my five times tables in my head..” to divert atten-
tion from a shaking hand (P7) or getting up “..an hour
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earlier” (P13) to reduce stress. Adapting and reconfigur-
ing wasn't easy for all participants, particularly those with
poorer health-related quality of life, “I can’t go up the
stairs and that kills me” (P15). Another participant who
was “very house-proud” (P15), found it extremely difficult
to cope with not being able to participate in housework.
Being positive and wishing to get on with life wasn’t a sta-
ble attribute; it was sometimes hard to relinquish control,
as it’s hard to be balanced all the time (P1).

Tackling Parkinson’s required mental strength and
resilience to take on a challenge and battle to win out
and beat ‘Parky’ (P7), using problem-solving approaches
in the face of adversity. Participant emphasis on words
‘have to’ implied that rather than mental strength being
optional or occasionally added-on, it was a daily require-
ment reinforcing the importance of mental health and
well-being to reconfigure and adapt. Being in control
and not letting the condition take over personhood was
imperative to good quality of life, summed up by,

“I might have Parkinson’s, but it doesn’t have me”
(P11).

In response to “What you think improves your quality of
life; one participant answered, “Well, I think participat-
ing” (P8). Building group involvement around specific
activities can have beneficial spin-off effects, including
augmenting social dimensions of life. What was particu-
larly striking was participant involvement in community
life, for example, active engagement in reclaiming local
history and community committees, with the sentiment
being to “Get out there and mix with the people” (P7).
One participant summed up the importance of making
connections, “It’s the whole social aspect of it..., chatting
away to people, it’s brilliant” (P2). Having purpose meant
that participants didn't define their lives solely through
this neurological condition but through engagement in
leisure activities or work as it is “very important for peo-
ple to join things and have their own life” (P2).

Barriers to connecting were evident and wide-ranging,
including transportation issues, psychological impedi-
ments, physical effects of Parkinson’s like freezing,
altered gait, and difficulty doing activities. These barri-
ers reflect the complex range of factors, including physi-
cal, functional, psychological, environmental, and social
influencing quality of life.

“When I'm among crowds ...I have to keep an eye on
myself just so that I wouldn’t be pushed over” (P5).
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Discussion

A key finding from this study was the fluctuating, unpre-
dictable, and intrusive nature of Parkinson’s disease
and how it influenced quality of life, particularly for
those with lower health-related quality of life. Previ-
ous evidence [24] has highlighted how the fluctuating,
unpredictable nature of the condition leads to activity
curtailment adversely impacting people’s lived expe-
rience. Participants reported that freezing episodes
affected mobility, movement predictability, and abil-
ity to plan. Internationally, the occurrence of freezing
of gait is recognised as intrusive, impacting life qual-
ity [25-28]. With freezing, falls or psychosocial effects,
such as fear, anxiety, embarrassment, vulnerability, and
inability to undertake social roles may impact daily liv-
ing [29]. This finding has clinical relevance for nurses and
healthcare professionals and underscores the importance
of undertaking individualised assessments and manag-
ing interconnections between freezing of gait and other
symptoms [30] to reduce their intrusiveness on perceived
quality of life.

In this study, the intrusiveness of ‘hidden’ non-motor
symptoms was discussed not only by their physical threat
or distress to daily living but also by their psychologi-
cal, social, and spiritual impact. The broader research
reinforces findings from this study that these symptoms
can also extend beyond mere health-related effects and
encroach into broader realms of quality of life [31, 32]
highlighting for health care professionals and researchers
the inadequacies of health-related tools in evaluating the
everyday impact of Parkinson’s disease [20]. Encouraging
people with Parkinson’s to complete a straightforward
tool like the NMSQuest [33, 34], a patient diary [35],
consultation aid [36], or home-based self-management
interventions such as smartphone-based text messaging
and information [37] can be effective methods of detect-
ing problems influencing quality of life and emphasise
the importance of health care professionals empowering
people with Parkinson’s to be active participants in their
care. For multidisciplinary teams, fostering choice about
consultations such as who attends, what is discussed [38,
39], and how they are facilitated can encourage people to
report sensitive non-motor symptoms. Hence, indepen-
dent factors influencing quality of life can be revealed,
and comprehensive multidisciplinary interventions
incorporating holistic care can be devised [40—44].

All participants with poorer health-related quality of
life discussed loss of previous functioning, roles, and
increased social isolation. This resonates with the wider
literature where fear of becoming disabled is a primary
concern [9]. Access to exercise-based rehabilitative
interventions and multidisciplinary team input (nurs-
ing, physiotherapy, occupational therapy, speech, and
language therapy, GP, and neurologist) were recognised
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as important to moderate the impact of the condition,
maintain function, support independence, well-being,
and quality of life. Within this, nurse specialists were
valued for their accessibility, holistic perspectives, and
generalised guidance. In the wider literature, Wright [45]
asserts that nurse specialists play a crucial role in evalu-
ating patients throughout the disease trajectory, from
diagnosis to the complex stages of palliative and end-of-
life care. Their remit incorporates care of patients with
complex therapies, continuity of care, specialised clinics,
education, counselling, advocacy, and multidisciplinary
collaboration [46-49]. However, recent findings from a
national survey on experiences of health service access
and use in Ireland found that only 20.7% (n=290) of par-
ticipants reported having access to a Parkinson’s nurse
specialist [50]. Indeed, access to specialised nursing and
continuing contact with a nurse specialist is a key rec-
ommendation [49]. Given the drive to use mechanisms
and processes to deliver safe and effective healthcare at
the lowest level of complexity [51], it is imperative that
health policy and service planning, prioritise the resourc-
ing of specialist and advanced community nursing roles
to enhance the health and social care needs of people
with Parkinson’s disease within their community.

In this study, qualitative data suggested that increas-
ing dependency or care needs often necessitated more
formal community care support. Living at home is the
preferred choice for many older people with research and
policy documents in Ireland supporting the importance
of community or home-based care [52, 53]. Bolenius et
al. [54] stated that older adults living at home with sup-
port from home care services have better quality of life
if their care and service needs are met. For some partici-
pants in this study, formal supports like home help, which
typically involve ‘doing for’ the person, were perceived as
jeopardising independence; devoted help being disabling
rather than enabling. Von Heideken-Wagert et al. [55]
also raised this point in that as far as home help was con-
sidered a ‘helping hand; it was also potentially inhibiting.
Barken [56] also highlighted that valuing the involvement
of older people with disabilities in their care muddies
dichotomous understandings of independence as capac-
ity to do things for oneself and dependence as the need
for help. According to Tracy and Robles [57], altercasting
an individual as helpless or ill often takes the way of oth-
ers providing “excessive” help, which may impinge on an
independent identity. Thus, like Wilde and Glendinning’s
[58] findings on home care re-ablement services, under-
standing individuals’ and carers’ priorities for recovery
and daily living is fundamental to successfully regaining
skills, confidence, and independence for people with Par-
kinson’s disease.

In Ireland, the long-term vision for health and social
care and the direction of health policy recommends
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increasing community homecare provision [51]. Browne
[52] proposed that for older people in Ireland, the ‘money
follows the person’ principle needs to be extended to all
services and funding provided on an individualised basis
so interventions can be personalised to individuals’ cur-
rent and changing needs. From a health policy perspec-
tive, this requires a commitment to change focus, from a
biomedical to a needs-based approach to understand the
impact of living with Parkinson’s and enable more per-
son-centred care and outcomes [59].

In this study, participating in hobbies, holidays, and
involvement in local community committees was per-
ceived positively across interviews as accentuating social
dimensions of life. Similarly, enthusiasm and fulfilment
from active engagement in community committees and
being part of interest ‘groups’ were highlighted. Quali-
tative data showed that participants with good or aver-
age health-related-quality of life, no or mild depression
symptomology, and those diagnosed for shorter time-
frames (i.e., 1-6 years) more frequently described pur-
suing activities. Hence, the importance of anticipating
the impact of perceived health-related quality of life,
depression symptomology, and length of time diagnosed
on activity engagement and overall quality of life. Even
if physical health becomes poor, evidence suggests that
quality of life can often remain high if individuals find
value and enjoyment in other dimensions of life [13]. For
healthcare professionals, this raises the challenge of how
best to promote activity and community engagement in
people with Parkinson’s disease who have been living
with the condition for prolonged timeframes while also
experiencing declining health.

Language is a powerful tool to influence how society
and culture construct disabilities [60]. Findings from
this study also illuminated determination and commit-
ment to tackle the effects of Parkinson’s disease and the
importance of not letting this get in the way of everyday
living. In this study, one participant (good health-related
quality of life), used creative and innovative emotion-
confronting skills and determination by personifying the
condition as ‘Parky, an intruder to be battled. Personifi-
cation can change an event or situation from an external
hindrance into an internal sense of purpose and mean-
ing [61]. Having a sense of focus and fortitude may help
cultivate a sense of mastery or control for living with the
condition [62]. What was particularly interesting was the
can-do attitude, which from a societal agenda, underlines
the importance of health-care professionals in partner-
ship with people living with Parkinson’s disease chal-
lenging discourse to draw more considerable attention to
abilities rather than disabilities.

The study did not primarily seek to compare perceived
quality of life between people with differing health-
related quality of life scores. Nonetheless, inviting a
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stratified sample of men and women with high, average,
and low health-related quality of life [20] offered a dis-
tinctive and representative approach to reveal multifac-
eted, and multifactorial influences on quality of life for
men and women with Parkinson’s disease. It is recom-
mended that future research focuses on developing an
instrument that embraces wider dimensions of life qual-
ity and the everyday impact of Parkinson’s disease to
overcome inadequacies in health-related quality of life
instruments [20]. Empowering individuals to self-moni-
tor for the presence and impact of non-motor symptoms
along with promoting choice on follow-up consultations
may assist with reporting and follow-up of these symp-
toms. A ‘personalised’ community support model that
addresses not just physical dimensions of health, but also
social dimensions is recommended to promote indepen-
dence. Additionally, resourcing advanced nursing roles
may assist healthcare teams in meeting the needs of peo-
ple with Parkinson’s disease thereby promoting indepen-
dence and supporting overall quality of life.

This research was conducted in one area of Ireland;
hence participants’ experiences are specific to an Irish
context and a limitation of this study is that the find-
ings may not reflect the entire population of people liv-
ing with Parkinson’s disease. Furthermore, including data
on cognitive status, stage, and severity of Parkinson’s may
have shaped the research findings by furthering insight
and analysis of participant perspectives.

Conclusions

This study explored the experiences of people with Par-
kinson’s with high, average, and low health-related
quality of life around what it means to live with this con-
dition and how it influenced their perceived quality of
life. While all participants experienced fluctuating and
unpredictable symptoms, participants with lower health-
related quality of life reported more concerns relating to
mobility and non-motor symptoms including anxiety and
depression. Encouraging self-monitoring may empower
individuals to increase help-seeking intentions thereby
supporting self-management and independence. Qual-
ity of life was positively influenced by perceptions of
independence and negatively by feelings of dependence.
Being independent was associated with freedom to plan,
autonomy of choice, and freedom from feeling stressed,
strained, or fearful. Funding self-management strategies,
advanced nursing roles, and personalised community
care models, may assist healthcare professionals in meet-
ing the goals, expectations, standards, and concerns of
people with Parkinson’s disease.

Having a positive outlook, using problem-focused
strategies, and participating in hobbies, holidays, work,
and involvement in local community committees were
perceived positively across interviews as accentuating
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social dimensions of quality of life. Consequently, health-
care professionals should capture opportunities to sup-
port individuals to engage with valued groups and
activities, thereby promoting community engagement
and contributing to life quality.

Supplementary Information
The online version contains supplementary material available at https://doi.
0rg/10.1186/512883-024-03769-y.

Supplementary Material: Additional File 1: COREQ guidelines
Supplementary Material: Additional File 2: Participant demographics
Supplementary Material: Additional File 3: Interview guide

Supplementary Material: Additional File 4: Thematic tree

Acknowledgements

Acknowledgements: We acknowledge and thank the University of Limerick for
supporting this study through an internal early researcher seed grant. We also
acknowledge Professor Catriona Kennedy, Professor Fiona Murphy, Professor
Susan Coote, Dr. Peter Boers, and Mary Pat Butler for their contributions

to, the initial stages of this research design and to a University of Limerick
early researcher seed funding initiative. Dr Jean Saunders Consultant
Statistician. Finally, we sincerely thank the eighteen participants for sharing
their time, experiences, and insights to understand further what it means to
live with Parkinson’s disease and how it influences quality of life.

Author contributions

Authors’ contributions: IC designed the study, she conducted the interviews,
coded, and analysed the data and she led the writing of the manuscript.

OD provided feedback throughout and assisted with the writing of the
manuscript. MR provided feedback on the writing of the manuscript. PM
contributed to the study design and provided feedback throughout.

Funding
The University of Limerick, Limerick, Ireland supported this research through
an internal university, early career researcher seed funding scheme.

Data availability

Availability of Data: The data that support the findings of this study is not
openly available due to reasons of sensitivity but may be available from the
corresponding author upon reasonable request. Data is in controlled access
data storage at the University of Limerick.

Declarations

Ethics approval and consent to participate

The study was conducted according to the guidelines of the Declaration

of Helsinki. The research protocol was approved by the University Hospital
Research Ethics Committee, Limerick, Ireland which also provided approval
to undertake the research. This approval was based on ethical principles
including beneficence/non-maleficence, justice, and autonomy. Consistent
with ethical standards, participants were informed of the nature of the study,
the researcher’s responsibilities, and their right to decline to partake in the
study or withdraw at any time without risk of incurring penalties or prejudicial
treatment. All participants provided informed, written consent to participate
in the interviews. Research methods were conducted with reference to
relevant regulations and study reporting was informed by COREQ guidelines
(Additional file 1).

Consent for publication
Is not required as all participants are unidentified and there are no individual
details reported within the manuscript.

Competing interests
The authors declare no competing interests.


https://doi.org/10.1186/s12883-024-03769-y
https://doi.org/10.1186/s12883-024-03769-y

Cassidy et al. BMC Neurology (2024) 24:275

Author details

'Department of Nursing and Midwifery, Faculty of Education and Health
Sciences, Health Research Institute, Ageing Research Centre, University of
Limerick, Limerick, Ireland

2University Hospital Limerick, Limerick, Ireland

Received: 6 March 2024 / Accepted: 17 July 2024
Published online: 08 August 2024

References

1. Bloem BR, Okun MS, Klein C. Parkinson’s disease. Lancet.
2021,397(10291):2284-303. https:.//doi.org/10.1016/50140-6736(21)00218-X.

2. Aarsland D, Batzu L, Halliday GM, Geurtsen GJ, Ballard C, Chaudhuri KR,
Weintraub D. Parkinson disease-associated cognitive impairment. Nat Rev Dis
Primers. 2021;7(1):47. https://doi.org/10.1038/541572-021-00280-3.

3. Worth PF. How to treat Parkinson’s disease in 2013. Clin Med. 2013;13(1):93-6.
https://doi.org/10.7861/clinmedicine.13-1-93.

4. Blauwendraat C, Bandrés-Ciga S, Singleton AB. Predicting progression in
patients with Parkinson’s disease. Lancet Neurol. 2017;16(11):860-2. https://
doi.org/10.1016/S1474-4422(17)30331-9.

5. HouY, Dan X, Babbar M, Wei Y, Hasselbalch SG, Croteau DL, Bohr VA,

Ageing as a risk factor for neurodegenerative disease. Nat Rev Neurol.
2019;15(10):565-81. https://doi.org/10.1038/541582-019-0244-7.

6. Haahr A, Groos H, Serensen D. Striving for normality’ when coping with
Parkinson’s disease in everyday life: a meta-synthesis. Int J Nurs Stud.
2021;118:103923. https://doi.org/10.1016/j.ijnurstu.2021.103923.

7. Wieringa G, Dale M, Eccles FJR. Adjusting to living with Parkinson’s disease; a
meta-ethnography of qualitative research. Disabil Rehabil. 2022;44(23).6949-
68. https://doi.org/10.1080/09638288.2021.1981467.

8. Rutten S, van den Heuvel OA, de Kruif A, Schoonmade LJ, Schumacher El,
Vermunt K, Rutten K. The subjective experience of living with Parkinson'’s
Disease: a meta-ethnography of qualitative literature. J Parkinson’s Disease.
2021;11(1):139-51. https://doi.org/10.3233/JPD-202299.

9. Soleimani MA, Bastani F, Negarandeh R, Greysen R. Perceptions of people liv-
ing with Parkinson’s disease: a qualitative study in Iran. Br J Community Nurs.
2016,21(4):188-95. https://doi.org/10.12968/bjcn.2016.21.4.188.

10.  Radder DLM, de Vries NM, Riksen NP, Diamond SJ, Gross D, Gold DR, Heesak-
kers J, Henderson E, Hommel ALAJ, Lennaerts HH, Busch J, Dorsey RE, Andre-
jack J, Bloem BR. Multidisciplinary care for people with Parkinson’s disease:
the new kids on the block! Expert Rev Neurother. 2019;19(2):145-57. https://
doi.org/10.1080/14737175.2019.1561285.

11, Andrejack J, Mathur S. What people with Parkinson’s Disease want. J Parkin-
sons Dis. 2020;10(s1):55-10. https://doi.org/10.3233/JPD-202107.

12, Marumoto K, Yokoyama K, Inoue T, et al. Inpatient enhanced multidisciplinary
care effects on the quality of life for Parkinson disease: a quasi-randomized
controlled trial. J Geriatr Psychiatr Neurol. 2019;32(4):186-94. https://doi.
org/10.1177/0891988719841721.

13.  Layte R, Sexton E, Savva G. Quality of life in older age: evidence from an
Irish cohort study. J Am Geriatr Soc. 2013;61(Suppl 2):5299-305. https://doi.
0rg/10.1111/jgs.12198.

14.  van Leeuwen KM, van Loon MS, van Nes FA, Bosmans JE, de Vet HCW, Ket JCF,
Widdershoven GAM, Ostelo RWJG. What does quality of life mean to older
adults? A thematic synthesis. PLoS ONE. 2019;14(3):e0213263. https://doi.
0rg/10.1371/journal.pone.0213263.

15. Chu SY, Tan CL. Perception on the quality of life, communication, and life
satisfaction among individuals with Parkinson’s and their caregivers. Ethiop J
Health Sci. 2019;29(5):551-8. https://doi.org/10.4314/ejhs.v29i5.4.

16.  Shalash A, Hamid E, Elrassas H, Abushouk Al, Salem HH. Sexual dysfunc-
tion in male patients with Parkinson’s disease: related factors and impact
on quality of life. Neurol Sci. 2020;41(8):2201-6. https://doi.org/10.1007/
$10072-020-04328-2.

17. Den Oudsten BL, Lucas-Carrasco R, Green AM, Whogol-Dis G. Perceptions of
persons with Parkinson’s disease, family, and professionals on quality of life:
an international focus group study. Disabil Rehabil. 2011;33(25-26):2490-508.
https://doi.org/10.3109/09638288.2011.575527.

18. Dauwerse L, Hendrikx A, Schipper K, Struiksma C, Abma TA. Quality-of-life of
patients with Parkinson’s disease. Brain Inj. 2014;28(10):1342-52. https://doi.
0rg/10.3109/02699052.2014.916417.

19.  Sandelowski M. What's in a name? Qualitative description revisited. Res Nurs
Health. 2010;33(1):77-84. https://doi.org/10.1002/nur.20362.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32

33.

34.

35.

36.

37.

38.

Page 10 of 11

Cassidy I, Doody O, Meskell P Exploring factors that influence HRQoL for
people living with Parkinson’s in one region of Ireland: a cross-sectional study.
BMC Geriatr. 2022;22(1):994. https://doi.org/10.1186/512877-022-03612-4.
Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative
research (COREQ): a 32-item checklist for interviews and focus groups. Int

J Qual Health Care. 2007;19(6):349-57. https://doi.org/10.1093/intghc/
mzm042.

Darawsheh W. Reflexivity in research: promoting rigour, reliability, and valid-
ity in qualitative research. Int J Therapy Rehabilitation. 2014;21(12):560-8.
https://doi.org/10.12968/ijtr.2014.21.12.560.

Clarke V, Braun V. Successful qualitative research: a practical guide for begin-
ners. London, England: SAGE; 2013.

Read J, Cable S, Lofqvist C, Iwarsson S, Bartl G, Schrag A. Experiences of
health services and unmet care needs of people with late-stage Parkinson's
in England: a qualitative study. PLoS ONE. 2019;14(12):0226916. https://doi.
0rg/10.1371/journal.pone.0226916.

Walton CC, Shine JM, Hall JM, O'Callaghan C, Mowszowski L, Gilat M, Szeto JY,
Naismith SL, Lewis SJ. The major impact of freezing of gait on quality of life
in Parkinson'’s disease. J Neurol. 2015;262(1):108-15. https://doi.org/10.1007/
s00415-014-7524-3.

Amboni M, Stocchi F, Abbruzzese G, Morgante L, Onofrj M, Ruggieri S, Tinazzi
M, Zappia M, Attar M, Colombo D, Simoni L, Ori A, Barone P, Antonini A, DEEP
Study Group. Prevalence and associated features of self-reported freezing

of gait in Parkinson disease: the DEEP FOG study. Parkinsonism Relat Disord.
2015;21(6):644-9. https://doi.org/10.1016/.parkreldis.2015.03.028.
Thordardottir B, Nilsson MH, Iwarsson S, Haak M. You plan, but you never
know, participation among people with various levels of severity of Parkin-
son’s disease. Disabil Rehabil. 2014;36(26):2216-24. https://doi.org/10.3109/0
9638288.2014.898807.

Delgado-Alvarado M, Marano M, Santurtun A, Urtiaga-Gallano A, Tordesillas-
Gutierrez D, Infante J. Nonpharmacological, nonsurgical treatments for
freezing of gait in Parkinson's disease: a systematic review. Mov Disord.
2020;35(2):204-14. https://doi.org/10.1002/mds.27913.

Ishii M, Okuyama K. Characteristics associated with freezing of gait in actual
daily living in Parkinson’s disease. J Phys Ther Sci. 2017;29(12):2151-6. https.//
doi.org/10.1589/jpts.29.2151.

Smith MD, Brazier DE, Henderson EJ. Current perspectives on the assessment
and management of gait disorders in Parkinson’s disease. Neuropsychiatr Dis
Treat. 2021;17:2965-85. https://doi.org/10.2147/NDT.S304567.

Kurihara K, Nakagawa R, Ishido M, Yoshinaga Y, Watanabe J, Hayashi',
Mishima T, Fujioka S, Tsuboi Y. Impact of motor and nonmotor symptoms in
Parkinson disease for the quality of life: the Japanese quality-of-life survey of
Parkinson Disease (JAQPAD) study. J Neurol Sci. 2020;419:117172. https://doi.
0rg/10.1016/j.jns.2020.117172.

Hermanowicz N, Jones SA, Hauser RA. Impact of non-motor symptoms

in Parkinson'’s disease: a PMD Alliance survey. Neuropsychiatr Dis Treat.
2019;15:2205-12. https://doi.org/10.2147/NDT.5213917.

Chaudhuri KR, Martinez-Martin P, Schapira AH, Stocchi F, Sethi K, Odin P,
Brown RG, Koller W, Barone P, MacPhee G, Kelly L, Rabey M, MacMahon D,
Thomas S, Ondo W, Rye D, Forbes A, Tluk S, Dhawan V, Bowron A, Williams
AJ, Olanow CW. International Multicenter pilot study of the first compre-
hensive self-completed nonmotor symptoms questionnaire for Parkinson's
disease: the NMSQuest study: nonmotor symptoms and PD. Mov Disord.
2006;21(7):916-23. https://doi.org/10.1002/mds.20844.

Titova N, Chaudhuri KR. Non-motor Parkinson disease: new concepts and
personalised management. Med J Aust. 2018;208(9):404-9. https://doi.
0rg/10.5694/mja17.00993.

Magennis B, Lynch T, Corry M. Current trends in the medical management
of Parkinson's disease: implications for nursing practice. Br J Neurosci Nurs.
2014;10(2):67-74. https://doi.org/10.12968/bjnn.2014.10.2.67.

Hand A, Martin A. Assessing quality of life in Parkinson’s: the nurse special-
ist's role. Br J Neurosci Nurs. 2015;11(4):166-9. https://doi.org/10.12968/
bjnn.2015.11.4.166.

So HY, Kim SR, Kim S, Park YS, Jo S, Park KW, et al. Effect of home-based
self-management intervention for community-dwelling patients with

early Parkinson's disease: A feasibility study. J Community Health Nurs.
2023;40(2):133-46. https://doi.org/10.1080/07370016.2022.2133566. PMID:
36920114,

Hurt CS, Rixon L, Chaudhuri KR, Moss-Morris R, Samuel M, Brown RG.
Identifying barriers to help-seeking for non-motor symptoms in people

with Parkinson’s disease. J Health Psychol. 2019;24(5):561-71. https://doi.
0rg/10.1177/1359105316683239.


https://doi.org/10.1016/S0140-6736(21)00218-X
https://doi.org/10.1038/s41572-021-00280-3
https://doi.org/10.7861/clinmedicine.13-1-93
https://doi.org/10.1016/S1474-4422(17)30331-9
https://doi.org/10.1016/S1474-4422(17)30331-9
https://doi.org/10.1038/s41582-019-0244-7
https://doi.org/10.1016/j.ijnurstu.2021.103923
https://doi.org/10.1080/09638288.2021.1981467
https://doi.org/10.3233/JPD-202299
https://doi.org/10.12968/bjcn.2016.21.4.188
https://doi.org/10.1080/14737175.2019.1561285
https://doi.org/10.1080/14737175.2019.1561285
https://doi.org/10.3233/JPD-202107
https://doi.org/10.1177/0891988719841721
https://doi.org/10.1177/0891988719841721
https://doi.org/10.1111/jgs.12198
https://doi.org/10.1111/jgs.12198
https://doi.org/10.1371/journal.pone.0213263
https://doi.org/10.1371/journal.pone.0213263
https://doi.org/10.4314/ejhs.v29i5.4
https://doi.org/10.1007/s10072-020-04328-2
https://doi.org/10.1007/s10072-020-04328-2
https://doi.org/10.3109/09638288.2011.575527
https://doi.org/10.3109/02699052.2014.916417
https://doi.org/10.3109/02699052.2014.916417
https://doi.org/10.1002/nur.20362
https://doi.org/10.1186/s12877-022-03612-4
https://doi.org/10.1093/intqhc/mzm042
https://doi.org/10.1093/intqhc/mzm042
https://doi.org/10.12968/ijtr.2014.21.12.560
https://doi.org/10.1371/journal.pone.0226916
https://doi.org/10.1371/journal.pone.0226916
https://doi.org/10.1007/s00415-014-7524-3
https://doi.org/10.1007/s00415-014-7524-3
https://doi.org/10.1016/j.parkreldis.2015.03.028
https://doi.org/10.3109/09638288.2014.898807
https://doi.org/10.3109/09638288.2014.898807
https://doi.org/10.1002/mds.27913
https://doi.org/10.1589/jpts.29.2151
https://doi.org/10.1589/jpts.29.2151
https://doi.org/10.2147/NDT.S304567
https://doi.org/10.1016/j.jns.2020.117172
https://doi.org/10.1016/j.jns.2020.117172
https://doi.org/10.2147/NDT.S213917
https://doi.org/10.1002/mds.20844
https://doi.org/10.5694/mja17.00993
https://doi.org/10.5694/mja17.00993
https://doi.org/10.12968/bjnn.2014.10.2.67
https://doi.org/10.12968/bjnn.2015.11.4.166
https://doi.org/10.12968/bjnn.2015.11.4.166
https://doi.org/10.1080/07370016.2022.2133566
https://doi.org/10.1177/1359105316683239
https://doi.org/10.1177/1359105316683239

Cassidy et al. BMC Neurology

39.

40.

42.

43.

44,

45.

46.

47.

48.

49.

50.

(2024) 24:275

Hurt CS, Rixon L, Chaudhuri KR, Moss-Morris R, Samuel M, Brown RG. Barri-
ers to reporting non-motor symptoms to health-care providers in people
with Parkinson'’s. Parkinsonism Relat Disord. 2019;64:220-5. https://doi.
0rg/10.1016/j.parkreldis.2019.04.014.

Kadastik-Eerme L, Rosenthal M, Paju T, Muldmaa M, Taba P. Health-related
quality of life in Parkinson's disease: a cross-sectional study focusing on
non-motor symptoms. Health Qual Life Outcomes. 2015;13(1):83. https://doi.
0rg/10.1186/512955-015-0281-x.

Estrada-Bellmann I, Camara-Lemarroy CR, Calderon-Hernandez HJ, Rocha-
Anaya JJ, Villareal-Velazquez HJ. Non-motor symptoms and quality of life in
patients with Parkinson'’s disease in Northeastern Mexico. Acta Neurol Belg.
2016;116(2):157-61. https://doi.org/10.1007/513760-015-0544-7.

Fu YT, Mao CJ, Ma LJ, Zhang HJ, Wang Y, Li J, Huang JY, Liu JY, Liu CF. Pain
correlates with sleep disturbances in Parkinson’s disease patients. Pain Pract.
2018;18(1):29-37. https.//doi.org/10.1111/papr.12578.

Sanchez-Martinez CM, Chorefio-Parra JA, Placencia-Alvarez N, Nuriez-Orozco
L, Guadarrama-Ortiz P. Frequency, and dynamics of non-motor symptoms
presentation in hispanic patients with Parkinson disease. Front Neurol.
2019;10:1197. https://doi.org/10.3389/fneur.2019.01197.

Krause P, Berking S, Astalosch M, Griinheid R, Kihn AA. Motor and non-motor
improvements following short-term multidisciplinary day-clinic care in
Parkinson’s disease. J Neural Transm (Vienna). 2022;129(12):1419-26. https://
doi.org/10.1007/500702-022-02562-w.

Wright J. Addressing sexuality and intimacy in people living with Parkinson’s
during palliative care and at the end of life. Br J Nurs. 2019,28(12):772-9.
https://doi.org/10.12968/bjon.2019.28.12.772.

Hellgvist C, Berterd C. Support supplied by Parkinson's disease specialist
nurses to Parkinson'’s disease patients and their spouses. Appl Nurs Res.
2015;28(2):86-91. https://doi.org/10.1016/j.apnr.2014.12.008.

Prell T, Siebecker F, Lorrain M, Tonges L, Warnecke T, Klucken J, Wellach I,
Buhmann C, Wolz M, Lorenzl S, Herbst H, Eggers C, Mai T. Specialized staff for
the care of people with Parkinson’s disease in Germany: an overview. J Clin
Med. 2020,9(8):2581. https://doi.org/10.3390/jcm9082581.

Tenison E, James A, Ebenezer L, Henderson EJ. A narrative review of specialist
Parkinson’s nurses: evolution, evidence, and expectation. Geriatr (Basel).
2022;7(2):46. https://doi.org/10.3390/geriatrics7020046.

van Munster M, Stimpel J, Thieken F, Ratajczak F, Rascol O, Fabbri M, Clemens
T, Czabanowska K, Mestre TA, Pedrosa DJ. iCARE-PD consortium. The role of
Parkinson nurses for personalizing care in Parkinson’s disease: a systematic
review and meta-analysis. J Parkinsons Dis. 2022;12(6):1807-31. https://doi.
0rg/10.3233/JPD-223215.

O'Shea E, Rukundo A, Foley G, Wilkinson T, Timmons S. Experiences of health
service access: a qualitative interview study of people living with Parkinson’s
disease in Ireland. Health Expect. 2023;27(1):e13901. https://doi.org/10.1111/
hex.13901.

51.

52.

53.

54.

55.

56.

58.

59.

60.

61.

62.

Page 11 of 11

Qireachtas Committee on the Future of Healthcare. Sldintecare Report.
Dublin. Houses of the Oireachtas. 2017.

Browne M. Responding to the support & care needs of our older population:
shaping an agenda for future action. Report of forum on long-term care for
older people. Support and Advocacy Service for Older People (Sage); 2016.
Donnelly S, O'Brien M, Begley E, Brennan J. I'd prefer to stay at home, but |
don't have a choice” Meeting older people’s preference for care: Policy, but
what about practice? University College Dublin. School of Social Policy, Social
Work and Social Justice; 2016.

Bolenius K, Lamas K, Sandman PO, Lindkvist M, Edvardsson D. Perceptions of
self-determination and quality of life among Swedish home care recipients-
a cross-sectional study. BMC Geriatr. 2019;19:1-9. https://doi.org/10.1186/
$12877-019-1145-8.

von Heideken Wagert P, Nygérd S, Cederbom S. Everyday life in older men
living alone - a complex view needing a biopsychosocial perspective. Disabil
Rehabil. 2020;42(1):44-52. https://doi.org/10.1080/09638288.2018.1492030.
Barken R. Independence’among older people receiving support at home: the
meaning of daily care practices. Ageing Soc. 2019;39(3):518-40. https://doi.
0rg/10.1017/50144686X17001039.

Tracy K, Robles JS. Everyday talk: building and reflecting identities. New York:
Guilford Press; 2013.

Wilde A, Glendinning C. If they're helping me then how can | be indepen-
dent? The perceptions and experience of users of home-care re-ablement
services. Health Soc Care Community. 2012;20(6):583-90. https://doi.
org/10.1111/j.1365-2524.2012.01072.x.

Sjédahl Hammarlund C, Westergren A, Astrom |, Edberg AK, Hagell P

The Impact of living with Parkinson'’s disease: Balancing within a web of
needs and demands. Parkinsons Dis. 2018;2018(4598651). https://doi.
0rg/10.1155/2018/4598651.

Harpur P. From disability to ability: changing the phrasing of the debate.
Disabil Soc. 2012;27(3):325-37. https://doi.org/10.1080/09687599.2012.65498
5.

Shahar G, Lerman SF. The personification of chronic physical iliness: its role
in adjustment and implications for psychotherapy integration. J Psychother
Integr. 2013;23(1):49-58. https://doi.org/10.1037/a0030272.

Gardenhire J, Mullet N, Fife S. Living with Parkinson’s: the process of

finding optimism. Qual Health Res. 2019,29(12):1781-93. https://doi.
0rg/10.1177/1049732319851485.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.


https://doi.org/10.1016/j.parkreldis.2019.04.014
https://doi.org/10.1016/j.parkreldis.2019.04.014
https://doi.org/10.1186/s12955-015-0281-x
https://doi.org/10.1186/s12955-015-0281-x
https://doi.org/10.1007/s13760-015-0544-7
https://doi.org/10.1111/papr.12578
https://doi.org/10.3389/fneur.2019.01197
https://doi.org/10.1007/s00702-022-02562-w
https://doi.org/10.1007/s00702-022-02562-w
https://doi.org/10.12968/bjon.2019.28.12.772
https://doi.org/10.1016/j.apnr.2014.12.008
https://doi.org/10.3390/jcm9082581
https://doi.org/10.3390/geriatrics7020046
https://doi.org/10.3233/JPD-223215
https://doi.org/10.3233/JPD-223215
https://doi.org/10.1111/hex.13901
https://doi.org/10.1111/hex.13901
https://doi.org/10.1186/s12877-019-1145-8
https://doi.org/10.1186/s12877-019-1145-8
https://doi.org/10.1080/09638288.2018.1492030
https://doi.org/10.1017/S0144686X17001039
https://doi.org/10.1017/S0144686X17001039
https://doi.org/10.1111/j.1365-2524.2012.01072.x
https://doi.org/10.1111/j.1365-2524.2012.01072.x
https://doi.org/10.1155/2018/4598651
https://doi.org/10.1155/2018/4598651
https://doi.org/10.1080/09687599.2012.654985
https://doi.org/10.1080/09687599.2012.654985
https://doi.org/10.1037/a0030272
https://doi.org/10.1177/1049732319851485
https://doi.org/10.1177/1049732319851485

	﻿Quality of life and living with Parkinson’s disease: a qualitative exploration within an Irish context
	﻿Abstract
	﻿Background
	﻿Methods
	﻿Design
	﻿Sampling and recruitment/ participants and setting
	﻿Ethics
	﻿Findings
	﻿﻿Participant demographics﻿
	﻿Overarching themes


	﻿Living an interrupted life
	﻿Striving for ‘I’ in independence
	﻿Unravelling identities, roles, and relationships
	﻿Reconfiguring life
	﻿Discussion
	﻿Conclusions
	﻿References


