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Abstract

The COVID-19 pandemic brought challenges for individuals with Parkinson’s disease
(PD). This concurrent mixed methods study explored the perceived pandemic’s impact on the
quality of life and functional ability of individuals with PD in the rural Midwest. Thirty-one
participants with Parkinson’s disease (Mage=73.48, SDage=7.18) completed the quantitative stage,
which included measures of self-reported daily functioning. There was no statistically significant
difference in self-reported daily functioning between participants who perceived they have had
COVID and those who did not, t(29)=-.27, p=.46. Twenty-two participants completed semi-
structured interviews that explored perceived quality of life. Thematic analysis identified five
themes: symptom overlap, varied pandemic reactions, health literacy challenges, dimensions of
isolation, and diverse perceptions of physical and emotional well-being. Findings highlight the
multifaceted characteristic of quality of life, the need for comprehensive interdisciplinary
approaches, peer support, and community-based programs to address the complex needs of PD

patients.
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Introduction

The COVID-19 pandemic, resulting from the SARS-CoV-2 virus, has impacted the lives
of millions, with the World Health Organization (WHO) claiming there have been over 777
million confirmed cases as of May 25, 2025 (WHO, 2025).While there has been increasing
research on the biological mechanisms underlying COVID (e.g., Kirubananthan et al., 2021),
there is still relatively limited information on this novel disease and its many psychosocial
implications on individuals with Parkinson’s disease (Kumar et al., 2021). COVID and COVID
sequelae (“long COVID”) symptoms range widely and include fatigue, brain fog, dizziness,
anosmia, respiratory impairment, chest pain, heart palpitations, depression, and anxiety (Jarrott
et al., 2021), which can potentially increase the risk for reduced health outcomes for individuals

with neurodegenerative disorders.

Studies suggest that the pandemic exacerbated some of the challenges faced by
Parkinson’s disease patients. For example, the social isolation imposed by COVID-19 was shown
to worsen the severity of Parkinson’s symptoms and negatively impact quality of life
(Subramanian et al. 2020). Additionally, chronic stress, which was experienced by many during
the pandemic, has been shown to exacerbate motor deficits (Diwakarla et al., 2019). Furthermore,
social distancing, in particular, was shown to have a significant negative impact on the daily
functioning of PD patients, especially as it disrupted important routines such as exercise, which is
known to improve quality of life in patients suffering from neurodegenerative disorders (Yogev-
Seligmann & Kafri, 2021). Notably, loss of independence and declines in daily functioning are
well-documented challenges in Parkinson’s disease, even outside of the context of the pandemic,
with a reduced ability to perform activities of daily living (ADLS) significantly impacting quality

of life and caregiver burden (Leroi et al., 2012; Horne & Lincoln, 1998).
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This study addressed critical gaps in the existing literature by examining the intersection
of Parkinson’s disease, COVID-19 infection, and pandemic-related disruptions. The authors
hypothesized that individuals with Parkinson’s disease who perceived themselves as having
contracted COVID-19 would demonstrate lower scores on functional outcome measures.
Furthermore, the qualitative component of this study explored the broader psychosocial and
health-related variables associated with COVID-19 exposure within this vulnerable patient

population.

Methods

A concurrent exploratory mixed methods design was used to better understand the
relationship between COVID-19, the pandemic, and daily functioning and quality of life in
individuals with Parkinson’s disease. The study had the following inclusion criteria: participants
needed to be at least 19 years old, they needed to have a diagnosis of Parkinson's disease, be able
to provide informed consent, and be currently receiving neurological care. The ability to provide
informed consent was determined by clinical staff at the neurological clinic through physical and
mental examinations, as well as through evaluation of medical records. Recruitment occurred via
posters and promotional materials distributed at a local neurology clinic located in a rural area in
the Midwest. All study procedures were approved by the ethics review committee, and written
informed consent was obtained from all participants prior to enrollment. Additionally,
confidentiality and privacy were maintained throughout data collection and analysis. For the

qualitative stage, interviews were conducted in English at the clinic.
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Quantitative Stage

A total of 31 participants (Mage=73.48, SDage=7.18; range: 63-94) completed the
quantitative portion of the study. Participants were all Caucasian, and most identified as males
(n=25). Physical severity of PD as reflected by motor deficits was assessed using the current
version of the Movement Disorder Society — Unified Parkinson’s Disease Rating Scale (MDS-
UPDRS) Part 111 motor examination (MDS, 2019), administered by a qualified neurological
provider at the clinic. The MDS-UPDRS Part 111 has demonstrated strong internal consistency,
with Cronbach’s alpha values reported around 0.93 (Goetz et al., 2008), and its use is well-
established and recommended in PD research and clinical practice (Bouga-Machado et al., 2022).
This evaluation informed the provider's determination of disease stage using the Modified Hoehn

and Yahr Scale.

The Hoehn and Yahr Scale, (Hoehn & Yahr, 1967), which is commonly used to
determine the stage of Parkinson’s disease progression based on the severity of motor
dysfunction, has been modified to include stages 1.5 and 2.5 to account for intermediate disease
progression (Goetz et al., 2004). All participants were evaluated as part of their clinical care and
given a score on this scale. The Modified Hoehn and Yahr scale is a single-item ordinal scale that
has demonstrated reliability in prior studies (Goetz et al., 2004). Scores range from 1 to 5, with
higher scores indicating increased motor dysfunction. Participants (N=29) scores in this sample

ranged from 1 to 4 (M=2.35, SD=0.74)

Functional status was assessed using two validated instruments: the Katz Index of Independence
in Activities of Daily Living (ADL) and the Lawton-Brody Instrumental Activities of Daily

Living Scale (IADL). The Katz ADL scale has shown strong internal consistency, with a
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Cronbach’s alpha of 0.86 (Shelkey & Wallace, 1999), while the Lawton-Brody IADL Scale

reports Cronbach’s alpha values between 0.85 and 0.91 (Graf, 2008). Scores were summed to
create a composite functional score, allowing evaluation of both basic and instrumental activities
of daily living. Although these scales were not originally developed specifically for individuals
with PD, they have been widely used to assess functional status in older adults and individuals
with neurodegenerative conditions, including PD (Horne & Lincoln, 1998; Leroi et al., 2012). .
The reliability and validity of these measures in similar populations support their use in this
study to evaluate functional ability. Scores were summed to create a composite functional score,
allowing evaluation of both basic and instrumental activities of daily living. Composite scores
created could theoretically range from zero to 14, with higher scores indicating greater
functioning. For the current sample (N=31), scores ranged from 9-14 (M=13.52, SD= 1.03),

indicating that most participants had relatively few issues with functioning.

Qualitative Stage

For the qualitative portion, semi-structured interviews were conducted with 22
participants, all of whom had also completed the quantitative stage. A phenomenological
theoretical framework was used for the qualitative stage, which focused on understanding the
lived experiences and perspectives of PD patients in relation to the COVID-19 pandemic.
Interviews explored participants’ perceptions of their health, experiences with COVID-19, and
the psychosocial impact of both COVID-19 and the pandemic as a whole. Interviews were
completed in person and audio-recorded and transcribed using Otter.ai. Data was analyzed using
thematic analysis to identify key patterns and themes. Two independent coders, both

undergraduate students, conducted the qualitative analysis to increase validity.
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Results

Thirty-one participants with Parkinson’s disease (Mage=73.5, SDage=7.2) completed the
quantitative stage. Participants were categorized into a COVID group, composed of individuals
who believed they had not contracted COVID-19 (N=14), and a non-COVID group, composed
of individuals that believed they had never had COVID (N=17). The mean self-reported
functional ability score for the COVID group was 13.5 (SD=1.2), while the mean for the non-
COVID group was 13.6 (SD=.76) The subsequent t-test comparing the means revealed no
statistically significant difference in self-reported functional ability between the groups, t

(29)=-.27, p=.46.

The thematic analysis of the qualitative data yielded the following five main themes: (1)
symptom overlap between Parkinson’s disease and COVID-19, leading to challenges in symptom
management; (2) diverse initial reactions to the COVID-19 pandemic, reflecting varying levels of
risk awareness and concern; (3) health literacy challenges; (4) the multidimensional impact of
isolation on perceived quality of life; and (5) diverse perceptions of physical and

mental/emotional wellbeing.

Symptom Overlap Between Parkinson’s Disease and COVID-19

Symptom overlap between Parkinson’s Disease and COVID-19 was a notable theme
(N=4). One participant voiced their concern saying “How much is the original three fatigue
factors and how much is leftover COVID, I don't know.” The similarities between some COVID
symptoms and PD symptoms made it difficult for patients to identify if they were experiencing

PD “flare ups” or potentially “long COVID”.
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Diverse Initial Reactions to the COVID-19 Pandemic
Many participants (N=10) remembered experiencing concern and fear at the start of the
pandemic, when the severity of the situation was not yet known. One of these participants said
they were “Somewhat scared; for my health and supporting my family”. This quote illustrates
the multifaceted nature of these initial reactions, with fear stemming from many different
reasons, like concern for not being able to financially support one's family, or anxiety over
contracting the disease and experiencing health issues. Others (N=6) claimed not to have been
worried, “I didn’t expect it to be as bad as it was”. This indifference could very well have

stemmed from a lack of knowledge or could have been a way to cope with a difficult situation.

Health Literacy Challenges

There seemed to be a decreased self-efficacy in understanding health related information
(N=7). Some of it was related to the pandemic and some of it was regarding their Parkinson’s
Disease. One participant said, “I didn’t quite know how to take medical professionals telling me
not to get the vaccines”. This points to a broader sense of confusion and concern with healthcare

messaging that shaped their decisions and overall experience.

Multidimensional Impact of Isolation on Perceived Quality of Life

Nearly half of the participants (N=10) claimed to have no issues with the social
distancing and isolation that took place during the pandemic, with one stating “It didn 't really
affect us too much, cause we live on a farm”. However, the same number of participants (N=10)
noted their lives felt disrupted by the isolation, with one person sharing, “I didn’t go to funerals,
important ones.”. The perception of the impact this isolation had on their quality of life varied.

Seven participants claimed it had no impact on their quality of life, five claimed it had some



Impact of the COVID-19 Pandemic on Parkinson’s Disease Patients 9

impact, and four claimed it had a significant impact.

Diverse Perceptions of Physical and Mental/Emotional Wellbeing

Eight participants said they felt positive about their physical and mental/emotional wellbeing,
with one of them saying “I feel pretty good. I mean, I’'ve had Parkinson’s for 19 years and a lot
of people still don’t know I have it”. An additional eight participants were split, feeling
somewhat positive about certain aspects and negatively about others. One of the participants who
felt split mentioned, “I guess it bothers me because I know I might not be able to do what I want
to do.”. Finally, six participants noted they felt negatively about their wellbeing. One of these
participants said, “I imagine that I do [have depression/anxiety]. I'd really bet. I'm not on any
antidepressants. But | bet you there's depression there if you ever diagnosed or checked it out.

1 bet ... runs in the family.”

Collectively, these findings support the belief that quality of life among individuals with
Parkinson’s disease is influenced not only by functional ability, but also by complex
biopsychosocial factors. Additional illustrative quotes for each theme can be found in the

appendix.

Discussion

While the quantitative analysis did not reveal significant differences in functional scores
between participants who believed they had contracted COVID-19 and those who did not, the
qualitative findings provided important insights into the broader psychosocial challenges faced

by this patient population during the pandemic and post-pandemic.The qualitative findings
highlight that functional ability is only one facet of overall quality of life in individuals with

Parkinson’s disease. Notably, the results emphasize the need for targeted health literacy
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interventions to support individuals with PD in navigating their healthcare, properly evaluating

information, making informed decisions, and effectively advocating for their needs.

Additionally, the qualitative analysis indicated the value of an interdisciplinary, holistic
approach to care, which has become even more critical in the aftermath of the pandemic. To
address these challenges, consistent with previous research (e.g. Bland et al., 2021) ,we
recommend group activities that promote physical, psychological, and social well-being, such as
community-led exercise classes, peer support groups, and educational workshops. These
initiatives may foster social connection, empowerment, and improved health outcomes.
Collectively, these findings support the need for multifaceted, patient-centered interventions that
address all of the diverse dimensions of wellbeing for individuals with PD. Future research
should explore the implementation and evaluation of these approaches to enhance quality of life

in this population.

As the pandemic progressed, research into alternative opportunities to support this patient
population increased. Our findings and recommendations are similar to those from Bland et al.
(2021), which found that home-based digital dance programs emerged as an accessible and
beneficial alternative. These programs offered physical, cognitive, and emotional benefits,
despite social isolation. Participants reported improvements in balance, mobility, mood, and
sleep, with higher engagement linked to more positive outcomes. These findings highlight the
potential of remote technology-mediated interventions to complement traditional care models for

PD.

In addition to dance-based interventions, telerehabilitation programs emerged as a critical
strategy for maintaining therapeutic support for individuals with Parkinson’s disease during the

COVID-19 pandemic. Bianchini et al. (2022) demonstrated that providing physiotherapy,
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occupational therapy, and speech therapy virtually was not only possible, but also safe and
effective in improving motor function, balance, and overall quality of life among patients with
mild to moderate Parkinson’s disease. These findings further illustrate the value of an adaptable
variety of approaches to increase daily functioning and quality of life in face of pandemic-
related restrictions, while reinforcing the need for holistic hybrid care models, potentially

beyond the pandemic.
Limitations and Future Directions

Several limitations of this study should be noted. First, the quantitative sample size was small,
and predominantly Caucasian males, which limits the generalizability of the findings to the
broader population of individuals living with Parkinson’s disease. A larger, more diverse sample
would be necessary to strengthen the validity and applicability of the results. Further research
should investigate a diverse sample with the potential of informing cultural adaptations to our
recommendations. Additionally, the sample was biased toward individuals with preserved
cognitive and functional abilities, since participation required sufficient cognitive functioning to
complete the assessments. As a result, individuals with cognitive impairment or dementia were
excluded, limiting our ability to capture the experiences of those at more advanced stages of the
disease who may face distinct challenges. Future research may explore longitudinal interventions
that can be adapted for this population. Additionally, research also needed on adapting
psychosocial interventions in different settings, such as community-based groups. Recruitment
from a single neurology clinic may have also introduced selection bias, as participants were
already engaged in specialized care and their experiences may not reflect those of individuals

without the same access to neurological services.
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Appendix

Themes Main Codes Main Sub-Codes Example Frequency

Multifaceted Initial Feelings
Initial Reactions

Concern/Fear “Somewhat scared. For 10
my health and supporting
my family.”

Not worried “I didn't expect it to be 6
as bad as it was.”

Initial Thoughts

Conspiracy/Political “Like we were getting 4
screwed. | think it was
set up... [Who do you
think set it up?]
Democrats. Just more
bullshit.”

Dimensions of Experience
Isolation

No issues “It didn't really af ect 10
us too much cause we
live on a farm.”

Disruption “Well, yeah, that af 10
ected me. | didn't go to
funerals, important
ones.”

Impact on QoL

None “You understand my 7
lifestyle. Social
distancing is normal. |
was a farmer and still
able to farm. We just
don't have neighbors.”

Some “Maybe a little bit 5
when the family was
gathering...”
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Significant “I'm a people person. I 4
like to be around people.
So it did make a dif
erence that we couldn't
see our friends and
Sfamily as much...”

Physical & Perception of
Mental/Emotional physical &
Well-being mental /

emotional health

Positive “I feel pretty good. I 8
mean, I've had
Parkinson's for 19 years
and a lot of people still
don't know I have it.”

Split “I guess it bothers me 8
because | know | might
not be able to do what |
want to do. You know?”

Negative “I imagine that I do 6
[have
depression/anxiety]. I'd
really bet. I'm not on any
antidepressants. But |
bet you there's
depression there if you
ever diagnosed or
checked it out. | bet ...
runs in the family.”

Perceived Health Varied “I didn 't quite know 7
Literacy opinions & how to take medical
understanding professionals telling me
of vaccines not to get the vaccines.”
Symptom Overlap Confusion “How much is the 4

original three fatigue
factors and how much is
leftover

COVID, I don't know.”

Table 1: Summary of themes identified through Thematic Analysis with illustrative quotes.



