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Purpose: As the COVID-19 pandemic resulted in social restrictions around the globe, this cross-sectional survey aimed to assess the
impact of social isolation on self- or proxy-reported symptoms of Parkinson’s disease (PD) during the pandemic.
Patients and Methods: The survey was distributed among 7109 subscribers of the Parkinson and Movement Disorders Alliance
(PMD Alliance) News and Information list and was open only to people with PD (PwP) and care partners (CP, defined as main
caregivers of PwP and serving as proxy respondents). No attempt was made to identify PwP and CP pairs. The survey was distributed
online using Survey Monkey between 01/06/2021 and 02/27/2021. Respondents were grouped by level of social support from outside
of their household during the pandemic (decreased or maintained [ie, the same as pre-pandemic or increased]).
Results: Of 7109 invited participants, 718 responded to the survey (response rate 10.1%). PwP (self-reports) accounted for 70.6% of
respondents and CP (proxy reports) for 29.4%. Decreased social support from outside of the household during the COVID-19
pandemic (58.5% of all responses) was significantly associated with increases in sadness/depression and anxiety, compared with
maintained levels of social support (p < 0.0001 for both comparisons). It was also associated with increased burden of several non-
motor (decline in memory, problem solving, or communication, p = 0.0009; new or worsening confusion, p < 0.0001; new or
worsening delusions, p = 0.018) and motor PD symptoms.
Conclusion: Decline in social support from outside of the household during the COVID-19 pandemic showed a statistically
significant and negative association with the burden of mood and non-motor symptoms of PD. These results call for increased
vigilance towards non-motor symptoms in PwP experiencing social isolation and highlight the need for stronger provider focus on
encouraging PwP and their CPs to build and maintain social connections and engagements.
Keywords: Parkinson’s disease, social isolation, anxiety, depression, non-motor symptoms, COVID-19

Plain Language Summary
● Parkinson’s Disease (PD) can be associated with many movement-related symptoms (eg shaking, stiffness, and slowness of

movement) and symptoms unrelated to movement (called “non-motor symptoms”), such as anxiety, depression, confusion,
hallucinations (false sensations, eg seeing something that is not there), and delusions (false beliefs, eg a belief someone is being
spied on).

● As the COVID-19 pandemic led to severe restrictions on social interactions between households and social life in general, we
surveyed people with PD and their care partners (who responded on behalf of the person with PD under their care) to find out
what impact these social restrictions had on PD symptoms.

● Nearly 60% of survey respondents reported that the level of social support from outside of their household decreased during the
pandemic. This decrease in social support was associated with an increase in non-motor PD symptoms such as anxiety; sadness
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and depression; confusion; delusions; and problems with problem solving, memory and communication. It was also associated
with an increase in many movement-related symptoms, including difficulty in managing everyday activities.

● We propose that, during and beyond the COVID-19 pandemic, people with PD, their care partners, and others in their social
environment should strive to build and maintain social connections and engagements, to help people with PD feel better and
reduce the burden that PD symptoms have on their lives. In addition, healthcare providers, as well as people with PD and their
care partners should pay increased attention towards detecting non-motor symptoms of PD and their prompt treatment.

Introduction
Parkinson’s Disease (PD) is estimated to affect approximately 110 per 100,000 people globally and approximately 188
per 100,000 people in the United States.1 The global prevalence of PD has increased by about 50% in the last 25 years1

and is projected to continue rising, driven primarily by population ageing.2 It is estimated that over 12 million people
worldwide will be living with PD by 2040.2

PD is associated with a range of motor (eg tremor, rigidity, and bradykinesia) and non-motor symptoms, including
sleep disturbances, cognitive decline, anxiety, depression, apathy, and psychosis, characterized by visual and/or auditory
hallucinations, delusions, and illusions.3,4 Non-motor symptoms are common in PD. Up to 60% of people with PD (PwP)
experience anxiety3 and approximately a third have clinically significant depression.5 Furthermore, a long-term pro-
spective study in Norway reported that as many as 60% of PwP developed psychotic symptoms.6 Importantly, psychosis
in PwP is associated with high morbidity and mortality, as well as notable caregiver stress and burnout.4

The psychological and social burden of PD is substantial, with PwP experiencing psychological distress, reduced life
satisfaction, and impaired quality of life (QoL).7 Non-motor symptoms are associated with reduced QoL in PwP8,9 and
contribute substantially to caregiver burden.10,11 PD symptoms can also adversely impact social functioning of PwP;12

however, perceived physical health in PwP has been reported to correlate with time spent on outdoor leisure activities.13

Moreover, loneliness has been linked to several conditions affecting mental and physical health.14,15 The COVID-19
pandemic resulted in restrictions on social contact across the globe, with variable severity of restrictions according to
time period and location. However, throughout the pandemic, the Centers for Disease Control and Prevention promoted
general awareness of the increased risk of serious infection or death to those who are older, immune compromised, and
those with certain medical conditions, including dementia and other neurological conditions.16 Therefore, despite the
uptake of online resources (such as medical provider visits, and physical and complementary therapy)17 and the
availability of virtual support group meetings for both PwP and their Care Partners (CP),18 the pandemic brought
about a risk of PwP entering a vicious circle of reduced social activity impacting their perceived health, which decline
could precipitate further social withdrawal.

The objective of this cross-sectional survey was to assess the impact of the COVID-19 pandemic on the burden of
motor and non-motor PD symptoms, using an online survey of PwP and their CP, who served as proxy respondents,
reporting on the symptoms experienced by PwP under their care. This publication focuses specifically on the impact of
social isolation on the respondent-perceived change in PD symptoms.

Materials and Methods
Participant Sample
The survey was distributed among 7109 subscribers of the Parkinson and Movement Disorders Alliance (PMD Alliance)
News and Information list. Based on self-identification at the start of the survey, respondents were classified as PwP or
CP (defined as a spouse, partner, or non-paid person caring and living with a PwP). CPs served as proxy respondents,
completing the survey on behalf of the PwP under their care.

CPs responding to the survey were not necessarily the CPs of PwP respondents. Neither the survey itself nor the data
analysis process attempted to identify PwP and CP pairs from the same household.

The survey was open to PwP and CP only. Any potential respondents who reported that they belonged to neither of
the two groups (eg healthcare professionals involved in PD care) received a thank you note for their willingness to
participate but could not proceed to complete the survey.
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Survey Methodology and Characteristics
The survey was distributed using Survey Monkey® between January 6, 2021 and February 27, 2021. Potential
respondents were invited to participate via e-mail, which was sent 3 times between January 13, 2021 and January 21,
2021. No incentives were offered to respondents for their participation. The survey was fully anonymous and, as no
personal identifiers were collected, no ethical board approval was required.

Each respondent could only submit a single questionnaire entry to avoid duplicate responses being included in the
analysis. The survey included 22 questions assessing demographic and disease characteristics; perceived change in social
support since the onset of COVID-19 restrictions in April 2020; impact of COVID-19 disease on the PwP and their
family; change in social engagements, activities, and support during the COVID-19 pandemic; impact of COVID-19
pandemic on motor and non-motor symptoms of PD; and participation and interest in PMD Alliance events. The
complete survey is available in the Supplementary Material.

Analysis
Survey results were presented using descriptive statistics, including count and percentage for categorical variables and
mean and standard deviation (SD) for continuous variables. The respondent-perceived impact of the COVID-19
pandemic on PD symptoms was assessed using a 3-point Likert scale with “no change” corresponding to 0 points,
“slightly” to 1 point, “somewhat” to 2 points, and “significantly” to 3 points, and was analyzed as a continuous variable.
Note, where self-reported “significant” impact of the pandemic on symptoms is described in text, the word “significant”
is placed in parentheses to distinguish this from references to statistical significance.

Subgroup analyses are presented by respondent type (PwP self-reports or CP proxy reports), duration of PD (<5
years, 5–10 years, and >10 years), and the level of social support from outside of home or primary relationship during the
COVID-19 pandemic (decreased, the same as pre-pandemic, or increased). Due to the small proportion of respondents
experiencing an increase in social support during the pandemic, the last two categories were collapsed as “maintained
social support from outside of home or primary relationship”. Under the assumption that Likert scale scores did not
follow normal distribution, subgroup analyses utilized non-parametric methods. Wilcoxon rank-sum test was used for
pairwise comparisons across respondent groups with a dichotomous classification (PwP vs CP, decreased vs maintained
social support from outside of the household) and Kruskal–Wallis test was used for those groups with an ordinal
classification (duration of PD). No adjustment for multiple comparisons was performed.

Due to a technical glitch, the survey was terminated early for 124 participants. A sensitivity analysis was performed
in these partial responders, showing no significant difference from the primary analysis including all respondents.
Therefore, results from the total respondent sample are presented in this manuscript.

Results
Participant Characteristics
Among 7109 invited participants, 718 responded to the survey, resulting in an overall response rate of 10.1%. Most
respondents were PwP (n=507, 70.6%). CP providing proxy responses constituted approximately a third of the surveyed
group (n=211, 29.4%). Respondent demographics are presented in Table 1. More than half of the respondents (61.4%)
were aged >70 years and CP were significantly older than PwP (p=0.006, Chi-square test). Both genders were
represented to a similar extent among PwP but, compared with PwP, CP were significantly more likely to be female
(p<0.0001, Chi-square test). PD duration was significantly longer when reported by CP proxy respondents than for PwP
self-respondents (p<0.0001, Chi-square test).

Social Support During the COVID-19 Pandemic
Decreased social support from outside of the home or primary relationship during the COVID-19 pandemic was reported
by 58.5% of respondents, while 31.1% of respondents stated that the level of support was the same as pre-pandemic and
10.5% experienced increased support. With regards to other types of social support, 20.2% of respondents reported
decreased ability to rely on someone they could count on if they needed help. Similar proportions of respondents reported
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decreased ability reach out to someone on hard days (24.4%) and decreased ability to contact their PD medical provider
(22.3%). Overall, respondents reported a decline in social support from outside of the home or primary relationship
significantly more often than a decline in other types of social support (p<0.0001 for all comparisons, pairwise sign test).

COVID-19 Disease Experience
In terms of direct experience of COVID-19 disease, 41.6% of respondents reported that COVID-19 impacted them, their
family, or their support group. Nearly a quarter of respondents (23.2%) stated that they, or someone in their family or
support group, had been diagnosed with COVID-19 and 6.4% reported COVID-related deaths in their family or support
group.

Mood Symptoms
An increase of any magnitude in sadness and depression during the COVID-19 pandemic was reported by 69.6% of
respondents (70.7% among PwP and 66.9% among CP), while a “significant” increase in sadness and depression was
reported by 16.5% of respondents (19.0% among PwP and 10.5% among CP) (Figure 1). An increase in anxiety during
the pandemic was reported by 65.5% of respondents (63.1% among PwP and 71.3% among CP). The increase in anxiety
was considered to be “significant” by 13.1% of respondents (12.1% among PwP and 15.5% among CP) (Figure 1). While
increase in sadness and depression was reported significantly more often by PwP than CP (p=0.0183), the reverse applied
to anxiety (p=0.0092).

Decreased social support from outside of their home or primary relationship during the COVID-19 pandemic was
significantly associated with increased levels of both sadness and depression and anxiety, compared with maintained
levels of social support (p<0.0001 for both comparisons, Figure 2). In contrast, duration of PD was not significantly
associated with changes in sadness and depression (p=0.2078) or anxiety (p=0.5208) (data not shown).

Table 1 Demographic and Disease Characteristics of Survey Respondents

Total Sample (n=718) PwP (Self-Reports, n=507) CP (Proxy Reports, n=211)

N % N % N %

Age group

<60 years 74 10.3 57 11.2 17 8.1

60–69 years 203 28.3 159 31.4 44 20.9

70–79 years 356 49.6 232 45.8 124 58.8

≥80 years 85 11.8 59 11.6 26 12.3

Gender

Female 462 64.3 287 56.7 175 83.3

Male 254 35.4 219 43.3 35 16.7

Missing 2 0.3 1 0.2 1 0.5

Duration of PD

<5 years 220 30.9 180 35.8 40 19.1

5–10 years 273 38.3 197 39.2 76 36.2

≥10 years 220 30.9 126 25.1 94 44.8

Missing 5 0.7 4 0.8% 1 0.5

Abbreviations: CP, care partners; PD, Parkinson’s disease; PwP, people with Parkinson’s disease.
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Other Non-Motor Symptoms
A decline in memory, problem solving, or communication during the COVID-19 pandemic was reported by 63.1% of
respondents; 6.1% reported it to be “significant”. Other non-motor symptoms were less frequently exacerbated during the
pandemic. New or worsening confusion was reported by 39.4% of respondents (considered to be “significant” in 5.2%),
new or worsening hallucinations by 19.4% (“significant” in 4.4%), and new or worsening delusions by 16.2%
(“significant” in 3.2%).

An increased burden of all four non-motor symptoms was significantly more likely to be reported by CP than by PwP
(p<0.0001 for all symptoms, Figure 3).

Decreased social support from outside of the home or primary relationship was significantly associated with decline
in memory, problem solving, or communication (p=0.0009), new or worsening confusion (p<0.0001), and new or
worsening delusions (p=0.018) (Figure 4). There was no significant association between a decline in this type of social
support and the onset of new worsening of hallucinations (p=0.1278) (Figure 4). Longer duration of PD was associated
with a significant worsening of all non-motor symptoms assessed (data not shown).

Motor Symptoms
Motor symptoms reported in the survey are summarized in Figures 5 and 6. Change in motor symptoms, including new
challenges or worsening symptoms of PD, decline in managing everyday activities, worsening sense of balance, more
frequent falls, and difficulty maintaining regular exercise were reported significantly more often by CP than PwP
(p<0.0001 for all comparisons, Figure 5).

Decreased social support from outside of the home or primary relationship was significantly associated with
worsening of all motor symptoms studied except for an increase in the frequency of falls (Figure 6). Longer duration
of PD was significantly associated with worsening of all motor symptoms assessed (data not shown).

Discussion
This study provides insights into the impact of the COVID-19 pandemic and the associated social restrictions on the
symptoms of PD, as reported by PwP themselves or through CP proxies. The respondents reported a decline in social
support from outside the home or primary relationship since the beginning of pandemic-related restrictions in April 2020
significantly more often than a decline in other forms or social support. Decreased social support from outside of the

Figure 1 Change in sadness and depression (left panel) and anxiety (right panel) during the COVID-19 pandemic as reported by PwP, CP, and the total sample.
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home or primary relationship was significantly associated with worsening mood symptoms (sadness/depression and
anxiety), worsening of memory, problem solving, or communication, and worsening confusion and delusions.

Less than a quarter of respondents experienced a COVID-19 diagnosis themselves or within their close circle, and
few reported COVID-related deaths in their family or support group. The worsening of PD symptoms reported in the
survey could therefore be attributed mostly to the isolation and decreased social support during the pandemic rather than
to the impact of COVID-19 disease itself.

In line with previous reports on PwP experience during COVID-related social restrictions, respondents to this survey
reported reduced participation in regular exercise or rehabilitation during the pandemic,17,19,20 which can be expected to
have a detrimental effect on PD symptoms, given the well-established benefits of physical exercise in PwP.21,22

Furthermore, the high prevalence of sadness/depression and anxiety, as well as general worsening of PD symptoms
reported in this study is similar to the results from an online survey conducted in the US by the Parkinson’s Foundation
and Columbia University Parkinson’s Disease Center of Excellence17 and from an online survey of community-dwelling
PwP in Israel.20 Another online survey, conducted by the European Patient Forum, suggests that the feeling of anxiety
and social isolation as well as experiencing challenges due to the pandemic, are shared by the wider population of people
with health conditions.23

Figure 2 Association between the change in social support from outside of the home or primary relationship during the COVID-19 pandemic and sadness and depression
(top panel) and anxiety (bottom panel).

Figure 3 From left to right: 1) decline in memory, problem solving, or communication, 2) new or worsening hallucinations, 3) new or worsening confusion, 4) new or
worsening delusions during the COVID-19 pandemic as reported by PwP, CP, and the total respondent sample.
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Progression of non-motor symptoms of PD does not necessarily follow motor deterioration24 and, given the burden
non-motor symptoms pose on PwP8,9 and caregivers,10,11 increased attention towards prompt recognition and treatment
of non-motor symptoms during the COVID-19 pandemic is warranted. PwP were generally less likely than CP proxies to
report increased PD symptoms, but the difference was particularly prominent for non-motor symptoms. This suggests
that PwP may under-recognize and/or under-report increases in non-motor symptoms. Engaging CPs during the visits
could also improve the detection of non-motor symptoms. CPs have a detailed overview of the condition of the PwP
under their care and may be able to provide a more accurate picture of PD symptoms and the effects of treatment than
PwP themselves, particularly where symptoms such as apathy, cognitive impairment, or depression arise.25 Clinical
experience of the authors also suggests that there is a reluctancy from both patients and providers to initiate new

Figure 4 Association between the change in social support from outside of the home or primary relationship during the COVID-19 pandemic and, from top to bottom: 1)
decline in memory, problem solving, or communication, 2) new or worsening confusion, 3) new or worsening delusions, 4) new or worsening hallucinations.

Figure 5 From left to right: 1) new challenges or worsening symptoms, 2) decline in managing everyday activities, 3) worsening sense of balance, 4) more frequent falls, and
5) difficulty maintaining regular exercise during the COVID-19 pandemic as reported by PwP, CP, and the total respondent sample.

Neuropsychiatric Disease and Treatment 2022:18 https://doi.org/10.2147/NDT.S351691

DovePress
639

Dovepress Hermanowicz et al

Powered by TCPDF (www.tcpdf.org)Powered by TCPDF (www.tcpdf.org)

https://www.dovepress.com
https://www.dovepress.com


treatments during the pandemic-related restrictions limiting face-to-face health care visits. It is plausible that this
reluctance to step-up treatment could also impact on non-motor and mood symptoms reported in this survey.

The findings of the survey reinforce previously established concepts on the wide ranging impact that social isolation
has on physical and mental health, particularly among the elderly.26–28 PwP, already at risk for neuropsychiatric
symptoms, may be especially susceptible to the consequences of reduced social connection and resultant loneliness.
Indeed, a telephone study of PwP living in Luxembourg reported that, during the pandemic-related restrictions, PwP
experienced unmet need associated with both the need to find alternative measures of pursuing normal daily activities
participation in physiotherapy).29

Non-motor symptoms of PD profoundly add to caregiver burden, adversely affect caregivers’ mental health,10,11,30,31

and are associated with a reduced CP satisfaction from their relationship with the PwP.32 The increase in delusions and
hallucinations reported by PwP in this survey are particularly worrisome, since, in addition to frequent hospitalizations
and falls,33 it is these symptoms that have been found to be the main reason for placement in a long-term care facility.34

The reduced social support from outside of the household during the pandemic may contribute substantially to caregiver
burnout and concerns about their own wellbeing, in addition to affecting PwPs care. All these factors have also been
reported to contribute to the transition of the PwP to an institutional long-term care facility.33 It is therefore crucial that
routine clinical follow-up in PD includes a thorough assessment of non-motor symptoms, particularly in PwP experien-
cing social isolation which may predispose to non-motor symptom intensification.

The results of the current study shed light on the impact that social isolation in general may have on PD symptoms,
highlighting the need for ongoing engagement of PwP through patient organizations and encouragement of social activity
by healthcare providers. While the scope of activities available to PwP and their CP is different than pre-pandemic,
patient organizations stepped in to offer a number of activities, many of which lived past the height of the pandemic-
related restrictions. These include web-based educational programs, online support groups, and virtual exercise groups,
supplemented with training on online conferencing platforms that enables PwP and CP to take part in the aforementioned
activities. Many health clinics also enable online access to medical providers and complementary therapies. However, it

Figure 6 Association between the change in social support from outside of the home or primary relationship during the COVID-19 pandemic and, from top to bottom: 1)
new challenges or worsening symptoms, 2) decline in managing everyday activities, 3) worsening sense of balance, 4) more frequent falls, and 5) difficulty maintaining regular
exercise.
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should be noted that while PwP enrolled in prior studies have expressed high levels of satisfaction with virtual medical
provider visits conducted in the research setting,35,36 future research remains to determine if virtual support group
meetings have the same benefits as meetings conducted in person.

Limitations of this survey include a restricted number of symptoms captured (eg gastrointestinal, sleep, and urinary
symptoms were not included), and the fact that utilization of healthcare (including telemedicine, tele-rehabilitation, and
complementary therapy) and medication adherence during the pandemic were not assessed, so that their impact on
reported symptoms or their role as means of reducing social isolation remain unknown. Furthermore, CP and PwP pairs
were not surveyed, which should be taken into account when interpreting the results. There was a significant association
between longer PD duration and worsening of all motor and non-motor symptoms and PD duration reported by CP
proxies was significantly longer than that self-reported by PwP. As PwP and CPs did not necessarily belong to the same
family units, there is a possibility that some of the CP responses reflect more severely ill patients unable to fill in the
survey themselves. This notion, however, could not be directly evaluated, as information on clinical features of PD,
including symptom severity, was not collected as part of the survey. While PD duration was collected, disease duration
alone is not an accurate proxy for severity, particularly regarding non-motor symptoms, which have been reported to
progress slowly over >4 years and with different patterns of progression between individual symptoms.37–39 Finally, the
real-world, descriptive nature of the study does not allow a definite causative effect between social isolation and PD
symptom worsening to be established.

Strengths of the present survey include large respondent population and high relevance to PD care during and beyond
the COVID-19 pandemic. As the social isolation habits acquired during the COVID-19 pandemic may persist beyond the
duration of the restrictions, the results of the present survey draw attention into the likely challenges in PD care in the
coming years and call for increased vigilance towards non-motor symptoms of PD.

Conclusion
During the COVID-19 pandemic, PwP experienced a decline in social support, which showed a statistically significant
and negative association with the burden of mood and non-motor symptoms of PD, including neuropsychiatric
symptoms. These results call for increased vigilance towards non-motor symptoms in PwP experiencing social isolation,
with the aim to recognize and treat them promptly in order to reduce the burden they pose. They also highlight the need
for stronger provider focus on encouraging PwP and their CPs to build and maintain social connections and engagements.
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