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COVID-19 pandemic.
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Materials and methods: This investigation was conducted as an exploratory mixed study. Descriptive
analysis for sociodemographic and clinical variables and, a discourse analysis was carried out based on
categories related to the perception of quality of life of patients with PD. Categories analyzed were:
Covid-19 pandemic, caregivers, adaptation strategies, management of the disease, and leisure activities.
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Discussion: The interview about perception of QoL during Covid-19 pandemic allowed to understand that
individual experiences are crucial to improve the management and empowerment the patients, caregivers
and families.

Conclusion: Quality of life is a factor made up of dynamic dimensions and it is influenced for subjective

perspective and changes in environment as a Covid-19 pandemic.
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Abstract
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Introduccién: desde marzo del afio 2020, la Organizaciéon Mundial de la Salud (OMS) declaré como
pandemia al COVID-19 y esta situacion represent6é grandes retos para los pacientes con enfermedad
de Parkinson (EP). Los efectos en los cambios de las rutinas diarias, la practica de actividades lidicas, el
relacionamiento y la salud mental, conllevaron a un deterioro secundario. Nuestro objetivo fue caracte-
rizar el estado emocional y la calidad de vida de una cohorte de pacientes con enfermedad de Parkinson,
asi como explorar cual fue la percepcion de la calidad de vida en la pandemia causada por COVID-19.

Métodos: esta fue una investigacion mixta que incluyé un anélisis descriptivo para los datos sociode-
mograficos y las variables clinicas, y un analisis del discurso con base a las categorias relacionadas con
la percepcion de la calidad de vida de los pacientes con EP. Las categories analizadas fueron: pandemia
COVID-19, cuidadores, estrategias de adaptacion, manejo de la enfermedad y actividades lddicas.

Resultados: en este estudio hubo 12 pacientes, de los cuales el 75% tenfan una media de edad de 75 afios
(DE 2,9), donde el 50% presentd niveles leves de ansiedad y el 41% present6 niveles leves y graves de
depresion. La calidad de vida (CV) estuvo afectada por: la movilidad 37,5 (RIC 10,6-45), seguida por el
malestar corporal 25 (RIC 10,4-45,8) y la cognicién 21,9 (RIC 14-34,3). El 89% de los hombres vivia
con su esposay el 67% de las mujeres vivian con uno de sus hijos.

Discusién: la entrevista sobre la percepcién de la CV durante la pandemia COVID-19 permitié com-
prender que la experiencia personal es fundamental para mejorar el manejo y el empoderamiento de los 8
pacientes, cuidadores y familiares.

Conclusiones: |a calidad de vida es un factor mediado por dimensiones dinamicas y es afectada por la
percepcion subjetiva y los cambios en el entorno como la pandemia COVID-19.
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Introduction

Since March 11, 2020, the World Health Organiza-
tion (WHO) initially declared the COVID-19 as an
epidemic; a public health emergency of international
concern that later turned into a pandemic. This pan-
demic, with a viral origin, has a lethality of 3.4% ac-
cording to the WHO (1). COVID-19 had an impact
on the global population that may lead to physical
and mental health consequences, including insom-
nia, anger, fear of getting infected, social isolation,
development of increase of pre-existing disorders
such as post-traumatic stress, anxiety, or depres-
sion (2).

In Colombia, the main measures to reduce trans-
mission and avoid a collapse in the health system
were social isolation, limited mobility, and quaran-
tine. These measures are the most effective as well
as the ones with a higher impact on the population.
To determine the psychological consequences of the
pandemic, individual characteristics such as tenden-
cy to anxiety, intolerance to uncertainty, perceived
vulnerability to illness, lack or an excess of infor-
mation, which may increase worries and frustration,
must be evaluated (3). People were forced to adopt
new customs and habits, leaving aside others, and
generating changes in the family, work, social, and
academic context to adapt to the new conditions.
Similarly, new virtual tools were introduced to pro-
mote a return to the daily routine under biosecurity
conditions (3).

Older adults were part of the COVID-19 risk group,
given that they present a higher chance of death
due to prevalence of fragility, disability, and de-
pendency, in addition to pre-existing comorbidities
and geriatric syndromes (4-5). Therefore, the Co-
lombian Ministry of Health and Social Protection
(6) recommended preventive isolation, with limita-
tion of visits and contact with friends, family mem-
bers, and/or caregivers. Prieto et al. (7) carried out
an investigation four months after the beginning of
the pandemic and found that one of the populations
most affected by the restrictions in the access to the
health system, physical therapies and continuity of
medical treatments are those with chronic diseases,
since they require of a routine of hospital visits for
evaluations and drug dose adjustments (8). Changes
in these caused an additional stress, as well as the
fear of possible transmission during access to health
services (7).
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Parkinson’s disease (PD) is the second most common
neurodegenerative disorder after Alzheimer's (9). Its
incidence increases with age and leads to physical
and cognitive disability in the most advanced sta-
ges of the disease (10-11). It's estimated that the
prevalence in Colombia is between 60 and 70 per
100.000 inhabitants (11). This increase is due to
factors such as the aging of the population, exposu-
re to environmental risk factors, as well as improve-
ment in the diagnosis and report of the disease. The
situation of the COVID-19 pandemic presented big
challenges for patients with PD, leading to changes
in the access to the health system, the practice of
exercise or leisure activities, relationship with peers,
and mental health care.

Furthermore, Navarta-Sanchez et al. (12) identified
three aspects that affect how patients and their fa-
milies confront with the disease. These include me-
dical attention, family environment, and acceptance
of the disease, which can be influenced by religious
beliefs or optimistic and positive personalities. Addi-
tionally, factors such as the severity of the disease
(13) and the age of the patient are also predictors of
disease adaptation.

Cilia et al. (14) suggest that patients with PD are
more vulnerable than the general population due to
factors related to the disease, such as its long dura-
tion and comorbidities associated with age. Moreo-
ver, Prasad et al. (7) indicate there is no evidence that
patients with PD are more vulnerable to COVID-19
contagion or have worse results, although them and
their caretakers have different opinions about it.

Quality of life (QolL), as defined by the WHO, refers
to how the individuals perceive their position in life
and the value systems they adhere to (13). Regar-
ding PD patients, there is evidence of deterioration
in their QoL attributed to factors such as disea-
se stage and duration, disability, cognitive impair-
ment, motor disorders (15), postural instability, and
difficulty in multitasking (16). These characteristics
contribute to dependency, preventing patients from
performing daily activities independently, affecting
their QoL (6).

Depression and anxiety are the main psychological
conditions associated with the COVID-19 pandemic
in these patients. Rodriguez-Carrillo and Ibarra (15)
reported that 40% of patients with PD experience
anxiety disorders exacerbated by the pandemic. The-



Emotional wellbeing and quality of life in PD

se conditions contribute to increase difficulties and
freezing of gait, causing a negative impact on their
quality of life. Additionally, they noted that between
20-35% of patients may present depressive symp-
toms, which are among the factors most detrimental
to their overall well-being.

The management of the disease was limited by pu-
blic health recommendations during the COVID-19
pandemic, which is why patients had to seek tele-
consultation to continue their treatment. Many also
faced interruptions in care from specialized centers
and experienced a considerable reduction in physical
activity (17). For the QoL assessment in these pa-
tients, it's necessary to explore the perception of the
patient on their physical and mental status, as well
as their ability to evaluate the impact of the symp-
toms on their functionality. These patient-reported
insights serve as crucial indicators of their health
status, distinct from the medical interpretation of
symptoms (14).

The caregiver figure plays a crucial role in managing
PD when patients experience loss of functionality
and autonomy. Typically assumed by a family mem-
ber, this role involves direct participation in provi-
ding instrumental support for the patient’s recovery
and well-being. In Colombia, however, there is a re-
cognized deficiency in the ability to care for these
patients, as there are no public health policies that
guarantee rehabilitation and adding the high costs,
most patients cannot have a follow-up with a neuro-
logist or assist to educational programs. Additiona-
[ly, the shortage of neurologists further complicates
the situation (16).

To address these gaps, the establishment of clinical
communities is proposed as a strategy. These com-
munities consist of multidisciplinary teams organized
around the patient, aiming to provide comprehensive
care including medical management, education, sup-
port, follow-up, hospitalization, outpatient care, re-
habilitation, and support services (16).

Given the chronic nature of PD and its impact on
both motor and non-motor domains, it's crucial to
encourage physical activity, leisure activities and
regular disease monitoring among these patients.
Physical activity is particularly significant as it helps
reduce stress (17) and supports the maintenance
and improvement of mobility, balance, posture, mo-
tor performance and reduce fall risk (18).

However, the COVID-19 restrictive measures im-
plemented by the Colombian government limited

outdoor physical activity, attendance to therapies,
and regular medical check-ups for patients with PD.
Therefore, our goal was to assess the emotional sta-
tus and quality of life of patients with PD that belong
to the program Saturday in Motion, as well as to ex-
plore what was the patient’s perception of quality of
life related to the COVID-19 pandemic.

Materials and methods
Participants

The sample included 12 participants aged between
65 and 78 years, who were conveniently selected
from the Saturday in Motion program (16) bet-
ween July and August 2021. The inclusion criteria
were a) clinical diagnose of PD; b) receiving medical
treatment; c) classified between the stages 1 and 3
on the Hoehn and Yahr scale; and d) not using mo-
bility aid.

All participants completed the Beck Anxiety Inven-
tory (BAI), Patient Health Questionnaire (PHQ-9),
and the Parkinson’s Disease Questionnaire (PDQ-
39), to assess mood disorders and quality of life.
Recruitment took place during a regular virtual ses-
sion of the Saturday in Motion program, where the
project was introduced and the participants were in-
vited to join the research voluntarily. Self-reporting
questionnaires and semi-structured interviews were
conducted via Zoom, with each sessions lasting no
longer than 2 hours and facilitated by two resear-
chers. All patients provided consent for session re-
cordings.

The participants who agreed to take part in this stu-
dy did so voluntarily and without financial remune-
ration. They digitally signed the informed consent
form, which was approved by the Institutional Ethics
Committee of the Faculty of Social Sciences of the
Pontificia Universidad Javeriana Cali. The study ad-
hered to international ethical recommendations, in-
cluding the Helsinki Agreement, and complied with
Resolution 8430 of 1993 from the Colombian Mi-
nistry of Health and Social Protection.

Data analysis

A mixed methodology was employed, comprising a
non-experimental design for the quantitative com-
ponent and a phenomenological design for the quali-
tative component. Data for the qualitative component
were collected through semi-structured interviews
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(Appendix 3), which explored five (5) categories re-
lated to the COVID-19 pandemic: social domain,
caregivers, adaptation strategies, disease manage-
ment, and leisure activities of the participants. The
description of these categories is provided in table 1.

In the quantitative component, descriptive analyses
(mean, standard deviation, median and interquarti-
le range) were used for the sociodemographic and
clinical variables, according to normal or non normal
distribution. Data analysis was conducted using IBM
SPSS v28 software.

For the qualitative component, discourse analysis
was performed using the categories previously de-
fined with the ATLAS.Ti Cloud Software. All of in-
formation was analyzed and data triangulation was
conducted to enhance the comprehensiveness of the
findings.

Results

The total sample comprised 12 patients, with 75%
being men and 25% women, with a median ages of
75 years (SD=2.9) and 71 years (SD=6), respec-
tively. The mean years since diagnosis for men and
women were 9 (SD=4.6 and 3.6, respectively). 89%
of men lived with their wives, while 67% of women
lived with one of their children (table 2).

Regarding the emotional state scales, Figure 1
shows that 50% of patients presented mild levels of
anxiety, while 5% showed minimal levels of anxiety.

Similarly, Figure 2 illustrates that 41% of patients
presented mild depressive symptoms; 41%, had se-
vere depressive symptoms, and 17% showed mode-
rate symptoms.

Moreover, Figure 3 shows the distribution of the
dimensions of PD Questionnaire (PDQ-39). Accor-
ding to the table, the greatest compromise in QoL is
due to mobility, which imposes the most limitations,
with a median of 37.5 (IQR 10.6-45), followed by
body discomfort with a median of 25 (IQR 10.4-
45.8) and cognition, with a median of 21.87 (IQR
14-34.3).

On the other hand, the dimensions of stigma with a
median of 0.00 (IQR 0-6.2) and social support with
a median of 8.3 (IQR 8.3-31.2), have the least im-
pact in patients regarding their symptomatology and
quality of life. However, there was an outlier in the
stigma dimension where one patient scored 100.
Despite being diagnosed 14 years ago, this patient
was affected by the tendency to hide the disease by
avoiding going out to public places and being seen,
which causes a feeling of shame and concern about
others’ reactions.

The analysis categories initially proposed for the se-
mi-structured interviews in the research method are
shown in table 1. However, during the interviews,
additional subcategories and emerging categories
emerged.

Subsequently, table 3 delineates the analysis cate-
gories, subcategories, and excerpts that, following

Table 1. Definition of the analysis categories

Category Definition

COVID-19 pandemic

A pandemic is defined as the global spread of a new disease (19). The WHO declared COVID-19 a
pandemic once cases were reported on all continents.

Caregivers

Is the person directly involved in the care, recovery, and well-being of the patient, often assumed by
a family member. Their responsibilities include providing support, delivering care at home, and
making decisions about patient care.

Adaptation strategies

Process by which a group or individual modifies their behavioral patterns to adjust to the rules
established in the social context they are in.

Management of the disease

The management of Parkinson’s disease involves different aspects, including pharmacological and
non-pharmacological treatments, which depend on the patient’s clinical characteristics, lifestyle,
access to resources and the will of the patient.

Leisure activities

They are defined as the activities or tasks people perform in their free time. Among which are
physical activities such as walking, functional exercises or dancing.

Source: Own elaboration.

Acta Neurol Colomb. 2024; 40(2): e1820



Emotional wellbeing and quality of life in PD

Table 2. Description of the sample sociodemographic data

N=12
Men Women
9(75%) 3(25%)
Age 75(£2,9) 71 6)
Years of diagnosis 9(x 4,6) 9= 3,6)
Level of education
High School 3(33%) 1(33%)
University 4(44%) 1(33%)
Postgraduate 3(33%) 1(33%)
Who they live with
Partner 8(89%) 1(33%)
Siblings 1(11%) 0(0%)
Children 0(0%) 2(67%)

Source: Own elaboration.
.|

data analysis, depict and encapsulate the patients’
perspective on each category.

Discussion

The purpose of this research was to characterize the
emotional state and quality of life of patients with
PD participating in the Saturday in Motion program
(16), as well as explore their perception of quali-
ty of life during the COVID-19 pandemic. This re-
search revealed anxiety levels ranging from minimal
to mild, despite what was described in different stu-
dies, where it is indicated that the additional stress
produced by the changes was caused by the pande-
mic situation, and could have been a trigger of their
symptoms (15, 20). Interviews supported these fin-
dings, indicating that most patients did not struggle
with adopting preventive measures against contagion
due to existing coping strategies and adjustments
related to aging, their diagnosis and comorbidities.
These findings align with the observations of Na-
varta-Sanchez et al. (12), regarding changes in the
activities and daily routines among patients with PD.

Most patients exhibited minimal and mild levels of
depression, with 17% experiencing moderate symp-
toms, which could potentially affect quality of life
negatively. This observation aligns with findings by
Pezoa-Jares (21), who identified depression as one
of the most frequent neuropsychiatric alterations in

BAI Results

0%

50% 50%

Minimum =Mild =Moderate = Severe

Figure 1. Description of the anxiety level based on
Beck Anxiety Inventory (BAI) scale

Source: Own elaboration.

PHQ-9 Results

%

41%

42%

Minimum = Mild = Moderate = Moderately severe = Severe

Figure 2. Description of the level of
depression from PHQ-9
Source: Own elaboration.
. ___________________________________________________________________________|

patients with PD, that additionally, may worsen over
time. Similarly, Rodriguez-Carrillo and Ibarra (15)
suggest that depression is one of the factors that
most affects the quality of life of these patients.

In our patient sample, we identified that the dura-
tion of the disease was not a decisive factor in the
perception of Qol, which contrasts with the results
obtained by Martinez-Jurado et al. (22), who repor-
ted that QoL deterioration was influenced by disea-
se duration. Specifically, the observed that patients
with less than five years since diagnosis experienced
a major compromise of the QoL compared to those

https://doi.org/10.22379/anc.v40i2.1820
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Table 3. Results obtained by interviews

Category

Subcategory

Fragment

COVID-19 pandemic

-“It was a total restriction of life” (53)

Adaptation strategies

Personal characteristics

-“Feeling locked in a room without communication or in the house itself was
exasperating” (511).

Daily routines

Daily routine post
COoVID-19

-“Well, my life changed since the moment of Parkinson’s; | started not to go out, to
be calmer and the pandemic finished me off” (S10)

Changes in the

-“l have worsened mainly in motor symptomes, | have difficulty to stand up, | walk

PD symptoms with difficulty as well, before | did not” (S7).
Disease Non-pharmacological -“It was discontinued completely, because at the beginning with the restrictions
management management there was no way to mobilize, and when we started to have more freedom, it was

recommended not to go to the hospital, as it is a place with saturation of patients,
agglomeration and in that sense, it is better not to seek therapy there” (S5).

Pharmacological

-“There was no in-site follow-up, it was all by phone and my husband always told the

treatment

doctor he was okay, they would give him the formula and that was it” (512).

Leisure activities

-“Logically, the stay at home meant a decrease of mobility; | hardly exercised, not
because | could not do it, but because | felt lazy, the habit of staying in bed
changed, you no longer wanted to get up to exercise” (S11).

Social sphere Family

-“I needed to go out, but my kids wanted to protect me, (...) and they would say“|
will do this for you, so you do not have to go out”, | don't like that, | like going out,
the same can happen to her and to me” (54).

Friends

-“We used to go for walks, but that’s over now, we have to stay here alone” (S6).

Caregivers

me” (S2).

-“My caregiver, my wife, she has been my right hand, she’s always attentive and
knows when to pick the medicines, she schedules medical appointments, as well
with the physiotherapist and was aware of the exercises and would repeat them for

Source: Own elaboration.

diagnosed for more than ten years. These differen-
ces may be associated with clinical variables such
as age of onset, disease subtypes, progression and
pharmacological treatment.

According to our results, the three dimensions that
had the greatest impact on QoL were mobility, wi-
hich aligns with findings from Arango et al. (23) and
Palacios et al. (10); body discomfort; and cognition,
although the latter contrast with the findings of Saa-
vedra et al. (11). This discrepancy may be linked to the
negative perception of cognition, which can be wor-
sened by depressive and anxious symptoms, the CO-
VID-19 pandemic situation, or even by the advanced
age of the patients and progression of the disease.
These dimensions significantly impair life activities,
thereby contributing to a deterioration of QoL (10).

According to Avendafio-Avendafio et al. (24) and
Palacios et al. (10), our results showed that the so-
cial support dimension affected the overall QoL sco-
re. For example, during the interviews, patients often

indicated having a primary caregiver, in most cases
the spouse or a Haga clic o pulse aqui para escri-
bir texto.support system of friends and family, who
provided companionship, recreational spaces and
management for the development of activities rela-
ted to the control of their disease.

Amid the COVID-19 pandemic, families supported
patients by procuring medication and food, offering
emotional support, facilitating technology for family
meetings, and assisting with teleconsultations. This
proved to be a useful and efficient tool in maintai-
ning continuity in medical management (25).

Similarly, pharmacological management in most ca-
ses was uninterrupted, attributed to the involvement
of caregivers and/or family members who assisted
in procuring medication and accessing teleconsulta-
tion, providing both emotional and practical support
(26). Some patients reported that their physicians
adjusted their medication doses in response to the
increased symptoms.

https://doi.org/10.22379/anc.v40i2.1820
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Regarding the assessment of the QoL perception
during COVID-19 pandemic through semi-struc-
tured interviews, two important aspects were iden-
tified: firstly, patients presented a wide knowledge
of the SARS-CoV-2 virus, which allowed them to
identify the symptoms and adhere to biosafety mea-
sures to prevent infection. Secondly, patients identi-
fied themselves as being at risk for COVID-19, not
solely due to the PD diagnosis, but also because of
their age and preexisting comorbidities, which could
increase complications if they were to contract the
virus (1).

Likewise, it was observed that the perception of QoL
did not significantly changed during the COVID-19
pandemic, possibly because patients had a median
of 9 years of diagnosis since diagnosis, allowing
them to reqularly assess and adapt to the impact of
symptoms on their QoL. Thus, patients’ perception
of their QoL could be considered indicative of their
mental state (27).

During interviews, patients did not directly attribu-
te changes in symptomatology or increases in motor
and/or cognitive symptoms to the COVID-19 pan-
demic. They acknowledge PD as a neurodegenera-
tive and progressive condition with multiple motor
and non-motor symptoms. This awareness enable
them to differentiate between symptoms inherent to
the disease and those exacerbated by external fac-
tors such as the pandemic. Consequently, patients
described an enhanced awareness of their disease,
increased knowledge about it, and a sense of em-
powerment assuming an active role in managing
their condition.

Empowered patients demonstrated greater adhe-
rence to treatment, emphasizing the importance of
non-pharmacological strategies in symptom ma-
nagement, and incorporating various activities into
their daily routines. Additionally, patients highlighted
the importance of music as complementary therapy,
finding it beneficial for initiating gait, improving mo-
tor symptoms, balance, and posture (18). Moreover,
they noted that music decreased stress and provided
entertainment, making it a valuable leisure activity.

Patients largely attribute the increase in their symp-
toms to administrative and logistical difficulties. Ini-
tially, government restrictions and later self-care
measures during the reactivation process led to re-
duced availability of physical therapies and/or acti-
vities. This situation also resulted in interruptions to
specialists follow-ups due to the difficulty to adapt

Acta Neurol Colomb. 2024; 40(2): €1820

to technology, as well as difficulties accessing the
healthcare system. These challenges included trans-
portation to hospitals, in-person appointments, and
restrictions on facility access due to the pandemic
(8, 28).

Although preventive measures slowly allowed going
back to the activities, many patients delayed re-
introducing recreational activities into their daily
routines. Among the identified causes of increased
symptoms were disruptions to routines, fear of con-
tagion, and prohibitions made by family members
and/or caregivers. However, patients identified that
once they resumed their leisure activities, symptoms
that had exacerbated during their inactivity impro-
ved or decrease, consistent with findings by Feeney
etal. (29).

The return to on-site appointments allowed treating
physicians to perform more thorough evaluations,
conduct physical examinations, and make informed
decisions regarding treatment based on changes in
symptoms.

Additionally, regarding perceptions of isolation, it
was found that the circumstances of the pandemic
and changes in personal relationships were media-
ted by adaptation strategies. Patients utilized ac-
ceptance of the situation, resilience, and flexibility
to recognize the COVID-19 pandemic as a stressful
event. This encouraged modifications in their daily
life activities with the goal to prevent and mitigate
possible contagion, causing changes both in the fa-
miliar and social context (3), also in the medical set-
tings and adaptation to biosafety measures.

To summarize, the pandemic presented a challenge
for patients with PD. Nevertheless, they found ways
to adapt with support from their families, caregivers,
and physicians, as well as through participation in
patients groups. These spaces, even in virtual for-
mats, promoted recreation and continuity through
educational talks, conferences and activities with
different specialists, allowing support in the adap-
tation process both in patients and caregivers to the
pandemic context.

In conclusion, QoL comprises eight dynamic dimen-
sions that are influenced by individual characteristics
and environmental changes. Hence, it is challenging
to fit in a single aspect of what is determined as
QolL. The subjective perspective holds a high value in
comprehending the impact of the COVID-19 pande-
mic on patients with chronic and disabling conditions
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like PD. Through interviews, insights were gained
into patient’s perception of QoL during the pande-
mic. In addition, emerging categories and subcate-
gories provided deeper insights into the personal
experiences of each individual with PD during this
challenging period.

Lastly, the limitations of this study were mainly cen-
tered on the size of the sample, underscoring the
need to carry out a study with a larger number of
patients to obtain more information on the QoL con-
cerning the experience of COVID-19. While socioe-
conomic variables were not within the scope of this
research, they are crucial considerations, as patients
mentioned challenges such as accessing the health-
care system, medication, and transportation, which
initially generated expectations upon the change in
medical attention given due to the pandemic situa-
tion.

Moving forward, it is essential to carry out a follow-
up studies to assess how external variables impact
PD and its effects on QolL, particularly in managing
these patients in the post-pandemic period.
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