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Abstract

Parkinson’s disease (PD) is a chronic progressive neurological disease clinically charac-
terized by motor and non-motor symptoms, with an increasing impact on the quality of
life not only for the patient but also for the caregivers. Twenty-six primary caregivers
(female =19; mean age=57.04, SD=10.64) of PD patients were consecutively recruited.
Several psychological aspects were verified through clinical screening tests: EQ-5D and
PQoL. CARER for quality of life, Hospital Anxiety and Depression Scale (HADS), Car-
egiver Burden Inventory (CBI), Family Strain Questionnaire (FSQ), and Adult Attachment
Questionnaire. We found that the burden was generally higher in cohabiting female car-
egivers of patients with dementia as compared with not cohabiting caregivers. Severe bur-
den emerged in 7.7% of the participants according to the PQoL. The mean score of this
scale was higher in cohabiting caregivers. Finally, according to the CBI, 19.2% of the par-
ticipants suffered from severe burden, with mean scores of the CIB-S and CIB-E subscales
higher in cohabitants. Our study highlights the need to investigate more thoroughly the
burden of caregivers of PD patients and its associated factors, and to pay more attention to
the physical and psychological health of caregivers to improve their quality of life.

Keywords Caregivers’ burden - Parkinson’s disease - Attachment styles - Health-related
quality of life

Introduction

Parkinson’s disease (PD) is a slowly progressive neurodegenerative disorder that mainly
involves certain functions such as movement control and balance. It belongs to a group of
pathologies termed “movement disorders” and is the most frequent of these (WHO, 2023).

Already in 1998, Martinez-Martin introduced the concept of Health-Related Quality of
Life (HRQoL) in patients with PD as an important factor to consider in the management of
chronic, progressive, and complex diseases (Martinez-Martin, 1998).
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In particular, in patients with PD undergoing drug therapy and with controlled motor
symptoms, HRQoL is mainly influenced by cognitive decline and autonomic and psychiat-
ric symptoms (Schrag et al., 2000). According to some studies, depression (Hinnell et al.,
2012) and cognitive decline with reduced attention and concentration problems (Lawson
et al., 2016) are the aspects that mostly affect HRQoL. The effect of the medication is
therefore assessed not only by its efficacy on motor and non-motor symptoms but also by
its impact on the patient’s HRQoL.

Moreover, PD is associated with a marked deterioration in HRQoL of the patient and
the caregivers, representing a real emotional, economic, and social problem. Indeed, caring
for a patient with PD can sometimes take on negative connotations that compromise conti-
nuity or cause a deterioration in the relationship between patient and caregiver, often also
due to a change in roles or personality (Jensen et al., 2017; Sogiit & Diindar, 2017).

According to Hiseman and Facjrell (2017), a caregiver’s burden can be defined as the
strain or load placed on a person caring for a chronically ill, disabled, or elderly fam-
ily member. It is a multidimensional response to the physical, psychological, emotional,
social, and economic stressors associated with the caregiver experience.

As the disease progresses, the patient requires more and more support due to the loss of
autonomy as a consequence of the onset of non-motor symptoms. All these factors repre-
sent stressors for the caregiver and negatively impact their daily life and health (Hiseman &
Fackrell, 2017).

Female sex, low educational attainments, financial stress, caregiving time, and efforts,
as well as the lack of choice, depressive symptoms, and perceived patient distress, have
been identified among the risk factors that affect the caregiver’s burden (Adelman et al.,
2014).

Another factor influencing caregiver burden is the attachment style of the caregiver. The
attachment theory was aimed to address the development of human personality and the eth-
ological systems, which extend from the relationship between parents and offspring to the
affectional bonds throughout the life course (Ainsworth & Bowlby, 1991). In the light of a
mutual influence between individuals and the environment, the adult attachment systems
were found as frequently tied to one’s physical health by regulating or mediating emotions,
relationships, and behavior (Pietromonaco & Beck, 2019). On the other hand, early life
experiences and proximal interpersonal security or insecurity in adult relational contexts
can rely on distal or ongoing attachment experiences (Fraley & Roisman, 2019).

Following the four-category adult attachment model by Bartholomew and Horowitz
(1991), the secure, preoccupied, dismissing, and fearful attachment styles were tested
across different cultures (Chui & Leung, 2016; You & Malley-Morrison, 2000), while
reflected the role of attachment systems on one’s interpersonal functioning and parental
bonding in adulthood (Hoenicka et al., 2022).

A recent longitudinal study on care-seeking styles by Romano et al. (2022) explored the
role of caregiving self-efficacy on older parents (i.e., care recipients) without moderate to
severe cognitive impairment. Hence, the self-efficacy of adult children as caregivers, with
higher anxious or avoidant attachment styles, reflected a constructive and indirect form
of care-seeking, which may refer to a cooperative care recipient; it is focused on positive
problem-solving, and it includes a help-seeking behavior that is passive or unclear to the
caregiver (Gomes et al., 2018; Tateo at al., 2018; Collins & Feeney, 2000; Romano et al.,
2022; Sillars et al., 2002). The data from the scientific field suggest that a secure caregiver
can be seen as being able not only to make use of existing social supports but also, above
all, cope with and integrate the emotions concerning his or her relative, being more emo-
tionally available and decreasing the subjective feeling of the burden that the illness entails
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(Pezzati et al., 2005). Conversely, insecure attachment styles in a caregiver may spill over
into situations of increased conflict, ambivalent feelings, and difficulty in coping and regu-
lating emotions. In fact, the role of adult attachment styles indicated that the attachment
anxiety of caregivers was negatively tied to a greater degree of resolution of PD (Goldberg,
2022).

In cross-sectional studies on caregivers of patients with dementia, the insecure adult
attachment styles of the caregiver were tied to a greater burden, anxiety, and dysfunctional
coping strategies (Cooper et al., 2008), whereby their own secure attachment styles were
also associated with lower levels of psychiatric symptoms (Crispi et al., 1997).

Hypothesis Caregivers of patients with dementia have a worse health status, greater dif-
ficulty in carrying out usual activities, greater pain and discomfort, and anxiety/depression.
PD can impair caregiver well-being because the patient’s mood and disability, the sever-
ity of the disease, the patient’s and caregiver’s quality of life, and the caregiver’s psycho-
logical well-being are identified as the most important indicators of burden.
The anxious attachment style affects the well-being of caregivers of people with demen-
tia disorders and there is a complex bond in their relationship quality.

Aims

In the present study, we aimed to analyze the health status, psychological aspects, and qual-
ity of life of caregivers of PD patients with reference also to the attachment style assessed
in adulthood.

Materials and Methods
Procedure

The study was conducted at the “Movement Disorders Outpatient Clinic” of the Depart-
ment of Neurology of the “San Giovanni di Dio e Ruggi d’Aragona” University Hospital
(Salerno, Southern Italy), which follows approximately 2000 patients and their caregivers.

In the present study, the sample was recruited consecutively and the following inclusion
criteria were adopted (Postuma et al., 2015):

a) absence of absolute exclusion criteria for a diagnosis of PD,

b) presence of at least 2 of the 4 cardinal signs (one of which must be tremor or bradyki-
nesia),

c) absence of secondary or atypical parkinsonism symptoms.

The subjects went to the Hospital as caregivers of the patient with PD and were
recruited at the end of the routine check-up.

At the outset, the purpose of the study was briefly explained to the caregiver, and they
were asked to provide informed consent for participation in the experimental protocol and
data collection.
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Data collection was based on a questionnaire consisting of standardized screening scales
for the assessment of the anxiety-depressive axis, quality of life, and attachment styles. At
the end of the compilation, anamnestic and clinical data concerning the patient and his/her
illness and the caregiver’s personal data were noted.

The data collected concerning the patient and his or her disease were age, sex, duration
of disease (in years), stage of disease (assessed by Hoehn and Yahr index), motor severity
(assessed by UPDRS 1II scale), and the possible presence of dementia associated with PD.

The data collected regarding the caregiver were age, sex, schooling (in years), degree of
relationship to the patient, occupation, whether cohabiting with the patient/family member,
and the number of hours per day caring for the patient/family member.

Tools
The screening tests used are the following:

— EQ-5D (The EuroQol Group, 1990, 2009), which was used to assess the percep-
tion of one’s own health status ascribable to 5 dimensions (mobility, personal care,
usual activities, pain/discomfort, and anxiety/depression). The EQ-5D questionnaire
also includes a visual analog scale (VAS) with which the caregiver expresses his/her
perceived overall health level through a value ranging from 0 (worst imaginable health
status) to 100 (best imaginable health status). From the five dimensions of the EQ-5D,
a synthetic index with a maximum score of 1 indicating the best health status is derived
by conversion, while the higher the scores of the individual questions, the more severe
or frequent the problems are.

— Hospital Anxiety and Depression Scale, HADS (Zigmond & Snaith, 1983; Italian vali-
dation by Costantini et al., 1999), was used to assess levels of anxiety and depression; it
comprises 14 questions with 4 possible answers corresponding to a score of O to 3. This
results in two subscales, one for anxiety (HADS-A) and one for depression (HADS-
D), which constitute two independent measures. In both cases, the cutoff > =8 (in rela-
tion to generalized anxiety disorder and major depressive episodes, respectively). The
HADS is divided into four grades: normal (0-7), mild (8-10), moderate (11-15), and
severe (16-21).

— PQoL Carer (Italian validation by Picillo et al., 2019), consisting of 26 items, was used
to assess the HR-QoL perceived by caregivers of patients with PD. A cut-off> 62 was
proposed to identify caregivers with a severe burden and a severe level of anxiety/
depression. Overall life satisfaction (LF) was assessed on a scale from 0 (extremely dis-
satisfied) to 100 (extremely satisfied).

— Caregiver Burden Inventory, CBI (Novak & Guest, 1989; Italian validation Greco et al.,
2017), is a caregiver burden assessment instrument consisting of 24 questions and
divided into 5 sections that allow for the assessment of different stress factors: objec-
tive burden (T), psychological burden (S), physical burden (F), social burden (D), and
emotional burden (E). In the adult population, a score of >36 is conventionally used to
indicate the need for respite care.

— Family Strain Questionnaire Short Form, FSQ-SF (Vidotto et al., 2010), was used to
identify the level of stress and strain experienced by the caregiver in caring for a rel-
ative. It is made up of 30 dichotomous (“yes” or “no”) questions placed in order of
severity and grouped into areas of increasing psychological risk:

e OK area: the caregiver is reacting well to the situation.
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e Area R (recommended): the caregiver is reacting sufficiently well but with some
inability to adapt. Psychological consultation is recommended if the symptoms
worsen.

e Area SR (strongly recommended): the caregiver presents an evident strain that
requires psychological assessment and support.

e Area U (urgent): the caregiver presents significant strain and high psychological
risk. It is urgent that he/she be seen by a psychologist or psychiatrist.

— The Adult Attachment Questionnaire (AAQ) consists of 56 items and detects on 4
scales the prototypes derived from the attachment styles proposed by Bartholomew and
Horowitz (1991); Italian validation by Troisi et al. (2022): “secure,” “preoccupied,”
“dismissing,” and “fearful.”

Data Analysis

Descriptive analyses were carried out for the mean (M) and standard deviation (SD) of the
variables under study. A comparison of the averages of the scores obtained on the screen-
ing scales between the subgroups of the sample caregivers according to specific variables
(“sex,” “cohabitation,” “presence/absence of dementia”) was carried out by means of Stu-
dent’s t-test. IBM SPSS v.23 statistical software was used.

9 <

Results
Participants

Twenty-six caregivers were consecutively recruited (CG; female = 19; mean age = 57.04,
SD = 10.64). The CG sample had an education level (expressed in years) of 13.24
(SD = 4.46); 50% were employed in manual work, 38.5% were employed in intellectual
work, and 11.5% were retired. The CG group spent an average of 12.85 (SD = 10.78) hours
per day caring for their family member with PD. A total of 76.9% of them lived with their
assisted parent; 61.5% were patients’ spouses; and 38.5% were patients son/daughter.

With regard to the group of patients (P; male = 19; mean age = 72.27 years, SD = 10.54
years), the mean disease duration (expressed in years) was 7.62 (SD = 4.75). Mean Hoehn
and Yahr stage was 2.69 + 0.54) and mean UPDRS III score was 28.46 + 11.35). Moreo-
ver, 19.2% of the patients were demented.

All characteristics of the two groups are shown below (see Table 1).

Caregivers Quality of Life

In order to assess the caregivers’ quality of life, the EQ-5D and PQoL test scores were ana-
lyzed (see Supplementary 1_Table 2).

When comparing the mean scores obtained on the EQ-5D, we observed that female
caregivers had a higher mean score (7.05 + 1.64) than male caregivers (6.71 + 2.87);
on the other hand, they had a lower mean score on the EQ-VAS scale (73.42 + 16.75 vs.
80.71 + 9.32). Moreover, the EQ-VAS value was lower in the caregivers of patients with
dementia (71 + 18.84), indicating that the caregivers’ quality of life is affected by the pres-
ence of the patient’s dementia; lower mean values were also present in the subscales related
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Table 1 Demograhic and clinical features of the caregivers (CG) and patients (P) groups

Group Variables Characteristics % M SD
CG Sex Male 26.9% - -
Female 73.1% - -
Age (years) - - 57.04 10.64
Degree Spouse 61.5% - -
of kinship Son 38.5% - -
Cohabitation Yes 76.9% - -
No 23.1% - -
Time of caregiving (h) - - 12.85 10.78
Educational level (years) - - 13.23 4.46
Job position Manual labor 50% - -
Intellectual work 38.5% - -
Retired 11.5% - -
P Sex Male 73.1% - -
Female 26.9% - -
Age (years) - - 72.27 10.54
Years of disease - - 7.62 4.75
UPDRS III - - 28.46 11.35
Hoen and Yahr stage - - 2.69 0.54
Dementia Absent 80.8% - -
Present 19.2% - -

*CG caregivers’ group, P patients group, % frequencies, M mean, SD standard deviation

to habits (1.40 + 0.54), anxiety-depression (1.80 + 0.83), and pain-annoyance (2 + 0.70).
Finally, caregivers cohabiting with patients showed lower mean scores in terms of EQ-
VAS. This result is statistically significant (p = < 0.05). Furthermore, the mean total score
(EQ-5D-TOT) was higher in cohabiting caregivers (p > 0.05). The “anxiety/depression”
subscale showed higher mean scores in the cohabiting caregivers, and the difference in
mean scores compared with the non-cohabiting caregivers was greater than in the remain-
ing parameters (p > 0.05). This means that not only do the cohabiting caregivers suffer
more from anxiety and depression than the non-cohabiting caregivers but also this problem
characterizes them more than the other dimensions assessed by the EQ-5D subscales.

A severe level of burden was found in 7.7% of the caregivers participating in the study.

The caregiver group was assessed according to the variables “sex” and ‘“cohabitation.”
Females had a higher total life satisfaction (LF) score than males but were more satisfied
than males with their life, in general (p > 0.05). Cohabitants showed a higher total score
(» < 0.05) and a lower LF score than non-cohabitants (p > 0.05).

Anxiety-Depression Axis

With regard to anxiety-depressive symptoms, the interpretation of the HADS-A and
HADS-D scale scores (see Supplementary 1_Table 3) showed that while the level of
depression was similar in both sexes, males suffered more from anxiety disorders than
females (23.29 + 1.79 vs. 22.21 + 1.58).
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Comparing the two scales according to the variable “cohabitation,” the mean HADS-A
score was only slightly higher in non-cohabitants. The mean HADS-D score was higher in
cohabitants. Both cohabitants and non-cohabitants had higher mean scores (p > 0.05) in terms
of HADS-A than in HADS-D.

Caregivers who cohabited with their relative/caregiver had lower levels of anxiety but
higher mean scores in the depressive dimension (see Supplementary 1_Table 3).

Caregivers’ Burden and Stress

CBI demonstrated the presence of burden (score > 36) in 19.2% of the interviewed caregivers.

The mean scores of the CBI subscales were analyzed according to the variables “sex”
and “cohabitation” (see Supplementary 1_Table 4). Male caregivers showed higher mean
scores (7.14 + 5.04) than female caregivers (5.32 + 6.18) in the CBI-T subscale (p > 0.05),
while female caregivers showed higher mean scores (2.53 + 3.09) in the CIB-D (p > 0.05).

Non-cohabitant caregivers presented higher mean scores (8.33 + 6.37) than cohabitant
caregivers (5.05 £+ 5.64) in the CBI-T subscale (p > 0.05), while cohabitant had higher
mean scores (3.55 + 3.31) than non-cohabitant caregivers (0.50 + 0.83) in the CBI-S sub-
scale (p < 0.05) The mean CBI-E score was higher in cohabitants than non-cohabitants
(p < 0.05).

Concerning the areas of intervention identified by the FSQ questionnaire, it emerges
that 88.5% of the caregivers fall in AREA U and 11.5% in AREA SR. The mean scores of
the FSQ questionnaire for the four areas were analyzed according to the variables “sex”
and “cohabitation.” Male caregivers had a higher mean score in all FSQ areas (p > 0.05).
The mean score of FSQ-AREAOK and FSQ-AREAR did not seem to vary significantly
according to cohabitation. The mean score of FSQ-AREASR and FSQ-AREAU was higher
in the case of non-cohabiting caregivers (p > 0.05) (see Supplementary 1_Table 4).

Caregiving and Attachment Styles

According to the degree of relationship, the mean score of the prototype “secure” (S) was
only slightly higher in the spouses than in the sons/daughters, and the same result was seen
for the prototype “preoccupied” (P). The avoidant prototype (A) showed a higher mean
score in the spouses, similar to the fearful prototype (F). As the difference in mean scores
between spouses and sons/daughters was greater for prototypes A and F than for the oth-
ers, these attachment modes particularly involved the spouses. However, this result was not
statistically significant (p > 0.05) (see Supplementary_Table 5).

In relation to the variable presence/absence of dementia in the family member being
cared for, higher mean scores emerged in the four attachment styles investigated in caregiv-
ers of patients with dementia than in those with patients without dementia. Above all, the
higher presence of prototype F was found in caregivers with family members with dementia
compared to others (22.67 + 7.57 vs 1.62 + 1.74; p > 0.05) (see Supplementary_Table 5).

Discussion
As described in the section “Hypothesis” the present work focused on the association

between caregiver burden and the anxiety-depression axis, as well as investigating the
health status, psychological aspects, and quality of life of caregivers of patients with PD. In
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addition, a useful insight was made into the significance of attachment styles in adulthood
in modulating caregivers’ burden.

The results of the EQ-5D questionnaire showed that males had a better health status on
average than females, and, in particular, females suffered more from anxiety and depres-
sion. An important finding from our study concerns cohabitation: cohabiting caregivers
show significantly worse health status than non-cohabiting caregivers and present more
anxiety/depression. Finally, the importance of factors such as caregiver age, caregiv-
ing hours, and cohabitation on overall health status (EQ-VAS) was showed. This result is
consistent with a previous study reporting the importance of caregiver age and caregiv-
ing hours in determining caregiver burden (Macchi et al., 2020). The HADS questionnaire
showed that both males and females were at greater risk of suffering from anxiety disorders
than from depression. The same applies to cohabitants and non-cohabitants. Males tended
to be more anxious than females. Non-cohabitants tended to be more anxious than cohabit-
ants, probably due to the fact that they cannot constantly control the patient. Finally, cohab-
itants suffered more from depression than non-cohabitants.

Caregivers’ attachment patterns were analyzed using the AAQ questionnaire, which dis-
tinguishes subjects into four prototypes: “secure,” “preoccupied,” “avoidant,” and “fearful.”
The questionnaire made it possible to bring out the different attachment styles between
spouses and sons/daughters. In fact, according to the degree of kinship, “avoidant” and
“fearful” attachment styles were found more in spouses than in sons/daughters.

A severe level of burden was found with the PQoL Carers questionnaire in 7.7% of
the carers who participated in the study. Although female subjects scored higher on aver-
age than males, they reported greater life satisfaction, in general. From the analysis of
the scientific literature, numerous studies have revealed gender differences in caregiving
(Carpinelli & Watzlawik, 2023; Carpinelli et al., 2022; Marinaci et al., 2021). Specifically,
activations of caregiving bonds have emerged in female caregivers compared to male car-
egivers. This correlates with the fact that although female caregivers have a higher per-
ceived burden, they are more satisfied on the LF scale. The collected data showed that
cohabiting caregivers have a worse quality of life than non-cohabiting caregivers and lower
life satisfaction, in general.

The presence of burden was found with CBI in 19.2% of the interviewed caregivers.
This is actually a relevant finding since CBI encompasses five types of stress factors and a
high score indicates an important impact on the caregiver’s life, which may be affected in
several aspects.

In males, the objective load, describing the burden associated with the restriction of
caregiver time (CIB-T), is higher, whereas in females, the social load, describing the per-
ception of role conflict (CIB-D), is higher. In non-cohabitants, the objective load is greater
(CIB-T).

We hypothesize that not living with the patient causes greater perceived time restriction
for the caregiver, who may have to give up other outside activities in order to travel to the
patient’s home, while in cohabitants the psychological load is greater, describing the car-
egiver’s perception of feeling cut off from the expectations and opportunities of their peers
(CIB-S).

The mean CIB-E score was higher in cohabitants and represented the emotional burden
of describing the feelings toward the patient. Males had a higher mean score in all FSQ
areas. This reflects the gender differences in adaptation and coping strategies also men-
tioned above.

The mean score of FSQ-AREAOK and FSQ-AREAR did not seem to vary signifi-
cantly depending on cohabitation. The mean scores of FSQ-AREASR and FSQ-AREAU
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were higher in the case of non-cohabiting caregivers. This test assesses strain within the
family group. It is possible that due to being away from their family members, caregiv-
ers perceive more distress and frustration in the adaptation of care as there is no con-
stant daily monitoring of patients needs and requirements.

Caregiver burden (CB) refers to the health outcomes that the relatives and the carers
of patients who are affected by severe illness face on their own journey in providing
informal care throughout the onset and the progression of a particular disease in others
(Liu et al., 2020; Maguire & Maguire, 2020; Ransmayr, 2021).

In accordance with the literature data, it emerges from this study that the majority of
caregivers of patients with PD are female and elderly (Ransmayr, 2020).

Confirming the reports in the literature, the study showed that caregivers of patients
with dementia (Martinez-Martin et al., 2015) had a worse health status, complaining of
greater difficulty in carrying out usual activities, suffering more pain and discomfort
and anxiety/depression.

A previous study reported that caregivers of PD patients suffered more from mood
disorders and had a worse quality of life than the general population. The affective state
was found to be the most influential factor on the caregiver’s burden and perceived
health (Martinez-Martin et al., 2008). Moreover, the patient’s mood and disability and
the severity of the disease as well as the patient’s and caregiver’s quality of life and
the caregiver’s psychological well-being were identified as the most important indi-
cators of burden, showing that PD can impair caregiver well-being (Martinez-Martin
et al., 2007).

The anxious attachment style was found to affect the well-being of caregivers for peo-
ple with seizure disorders and suggested a complex bond on their relationship quality
(Wardrope et al., 2019).

Contrasting attachment orientations of care recipient and caregiver (e.g., anxious ver-
sus avoidant), the presence of dyadic relationships involving adult children caring for their
older parents, along with the presence of more insecure attachment styles, has been found
to predict the caregivers’ burden in the context of family caregiving (Romano et al., 2020).

In a longitudinal study of PD patients undergoing device-aided therapies (DAT), higher
avoidant attachment styles were found in the caregivers, while the care recipients showed
higher anxious attachment styles (Scharfenort et al., 2021).

Given a more in-depth association with the CB, those care recipients who own either
premorbid avoidant or anxious-ambivalent attachment styles were more likely to have para-
noid delusions or anxiety in dementia, resulting in a greater degree of caregiving burden
(Magai & Cohen, 1998). Moreover, higher avoidant attachment levels of the caregiver were
tied to increased behavioral problems in the care recipient with dementia, and those were
longitudinally linked to the overall well-being of caregivers (Perren et al., 2007).

Whether the filial obligation, namely, one’s own sense of duty regarding the caregiv-
ing responsibilities toward a significant adult, was shown to increase the CB in those with
greater avoidance attachment styles (Lee et al., 2018), the presence of parent fixation in care
recipients, their attachment behavior, and the symptoms associated with the progression of
dementia were linked to the adult attachment systems and its potential contribution to both
the patient/care recipient and the caregiver’s psychological health (Nelis et al., 2014).

The impact on social life due to caregiving has also been highlighted in the literature
(Schrag et al., 2006): our data suggest the urgency of a global “taking charge” that, in the face
of the generalized suffering and impasses that accompany the conditions in which PD begins
and develops, consider caring for the individual within the contexts of everyday life, acting on
the enhancement of resources and aiming to raise the quality of life of all those involved.
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Alongside forms of material, economic, and welfare support, it is of fundamen-
tal importance to accompany each person to find the position most suited to his or her
resources and abilities, while at the same time promoting mutuality and the expansion of
social ties in the community.

Conclusions

The present study, albeit with the limitations resulting from the small sample size, highlights
the need to investigate more thoroughly the burden of caregivers of patients with PD and the
factors associated with it.

Caregivers often feel powerless in the face of PD. It is important to recognize and manage
these feelings. Interventions that carers can benefit from to reduce the burden and discomfort
associated with caring and find support in their role can be grouped into the following catego-
ries: support groups, cognitive behavioral therapy, psycho-educational therapy, and mindful-
ness-based stress reduction.

Support groups play a valuable role for carers by facilitating shared experiences, close con-
nections, and the dissemination of education on disease processes. For example, the Caregiv-
ers’ Attachment and Relationship Education (CARE) course (Poyner-Del Vento et al., 2018)
was developed to help caregivers to understand the changing nature of their attachment bond
with a veteran family member, process any related unmet attachment needs or losses resulting
from PD, and adapt to these changes by building communication skills, practicing self-care,
and expanding their social networks.

The Parkinson’s Patient Education Program (PEPP) is a standardized psychosocial inter-
vention program aimed at improving the HRQoL of PD patients and caregivers Thanks to this
intervention, it was shown that caregivers’ mood improved, as did their psychosocial function-
ing: about 90% agreed that the exchange of experiences within the group was helpful; more
than half reported an improvement in their understanding of PD; more than 50% said they
could cope better with problems due to the disease; and 50% of patients and caregivers had
improvements in stress management (A’Campo et al., 2010).

Similar results were confirmed by another study whose data indicate that awareness and
psychological flexibility are positive contributors to resilience against caregiver burden. Mind-
fulness is defined as the tendency to intentionally bring one’s attention to experiences occur-
ring in the present moment without judgment. Psychological flexibility refers to the extent to
which a person can cope with changing circumstances and think about problems and tasks in
new and creative ways (Klietz et al., 2021).

Future interventions to reduce the burden of PD caregivers could therefore be improved
with the inclusion of mindfulness training programs.

As a consequence, more attention should be paid to the physical and psychological health
of caregivers, implementing specific pathways and interventions with the aim of improving
their quality of life.

Limitations and Future Lines of the Research
This contribution preliminarily analyzes, with a quantitative approach, the construct of

caregiver burden in association with multiple factors and dimensions that may influ-
ence QoL. However, the present study is part of a much broader research protocol
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characterized by a mixed approach (qualitative-quantitative data) in which open-ended
semi-structured interviews were planned. In fact, the next line of research is to imple-
ment a qualitative approach analysis of microgenesis and the emergence of meaning-
making, referring to ecological phenomena and investigating how PD caregivers struc-
ture space and time in relation to their family members and themselves. In accordance
with Aktualgenese, whose imperative is to analyze meaning-making and its antecedents
(Boesch, 2021), stress is an ecological phenomenon that cannot simply be measured
with a questionnaire and quantitative studies.
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