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Burden in caregivers of patients with functional dependence and its relation
to spirituality
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1 INTRODUCTION

Functional dependence is characterized by the limitation that the individual has to perform their
activities of daily living, whether basic or complex, making it necessary a person to assist in performing
these tasks (NARDI; SAWADA,; SANTQOS, 2013).

Caregivers are the people who assume the role and take responsibility for assisting in the activities
that the person cannot perform independently, offering continuous assistance in activities that require
different levels of effort and having functions such as helping with feeding, locomotion, personal hygiene,
and other daily tasks (GRANERO et al., 2019; D'AMEN, SOCCI, & SANTINI, 2021).

The execution of this role brings with it positive and negative aspects, and these negative aspects
can result in a psychological and physical overload, due to the fatigue and difficulties encountered and the
need to prioritize the patient's needs (NARDI; SAWADA,; SANTOS, 2013; SANTOS et al., 2017).

Faced with the negative aspects arising from the act of caring, spirituality can provide hope and
confidence to this population, since it involves aspects about the meaning of life and living, and can bring
a sense of peace and purpose to perform their craft with less impact, since it is not limited to types of beliefs
or practices (DELGADO-GUAY, et al., 2012; PANSINI et al, 2017).

Thus, it becomes essential to understand the burden and spirituality of caregivers, in order to

contribute to health professionals' goals and behaviors for this population.

2 METHODOLOGY
This is a cross-sectional descriptive study approved by the Research Ethics Committee under CAAE
38803320.6.0000.8123, which evaluated caregivers of patients seen at the Physical Therapy School Clinic
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of the Universidade Estadual do Norte do Parand. The data were collected from November 2021 to May
2022,

The caregivers were invited to participate in the research on the day and time when the patient was
undergoing physical therapy. At the first moment, the Informed Consent Form (ICF) was presented,
explaining the entire research and the questionnaires used.

The study was composed of the Informal Caregiver Burden Assessment Questionnaire, which was
used to assess physical, social, and emotional burden. It consists of 32 items and a numerical scale ranging
from 1 to 5. The total score ranges from 32 to 160 points, in which higher values indicate greater burden
(MONTEIRO; MAZIN; DANTAS, 2015).

The Abbreviated Religious/Spiritual Coping scale (CRE-Brief) was used to evaluate the dimension
of spirituality and how caregivers deal with daily stressful factors. It is composed of 49 items, of which, 34
are positive items (CRE-p: strategies that provide a beneficial effect to the practitioner) and 15 are negative
items (CRE-n: strategies that provide harmful consequences to the practitioner) (PANSINI et al, 2017).

In addition to these questionnaires, the sociodemographic profile form adapted from Trigueiro et al

(2011) was also used to collect basic data from each caregiver.

3 RESULTS AND DISCUSSION

The study was composed of 26 caregivers of patients with functional dependence. Of these, 21
(80.7%) were female and 5 (19.2%) were male, with ages ranging from 28 to 71 years, of which, 16 (61.5%)
were from 41 to 59 years old, 8 (30.7%) were from 18 to 40 years old, and only 2 (7.69%) were older than
60 years old, which was also evidenced in the study of Rangel et al. (2019), in which a large part of the
sample was younger than 60 years old. In the study by Gaioli et al. (2012) there was also a predominance
of women as caregivers, which evidences a greater tendency of women in the caregiving task. All caregivers
were related to the patient, being 13 (50%) mother, 7 (26.9%) husband, 4 (15.3%) son and 2 (7.69%)
grandmother/grandfather. In the study by Rangel et al. (2019), most of the caregivers are the sons (as),
which was not observed in the present study, since most of the sample are mothers of the patients. Of the
26 caregivers, 24 (92.3%) reside with the patient and only 2 (7.69%) do not live with the patient, which is
also possible to observe in the study of Gaioli et al. (2012), in which more than half of the sample
participants reside with the patient.

Among the assessed domains of burden presented in table 1, the positive aspects such as efficacy
and control mechanisms and satisfaction with the caregiver role and with the family member obtained a
median of 5.0 in an interval from 1 to 5 in both domains, suggesting that the caregivers show satisfaction
with their role and present facilitating aspects for this practice and, in the study by Monteiro et al, showed
that there is a correlation between burden and satisfaction with the role and with the family member. The

item family support obtained a median of 4.0 between the minimum and maximum interval, indicating that
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the caregivers have the support of the family, which was not observed in the study by Pedrosa et al (2021),

in which the lowest scores of burden were concentrated in this item.

Table 1. Overload evaluation

Informal caregiver burden (QASCI) Minimum Maximum Median Mean + SD
Emotional overload (4-20) 1 5 1,0 (2,63) 2,17+1,52
Implications for personal life (11-55) 1 5 1,0 (3,00) 2,26+1,53
Financial Overload (2-10) 1 5 2,0 (3,50) 2,51+1,60
Reactions to demands (5-25) 1 5 1,0 (0,00) 1,53+1,17
Effectiveness and control mechanisms (3-15) 1 5 5,0 (0,00) 4,52+1,06
Family support (2-10) 1 5 4,0 (2,00) 3,75+1,37
Satisfaction with the caregiver role and with the 1 5 5,0 (0,00) 4,69+0,88

family member (5-25)

Regarding spirituality, it was observed that caregivers use CRE-p more than CRE-n, showing that
they believe that spirituality is a positive factor in coping with stress and everyday situations, according to
Table 2. According to Iseselo et al (2016) and Ram et al (2020), religious coping is seen as the only means
of encouragement and hope to this population and that caregivers use a mix of coping strategies including

religious coping.

Table 2. Spirituality Assessment

Abbreviated Religious/Spiritual Coping Scale Minimum  Maximum Median Mean = SD
(CRE-Brief)

CRE- Positive 1 5 4,0 (1,0) 3,53+1,02
CRE- Negative 1 4 1,0 (2,0) 1,73+0,98

In the correlation analysis shown in table 3, it can be seen that financial burden is most related to
CRE-n (r=0.4, p=0.03), which is characterized by caregiver discontent with spirituality or religious beliefs.
Family support is inversely related to CRE-n (r=-0.4, p=0.04) as well as in efficacy and control
mechanisms and satisfaction with the caregiver role, demonstrating that these are factors that benefit

caregivers and generate less dissatisfaction regarding spirituality and personal beliefs.

Table 3. Correlation between CRE-positive and CRE-negative with overload.

CRE- Positive r p

Emotional overload 0,1 0,45
Implications for personal life 0,0 0,78
Financial Overload 0,1 0,35
Reactions to demands -0,1 0,93
Effectiveness and Control Mechanisms 0,1 0,93
Family Support 0,0 1,0
Satisfaction with the caregiver role and with the 0,3 0,06

family member

CRE- Negative
Emotional overload 0,2 0,19
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Implications for personal life 0,2 0,18

Financial Overload 0,4 0,03*
Reactions to demands 0,2 0,17
Effectiveness and Control Mechanisms -0,2 0,16
Family Support -0,4 0,04*
Satisfaction with the caregiver role and with the -0,0 0,79

family member

Note: Pearson's correlation test. *Indicates statistically significant values (p< 0.05).

4 FINAL CONSIDERATIONS

It was possible to notice that most of the caregivers are female, live with the patient, and have some
degree of kinship with the patient.

According to the aspects evaluated of burden, it was noted that the caregivers have good family
support, show satisfaction with the role they have, and present aspects that facilitate continuing to face the
problems that arise from the performance of this role. Regarding spirituality, it was possible to conclude
that the caregivers use more positive beliefs, showing that religious coping is a coping strategy and that it
is seen as a positive factor by the caregivers, indicating that spirituality and religion are a source of support.

It is also concluded that the caregiver's spirituality and religious beliefs indicate a relationship with
burden, in which financial burden is most related to NERC and family support is inversely related to NERC.

Thus, it was possible to characterize the burden and spirituality of caregivers of patients with
functional dependence and to observe the relationship between these two factors; however, more studies

are needed to investigate this association.
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