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Abstract
Objective: Assess the burden and identify the burden-related factors in home-baded informal caregivers of bedridden elderly attended by the 
Family Health Strategy. 
Methods: Analytical, cross-sectional study involving 208 informal caregivers. The data were collected between February and July 2017 by 
applying the characterization script and the Informal Caregiver Burden Assessment Questionnaire. For analysis purposes, the Statistical Package 
for the Social Science, version 20.0 was used. Descriptive (central trend and dispersion, absolute and relative frequency measures) and inferential 
(Mann-Whitney and Kruskal-Wallis tests; Spearman correlation test) statistics were applied.
Results: The mean total burden score was 71.1 (±26.3). A statistically signifi cant difference was observed in the total burden and domain scores 
according to the variables: marital status of caregiver, degree of kinship with the elderly and all clinical variables of the caregivers. A positive 
correlation was registered between the burden and the caregiver’s age and between the burden and number of daily hours spent on care. 
Conclusion: The burden was higher for the partners, caregivers with comorbidities, pain related to the activity performed and caregivers who 
considered their health as regular.

Resumo
Objetivo: Avaliar a sobrecarga e identifi car os fatores relacionados a sobrecarga em cuidadores informais de idosos acamados em domicílio 
assistidos pela Estratégia Saúde da Família. 
Métodos: Estudo analítico, transversal, desenvolvido com 208 cuidadores informais. A coleta de dados ocorreu no período de fevereiro a julho 
de 2017, por meio da aplicação do roteiro de caracterização e do Questionário de Avaliação da Sobrecarga do Cuidador Informal. Para análise 
utilizou-se o software Statistical Package for the Social Science, versão 20.0. Foram realizadas estatísticas descritivas (medidas de tendência 
central e dispersão, frequência absoluta e relativa) e inferenciais (teste de Mann-Whitney e Kruskal-Wallis; teste de correlação de Spearman).
Resultados: A média total da sobrecarga foi de 71,1 (±26,3). Observou-se diferença estatística do escore total de sobrecarga e dos domínios 
que a compõe e as variáveis: estado civil do cuidador; grau de parentesco com o idoso e em todas as variáveis clínicas do cuidador. Registrou-se 
correlação positiva entre a sobrecarga e a idade do cuidador e entre a sobrecarga e horas do dia dedicadas ao cuidado. 
Conclusão: A sobrecarga foi maior para os cônjuges, os que apresentavam comorbidades, dores relacionadas à atividade desempenhada e para 
os que consideraram sua saúde regular.

Resumen
Objetivo: Evaluar la sobrecarga e identifi car los factores relacionados con la sobrecarga en cuidadores informales de ancianos acamados en 
domicilio, asistidos por la Estrategia Salud de la Familia.
Métodos: Estudio analítico, transversal, desarrollado con 208 cuidadores informales. La recolección de datos ocurrió en el período de febrero a 
julio de 2017, por medio de la aplicación del guión de caracterización y del Cuestionario de Evaluación de la Sobrecarga del Cuidador Informal. 
Para el análisis se utilizó el software Statistical Package for the Social Science, versión 20.0. Se realizaron estadísticas descriptivas (medidas de 
tendencia central y dispersión, frecuencia absoluta y relativa) e inferenciales (prueba de Mann-Whitney y Kruskal-Wallis, prueba de correlación 
de Spearman).
Resultados: El promedio total de la sobrecarga fue de 71,1 (± 26,3). Se observó diferencia estadística de la puntuación total de sobrecarga y de 
los dominios que la componen y las variables: estado civil del cuidador; el grado de parentesco con el anciano y en todas las variables clínicas del 
cuidador. Se registró correlación positiva entre la sobrecarga y la edad del cuidador y entre la sobrecarga y horas del día dedicadas al cuidado.
Conclusión: La sobrecarga fue mayor para los cónyuges, los que presentaban comorbilidades, dolores relacionados con la actividad desempeñada 
y para los que consideraron su salud regular.
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Introduction

The increase in human longevity has fostered di-
verse challenges for the government and communi-
ty in ensuring the physical, social and legal well-be-
ing of the elderly and their family. These challenges 
include the physical, emotional and social burden 
caregivers of dependent elderly experience. This 
state of dependence, whether due to the appear-
ance of non-transmissible chronic diseases and their 
consequences or due to the cognitive and function-
al losses of advancing age demand home care and 
changes in the daily lives of many families.(1-4)

The family is assigned the responsibility of as-
sisting its aging members. The family caregivers are 
part of the informal support network, consisting of 
family members, friends, acquaintances, and neigh-
bors, who work without pay. This fact marks the 
difference from the formal network of caregivers, 
composed of professionals, whether at home, in 
hospital or outpatient institutions.(2)

Informal care is the most frequent model of care 
for the elderly identified in the literature, but there 
is no clear description of the geographical areas 
where this care takes place.(3) Many relatives prefer 
this, possibly because of their cultural values, lack of 
formal care services or lack of financial resources to 
hire a caregiver.(3,4)

It is a contemporary reality to say that the fam-
ily is responsible for meeting the social and health 
demands of the elderly and, therefore, the need 
for qualified and constant support, and the Family 
Health Strategy (FHS) team plays a fundamental 
role in this respect.(5)

The reality a family member faces when he or 
she has a dependent elderly person at home is wor-
risome due to the demand for special care, with a 
considerable variation of tasks. The activities the 
home-based informal caregiver carries out are com-
plex and can generate physical, psychological, and 
social isolation. A burden is defined as resistance to 
care provoked by the inclusion or expansion of ac-
tivities performed and is related to several factors, 
linked to the characteristics of the elderly, such as 
the degree of dependence in daily activities, of the 
caregiver and of the social support of both.(6)

Besides the burden, taking care of a depen-
dent elderly can trigger other health problems 
for the caregiver who performs this activity full 
time and without assistance. The caregivers face 
greater chances of depressive disorders and anx-
iety, worse health conditions, besides substance 
abuse, including hypnotics and anxiolytics, and 
smoking.(7,8)

Because of the importance of knowing the 
various facets of home-based care for the elder-
ly, concerning the informal caregiver/elderly 
patient, the study objective was to evaluate the 
burden and to identify the burden-related factors 
in home-based informal caregivers to bedridden 
elderly at home attended by the Family Health 
Strategy.

Methods

An analytical study with a cross-sectional design 
was developed in the capital of the State of Piauí 
(PI). Due to the urbanization process in the city of 
Teresina, the largest number of elderly people live 
in the Central and North regions of Barra do Rio 
Poti. Thus, it was decided to carry out the research 
in the urban area assigned to all 22 Primary Health 
Care Services Units (BHU), within the Central and 
North regions.

The reference population of the study consisted 
of the home-based informal caregivers of bedridden 
elderly people assisted by the Family Health Strategy 
(ESF) teams. The teams active in the research sce-
nario attend to 433 bedridden elderly people. The 
inclusion criteria were: 18 years or older; intact 
cognitive skills according to the parameters of the 
Mini-Mental State Examination (MMSE);(9) the 
bedridden elderly live in the area covered by the 
study; the bedridden elderly are enrolled in the 
FHS; the caregiver does not receive remuneration 
to take care of the bedridden elderly; be the primary 
caregiver because (s)he provides most of the care to 
the elderly most of the time; taking care of the bed-
ridden elderly for four weeks or more.(10)

For the interpretation of the MMSE results, the 
cut-off points are determined according to the ed-
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ucation level, considering the cut-off point 13 for 
illiterates, 18 for those with low (one to four incom-
plete years) and medium education level (four to 
eight incomplete years) and 26 for participants with 
high education level (eight or more years). These 
cohort values were used in this study to decide on 
the caregiver’s participation.(9)

The sample was calculated by means of propor-
tional stratified sampling of the number of bedrid-
den elderly and, consequently, of their caregivers. 
To do so, we used the following formula: 

Formula 1: 

Formula 2:

Where n0 is the first approximation of the sam-
ple size; E0 is the tolerable sampling error, set here 
at 5%; N is the number of population elements; 
n is the final sample size, with 208 participants. 
Subsequently, the sample was divided into sub-
groups proportional to the number of bedridden 
elderly of each UBS, being 188 from the North and 
20 from the Central region.

For the data collection, all instruments were 
then applied to the caregivers. The first, struc-
tured script to characterize the informal care-
givers was used to obtain the data related to the 
demographic, economic, clinical and care profile 
of the bedridden elderly people’s caregivers. The 
script has already been used in Brazil(10) and the 
researcher adapted it for the sake of this study. 
The second, the Informal Caregiver Burden 
Assessment Questionnaire (QASCI), was devel-
oped in Portugal and previously adapted and val-
idated in Brazil. (11)

The QASCI consists of seven dimensions and 
32 items, evaluated by means of an ordinal fre-
quency scale ranging from 1 to 5 points. These 
are: Implications in personal life (11 items - 11 
to 55 points); Satisfaction with role and relative 
(5 items - 5 to 25 points); Reactions to require-
ments (5 items - 5 to 25 points); Emotional bur-

den (4 items - 4 to 20 points); Family support 
(2 items - 2 to 10 points); Financial burden (2 
items - 2 to 10 points) and Perception of effec-
tiveness and control mechanisms (3 items - 3 to 
15 points). For each participant, the total score 
is calculated by adding up the scores of the 32 
items, after reversing the values of the items that 
make up the three positive dimensions, rang-
ing from 32 to 160 points.(11) It is inferred that 
the highest scores correspond to situations with 
higher weight or greater burden. The score of the 
participant group is adopted as the mean total 
score. (11,12)

Data were collected from February to July 
2017. After contact with the caregiver at home, the 
place where that person takes care of the elderly, the 
necessary procedures to carry out the research were 
explained and, after the participant had voluntarily 
accepted to participate, by means of the caregiver’s 
consent and the signing of the Informed Consent 
Form, the interview was initiated.

Data were entered into Excel® 2013 and ana-
lyzed using the Statistical Package for Social Science 
(SPSS®) version 20.0. Subsequently, descriptive 
analyses were performed, such as central trend 
measures for numerical variables (mean and medi-
an), absolute and relative frequency for qualitative 
variables, and measures of dispersion or variability 
(standard deviation).

In the bivariate analysis, after proving a 
non-normal distribution of the variables, the 
non-parametric Mann-Whitney tests were used 
when they were dichotomous and the Kruskal-
Wallis test when the variables presented three or 
more classes. These tests permit comparing differ-
ences between medians or ranks. 

To analyze the association between independent 
quantitative variables and the study-dependent 
variable (total QASCI score), we chose to use the 
Spearman Correlation Coefficient. In the interpre-
tation of the strength of the correlations (values of 
“ρ”), values from 0.00 to 0.20 were considered very 
low; 0.21 to 0.39 low; 0.40 to 0.69 moderate; 0.70 
to 0.89 high; 0.90 to 1.00 very high and equal to 
1 as a perfect correlation.(13) For all statistical tests 
used, p <0.05 was set to reject the null hypothesis.
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The research took into consideration the ethi-
cal and legal aspects of research involving human 
beings, with the approval of the Ethics Committee 
at the Federal University of Piauí – Universidade 
Federal do Piauí (1.971.805).

Results

It was identified that 40.4% of the informal caregiv-
ers participating were between 40 and less than 60 
years old, with a mean age of 53 years (SD 15.1); 
91.3% were female; 89.9% literate, with 8.9 years of 
study on average(SD 3.2) and 55.3% did not main-
tain a stable union. As for the degree of relationship 
with the elderly, it was verified that 56.3% of the 
caregivers were the children, 13.0% the spouses and 
10.1% friends, neighbors, close people, and people 
the elderly had contact with. 85.1% of the partici-
pants lived with the bedridden elderly person.

Most caregivers reported one or more diseas-
es, most notably those of the circulatory system 
(57.2%) and musculoskeletal and connective tissue 
conditions (40.6%). Of the total, 77.9% answered 
affirmatively about the presence of pain in the body. 
Of these, 66.7% complained of back pain; 56.2% 
stated that the pain started after the elderly had be-
come bedridden and 69.1% said that the pain re-
mained after the care was performed. Of the total, 
59.6% felt changes in their body and health after 

assuming the role of caregiver and 53.8% consid-
ered their health regular.

The average number of years spent on the care 
for the bedridden elderly was 6.4 (SD 6.2), ranging 
from 0.33 to 40 years. The journey of more than 
eight hours of care stands out, both during the week 
and at weekends.

The caregivers’ mean total burden score, as-
sessed using QASCI, was 71.1 (SD 26.3). In order 
to investigate the possible differences in the burden, 
according to the sociodemographic characteristics 
of the informal caregivers, the domain and total 
QASCI scores were compared between the groups 
(Table 1). And the difference in the burden accord-
ing to the clinical characteristics of the informal 
caregiver is described in table 2.

It is added that the age of the caregiver is positively 
and significantly correlated with the domains of ef-
ficacy and control (ρ = 0.139) and satisfaction with 
the role and family (ρ = 0.182). There was a positive 
correlation between the number of weekly hours and 
the emotional burden (ρ = 0.172), personal life im-
plications (ρ = 0.227), financial burden (ρ = 0.161), 
reactions and demands (ρ = 0.156) domains and the 
total QASCI score (ρ = 0.222). We also identified a 
positive correlation between the amount of hours at 
weekends and the emotional burden (ρ = 0.176), per-
sonal life implications (ρ = 0.232), financial burden 
(ρ = 0.164), reactions and requirements (ρ = 0.137) 
domains and the total QASCI score (ρ = 0.215).

Table 1. Distribution of total burden score in the caregivers’ sociodemographic categorical variables marital status and degree of 
parenthood with the elderly

Variables
EB IPL FB RR MEC FS SRR Total QASCI

Mean ±SD 
(p-value)

Mean ±SD
(p-value)

Mean ±SD
(p-value)

Mean ±SD
(p-value)

Mean ±SD
(p-value)

Mean ±SD
(p-value)

Mean ±SD
(p-value)

Mean ±SD
(p-value)

Marital status

Single/ No fixed partner 8.9 ±4.47 27.7 ±12.32 4.9 ±3.02 9.1 ±4.33 5.1 ±2.35 4.5 ±2.94 7.2 ±2.89 67.4 ±23.88

Married/ Fixed partner 10.2 ±4.73 30.9 ±13.29 5.38 ±3.24 10.0 ±5.08 5.9 ±3.12 4.8 ±3.19 8.4 ±4.07 75.6 ±28.42

(0.037) (0.081) (0.407) (0.232) (0.079) (0.501) (0.044) (0.046)

Degree of parenthood with elderly

Partner 11.5 ±4.73 34.0 ±12.85 6.3 ±3.49 10.8 ±5.13 6.8 ±3.83 4.8 ±3.37 9.4 ±4.33 83.7 ±28.29

Son/Daughter 9.4 ±4.44 29.9 ±11.78 5.4 ±3.15 9.5 ±4.41 5.4 ±2.62 5.0 ±3.07 7.5 ±3.33 72.1 ±24.67

Sibling 11.1 ±5.17 34.6 ±15.55 4.5 ±2.74 11.9 ±5.29 5.4 ±2.41 4.7 ±3.25 9.4 ±4.29 81.7 ±28.42

Grandchild 8.4 ±4.87 20.6 ±11.04 4.5 ±3.06 7.4 ±2.93 4.3 ±1.54 4.3 ±3.12 6.1 ±2.23 55.5 ±22.70

Son/Daughter-in-law 8.5 ±5.62 25.5 ±14.52 4.0 ±2.98 9.8 ±7.61 6.2 ±2.89 3.1 ±1.66 7.5 ±3.03 64.6 ±29.59

Other 7.2 ±3.03 20.9 ±9.99 3.7 ±2.10 6.9 ±2.31 4.5 ±1.94 3.2 ±2.29 6.5 ±2.11 52.8 ±15.64

(0.014) (<0.001) (0.081) (0.002) (0.108) (0.109) (0.011) (<0.001)

QASCI – Informal Caregiver Burden Assessment Questionnaire; EB – Emotional Burden; IPL – Implications in personal life; FB – Financial Burden; RR – Reactions and requirements; MEC – Efficacy and control mechanisms; 
FS – Family support; SRR – Satisfaction with role and relative; SD – Standard deviation. The p-value was calculated by means of the non-parametric Mann-Whitney and Kruskal-Wallis tests. Statistical significance was set at 
p≤0.05
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Discussion

In the descriptive analysis of the QASCI, it was ob-
served that the caregivers demonstrated high levels 
of burden when confronted with the results of oth-
er studies with dependent elderly people developed 
in Brazil (elderly with functional dependency) and 
internationally (elderly with Alzheimer’s disease) in 
which the same tool was used.(11,14)

When comparing which sociodemographic 
characteristics were related to the greater burden 
of the caregivers, the differences in the degree of 
kinship and in the fact of having a fixed part-
ner were identified as significant, with a higher 
burden for the spouses. Marriage brings about a 
relationship of obligation to care because there is 
a common life project assumed by marriage and 
the commitment to be together in sickness and 
health.(15) A study carried out in Spain pointed 
out a similar result.(6)

In Brazil, the family taking responsibility for 
the care of its members represents a cultural value. 
Family members who take care of the elderly, even 
though they are satisfied with this role, are subject 
to countless sources of stress, resulting from the task 
definitions of a role for which they are often not 
prepared, as well as the repercussions in their daily 
lives.(16,17)

The fact that caregivers need to respond to the 
elderly people’s care demands and the requests of 
other family members entails negative implica-
tions, and the relationship with the elderly who 
receives care may be ambiguous and may lead to 
stressful situations. Having a kinship relationship 
is a predictor of burden due to the accumulation 
of roles.(18,19)

The age of the caregiver is positively correlated 
with the domains of efficacy and control and satis-
faction with the role and family, i.e., the older the 
caregiver, the greater the perceived burden in these 

Table 2. Distribution of total burden score among the caregivers’ categorical clinical variables

Variables
EB IPL FB RR MEC FS SRR Total QASCI

Mean ±SD 
(p-value)

Mean ±SD 
(p-value)

Mean ±SD 
(p-value)

Mean ±SD 
(p-value)

Mean ±SD 
(p-value)

Mean ±SD 
(p-value)

Mean ±SD 
(p-value)

Mean ±SD 
(p-value)

Referred diseases

Yes 10.0 ±4.80 31.7 ±12.7 6.6 ±3.2 9.6 ±4.69 5.6 ±2.87 4.6 ±3.05 8.2 ±3.71 75.3 ±26.1

No 8.4 ±4.08 24.1 ±11.7 4.4 ±2.85 9.2 ±4.72 5.0 ±2.46 4.6 ±3.0 6.9 ±2.92 62.6 ±24.67

(0.025) (<0.001) (0.012) (0.413) (0.194) (0.663) (0.006) (<0.001)

The caregiver feels bodily pain

Yes 10.2 ±4.70 31.1 ±12.59 5.5 ±3.17 10.1 ±4.97 5.6 ±2.81 4.8 ±3.08 8.0 ±3.49 75.4 ±25.92

No 6.9 ±3.27 22.2 ±11.29 3.7 ±2.46 7.1 ±2.32 4.8 ±2.42 4.1 ±2.87 6.8 ±3.45 55.6 ±21.39

(<0.001) (<0.001) (<0.001) (<0.001) (0.069) (0.120) (0.005) (<0.001)

The pain emerged after the elderly became bedridden 

Yes 11.2 ±4.74 33.1 ±11.80 6.0 ±3.24 10.4 ±5.07 6.0 ±3.05 5.0 ±3.18 8.2 ±3.72 80.1 ±25.93

No 8.9 ±4.36 28.5 ±13.16 4.9 ±2.99 9.8 ±4.86 5.1 ±2.39 4.4 ±2.93 7.8 ±3.19 69.5 ±25.93

(0.002) (0.019) (0.037) (0.394) (0.042) (0.321) (0.790) (0.009)

The pain continues after providing care 

Yes 11.1 ±4.73 33.5 ±12.01 6.1 ±3.28 10.7 ±5.16 6.0 ±3.01 5.1 ±3.15 8.5 ±3.66 80.9 ±25.33

No 8.3 ±4.05 25.6 ±12.22 4.4 ±2.56 9.0 ±4.36 4.7 ±2.09 3.9 ±2.78 7.0 ±2.86 63.0 ±22.93

(0.001) (<0.001) (0.003) (0.039) (0.010) (0.029) (0.008) (<0.001)

Felt modifications in the body and in health after the 
caregiver role

Yes 11.1 ±4.58 33.8 ±12.05 6.1 ±3.22 10.2 ±4.69 5.9 ±2.94 5.0 ±3.11 8.4 ±3.86 80.6 ±25.28

No 7.1 ±3.54 22.1 ±10.58 3.7 ±2.31 8.5 ±4.53 4.7 ±2.26 4.0 ±2.87 6.9 ±2.68 56.9 ±20.91

(<0.001) (<0.001) (<0.001) (0.001) (0.002) (0.026) (0.004) (<0.001)

How do you consider your health?

Good 7.9 ±3.99 24.1 ±11.92 4.0 ±2.56 8.3 ±3.93 4.9 ±2.01 4.3 ±3.05 7.1 ±2.79 60.7 ±22.45

Regular 10.0 ±4.53 30.4 ±12.15 5.4 ±3.15 9.8 ±4.74 5.4 ±2.71 4.6 ±2.92 7.8 ±3.42 73.5 ±24.79

Bad 12.3 ±5.54 41.0 ±10.54 7.9 ±2.86 12.1 ±5.78 7.5 ±4.22 6.0 ±3.48 9.8 ±5.34 96.8 ±27.89

(<0.001) (<0.001) (<0.001) (0.004) (0.055) (0.107) (0.052) (<0.001)

QASCI – Informal Caregiver Burden Assessment Questionnaire; EB – Emotional Burden; IPL – Implications in personal life; FB – Financial Burden; RR – Reactions and 
requirements; MEC – Efficacy and control mechanisms; FS – Family support; SRR – Satisfaction with role and relative; SD – Standard deviation. The p-value was 
calculated by means of the non-parametric Mann-Whitney and Kruskal-Wallis tests. Statistical significance was set at p≤0.05
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aspects. Thus, older caregivers find fewer facilitators 
to cope with the difficulties resulting from this role 
and less satisfaction in caring for their relatives.(12)

Another factor that influenced the caregivers’ 
perceived burden is their health condition. Whether 
the caregiver presents diseases or not differs in the 
scores obtained for four of the seven domains: emo-
tional burden, personal life implications, financial 
burden, role and family satisfaction, and total bur-
den score. For all, the highest average burden is 
found in the group that reported having diseases. 
The impact of chronic stress can manifest itself in 
the caregiver through physical and psychological 
problems, which influence the type of care the de-
pendent family member receives.(20)

When evaluating the mental health of 636 in-
formal caregivers of post-stroke dependent elderly 
in Portugal, the researchers observed that the per-
ceived mental health was poor. Poor mental health 
is influenced by the emotional burden, personal life 
implications, and the satisfaction with caregiving, 
as well as by the demands of the care receiver.(21)

The work burden, the complicated coexistence 
with the care receiver, and the limitation of the care-
giver’s time to invest in health promotion actions 
often end up influencing the caregiver’s illness.(22)

In terms of pain, the average burden of the par-
ticipants who started to experience pain after the 
elderly had become bedridden, was significant for 
the domains emotional burden, personal life im-
plications, financial burden, mechanism of effec-
tiveness and control, and total burden score. For 
those caregivers who continue experiencing pain 
after they provide care, the mean burden is high-
er, significantly affecting all the domains evaluated. 
This study is in line with another study developed 
in Brazil, which included family caregivers of indi-
viduals with stroke sequelae, in which the presence 
of pain resulted in a poorer health-related quality of 
life in the domains ‘functional capacity’, ‘physical 
aspects’, ‘emotional aspects’ and ‘pain’.(23)

This fact is justified by the physical effort and 
varied care demand of a bedridden patient. As the 
patients’ degree of dependence increases, so does the 
difficulty the caregiver faces, due to a lack of techni-
cal knowledge, skill, and physical conditioning.(24) 

The participating caregivers’ burden is signifi-
cantly higher for those who have felt changes in 
their body and their health after taking on the role 
of caregiver. Another study ratifies the result when 
observing that those caregivers who reported some 
change obtained higher burden scores.(25)

The caregivers with the greatest burden are 
those who have manifested worse subjective health, 
which is confirmed in the research presented here. 
The burden is significant in the emotional bur-
den, personal life implications, financial burden, 
reactions and demands domains, and in the total 
QASCI score.

In this sense, in a survey carried out in Peru, 
informal caregivers showed deficiencies in physical, 
psychological and social performance, with poor 
perceived health and development of various clin-
ical problems and comorbidities.(26)

Manifesting worse subjective health, as well as 
worse objective health, is associated with a greater 
caregiver burden. Thus, having several conditions, 
being treated for some chronic illness and suffering 
from a psychological/psychiatric illness are associat-
ed with a greater burden.(6)

With regard to the characteristics of care, the 
more daily hours are spent on the care activities 
for the elderly bedridden, the greater the caregiv-
er’s perceived burden. This finding supports other 
studies in different contexts in Brazil(27,28) and inter-
nationally.(19)

In Canada, the evaluation of the caregiver burden 
of stroke survivors revealed that the burden of caring 
for a dependent person is greater for the perceived 
time spent than for difficulties in carrying out care 
activities for the relative. The caregivers perceived 
most of the tasks as being of mild to moderate diffi-
culty, however, the amount of time spent performing 
these tasks was perceived as more burdensome.(29)

Caregivers do not have time for themselves and 
for the development of social and cultural activities. 
Some caregivers maintain their job, while others 
have to give it up, as the care receivers need assis-
tance for most of their basic activities and most of 
the time.(19,30)

Caregivers dedicate themselves full-time to ac-
tivities with the elderly and the time, including, 
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their absence from the home, is timed, but usually 
to meet the needs of the dependent family member. 
There is a correct time for medication, bath time, 
mealtime, and thus the caregiver is restricted to the 
home, with much of his time spent on the activities 
with the elderly, being mostly a solitary activity.(27)

The informal caregiver burden assessment ques-
tionnaire (QASCI), the instrument used, was easy 
to apply and permitted analyzing the physical, emo-
tional and social aspects of the research construct. 
The method used, however, due to the cross-sec-
tional design, did not allow for the establishment 
of the cause-and-effect relationships, which is the 
main limitation of this study.

We hope to contribute to the production of 
knowledge about the bedridden elderly and their 
informal caregivers, with emphasis on the burden, 
in order to support the formulation of health pro-
motion strategies for the elderly/caregiver pair, as 
well as to support professional training and capaci-
ty building in order to take care of individuals and 
families in a holistic and humanistic way, with em-
phasis on the nursing team.

Conclusion

A significant relationship exists between the burden 
perceived by the informal caregiver and the care-
givers’ sociodemographic and clinical characteristics 
and the characteristics of the activity. The average 
burden was high, and the domain “personal life 
implications” contributed the most to the physical, 
emotional and social burden of informal caregiv-
ers. The burden was greater for the spouses, and for 
those who experienced comorbidities, pain related 
to the activity performed and for those who consid-
ered their health as regular. 
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