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A B S T R A C T :  The objective was to evaluate the burden and quality 
of life of caregivers of older adults with chronic diseases. This was a 
cross-sectional study that used the Zarit Burden Interview Scale and 
the WHOQOL-Bref. A total of 299 caregivers participated, 
predominantly women, over 40 years old, without a partner, with 
low educational level, income of one minimum wage, having a 
family bond with the older person, and providing care for more than 
one year. Caregiver burden was classified as moderate to severe, 
and quality of life scores ranged from 59.4 to 70.8. There was a 
significant negative correlation between burden and the Social 
Relationships domain (r = -0.234; p < 0.001), Physical domain (r = -
0.465; p < 0.001), Psychological domain (r = -0.538; p < 0.001), and 
Environment domain (r = -0.379; p < 0.001). It is concluded that the 
caregiver role generates substantial burden, which negatively 
impacts quality of life. 
K E Y W O R D S :  Aged. Caregivers. Chronic Disease. Stress Psychological. 

R E S U M O :  O objetivo foi avaliar sobrecarga e qualidade de vida de 
cuidadores de pessoas idosas doentes crônicos. Trata-se de um 
estudo transversal que utilizou a Escala Zarit Burden Interview e 
WHOQOL-Bref. Participaram 299 cuidadores (mulheres, acima de 
40 anos, sem companheiro, com pouca escolaridade, renda de um 
salário-mínimo, com vínculo com a pessoa idosa e tempo de 
cuidado maior de um ano). Sobrecarga foi moderada e intensa; 
qualidade de vida 59,4 a 70,8. Correlação entre sobrecarga e 
domínio Relações Sociais (r:-0,234; p<0,001); Físico (r:-0,465; 
p<0,001), Psicológico (r:-0,538; p<0,001) e Meio Ambiente (r:-0,379; 
p<0,001). Conclui-se que o papel de cuidador é gerador de 
sobrecarga impactando na qualidade de vida. 
P A L A V R A S - C H A V E :  Cuidadores. Doença Crônica. Estresse 
Psicológico. Pessoa Idosa. 
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INTRODUCTION 

The world is going through a singular and irreversible demographic transition period, which 
culminates in a process of population aging. As a result, one in nine people around the globe are 60 years 
old or older. As fertility decreases, the older population came to comprise 22% of the global population 
about two billion.1-2 In Brazil, in 2022, there were nearly 32 million 60-year-old or older people, 
representing 15.6% of the Brazilian population. This represents a 56% increase when compared to 2010, 
and Brazil is still not among the ten countries with the highest longevity.2  

This context is a challenge for public policies and especially for the health model, as it should lead 
to active aging through actions to provide autonomy to individuals3,4. Countries such as Canada, the 
United States, Australia and the Netherlands have been studying long-term care proposals about how to 
assist the older population in their territory, considering the debility and vulnerability of this population. 
It is essential to replace curative models with an integral approach, targeted at monitoring functional 
capacity in a context of non-communicable chronic diseases.3 

A decrease in functional capacity means that a caregiver is necessary, who can be formal 
(receiving monetary compensation) or informal (with no monetary compensation, such as relatives and 
other close persons).5-9 Nonetheless, those who provide care are not always prepared to do so and deal 
with the tensions and efforts that it requires.7 A caregiver is deprived of many things in their life, as this 
role requires dedication and sacrifice, impacting personal and professional activities and, potentially, 
compromising their mental health, which can lead to physical, emotional, social, and financial 
burdens.7,10,11 

Therefore, by discovering what it means for the relative of a chronic patient to be a caregiver, 
including their experiences with overload and the changes in their routine and quality of life, we can 
understand them better, uncovering signs to help the development of strategies to develop interventions 
for informal caregivers of older people. Considering the above, this study aimed to describe the 
sociodemographic and economic profile of informal caregivers of older people, evaluating their quality 
of life, and correlating this data. 

METHODOLOGY 

Cross-sectional, descriptive, correlational study with informal caregivers who were the support 
persons of older patients with chronic diseases during hospitalizations. This study was carried out in a 
tertiary hospital in the Northwest of São Paulo, a specialized center that served as a reference for 102 
cities of the 15th Regional Health Department (RHD) of the state of São Paulo, from the second semester 
of 2018 until the end of the first semester of 2019.  

The population of this study was formed by informal caregivers of older people with chronic 
diseases, who were their support persons during hospitalization. This study used convenience sampling, 
selecting informal caregivers of 60-year-old or older people diagnosed with chronic diseases. We included 
participants regardless of gender, as long as they were 18 years old or older, had the ability to 
communicate, and agreed to participate in the research by signing a consent form. Our sample did not 
include formal caregivers, caregivers who received monetary compensation, informal caregivers of older 
people hospitalized using private or corporate health insurances, nor any caregiver who did not want to 
participate in the study. Three instruments were used for data collection: a survey elaborated by the 
researchers, including sociodemographic variables (sex, age, family connection, income, educational 
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level) of both the caregiver and the older person receiving care; clinical variables of the older person 
(level of dependency, comorbidities); and the Brazilian version of the Zarit Burden Interview (ZBI) a scale 
developed by Zarit & Zarit, and validated by Scazufca8; in addition to the brief version of the World Health 
Organization (WHO) quality of life measuring instrument (WHOQOL-Bref)13. The ZBI includes 22 questions 
about health, social and personal life, financial situation, emotional well-being, and interpersonal 
relationships. It evaluates how care activities impact the lives of the caregivers of people with physical 
and mental disabilities8,9. ZBI responses are given in Likert scales, with scores that vary from 22 to 88, 
and the higher the score, the higher the burden of the caregiver. Results from 0 to 20 indicate no burden; 
from 21 to 40, mild to moderate burden; from 41 to 60, moderate to severe burden; and from 61 to 88, 
intense burden.12,13 

The WHOQOL-BREF has 26 questions, 2 of which are general — one relating to life, another to 
health —, while the other 24 are related to four domains and their respective facets24,25: 

Domain I: physical health, including the facets: pain and discomfort; energy and fatigue; sleep 
and rest; activities of daily living; dependence on medication or treatments; work capacity.  

Domain II: psychological, including the facets: positive feelings; thinking, learning, memory and 
concentration; self-esteem; body image and appearance; negative feelings; spirituality, religion, and 
personal beliefs.  

Domain III: social relationships, with the facets: personal relationships, social support, sex life.  
Domain IV: environment, with the facets: physical safety and security; home environment; financial 

resource; health and social care (availability and quality, opportunity to acquire new information and skills, 
participation); recreation and leisure; physical environment (pollution, noise, traffic, climate, transport). 

Data collection was conducted in an interview with the caregivers, using the electronic records of 
the elders to complement data regarding their sociodemographic and economic characteristics, as well 
as their comorbidities and dependency level.  

The t-test was used to check for associations between the total mean score of the ZBI Scale and 
the sociodemographic and economic variables of caregivers in two categories. Regarding the association 
between the mean total score of the ZBI Scale and the sociodemographic and economic variables of 
caregivers with three or more categories, we used the ANOVA analysis of variance. Finally, the association 
between the total ZBI Scale (quantitative variable) and the score of the WHOQOL-BREF domains was 
analyzed using Pearson's correlation coefficient (r), which can vary from -1 to 1. A negative or positive 
result indicates, respectively, whether the relationship is negative or positive; the value of the r coefficient 
shows the strength of the relationship between variables. The relationship is considered weak when r is 
from 0.10 to 0.30, moderate when r is from 0.40 to 0.60, and strong when r is from 0.70 to 1.13 This study 
considered a significance level of 5% (p≤0.05). 

This study was approved by the Research Ethics Committee of the Faculdade de Medicina de São 
José do Rio Preto (FAMERP), under CAAE 61391416.6.0000.5415 and Opinion No. 1.849.114.  

RESULTS 

The sample consisted of 299 seniors. Results regarding their sociodemographic profile, 
dependency level, and comorbidities are presented in Table 1. The presence of men (50.5%) and women 
(49.5%) was balanced. Most participants were over 70 (79.2%) and had incomplete elementary school 
(59.5%). In most cases, their degree of dependency was III or IV (55.5%). The most common comorbidities 



BURDEN AND QUALITY OF LIFE OF INFORMAL CAREGIVERS OF ELDERLY PEOPLE WITH CHRONIC DISEASES 

SAUD PESQ. 2026;19:E-13306 - E-ISSN 2176-9206 4 

were systemic arterial hypertension (SAH), which affected 79.6% of the sample, while 31.4% had diabetes 
melllitus (DM) and 27.1% had both.  

Table 1. Characterization of seniors, according to sociodemographic aspects, dependency level, and comorbidities. 

Table 2 shows the results of the sociodemographic and economic characterization of the 
caregivers, as well as results related to the care provided. Most were women (77.9%), 40 or older (79.9%), 
with no partner (50.8%), incomplete or complete elementary education (61.6%). 78.6% did not have a job 
and 60.5% earned up to one minimum wage. Most were family to the elder being cared for (88.6%); 51.2% 
lived with them; 51.8% had provided care to them for 12 months or more. 

Table 2. Sociodemographic, economic, and care-related characteristics of the informal caregivers. 

Variables (n=299) N % 

Sex 
Male 151 50.5 
Female 148 49.5 

Age group 
60 to 69 62 20.8 
70 to 79 111 37.1 
80 or older 126 42.1 

Educational level 

Illiterate 82 27.4 
Incomplete elementary school 178 59.5 
Complete elementary school and incomplete high school 16 5.3 
Complete high school and incomplete higher education 5 1.7 
Complete higher education 2 0.7 
Not informed 16 5.4 

Dependency level 
Level I and II 133 44.5 
Level III and IV 166 55.5 

Comorbidities 

Arterial hypertension 238 79.6 
Diabetes mellitus 94 31.4 
Arterial hypertension and diabetes mellitus 81 27.1 
Neurological impairment 29 9.7 
Heart and kidney disease 42 14.0 
Respiratory disease 15 5.0 
Other 20 0.7 

Variables (n=299) N % 

Sex 
Male 66 22.1 
Female 233 77.9 

Age group 

18 to 39 59 19.7 
40 to 59 142 47.5 
60 or older 97 32.4 
Not informed 1 0.4 

Marital status 
Has a partner 147 49.2 
W/o partner 152 50.8 

Educational level 

Incomplete elementary school 124 41.5 
Complete elementary school and incomplete high school 60 20.1 
Complete high school and incomplete higher education 90 30.1 
Complete higher education 22 7.3 
Not informed 3 1.0 

Has a job 
Yes 64 21.4 
No 235 78.6 

Income 
Up to one minimum wage 181 60.5 
More than 1 minimum wage 86 28.8 
Not informed 32 10.7 

Family relationship with the 
elderly person 

Yes 264 88.3 
No 9 3.0 
Not informed 
 

26 
 

8.7 
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Table 3 shows the distribution of the levels of care and the burden of caregivers, according to 
sociodemographic and economic variables of the caregivers and the older adults. The overload has four 
facets: nonexistent, mild, moderate, and intense. In all variables analyzed, most caregivers had no 
burden (61.2%). 30.1% presented mild burden; 8.0%, moderate burden; and 0.7%, intense burden. Mild 
and moderate burdens were more common in female informal caregivers (32.1%), those who have a 
family relation with the older person (37.1%), 40-year-old or older caregivers (34.5%), those without 
partners (22.7%), with an income up to one minimum wage (26.1%), incomplete elementary school 
(16.4%), and those who do not have a job(28.4%). This was also observed in caregivers who have been 
provided care for longer than 12 months (24.4%) and those who live with the older person (23.4%). There 
are no significant differences in burden in regard to gender. Nevertheless, 23.4% of those who cared for 
older adults above 70 presented with mild overload. Additionally, the higher the educational level of the 
older person, the lower the burden of the caregiver.  

The caregivers of older people with higher dependency levels show mild and moderate scores 
more often (26.7%). The burden had a statistically significant relation with neurological impairment and 
other comorbidities (psychiatric disease, hypothyroidism, dyslipidemia, neoplasms). Heart and kidney 
disease showed p=0.077, quite close to the significant value considered for this analysis (p≤0.05). The 
more limiting the comorbidity, the more burdened the caregivers. Although the SAH is the most common 
comorbidity, it is not the one that burdens most caregivers (34.1%). Mild and moderate burdens were 
more common in caregivers of people with respiratory disease (66.6%), neurological impairment (62.0%), 
heart and kidney disease (52.3%), other (50.0%), DM and SAH (35.8%), and DM (33.0%). 

Table 3. Caregiver burden, according to the sociodemographic and economic variables of caregivers and older adults. 

Variables (n=299) 
Overload 

Nonexistent Mild Moderate Intense 
n (%) n (%) n (%) n (%) 

Sex of the caregiver 
(p-value=0.111)* 

Male 48 (16.0) 16 (5.3) 2 (0.7) - 
Female 135 (45.1) 74 (24.7) 22 (7.3) 2 (0.7) 

Family relations with 
the older adult  
(p-value=0.612)* 

Yes 151 (50.5) 88 (29.4) 23 (7.7) 2 (0.7) 

No 7 (2.3) 2 (0.7) - - 

Age group of the 
caregiver 
(p-value=0.115)** 

18 to 39 48 (16.0) 9 (3.0) 2 (0.7) - 
40 to 59 77(25.7) 50 (16.7) 14 (4.7) - 
60 or older 57 (19.1) 31 (10.4) 8 (2.7) 1 (0.3) 

Caregiver marital 
status  
(p-value=0.041)* 

Has a partner 101 (33.8) 37 (12.4) 9 (3.0) - 
W/o partner 

82 (27.4) 53 (17.7) 15 (5.0) 2 (0.7) 

Caregiver income 
(p-value=0.142)** 

Up to one minimum wage 101 (33.8) 60 (20.1) 18 (6.0) 2 (0.7) 
More than 1 minimum wage 56 (18.7) 25 (8.4) 5 (1.7) - 

Educational level 
(p-value=0.205)** 

Incomplete elementary school 73 (24.4) 37 (12.4) 12 (4.0) 2 (0.7) 
Complete ES and incomplete HS 30 (10.0) 23 (7.7) 7 (2.3) - 
Complete HS and incomplete ES 59 (19.7) 26 (8.7) 5 (1.7) - 
Complete higher education 18 (6.0) 4 (1.3) - - 

Caregiver has a job 
(p-value=0.019)* 

Yes 33 (11.0) 22 (7.3) 7 (2.3) 2 (0.7) 
No 150 (50.2) 68 (22.7) 17 (5.7) - 

Time caring for the 
older adult  

Até 11 meses e 29 dias 97 (32.4) 33 (11.0) 5 (1.7) 1 (0.3) 
12 months or more 81 (27.1) 54 (18.1) 19 (6.3) 1 (0.3) 

Variables (n=299) N % 

Lives with the elder 
Yes 153 51.2 
No 139 46.5 
Not informed 7 2.3 

Time caring for the elder 
Up to 12 months 136 45.5 
12 months or longer 155 51.8 
Not informed 8 2.7 
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Variables (n=299) 
Overload 

Nonexistent Mild Moderate Intense 
n (%) n (%) n (%) n (%) 

(p-value=0.004)* 
Lives with the older 
adult (p-value=0.002)* 

Yes 82 (27.4) 50 (16.7) 20 (6.7) 1 (0.3) 
No 98 (32.8) 37 (12.4) 3 (1.0) 1 (0.3) 

Sex of the older 
adult (p-value=0.936)* 

Male 90 (30.1) 48 (16.1) 12(4.0) 1 (0.3) 
Female 93 (31.1) 42 (14.0) 12 (4.0) 1 (0.3) 

Age group of the 
older adult  
(p-value=0.415)** 

60 to 69 36 (12.0) 20 (6.7) 6 (2.0) - 
70 to 79 67 (22.4) 32 (10.7) 12 (4.0) - 
80 or older 80 (26.7) 38 (12.7) 6 (2.0) 2 (0.7) 

Educational level of 
the older adult 
(p-value=0.228)** 

Illiterate 40 (13.4) 30 (10.0) 11 (3.7) 1 (0.3) 
Incomplete elementary school 117 (39.1) 49 (16.7) 11 (3.7) 1 (0.3) 
Complete ES and incomplete HS 8 (2.7) 8 (2.7) - - 
Complete ES and incomplete HS 2 (0.7) 3 (1.0) - - 
Complete higher education 2 (0.7) - - - 

Dependency level of 
the older adult 
(p-value=0.001)* 

Level I and II 98 (32.8) 29 (9.7) 5 (1.7) 1 (0.3) 

Level III and IV 85 (28.4) 61 (20.4) 19 (6.3) 1 (0.3) 

Comorbidities 

Arterial hypertension P-value=0.464 (n=238)* 149 (49.8) 68 (22.7) 20 (6.7) 1 (0.3) 
Diabetes mellitus P-value=0.129 (n=94)* 63 (21.1) 28 (9.4) 3 (1.0) - 
SAH+DM P-value=0.303 (n=81)* 52 (17.4) 26 (8.7) 3 (1.0) - 
Neurological impairment P-value=0.004 (n=29)* 10 (3.3) 13 (4.3) 5 (1.7) 1 (0.3) 
Heart and kidney disease P-value=0.077 (n=42)* 19 (6.3) 17 (5.7) 5 (1.7) 1 (0.3) 
Respiratory disease P-value=0.077 (n=15)* 5 (1.7) 9 (3.0) 1 (0.3) - 
Other P-value=0.033 (n=20)* 9 (3.0) 9 (3.0) 1 (0.3) 1 (0.3) 

Cronbach's alpha coefficient: 0,840. *t-test. ** Anova. 

Table 4 shows the results of the general QoL evaluation of the caregivers, according to the 
frequency of responses, mean scores, and their respective standard deviations for each general question 
about quality of life. The mean score was regular in both questions. It was found that 62.2% of caregivers 
believe their QoL is good or very good, while 36.4% see it as not good nor bad. 58.1% feel satisfied with 
their health and 39.1% are indifferent or dissatisfied. 

Table 4. Frequency of the responses of caregivers of older adults and mean scores in general quality of life questions. (n=299). 

Question Possible responses n % 
How would you rate your quality of life? 1-very bad 4 1.3 

2-ruim 16 5.4 
3-neither bad nor good 93 31.1 
4 -good 154 51.5 
5-very good 32 10.7 
Mean Score (±SD) * 3.7 (±0.79)** 

How satisfied are you with your health? 1 - very dissatisfied 8 2.7 
2- dissatisfied 43 14.4 
3-neither satisfied nor dissatisfied 74 24.7 
4-satisfied 140 46.8 
5-very satisfied 34 11.4 
Mean Score (±SD) * 3.5 (±0.96)** 

*SD: Standard Deviation. **A mean score between 3 and 3.9 is classified as regular. 

According to Table 5, the mean scores of all domains were statistically significant. The mean 
scores for the Whoqol-Bref domains varied from 59.38 to 70.83. The highest score was in the 
Psychological domain, which includes the facets positive feelings; thinking, learning, memory and 
concentration; self-esteem; body image and appearance; negative feelings; spirituality, religion, and 
personal beliefs. This shows good resilience on the part of the caregivers. 



RONDINA, SASAKI, RONDINA, LOURENÇÃO, BAPTISTA, SANTOS 

SAUD PESQ. 2026;19:E-13306 - E-ISSN 2176-9206 7 

The lowest scores were in the domain Environment, whose facets are physical safety and security; 
home environment; financial resource; health and social care (availability and quality, opportunity to 
acquire new information and skills, participation); recreation and leisure; physical environment 
(pollution, noise, traffic, climate, transport). This shows that some factors related to the environment 
where the caregiver lives are compromised. 

Table 5. Mean scores for the Whoqol-Bref domains, according to the evaluation of the caregivers of older adults (n=299). 

Whoqol-Bref Domains 
Cronbach's 

alpha 
Md Mean ± SD CI (95%) 

P-value 
(t test) 

Physical 0.833 67.9 65.7±19.0 63.5 – 67.9 

<0.001 
Psychological 0.748 70.8 68.5±15.9 66.7 – 70.3 

Social relationships 0.717 66.7 64.2±22.4 65.4 – 66.7 

Environment 0.695 59.4 59.0±13.8 57.4 – 60.6 
Md: median. SD: standard deviation. CI (95%): confidence interval of 95%. 

Burden and quality of life presented a negative correlation. There was a weak correlation 
between the burden and the Social Relationships domain (r: -0.234; p=0.000), as well as a moderate 
correlation between burden  and the Physical (r: -0.465; p=0.000), Psychological (r: -0.538; p=0.000) and 
Environment (r: -0.379; p=0.000) domains, as shown in Table 6. 

Table 6. Correlations between overload and quality of life for caregivers of older people. (n=299). 

Whoqol-Bref domains Overload P-value 
Physical -0.465* <0.001 
Psychological -0.538* <0.001 
Social relationships -0.234* <0.001 
Environment -0.379* <0.001 

* % significant correlation (p≤0.001). 

Regarding the facets of the Whoqol-Bref domains, caregivers showed poor results regarding 
Positive Feelings (47.37); Financial Resources (45.97); and Recreation and Leisure opportunities (32.86). 
Furthermore, we found that the scores from the facets Energy and Fatigue (58.70); Sleep and Rest (56.86); 
Thinking, Learning, Memory and Concentration (60.00); Sexual Activity (58.15); New Information and Skills 
(58.03); Physical Environment (54.61); and Self-assessment of quality of life (64.34) were very close to 
their minimum threshold (50.0), indicating that these aspects of the quality of life of the caregivers are 
also compromised (Figure 1). 

DISCUSSION 

This study found that the profile of caregivers of older people with chronic disease is mostly 
comprised by women, over 40 years old, with no partner, and incomplete elementary school. Most of 
them live with the older person and have a family relationship with them, having been responsible for 
their care for more than 12 months. The overload was greater in caregivers of people aged 70+, due to 
the greater degree of dependency caused by their age and the presence of comorbidities. These results 
show that the work of the caregiver causes overload and stress, which directly interfere in their quality 
of life, compromising factors such as positive feelings, recreation and leisure, energy and fatigue, sleep 
and rest, not to mention their capacity of concentration and sexual practices.  
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Figure 1. Mean scores for the facets of the Whoqol-Bref domains, according to the evaluation of caregivers of older 

adults. (n=299). Source: authors. 

The analysis of the sociodemographic situation of the older adults hospitalized was similar to that 
of other studies.14,15 The results may be related to the sharp growth of the population over 70, the greater 
longevity of women and high number of widows, and the greater exposure of men to health risk factors.14 
With regard to education, these disparities are common in Brazil, given that access to education was 
difficult in the past, in addition to the fact that studying was not a priority.14,16 It is worth noting that the 
educational level is associated to cognitive development, which, in turn, is associated to one's ability to 
manage their self-care.14,15 Furthermore, it is important to keep in mind that culture, educational level, 
age, and self-care capacity are factors that determine and condition health, interfering with one's 
understanding of aspects inherent to  health, such as managing drugs, exercise, adequate diets, and 
others. Additionally, the aging process itself has negative impacts on one's functional capacity. 18 

The higher the age, the lower the functional capacity, and, consequently, the greater the 
dependency on other people's care.19 Population aging must be watched closely, since it increases the 
incidence and prevalence of chronic-degenerative diseases. As a result, caregivers become increasingly 
needed to attend and understand the needs of this population. 15,28 

Currently, the caregiver for older individuals is increasingly common and necessary. The task of 
caring is very complex, long-lasting, and requires the caregiver not only to provide care, but also to be 
patient and dedicated, changing their personal and family routine and dealing with challenges and 
difficulties.  Furthermore, these caregivers are not prepared to perform this role or lack the necessary 
information about how to do it.  They often need to do other activities besides providing care, be they 
domestic or professional. As a result, the informal caregiver becomes physically and emotionally 
exhausted, leading to physical and emotional burdens that have an impact on their quality of life.20,21 
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The care is often provided by women, which become the main responsible for providing care to 
the older adults, as corroborated by other studies.28,22,20,14 In this regard, there are sociocultural and 
historical relationships according to which the responsibility to provide care to the family is essentially 
female,14,20 seeing as even when they are children, girls are educated to care for their family in the 
future.23 Despite the growing insertion of women in the job market, when care must be provided to the 
family, the woman is the one who is under pressure to take responsibility for such care, which helps 
increase the levels of tension caused by the act of caring.22,23 

In addition to the issue of gender, some studies show that most caregivers are aged 40+, have 
incomplete elementary school, mostly do not have a job, earn up to one minimum wage, and have a 
partner — results that differ from those found here.14,21,22,24-28 The older age that is common among 
caregivers is a challenge, seeing as, due to the fact that caregivers are nearly as old as the people they 
care for, they have themselves levels of impairment to their functional capacity caused by the aging 
process and their own chronic diseases, which may interfere in the quality of the care provided and in 
their own care. Thus, their impaired health and their burden compromise their quality of life.22,27 

Another factor that has an impact on burden is the educational level of the caregivers, given that 
those with higher educational levels suffer less or even do not suffer with burdens.17,18 As discussed 
above, of the caregiver has more knowledge, they understand the disease better, which can facilitate the 
use of procedures and technologies when providing care, avoiding their prolonged exposure to stress. 
Lower educational levels and income are important indicators of social vulnerability, and can indicate the 
lack of individual, family, and social resources to meet the needs of people. In this context, they can 
interfere in the ability to receive and transmit information, and in the performance of activities associated 
with caring for the older adult and for themselves.26 Active aging requires policies based on changes of 
habits and lifestyles, promoting health and preventing disease.4 

In Brazil, the number of older adults who depend on others have grown in proportion to 
population aging, and health services are insufficient to attend the needs of this population.27,28 The 
family, usually in the form of a daughter or wife, takes on this role.24-24 In the family context there is a 
relationship of closeness and affection between the caregiver and the older person, which can be a 
positive influence for the caregiver to start this task and adapt to it. Nonetheless, the same affection 
bond means that the caregiver will often not let their difficulties show or even provide care because they 
feel obliged by social values and that they have no choice — a situation that usually affects only one 
family member. This causes a burden and physical and mental strains, especially in caregivers who are 
married, have the same educational levels, family bonds, and in cases where the person receiving care 
has arterial hypertension.26 

Another important element that can burden a caregiver of older people is living with the 
individual they care for. In addition to the family factors mentioned above, this requires them to spend 
most of their day providing care, treating their own needs as secondary, seeing as they lack the time to 
exercise or enjoy moments of leisure. Thus, their physical and mental health becomes compromised, 
leading to chronic disease, depression, and other issues. This is made worse when they provide care for 
more than 12 months. 29,30 

In addition to the factors associated with the burden that were already mentioned, comorbidities 
and the level of dependency of the person receiving care can also increase the burden of caregivers. In 
this context, the burden is related to physical and emotional strain, often harming the family structure, 
leading to social isolation and the loss of identity on the part of the caregiver, who must receive support.14 

As for their quality of life, the results of this study suggest that caregivers evaluate their QoL as 
good, feeling satisfied with it. In most domains and facets analyzed, the classification was regular — the 
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same result found in literature. 15,28,38 The domain with the best evaluation was the psychological, with 
most caregivers showing good resilience. In this domain, body image and appearance were the facets 
with the best evaluation, while positive feelings received the worst. The factors that influence the QoL of 
the family caregiver are: stress; depression; poor sleep quality; type of dementia and neuropsychiatric 
symptoms; support, social support, and access to health services; leisure; pre-existing health problems; 
interventions that are funded to train caregivers; and spirituality.28 

When the QoL of caregivers is impaired, this can lead to consequences both for the care that 
must be provided and for the health of the people who are providing care. In the current context of 
population aging, caregivers feel they have no support, ability, or are too exhausted to play this role, 
which may lead them to develop illnesses.28 This situation has an impact on primary health care, 
especially in regard to integral care. This does not affect only the older person who is receiving care, but 
also the caregiver, whose demands related to their own health lead to burden. Policies to promote the 
health of this population significantly affect their QoL and, as a result, reduce their burden, as they feel 
supported by the health teams.31 

The main limitations of this study are its cross-sectional design, which prevents us from 
establishing cause-and-effect relationships; and the fact that it only included professionals from one 
municipality, not allowing its results to be generalized. However, the study reveals important aspects of 
the relationship of these professionals with their work, especially seeing as their main role is associated 
with the practice of health care. 

Another limitation of this study was finding a significant number of interviewees, given that many 
factors made data collection more difficult, including the frequent turnover of support persons and the 
time necessary for the interviews, as participants answered the questions in an environment where there 
was a lot of noise and many health workers coming to provide bedside care. Nevertheless, the caregivers 
received the researcher well and naturally. 

This study provided a thorough diagnosis about the quality of life and burden of caregivers of 
older individuals, giving significant contributions to the formulation of public policies to promote active 
aging. This analysis may give support for primary health services to identify more precisely the needs of 
this audience and invest on actions to better the physical and mental health of caregivers of older people. 
These initiatives can include creating more humane environments and improving support networks, in 
order to improve conditions of life and the well-being of this vulnerable population. 

CONCLUSION 

This study found that females are the main responsible for caring for older adults with whom they 
have family relationships. They are predominantly aged 40+, with no partner, incomplete elementary 
school, and live and have an affection bond with the older person, having cared for them for more than 12 
months. Their burden levels, considering the many sociodemographic and economic characteristics of both 
caregivers and the older people they care for, suggest that the quality of life of the caregiver is affected the 
most. Burden levels were classified as mild and moderate, especially when caring for adults who are 
especially old, due to the presence of severe comorbidites and a higher level of dependency. 

Thus, we can state that the role of the caregiver is directly tied to the increase in burden and 
stress, which substantially affects the quality of their lives. This is especially true regarding Positive 
Feelings, Financial Resources, Recreation and Leisure, Energy and Fatigue, Sleep and Rest. It also affects 
cognitive functions, such as Thinking, Memory and Concentration, and even Sexual Activity. 
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Considering the growing number of family caregivers, it is essential to understand the 
characteristics, context, and health needs of this group. The health system, especially in regard to the 
management of services, is dealing with a new and urgent challenge: the implementation of public 
policies and health actions to support these caregivers, in order to reduce their burden and improve their 
quality of life. This study provides an important foundation for reflections that seek to preserve the 
physical and mental health of caregivers and provide better health care to their families, especially in the 
care of older adults. 
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