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				Bermejo Gonzalez Erika Dayana1, Fernández Santos María Belén1, Álvarez Heredia María Fernanda2, Chuchuca Pillajo Juan Andrés3, Fajardo Tenesaca Diego Xavier4

				ABSTRACT

				Introduction: overburdening informal caregivers is a growing problem in the care of people with disabilities, affecting their physical and emotional health, as well as the quality of life of the caregiver and the person being cared for.

				Objective: to identify the levels of burden among 61 caregivers of people with disabilities from the Joaquín Gallegos Lara project in Cuenca during 2023–2024; and its associated factors.

				Methodology: a descriptive observational study with an analysis of association was conducted using a form that collected sociodemographic variables, care-related characteristics, and the Zarit Burden Interview to assess caregiver burden. Data were analyzed with Epidat 4.2 and Epi Info 7.2.6, and tables were generated using Microsoft Excel. Quantitative variables were analyzed using measures of central tendency and standard deviation, while qualitative variables were expressed as absolute and relative frequencies. Fisher’s exact test was applied to determine statistically significant associations.

				Results: most caregivers were women, married, and between 40 and 60 years old. Intense burden was identified in 11.48% of caregivers and mild burden in 8.5%. Caregiver burden was significantly associated with caregiver age (p = 0.04) and the level of dependency (p = 0.03); most caregivers assisted individuals with 75–84% dependency.

				Conclusions: caregiver burden was present among caregivers of people with disabilities in rural areas and was associated with sociodemographic factors and dependency level. Psychosocial and educational support strategies are needed to mitigate its impact.

				Keywords: caregiver burden, persons with disabilities, surveys and questionnaires

				RESUMEN

				Introducción: la sobrecarga en cuidadores informales constituye un problema creciente en la atención de personas con discapacidad, afectando su salud física y emocional, así como la calidad de vida del par, cuidador y persona asistida.

				Objetivo: identificar el nivel de sobrecarga en 61 cuidadores de personas con discapacidad asociadas al programa Joaquín Gallegos Lara en Cuenca en el periodo 2023–2024 y sus factores asociados.
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				Metodología: se realizó un estudio observacional descriptivo con análisis de asociación que recopiló datos a través de un formulario con variables sociodemográficas, características del cuidado y la Escala de Zarit para determinar el nivel de sobrecarga. Los datos se analizaron con Epidat 4.2 y Epi Info 7.2.6 y se generaron tablas con Microsoft Excel. El análisis de las variables cuantitativas se realizó mediante medidas de tendencia central y desviación estándar; mientras las cualitativas se expresaron en frecuencias absolutas y relativas; además de la aplicación de la prueba exacta de Fisher para determinar significancia en la asociación.

				Resultados: se evidenció una mayor prevalencia de cuidadoras mujeres, casadas y de entre 40 y 60 años. El 11.48% y 8.5% presentó sobrecarga intensa y ligera respectivamente, los niveles de sobrecarga están asociados significativamente con la edad del cuidador (p = 0.04) y el grado de dependencia (p = 0.03), ya que la mayoría atiende a personas con dependencia del 75–84%.

				Conclusiones: se evidenció sobrecarga en cuidadores de personas con discapacidad en la ruralidad, asociado a factores sociodemográficos y al nivel de dependencia. Se requieren estrategias de apoyo psicosocial y educativo para disminuir su impacto.

				Palabras clave: carga del cuidador, personas con discapacidad, encuestas y cuestionarios.

				INTRODUCTION

				Fatigue in caring for dependent individuals constitutes a public health problem with profound individual and social repercussions. Caregiver burden is defined as a state of emotional exhaustion and physical fatigue that directly affects the well-being of the caregiver, often leading to “caregiver syndrome”1,2. In Latin America, it is estimated that approximately 12% of the population lives with some form of disability, and the vast majority of care falls on informal family networks without compensation or prior training3.

				In the Ecuadorian context, according to data from the National Institute of Statistics and Census4, there are approximately 480,776 registered people with disabilities, a significant proportion of whom require permanent assistance. Previous research in the country indicates that up to 70% of informal caregivers experience some level of burnout, with women assuming this role in more than 80% of cases, which exacerbates the economic vulnerability and social exclusion of the family unit5.

			

		

		
			
				This caregiving burden is associated with factors such as the accumulation of responsibilities, leaving the workforce, and impaired mental stability, and may even represent an increased risk factor for mortality6–8. For the diagnosis of this condition, the Zarit Burden Inventory (Zarit test) is established as the standard reference instrument at the international and regional levels9.

				Despite the existence of assistance programs, such as the Joaquín Gallegos Lara Voucher, there remains a need to evaluate the effectiveness of these supports and their actual impact on the mental health of caregivers in rural and peri-urban areas. Early identification of burnout is essential for designing prevention plans, such as training workshops and psychosocial support networks that reduce caregiver stress10-12. Therefore, the objective of this study was to examine the levels of caregiver burden and associated factors among informal caregivers linked to the Joaquín Gallegos Lara Project in the parishes of Baños and Tarqui, Cuenca.

				METHODOLOGY

				This study employed a quantitative, observational, analytical, cross-sectional design and was conducted in the parishes of Tarqui and Baños in the canton of Cuenca. The study population consisted of 61 informal caregivers of individuals with a significant degree of disability who are affiliated with the Joaquín Gallegos Lara Project, in partnership with the University of Cuenca, through a program titled “Comprehensive Health and Well-being Intervention in the Homes of People with Disabilities in the Joaquín Gallegos Lara Program in Baños and Tarqui.” 

				The study included informal caregivers responsible for the care of dependent individuals due to different types and degrees of disability, who had prior knowledge of and accepted the informed consent form and were formally linked to the project. These caregivers were administered the questionnaire through home visits via face-to-face interviews to verify compliance with the inclusion criteria; formal caregivers were excluded. 

				The dependent variable was the caregiver’s level of burden, operationalized on an ordinal scale using the Zarit Scale score across three categories: absence, mild burden, and severe burden.

				Independent variables included sociodemographic factors such as age (measured on a ratio scale by years lived), sex, marital status, residence, and occupation (all nominal), and educational level 
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				(ordinal); as well as care-related variables such as time in the caregiving role and daily hours spent on caregiving (ratio variables), degree of dependency of the care recipient (ordinal level), and the nominal variables of shared caregiving (yes/no) and the patient’s attitude toward care.

				The Zarit Scale consists of 22 items with five response options ranging from “never” to “almost always,” classifying caregiver burden as: absent (22–46 points), mild (47–55 points), and severe (56–110 points). The selected cutoff points (47 and 56 points) are based on the validation of the Zarit Scale for the Hispanic population, which has demonstrated high internal consistency (Cronbach’s alpha of 0.91). These cutoffs are widely used in studies across the Andean region and Ecuador, as they provide adequate sensitivity to distinguish between normative caregiving stress and clinical burden requiring intervention13,14. 

				To conduct the research, authorization was requested from the Zone 6 Coordinator of the Ministry of Economic and Social Inclusion (MIES) and the director of the Joaquín Gallegos Lara Project, with additional approval from the academic committee of the Nursing program at the University of Cuenca. Data collection was conducted in the field, administering the questionnaire to the entire study population. 

				Subsequently, the data were entered into a digital database, analyzed using the Epidat 4.2 and Epi Info 7.2.6 software programs, and tabulated in Microsoft Excel. For statistical analysis, quantitative variables were described using the mean and standard deviation, while qualitative variables were expressed as absolute and relative frequencies, represented as percentages. In addition, Fisher’s exact test was applied to determine the existence of significant associations between the qualitative variables. The results were organized and presented in contingency tables.

			

		

		
			
				RESULTS

				Table 1. Sociodemographic Characteristics

				Age of caregiver mean 48.32 years and ± 19.31

				
					 

				

				
					 

				

				
					n

				

				
					%

				

				
					Gender

				

				
					 

				

				
					 

				

				
					Female

				

				
					59

				

				
					96.72

				

				
					Man

				

				
					2

				

				
					3.28

				

				
					Marital status

				

				
					 

				

				
					 

				

				
					Married

				

				
					28

				

				
					45.90

				

				
					Single

				

				
					19

				

				
					31.15

				

				
					Divorced

				

				
					 9

				

				
					14.75

				

				
					Widowed

				

				
					 5

				

				
					8.20

				

				
					Age of caregiver

				

				
					 

				

				
					 

				

				
					20–39 years

				

				
					20

				

				
					32.79

				

				
					40–59 years

				

				
					28

				

				
					45.90

				

				
					60–85 years

				

				
					13

				

				
					21.31

				

				
					Age of the dependent person

				

				
					 

				

				
					 

				

				
					0–19 years

				

				
					20

				

				
					32.79

				

				
					20–39 years

				

				
					16

				

				
					26.23

				

				
					40–59 years

				

				
					19

				

				
					31.15

				

				
					60–79 years

				

				
					5

				

				
					8.20

				

				
					80–100 years

				

				
					1

				

				
					1.64

				

				
					Level of education

				

				
					 

				

				
					 

				

				
					Elementary

				

				
					35

				

				
					57.38

				

				
					Secondary

				

				
					12

				

				
					19.67

				

				
					None

				

				
					14

				

				
					22.95

				

				
					Kinship

				

				
					 

				

				
					 

				

				
					Father/Mother

				

				
					25

				

				
					40.98

				

				
					Child

				

				
					12

				

				
					19.67

				

				
					Sibling

				

				
					8

				

				
					13.11

				

				
					Spouse

				

				
					2

				

				
					3.28

				

				
					 

				

				
					Others

				

				
					14

				

				
					22.95

				

				Age of the dependent person mean 35.08 and ± 19.31

				Table 1 shows a predominance of female caregivers (96.7%), most of whom are married (45.9%) and have an average age of 48 years, with the 40–60 age group being the most common (45.9%). The dependents in their care have a mean age of 35 years, with those aged 0 to 20 years predominating (32.8%). The most common educational level was elementary school (57.4%), followed by no formal education (22.9%). Regarding kinship, 40.9% are the patient’s parents.
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				Figure 1 shows that 80.3% of caregivers do not experience burden, 8.2% experience mild burden, and 11.5% experience severe burden. This indicates that while most caregivers are free from burden, there is a group that does experience it.

			

		

		
			
				As shown in Table 2, the caregiver’s age was statistically significantly associated with caregiver burden (p < 0.05). 30.8% of caregivers aged 60–85 experience severe burden, compared to 5% of those aged 20–. Regarding the care recipients, 40% of those causing severe burden are aged 60–80. Gender, marital status, and educational level did not show significant associations.

				As shown in Table 3, 47.5% of caregivers have provided care for more than 15 years, reflecting a long-term commitment. Regarding daily care hours, 90.2% devote more than 16 hours, indicating a workload that far exceeds a conventional workday.

				Additionally, although 17.2% of those who have been caring for more than 15 years and 100% of those who care for 8 to 11 hours a day experience intense burnout, the statistical analysis found no significant association between these variables and burnout. 
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				Table 2. Sociodemographic characteristics associated with caregiver burden *p < 0.05

				
					 

				

				
					 

				

				
					Absence of burden

				

				
					Mild burnout

				

				
					Severe overload

				

				
					Total

				

				
					p

				

				
					Gender 

				

				
					Female

				

				
					48 (81.36)

				

				
					4 (6.78)

				

				
					7 (11.86)

				

				
					59

				

				
					1.00

				

				
					Male

				

				
					2 (100.00)

				

				
					0 (0.00)

				

				
					0 (0.00)

				

				
					2

				

				
					Marital status

				

				
					Married

				

				
					21 (75.00)

				

				
					3 (10.71)

				

				
					4 (14.29)

				

				
					28

				

				
					0.13

				

				
					Single

				

				
					18 (94.74)

				

				
					1 (5.26)

				

				
					0 (0.00)

				

				
					19

				

				
					Divorced

				

				
					6 (66.67)

				

				
					0 (0.00)

				

				
					3 (33.33)

				

				
					9

				

				
					Widowed

				

				
					5 (100.00)

				

				
					0 (0.00)

				

				
					0 (0.00)

				

				
					5

				

				
					Caregiver’s age

				

				
					20–39 years

				

				
					19 (95.00)

				

				
					0 (0.00)

				

				
					1 (5.00)

				

				
					20

				

				
					0.02*

				

				
					40–59 years

				

				
					22 (78.57)

				

				
					4 (14.29)

				

				
					2 (7.14)

				

				
					28

				

				
					60–85 years

				

				
					9 (69.23)

				

				
					0 (0.00)

				

				
					4 (30.77)

				

				
					13

				

				
					Age of the dependent person

				

				
					0–19 years

				

				
					18 (90.00)

				

				
					1 (5.00)

				

				
					1 (5.00)

				

				
					20

				

				
					0.27

				

				
					20–39 years

				

				
					13 (81.25)

				

				
					0 (0.00)

				

				
					3 (18.75)

				

				
					16

				

				
					40–59 years

				

				
					15 (78.95)

				

				
					3 (15.79)

				

				
					1 (5.26)

				

				
					19

				

				
					60–79 years

				

				
					3 (60.00)

				

				
					0 (0.00)

				

				
					2 (40.00)

				

				
					5

				

				
					80–100 years

				

				
					1 (100.00)

				

				
					0 (0.00)

				

				
					0 (0.00)

				

				
					1

				

				
					Residence

				

				
					Rural

				

				
					49 (81.67)

				

				
					4 (6.67)

				

				
					7 (11.67)

				

				
					60

				

				
					1.00

				

				
					Urban

				

				
					1 (100.00)

				

				
					0 (0.00)

				

				
					0 (0.00)

				

				
					1

				

				
					Level of education 

				

				
					Elementary

				

				
					29 (82.86)

				

				
					3 (8.57)

				

				
					3 (8.57)

				

				
					35

				

				
					0.85

				

				
					High school

				

				
					10 (83.33)

				

				
					0 (0.00)

				

				
					2 (16.67)

				

				
					12

				

				
					None

				

				
					11 (78.57)

				

				
					1 (7.14)

				

				
					2 (14.29)

				

				
					14

				

				
					Relationship

				

				
					Father/Mother

				

				
					21 (84.00)

				

				
					0 (0.00)

				

				
					4 (16.00)

				

				
					25

				

				
					0.27

				

				
					Child

				

				
					10 (83.33)

				

				
					1 (8.33)

				

				
					1 (8.33)

				

				
					12

				

				
					Sibling

				

				
					7 (87.50)

				

				
					1 (12.50)

				

				
					0 (0.00)

				

				
					8

				

				
					Spouse

				

				
					1 (50.00)

				

				
					1 (50.00)

				

				
					0 (0.00)

				

				
					2

				

				
					Others

				

				
					11 (78.57)

				

				
					1 (7.14)

				

				
					2 (14.29)

				

				
					14

				

			

		

		
			
				Figure 1. Level of caregiver burden
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				Table 4 shows that 27 of the 61 caregivers care for individuals with a dependency level of 75–84%, followed by 22 caregivers with dependents with a dependency level of 85–100%. Thirty-five caregivers share the caregiving role, while the remaining 26 assume it alone. In addition, 40 of the 61 dependents assist with care, which makes the caregiver’s task easier.

				The patient’s dependency level was significantly associated with caregiver burden (p = 0.03). However, there is no predominance of a specific dependency percentage associated with severe burden. On the other hand, the shared caregiving role and the patient’s attitude toward care showed no statistical association.

				DISCUSSION

				This study confirms that the profile of the informal caregiver follows a pattern of significant feminization (96.7%), with these women being married and in middle age, which is not only a statistical coincidence with international studies such as those conducted 

			

		

		
			
				Table 3. Characteristics of Caregivers and Burden

				
					 

				

				
					 

				

				
					No Burden

				

				
					Mild burden

				

				
					Severe burden

				

				
					Total

				

				
					p

				

				
					Time spent providing care (years)

				

				
					1–4

				

				
					11(84.62)

				

				
					1(7.69)

				

				
					1(7.69)

				

				
					13

				

				
					0.77

				

				
					5–9

				

				
					11(91.67)

				

				
					0(0.00)

				

				
					1(8.33)

				

				
					12

				

				
					10–14

				

				
					6(85.71)

				

				
					1(14.29)

				

				
					0(0.00)

				

				
					7

				

				
					15 or more

				

				
					22(75.86)

				

				
					2(6.90)

				

				
					5(17.24)

				

				
					29

				

				
					Hours per day spent on care

				

				
					4–7

				

				
					1(100.00)

				

				
					0(0.00)

				

				
					0(0.00)

				

				
					1

				

				
					0.26

				

				
					8–11

				

				
					0(0.00)

				

				
					0(0.00)

				

				
					1(100.00)

				

				
					1

				

				
					12–15

				

				
					3(75.00)

				

				
					0(0.00)

				

				
					1(25.00)

				

				
					4

				

				
					16 or more

				

				
					46(83.64)

				

				
					4(7.27)

				

				
					5(9.09)

				

				
					55

				

			

		

		
			
				in Spain but also reinforces the validity of a social construct where caregiving systematically falls on women15. The deep-rooted nature of kinship ties (40.9% are parents) suggests that the work is not perceived as an external burden, but rather as an extension of family identity, which must be analyzed with caution given the potential invisibility of physical strain. 

				When comparing the time spent on caregiving, 90.1% of caregivers exceed 16 hours per day, in line with Pilatasig and Cantillo; based on this, it is imperative to critically examine the finding that 80.3% of caregivers do not report burnout16,17. Although this data appears positive, it is counterintuitive given the chronic nature of care (more than 15 years in half of the sample) and differs drastically from what was reported by Barba and Shugulí in 2022 and Rodríguez et al. (2018)18,19. One possible explanation for this “lack of burden” could lie in the normalization of sacrifice, where the caregiver has adapted their life expectations to the illness, or in the high level of patient cooperation (65.6%), which acts as an emotional buffer. 

			

		

		
			
				Table 4. Caregiving Characteristics and Burden 

				*p < 0.05

				
					 

				

				
					 

				

				
					Absence of burden

				

				
					Mild burnout

				

				
					Severe overload

				

				
					Total

				

				
					p

				

				
					Degree of dependency

				

				
					30–49%

				

				
					0(0.00)

				

				
					1(50.00)

				

				
					1(50.00)

				

				
					2

				

				
					0.04*

				

				
					50–74%

				

				
					9(90.00)

				

				
					1(10.00)

				

				
					0(0.00)

				

				
					10

				

				
					75–84%

				

				
					23(85.19)

				

				
					0(0.00)

				

				
					4(14.81)

				

				
					27

				

				
					85–100%

				

				
					18(81.82)

				

				
					2(9.09)

				

				
					2(9.09)

				

				
					22

				

				
					Shared role

				

				
					NO

				

				
					20(76.92)

				

				
					2(7.69)

				

				
					4(15.38)

				

				
					26

				

				
					0.69

				

				
					YES

				

				
					30(85.71)

				

				
					2(5.71)

				

				
					3(8.57)

				

				
					35

				

				
					Patient Attitude Toward Care 

				

				
					Cooperative

				

				
					33(82.50)

				

				
					4(10.00)

				

				
					3(7.50)

				

				
					40

				

				
					0.18

				

				
					Does not contribute

				

				
					17(80.95)

				

				
					0(0.00)

				

				
					4(19.05)

				

				
					21
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				However, social desirability bias cannot be ruled out, whereby caregivers fail to report their exhaustion out of fear of stigma or due to a sense of moral duty that discourages complaining.

				The high level of patient dependency was also a key finding, with 44.2% of caregivers caring for individuals with 75–84% dependency, which aligns with studies by Salazar and Cárdenas, who also identified severe degrees of dependency as a determining factor20,21. 

				It should be acknowledged that these results are limited by the small size of the study population, which could restrict statistical significance in critical variables and hinder the generalization of the data to broader contexts. Despite this, analysis by sociodemographic characteristics reveals that vulnerability persists: similar to what was found in studies by Campo et al. (2019) and Chango and Guarate (2021)22,23, women and individuals with low educational attainment (88.3% with primary education) are associated with intense caregiving burden, suggesting that education acts as a tool for resource management and self-care. Likewise, the increase in burnout among caregivers aged 60 to 85 and in rural areas (11.7%) highlights a structural bias stemming from a lack of access to formal support networks, where the caregiver’s advanced age compounds geographic isolation24–27. 

				Other associated factors included rural residence, with a higher prevalence of severe burden (11.7%), as reported by Lara et al. and Castro, who attribute this to a lack of access to support services 28,29. Educational level was also relevant: 88.3% of caregivers with only a primary school education experienced severe burden, consistent with León and Bedoya et al., who associate low educational attainment with greater vulnerability30,31. 

				The fact that intermediate levels of dependency suggest greater burden than extreme levels is a key finding; this may be because the caregiver must manage the patient’s frustration and attempts at autonomy, a source of friction that disappears in states of total dependency. In conclusion, the complexity of the phenomenon of burden does not depend linearly on the time invested, but rather on an intersection of social and educational factors, which requires moving beyond the narrative of the “heroic caregiver” to implement differentiated technical and emotional support strategies based on the individual’s context of vulnerability32,33.

			

		

		
			
				CONCLUSIONS

				This study shows that most informal caregivers are women between the ages of 40 and 60, mostly married and primarily serving as mothers or fathers. Many have been in this role for over 15 years and dedicate more than 16 hours a day to it, reflecting an intense commitment that can jeopardize their well-being. Although most do not experience caregiver burden, 11% do so intensely, especially those who are older and care for people with high levels of dependency; furthermore, a significant association was found between caregiver burden and the caregiver’s age, as well as the degree of dependency of the person being cared for. These findings indicate the need to design support programs that include caregiving training, access to mental health services, and respite care for caregivers. It is also essential to strengthen family and community networks, as well as to ensure public policies that recognize and support the role of the informal caregiver, preventing burnout and improving the quality of life for both parties.
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OEBPS/image/Gráfico_1_Niveles_de_Sobrecarga.jpg
111 Nivel de sobrecarga

‘Ausencia de sobrecarga

‘Sobrecarga ligera

‘Sobrecarga intensa






OEBPS/image/10.png





OEBPS/image/7.png
=
=
W






OEBPS/image/3.png





OEBPS/image/15.png





OEBPS/image/45.png





OEBPS/image/65.png





OEBPS/image/48.png





OEBPS/image/14.png





OEBPS/image/6.png
ol NG VRS





OEBPS/image/47.png





OEBPS/image/56.png





OEBPS/image/1.png
ISSN
Impreso: 1390-4450
Digital:  2661-6777

UCUENCA

REVISTA DE LA
FACULTAD DE

CIENCIAS
MEDICAS

UNIVERSIDAD DE CUENCA

VOLUMEN 44 N°1 ABRIL 2026

LILACSO A8





OEBPS/image/13.png





OEBPS/image/5.png
=L /2 D i





OEBPS/image/17.png





