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Abstract
In Uruguay, in the last decade, the issue of caregiving has deepened; this is reflected in public policies and in the academic interest in addressing, teaching, and researching these issues. According to Uruguay's National Integrated Care System (SNIC), three populations require care: children, people dependent due to disability, and/or old age. A fourth population becomes relevant: caregivers, both formal and informal. 
This project focuses on one intrafamilial caregiver, the siblings of persons with disabilities. Although there are studies at the international level, work with these figures has not been systematized or promoted at the local level. They have remained invisible, but they are the ones who take care when parents are unable to do so.
This study aims to characterize the profile of siblings in relation to the burden of caregiving, as well as their perception of family health and social support. Results are presented regarding the intersection of these three dimensions, as well as the presence of a double burden of caregiving and whether the participant lives with his or her sibling with a disability.
Among the main findings are that caregiving overload may not be linked to living with a sibling with a disability, but to the perception of family support and the effect of anticipatory caregiving.
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1. Introduction
This study seeks to characterize intrafamilial caregivers, particularly siblings of people with disabilities (Meltzer, 2021). Alongside the demand from state and international agencies, social organizations, and academia to produce scientific information on how people with disabilities live (Massé & Rodriguez, 2015), there is also a need to characterize caregivers’ profiles and needs (Araujo Guimarães, Hirata, 2020).
After the COVID-19 pandemic, families with members with disabilities have suffered the impact of the state retraction, increasing the gap between what they need and what they receive; evidencing that these nuclei precariously attend to the care needs (PAHO, 2020). According to relevant studies, little is what they expect, but much is what they need (Abellán Lopez et al., 2021).
When the main caregivers, who are generally mothers (Echegoyemberry, 2016), cannot sustain these tasks, those who assume this role, when the family structure allows it, are the siblings (Nuri et al., 2020). How this place is taken on may vary depending on, for example, whether the disability is congenital or acquired, the gender of the sibling, family practices, the burdens of stigma and prejudice associated with the type of disability, how the diagnosis was communicated to and treated internally by the family, among others (Caldin, Cinotti, 2016; Sommantico et al., 2020). In addition to this is the assessment made by siblings of people with disabilities in relation to how they care compared to how their parents do it (Avieli, 2020). Some studies show that, compared to their parents, care by siblings promotes autonomy, space for participation and inclusion, and has lower levels of overprotection (Nuri et al., 2020).
When caregiving tasks involve individuals with high levels of dependency, those who provide care organize their daily lives around caregiving and often postpone their projects. Caregivers—those who, despite cultural changes, continue to be predominantly women within families, especially mothers—tend to experience caregiving as a solitary activity (Gómez Rubio et al., 2017). They carry out this role without specific training, assuming great responsibility that can have significant impacts on their health, leading them to experience high levels of stress and making them prone to needing care and attention themselves (Nazaré Oliveira et al., 2017).
In Latin America, data shows that the most impoverished women are the ones who assume caregiving tasks at younger ages (Batthyány, 2018). Particularly, in Uruguay, according to the National Survey of Adolescence and Youth (INJU, 2020), 38% of young people between 18 and 24 years of age care for at least some dependent relatives (children, people with disabilities, and/or older adults). It also shows that the burden of care increases with age: 48.2% are caregivers between 25 and 29 years old, and 64.1% between 30 and 35 years old.
These data illustrate how care-related tasks begin before adulthood and may be conditioning decision making about personal and collective projects (Burke et al., 2015; Meltzer, 2021). This trend is a worldwide phenomenon that must be addressed as it has a great impact, for example, on the economic, health, and labor aspects; both in the individual and collective spheres (Echegoyemberry, 2016). Recent studies (Sommantico et al.; 2020, Zúñiga et al., 2023) suggest differences in performance between siblings of people with and without disabilities when analyzing, for example, social skills, academic performance, empathy and closeness between siblings. This variability also appears when comparing these results between siblings of people with different types of disability or health conditions.
Recent studies (Casale et al., 2021 a, b) show two fundamental dimensions: i) involving siblings, with and without disabilities, in decision-making and family planning is fundamental to obtain what is called anticipatory or future care and ii) those who access this planning show a reduction in the burden of care, an improvement in the self-determination of siblings and a lower risk of family crisis.
The analysis of family functioning is relevant, since the family structure and the dynamics of family functioning is an effective predictor of the degree of life satisfaction of its members. For this reason, when there is a member with a disability in the family, it is important to evaluate both the family's ability to adapt to this situation and the cohesion among its members, including siblings, at different stages of the life cycle (Meltzer, 2021; Serrano et al., 2023; Zúñiga et al., 2023).
In addition, two demographic phenomena occur at the same time. The first is the increase in the age gap between cohorts of grandparents, children, and grandchildren (Alburez-Gutierrez et al., 2021), which generates the so-called dual or composite care: one generation cares for fathers, mothers and children (Williamson, Perkins, 2014). In some cases, care for siblings with disabilities is added. On the other hand, what is called compound aging happens, which is when two generations age at the same time (Guerrero Romera, 2019). This happens due to the accelerated aging paradox, which is described as the effect of some health conditions and their treatments that cause a functional impact on adult people as if they were older. In some of the diagnoses where this is most observed is in schizophrenia and Down Syndrome (Covelli et al., 2020; Cohen et al., 2015).
Considering all the above, the present study aims to characterize the profile of siblings in relation to the burden of care, as well as their perception of family health and social support.
2. Methodology
A mixed, exploratory study is presented, which aims to be a precedent in studying the psychosocial dimensions of siblings of people with disabilities. The project implemented consisted of biweekly workshops where aspects related to care and the role of the caregiver were worked on. The meeting brought together siblings of participants from different Uruguayan social organizations working with people with disabilities. Only siblings were invited to the workshops, so when it refers to participants, it is the siblings of persons with disabilities. 
Before starting the first meeting, participants were presented with a self-administered questionnaire where different dimensions of interest were surveyed. Each participant signed an informed consent form guaranteeing the anonymity and confidentiality of the data and that, if they did not wish to continue participating in the workshop, they could withdraw at any time. 
First of all, sociodemographic variables were collected about the participant, such as sex, age, highest level of education attained, whether he/she is working, whether he/she has a psychological therapeutic space, whether he/she lives with a sibling with a disability and whether he/she has other dependents such as, for example, children or elderly people. As of the latter, if the participant declares being in charge of the care of more than one dependent person, a “double burden of care” is imputed; this is one of the variables of interest in this study.  
Secondly, three standardized instruments were applied. The first was the APGAR scale, which is a five-question questionnaire that seeks to assess the functional status of the family (Serrano et al., 2023). The results of this instrument are “good” functioning and “mild”, ‘moderate’ or “severe” family dysfunction. The second instrument was the MOS questionnaire that measures perceived social support (Martín-Carbonell et al., 2019). The results obtained from this instrument are “little”, ‘medium’ and “maximo” support. This instrument, in addition to providing an overall value of perceived social support, allows the description and evaluation of four dimensions through subscales: “emotional support”, “material help”, “social relations for leisure and distraction”, and “affective support”. Finally, the Zarit Scale was proposed to measure caregiving overload (Albarracín Rodríguez et al., 2016) from which “absence of”, ‘mild’ or “high” overload is obtained. In this paper, the concepts of “overload of care” and “burden of care” are used as synonyms.
Furthermore, aspects related to the sibling with a disability were surveyed, such as, for example, age and whether he/she has a diagnosis.
The following section presents the results obtained from the application of this battery of instruments to 38 participants. Due to the sample size, statistical tests were not applied; instead, what is presented are frequency analyses between the different variables of interest.
3. Results
The results segment is structured in two sections; the first presents descriptive variables of the participants and, second, the comparison between two variables of interest, the double burden of care and living with their sibling with a disability, based on the overall results of each standardized instrument.
Sociodemographic characteristics of the participants
As can be observed (Table 1), Women represent 71.1% of the participants, and those with the highest level of education. Although both sexes are concentrated in the younger age groups, in the case of men, more than 80% are under 45 years of age. Most of the participants are working, and specifically, more than 90% of the women are working. When this figure is examined closely, it emerges that out of the total number of people who report being employed, 69.7% do not cohabit. If this breakdown is analyzed by gender, it is found that among men, 50% of those who work are cohabiting, while among women, this percentage rises to 76.0%.
	Table 1
Sociodemographic characteristics of the participants

	
	Women(%)[footnoteRef:0] [0:  This value is based on the total number of women in the sample] 

	Men(%)[footnoteRef:1] [1:  This value is based on the total number of men in the sample] 

	Total(%)[footnoteRef:2] [2:  This value is based on the total number in the sample] 


	Age

	17 -30
31-45
46-59
60 and more
	44,4
25,9
14,8
14,8
	54,5
27,3
7,4
0
	47,4
26,3
15,8
10,5

	Highest level of education achieved

	Basic Secondary
Secondary school
University
Postgraduate
	14,8
40,7
33,3
11,1
	9,1
54,5
36,4
0
	44,7
13,2
31,6
7,9

	Working
	92,6
	72,7
	86,8

	Siblings living together
	29,6
	63,6
	39,5

	Presence of double burden of care
	59,3
	72,7
	63,2

	It has a therapeutic space
	33,3
	27,3
	29,0

	It has a space for the exchange of information about siblings
	26,0
	18,2
	23,7

	Sibling diagnosis
	
	
	

	Schizophrenia
Down Syndrome
ASD
Don't Know
Tuberous Sclerosis
Prader Willis
Cerebral palsy
Intellectual Disability
	37.5
33.3
16.7
8.3
0
0
4.2
0
	10.0
10.0
5.0
5.0
1.0
1.0
1.0
1.0
	29.4
29.4
14.7
14.7
2.9
2.9.
2.9
2.9



When considering the variable of cohabitation with a sibling with a disability, among those who do live together, 57.1% do not have access to a therapeutic space. However, this changes when looking at siblings who do not cohabit—the figure rises to 72.7%.
On the other hand, when analyzing the availability of a therapeutic space in relation to the presence of a double burden of care, it is found that, out of the total number of people who report having this burden, 65.2% do not have access to a therapeutic space.
Double burden of care, cohabitation, and perceived social support
The first category of analysis in which we wish to delve deeper is perceived social support as measured by the MOS scale. A total of 89.5% obtained the highest level of perceived social support. Concerning this data and the sample age groups, it is identified that those who obtained low perceived social support are women who are concentrated in the youngest and oldest groups of the sample (16.7% and 25.0% of each group, respectively).
Considering this result, the research team decided to delve deeper into some specific questions of the Scale. One of these is the question, “Do you have someone to talk to when you need to?” 90.0% of the men answered ‘most’ or “all the time”. In the case of women, this figure drops to 70.4%.
With respect to the question of whether they have people who understand their problems, most of the participants reported having this support; 73.1% of the women and 90.0% of the men. Among those who reported rarely having this emotional support (21.1% of the total sample), 37.5% had no therapeutic space.
For the intersection between perceived social support, caregiving overload, living with a sibling with a disability, and sex (Figure 1), it can be said that all people who cohabitate with their siblings consider that they have the highest level of social support. The youngest women in the sample who do not cohabit are the only members who perceive that they have the least social support.
With respect to the MOS subscales, the total number of women who obtained low perceived social support at the global level showed maximum support in the emotional subscale but low support in the affective subscale. These women, in turn, show low and low support on the material subscale and the majority also show low support on the leisure and distraction support subscale. 
All participants who fall into the category of low support in the emotional subscale are men and obtained the maximum support in the overall result; the opposite is true for women. A similar phenomenon occurs with women; they have maximum perceived support in the global score and little support in the affective subscale. The opposite happens with men.
It is necessary to clarify that the emotional subscale is composed of questions such as, for example, does he have someone “to hug him”, “to love and make him feel loved” and “to show him love and affection”. On the other hand, the affective subscale refers to questions such as “Someone to advise you when you have problems”, “Someone to share your fears and most intimate problems”, and “Someone who understands your problems”.
[image: ]
Double burden of care, cohabitation, and overload of care
The second dimension of analysis is the care overload presented by the siblings of persons with disabilities. When considering the overall value obtained from the Zarit Scale, 50% of the participants reported an absence of caregiving overload; 52.6% of these are concentrated in the group of younger participants who do not live with their sibling with a disability. This distribution, with respect to age and cohabitation, is repeated in those who obtained intense caregiving overload.
With respect to the intersection between perceived overload, living with a sibling with a disability, and sex of the caregiver (Figure 2), it is highlighted that women report having heavy overload even when they do not live with their sibling and do not report having double burden of care. On the other hand, the majority of men who live with their sibling, regardless of whether they have double burden of care or not, have an absence of overload. 
In contrast to men, most of the women who cohabit and have a double burden of care have some degree of burden of care. Among the women who do not live with their sibling and do not have double burden of care, the same number of participants reported absence or light overload. When considering, within this group, the women who do have double burden, the third category of the Zarit Scale -light overload- appears, with results of absence (54.5%), but also light overload (18.2%) and intense overload (36.4%). 
[image: ]
Double burden of care, coexistence, and family functioning
Finally, the last category of analysis of interest for the study is shown, which is the perception of family functioning through the APGAR Scale. Regarding age groups, 22.2% of the youngest group has a perception of good family functioning; this also happens in the two older groups, those over 46 years of age. On the other hand, in the adult group (31-45 years of age), 70.0% have a perception of good functioning; it should be noted that this group is the one with the least number of cohabiting siblings (30.0%).
Those who obtained good family functioning have responded “Always” to the item “I am satisfied with the way my family accepts and supports my desire to undertake new activities.” Similarly, those who got “good functioning” or “mild dysfunction” have responded “Almost always” or “Always” to the item “I am satisfied with the way we talk about and share problems in my family.” The same pattern appears in the item “I am satisfied with how my family expresses affection and responds to my emotions such as anger, sadness, and love”, with responses concentrated on “always” and “almost always” among those reporting good family functioning. In contrast, those who obtained “severe dysfunction” at the family level responded “Never” or “Almost never” to these three items.
On the other hand, the item “I am satisfied with the way in which my family accepts and supports my desire to undertake new activities” shows greater dissatisfaction as age increases. Among those over 60 years of age, the responses are almost equally distributed among all possible options; 25% in “Never”, ‘Sometimes’, “Almost always”, and “Always”. In contrast, among those aged 17 to 30, responses to this item are concentrated in “Always” and “Almost always” (83.3%).
Next, we present the results obtained from the intersection between family functioning, caregiving overload, living with a sibling with a disability, and sex (Figure 3). Almost all the cohabiting women (88.8%), regardless of whether they have double burden of caregiving or not, reported some level of family dysfunction. If we consider males with these characteristics, the figure drops (57.1%). Most participants (65.8%), both men and women, who do not live with their sibling with a disability, report some level of family dysfunction. The category of “good family functioning” does not appear in two groups of the four groups with opposite characteristics: i) males who do not cohabit and do not have a double burden of care and ii) females who do cohabit and do have a double burden of care.
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Relationship between caregiving overload, perception of family functioning, and social support
[image: ]
The group with little perceived social support are women with significant caregiving overload (11.1%); most of them had moderate or severe family dysfunction. In the group of participants who have a maximum perception of social support and no overload, 57.9% present some level of family dysfunction. Finally, it is observed that all the participants of the group with maximum perceived social support and light caregiving overload have “moderate” and “severe” family dysfunction.
It is important to highlight that when analyzing the group with intense caregiving overload and the perception of low social support, the most prevalent diagnoses within their nosological groups are found to be: schizophrenia, Down syndrome, and autism spectrum disorder.
4. Discussion
The present study reports on gender-related differences in the perception of caregiving burden, family functioning, and social support among siblings of people with disabilities. 
Los resultados muestran diferencias notorias según el género en la percepción de la sobrecarga de cuidados. Si bien tanto varones como mujeres pueden estar expuestos a una doble carga de cuidados, las mujeres tienden a reportar niveles más intensos de sobrecarga, incluso en casos en los que no conviven con su hermano o hermana con discapacidad. Por el contrario, la mayoría de los varones que conviven —incluso en condiciones de doble carga— no manifiestan niveles elevados de sobrecarga. Esta diferencia podría estar asociada no solo a las condiciones objetivas del cuidado, sino también a construcciones sociales y subjetivas vinculadas al género, que influyen en cómo se perciben y experimentan estas tareas (Pacheco Barzallo et al. 2024).
Una de las dimensiones que surge es que casi el total de las mujeres trabajan, independientemente de si cohabitan y si tienen doble carga de cuidados. Esto puede deberse a que a diferencia de la figura de madres y/o padres cuidadores/as, los/as hermanos/as logran construir otra trayectoria laboral y educativa (Sonik et al., 2016; Brennan et al., 2023; Levante et al., 2025).
En cuanto al apoyo social percibido, los varones reportan niveles más altos, especialmente en relación a la disponibilidad de personas con quienes hablar. Esta diferencia puede explicarse parcialmente por características de la muestra (predominio de varones jóvenes), pero también por patrones de género en la búsqueda y la percepción del apoyo: los varones suelen pedir menos ayuda, lo que podría influir en una autopercepción más positiva del apoyo disponible o de la tendencia a minimizar dificultades a resolverlas solos (). En cambio, las mujeres, más habituadas a ser soporte de otros, podrían tener mayores expectativas o una conciencia más profunda de la falta de apoyo, lo que afecta su percepción (Pinquart, M., Sörensen, 2006; Greenwood, Smith, 2015).
Uno de los hallazgos más significativos del estudio es que parecería que la sobrecarga de cuidados no depende exclusivamente de la convivencia con la persona con discapacidad. Hay participantes jóvenes no convivientes que experimentan una sobrecarga intensa. Este dato obliga a ampliar la mirada sobre lo que implica “cuidar”: no se trata solo de una actividad física, cotidiana o presencial, sino también emocional, anticipatoria y muchas veces simbólica (She, Man, 2022).
Es necesario considerar el impacto del “futuro imaginado” del cuidado o el llamado “cuidado anticipado”. Se lo entiende como el temor o la responsabilidad proyectada hacia lo que vendrá y puede resultar una carga tan significativa como las tareas concretas actuales (Burke et al., 2012; Lee et al., 2023). En este sentido, especialmente las mujeres no convivientes refieren altos niveles de sobrecarga, lo cual sugiere que el solo hecho de ser consideradas potenciales cuidadoras ya configura una carga subjetiva relevante (She, Man, 2022).
Los niveles de disfunción familiar reportados son altos tanto en participantes convivientes como no convivientes. Esto sugiere que la distancia física no necesariamente protege de los conflictos o tensiones familiares asociadas al cuidado. Por el contrario, el sentimiento de responsabilidad y las dinámicas familiares pueden continuar afectando intensamente a quienes no habitan el mismo hogar. La percepción de buen funcionamiento familiar se asocia a una mayor satisfacción con la comunicación, el afecto y el acompañamiento en decisiones individuales. En contraste, quienes reportan disfunción familiar suelen sentir falta de apoyo, dificultades para compartir problemas y carencia de contención emocional. Este factor aparece como una variable crítica en la experiencia subjetiva del cuidado, incluso más determinante que la carga objetiva de tareas (Muñoz-Bermejo et al., 2025).
Un análisis combinatorio de los datos muestra configuraciones particularmente vulnerables: mujeres con alta sobrecarga de cuidados y bajo apoyo social, acompañadas por un contexto de disfunción familiar, constituyen un grupo de riesgo para el agotamiento. Interesa aquí subrayar que no es la edad ni una sola variable la que determina el nivel de sobrecarga, sino una trayectoria compleja de factores: el tipo y nivel de apoyo percibido, las dinámicas familiares y la carga de cuidados, conviviente o no (White Makinde et al., 2025).
Incluso quienes reportan alto apoyo social pero también disfunción familiar muestran algún grado de sobrecarga. Esto sugiere que el apoyo percibido fuera del entorno familiar no siempre compensa la carga emocional que implica una familia disfuncional (Rodríguez-Madrid et al., 2021). Surge un grupo poblacional que parece no percibir una importante carga de cuidados pero que sabe que asumirá tareas que, por más que las asuma con menor o mayor compromiso, no fueron elegidas. 
5. Final considerations
The results of this study provide a complex view of the caregiving experiences of brothers and sisters of people with disabilities. Although the sample does not allow for generalizations, the findings allow us to delineate some trajectories and tensions that should be considered both in research and in the formulation of public policies.
One of the main contributions is the identification of significant gender differences in the way care is perceived and experienced. Women tend to experience higher levels of overload, even when they do not live with their siblings with disabilities. This indicates that overload is not strictly associated with physical presence in the caregiving space, but rather with a subjective and anticipated experience of caregiving. The variable “cohabitation”, therefore, is not enough to explain the intensity of caregiving, which appears as the result of a complex combination of factors: family ties, future expectations, support networks, the presence of a double burden of care, and gender.
Along these lines, it is essential to advance towards an understanding of the trajectories of overload as cumulative processes, influenced not only by the tasks performed, but also by how they are anticipated, imagined, and socially distributed. The dimension of anticipated care appears as a central axis to think about the representations that brothers and sisters construct regarding their future place in the dynamics of care. This anticipation operates as a factor that increases overload, even in the absence of effective care in the present.
Likewise, family functionality and perceived social support are revealed as key factors. Combinations of low social support, family dysfunction, and high overburden especially affect women, which allows us to think of trajectories of “burnout” that are not explained by age or time spent in caregiving, but by these interrelated and intersectional configurations. Even those who report high social support, if they are inserted in conflictive family contexts, show signs of overload. This indicates that affective networks within the family remain central, and that external supports do not always compensate for their absence.
In this context, it is necessary to think about care from a perspective of co-responsibility, where the support of the welfare of people with disabilities does not fall exclusively on families, and even less on siblings. The State, the market, the communities, and the families themselves must work together to distribute care in a more equitable and sustainable way. In addition, current agendas on self-care and sexual distribution of work, centered on fathers and mothers, are not adequately addressing brothers and sisters, who often assume responsibilities without recognition, resources or institutional support.
Finally, it would be relevant to deepen the analysis by including variables such as the type of diagnosis of the person with a disability, given that there are studies that suggest that certain conditions imply higher levels of family burden. Exploring how this burden is distributed among siblings in different contexts would allow a more precise understanding of the inequalities and specific needs of this population.
In sum, this study invites us to broaden the focus and recognize brothers and sisters as key actors in care networks. Incorporating their voices, trajectories, and specific needs into research and public policy agendas is essential to build fairer, more sustainable care systems that are sensitive to the diversity of experiences.
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Figure 3 - Global APGAR score according to sex, presence of double burden
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Figure 4 - Relationship between overall MOS, Zarit and APGAR scores according to sex
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Figure 1 - Global MOS results by sex, presence of double burden of
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Figure 2 - Global Zarit result by sex, presence of double burden of care and cohabitant
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