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Abstract: Objective: In this study, we aimed to identify the main factors that influence
the quality of life of caregivers in the context of home care for the elderly. Methodology:
This is a mixed-methods study with a qualitative–quantitative approach, conducted with
138 home caregivers from the city of Itatiba, São Paulo, Brazil. Individual interviews were
conducted, and the qualitative data were analyzed using the Collective Subject Discourse
technique. Simultaneously, the quantitative approach involved the application of the
EQ-5D questionnaire to assess health-related quality of life, and the data were analyzed
using descriptive statistics and significance tests. Results: The majority of caregivers
were female, accounting for 92.03% of the total, with the predominant age group being
over 50 years old (49.28%). The interviews highlighted the regularity of home visits by
healthcare professionals, emphasizing the importance of these visits for the continuity of
treatment at home. However, some caregivers expressed feelings of loneliness due to social
isolation and emotional burden, reporting difficulties in resting at night and experiencing
pain. In the quality of life assessment, statistically significant differences were identified in
various dimensions of the EQ-5D. Women showed a higher proportion of extreme problems
in usual activities (p < 0.001) and pain/discomfort (p = 0.02), while men reported more
moderate problems with anxiety/depression (p = 0.03). Conclusions: This study highlights
the importance of personalized and accessible care for patients. It underscores the need
for emotional support and educational resources for caregivers to mitigate the negative
impacts of prolonged caregiving on their physical and emotional health.

Keywords: home care; elderly; caregivers

1. Introduction
Globally, the number of individuals aged 65 and older is expected to double between

2000 and 2030, with an average life expectancy approaching 80 years [1,2]. Consequently,
as life expectancy increases, the number of older adults requiring long-term home care also
rises [1,3].

The caregiving role constitutes a risk factor for caregiver mortality, and those experi-
encing excessive burden exhibit significantly higher levels of depressive symptoms, anxiety,
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and a less favorable perception of their own health [4]. Caregiver health is of utmost
importance for patients, as the risk of the institutionalization of older adults is closely
linked to the deterioration of their caregiver’s health [2]. Protective factors, such as social
and emotional support, play a crucial role in assisting caregivers by reducing stress and
burden [2,5–7].

Caregivers are defined as either paid professionals or family members who provide
assistance to individuals with chronic or disabling conditions [7]. They play a vital role in
caring for individuals who are ill or incapable of fulfilling their own needs [7,8]. Given this
dynamic, the physical and emotional health of caregivers has emerged as a growing public
health concern [2,9].

Caregiving responsibilities significantly impact the quality of life of family caregivers.
Many caregivers, due to the demands of their role, experience sleep disturbances that
negatively affect both sleep quality and overall physical and mental health [10]. Caregiving
tasks are often time-consuming, limiting caregivers’ opportunities to engage in leisure
activities, with more than half of family caregivers sacrificing social interactions due to
their caregiving responsibilities [10,11].

This situation has a substantial influence on the social lives of family caregivers,
restricting their participation in social events and interactions with family and friends [12].
Therefore, it is essential to provide effective strategies for both family caregivers and care
recipients to enhance the latter’s independence while reducing both caregiver burden and
time spent on caregiving tasks. Implementing improvements and interventions to create
an accessible home environment represents a key strategy to address this issue [13].

In Brazil, home care has become a key strategy within the Unified Health System. A
2020 exploratory study analyzed the implementation and use of these services, revealing
that between 2008 and 2016, 94,754 home hospitalizations were recorded, and from 2012
to 2016, a total of 4,008,692 home-based outpatient procedures were performed [14]. This
study also highlighted significant regional disparities, indicating inequalities in the access
and availability of home care services. Furthermore, a 2016 survey on the prevalence
of home care among the elderly population in Brazil found that 11.7% of older adults
received such care. Factors such as advanced age, lower educational attainment, and lower
socioeconomic status were associated with a higher likelihood of receiving home care [15].

Research involving home caregivers is crucial given the global demographic aging
trend and the increasing demand for long-term home care. As life expectancy rises and
the number of older adults requiring assistance grows, understanding the physical and
emotional impacts on caregivers becomes imperative. Thus, the objective of this study was
to identify the main factors that influence the quality of life of caregivers in the context of
home care for the elderly.

2. Methodology
2.1. Study Design and Sample Selection

This is a mixed-methods, cross-sectional study combining both quantitative and
qualitative components to better understand caregivers’ quality of life and their perceptions
regarding home care provided in primary healthcare.

The participants in this study, which focused on caregivers’ perceptions regarding
home care in primary healthcare, were selected through purposive sampling. Initially, all
home caregivers in the specific area were invited to participate, totaling 290 caregivers.
Contact was established via telephone. Of the 290 invitees, 138 agreed to participate.
This recruitment process involved identifying potential participants based on predefined
inclusion criteria: being 18 years or older and responsible for providing home care to a
dependent individual within the coverage area of the local Family Health Strategy (FHS)
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team. Those who demonstrated interest in participating contacted the research team directly.
All eligible participants received detailed information about the study, as well as a consent
form for participation.

2.2. Study Location

This research was conducted in the city of Itatiba, located in the state of São Paulo,
Brazil, classified as a medium-sized municipality. Itatiba is part of the Metropolitan Region
of Campinas and is situated northwest of the state capital, approximately 80 km away.

2.3. Research Ethics

The research procedures were reviewed by the Research Ethics Committee on Human
Subjects at the School of Dentistry of Araraquara, São Paulo State University (UNESP)
(CAAE: 69122923.6.0000.5416, approved on 13 June 2023). This study followed the ethical
protocols and adhered to the guidelines for both qualitative and quantitative components.
This qualitative study followed the COREQ criteria (Consolidated Criteria for Reporting
Qualitative Research), while the quantitative portion followed the STROBE guidelines.
Participation in this study was voluntary, and written informed consent was obtained from
all participants.

2.4. Data Collection

A trained researcher conducted the interviews using a semi-structured script com-
posed of a series of open-ended questions and quality of life questionnaires, aiming to
comprehensively explore participants’ perspectives and experiences. Each interview was
conducted individually in a quiet and comfortable environment to ensure participant pri-
vacy, lasting approximately 60 min. All interviews were recorded to ensure accuracy in
terms of transcription and data analysis. During the interviews, the researcher maintained
a neutral stance, allowing the participants to freely express their opinions and experiences.
After the interviews were completed, the recordings were transferred from the recorder to
a computer for audio transcription and subsequent analysis.

2.5. Discourse of the Collective Subject (DCS)

The analysis of qualitative data was conducted using descriptive techniques and
the Discourse of the Collective Subject (DCS) methodology. As described by Lefevre
et al. [16], this approach is grounded in the Theory of Social Representations, incorporating
sociological principles and examining the verbal narratives collected during this study. This
method allows for individual statements to be synthesized into a representative expression
of collective thoughts based on the understanding that, within a social group, individuals
share beliefs, ideas, and opinions on specific topics.

In this process, the various individual narratives are combined into a single collective
discourse, which reflects the commonalities among participants. The main source for
constructing this collective discourse is the content of the interviews. To create a sense of
unity in the collective thinking, the discourse is written in the first-person singular, as if
spoken by a single social subject, even though it represents a collective. This construction
is made possible by the theoretical foundation of Social Representations, which views
discourse as an externalization of social experiences internalized by individuals [17,18].

Following data collection, each individual statement was carefully analyzed to build the
collective thought. The initial step involved identifying key expressions, continuous or discon-
tinuous excerpts from the individual narratives that reveal the essence of the content. These
expressions were rigorously selected to ensure that only the most representative elements
were preserved, avoiding both excessive inclusion and the omission of relevant information.



Geriatrics 2025, 10, 61 4 of 12

Next, central ideas were derived from the key expressions, representing the core
meaning of what the interviewees intended to convey. When central ideas were found to be
similar or complementary, they were grouped into common categories, each corresponding
to a specific question in the interview guide.

Finally, based on the key expressions and the central ideas of each category, a syn-
thesized discourse was written in the first-person singular, representing the DCS. This
discourse summarizes the participants’ collective perception, as if all were expressing the
same opinion through a single voice. One DCS was constructed for each category identified
throughout the study [18].

2.6. Health-Related Quality of Life Measured with EQ-5D

The EQ-5D assessment involves analyzing five main dimensions of an individual’s
health status: mobility, self-care, usual activities, pain/discomfort, and anxiety/depression.
Each of these dimensions presents three response levels, indicating the presence of problems
at different degrees [19]. Participants are asked to provide responses for each dimension,
assigning a numerical code to their condition. For example, code 1 may represent “no
problems”, code 2 may indicate “some problems”, and code 3 may correspond to “severe
problems”. The combination of these codes across the five dimensions generates a unique
health profile for each individual [20].

The version used was the EQ-5D-3L translated and validated for the Brazilian pop-
ulation. Its cross-cultural adaptation followed standardized procedures, and reliability
was previously confirmed in studies with Brazilian caregivers. Internal consistency and
construct validity have been supported in the literature for similar populations [21].

2.7. Health State Valuation

The EQ-5D employs two approaches to assess the valuation of an individual’s health state.
First, to complement the description of health status, it offers respondents the opportunity
to position their own health state on a visual analog scale. Through the direct measurement
technique, participants are invited to draw a line representing their current health state and
the EQ-VAS thermometer, which ranges from 0 to 100. On this scale, 0 represents the worst
imaginable health state, and 100 represents the best imaginable health state [20].

2.8. Data Analysis

Qualitative and quantitative data were analyzed separately and then integrated at the
interpretation stage. This is characteristic of the convergent parallel mixed-methods design.

For the qualitative data, interviews were first fully transcribed. Then, key expressions
and central ideas were extracted to construct synthetic discourses using the Discourse of the
Collective Subject method. Two independent researchers coded and categorized the data,
with a third reviewer resolving discrepancies. Rigor was ensured through methodological
triangulation, peer debriefing, and participant feedback on preliminary interpretations.

Quantitative data underwent a normality test using the Shapiro–Wilk test. Due to the
lack of normal distribution, the Chi-square test was performed for evaluation. A significance
level of 0.05 was adopted for all of the analyses conducted. Statistical analyses were performed
using IBM SPSS Statistics 19.0 (IBM Corp., Armonk, NY, USA). To ensure ethical integrity,
participants were identified in the results as “P” followed by a cardinal number.

The integration of the data occurred after separate analyses were completed. The
findings from the EQ-5D were compared and contrasted with the themes that emerged
from the qualitative interviews, allowing for a comprehensive understanding of caregiver
burden and satisfaction with home care services.
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3. Results
3.1. Sociodemographic Profile and Caregiving Experience

Table 1 provides an overview of the sample distribution across different demographic
and health variables.

Table 1. Sample distribution by categories of demographic and health variables.

Variables n %

Gender
Masculine 11 7.97
Feminine 127 92.03

Age range (years)
18–25 years 6 4.35
26–30 years 15 10.87
31–35 years 22 15.94
40–50 years 27 19.57
>50 years 68 49.28

Ethnicity/color
White 78 56.52
Black 39 28.26
Brown 21 15.22

Relationship with the patient
None 35 25.36
Spouse 17 12.32
Children 62 44.93
Grandchildren 13 9.42
Mother/Father 11 7.97

Working time as a caregiver
1–12 months 14 10.14
13–24 months 38 27.54
25–36 months 22 15.94
37–48 months 16 11.59
>50 months 48 34.78

Regarding gender, the majority of caregivers are female, accounting for a significant
92.03% of the total, while males represent only 7.97%. In terms of age group, most caregivers
are over 50 years old, comprising a substantial 49.28% of the total. The age groups of 31 to
35 years and 40 to 50 years are also relevant, representing 15.94% and 19.57%, respectively.
Regarding race/ethnicity, the majority of caregivers are White, making up 56.52% of the total.

Concerning the relationship with the patient, most caregivers have a specific connec-
tion, with children forming the largest group, representing 44.93% of the total. Regarding
the length of the caregiving experience, a diversity of experiences is observed, with approx-
imately 34.78% having more than four years of experience.

3.2. Emerging Themes from Interviews on Home Care

The interviews, in turn, revealed a range of themes related to home care. Table 2
presents these themes along with their respective definitions.
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Table 2. Themes and definitions emerging from the qualitative analysis of home care experiences.

Theme Definition

Frequency and regularity of home visits
Reports on the consistent and weekly presence of healthcare
professionals at the home, indicating a continuous pattern
of care.

Importance of home care for treatment continuity Caregivers’ perception of the positive impact of home visits on
maintaining the patient’s health and addressing emergencies.

Emotional bond with healthcare professionals
Descriptions of the politeness, empathy, and emotional
closeness of professionals with caregivers and patients, often
compared to family members.

Feeling of loneliness and social isolation
Expressions of emotional distress due to a lack of social life,
restricted freedom, and the burden of exclusive dedication
to caregiving.

Physical and emotional overload
Reports of physical and psychological exhaustion related to the
caregiving routine, sleep disruptions, muscular pain, and lack of
adequate rest.

Most caregivers described a consistent pattern in which home visits are conducted
weekly by community health professionals, nurses, and physicians. Many shared accounts
highlighting this regularity, such as the following:

“It is a routine to see the health center professionals here every week; they rarely miss a visit”
(P. 121), or also, “The health center professionals always show up every Thursday” (P. 08).

Furthermore, other relevant aspects of home care emerged, particularly highlighting the
positive factors that contribute to the continuity of treatment at home. Many study participants
emphasized the importance of these visits, citing examples such as the following:

“It is a relief to have them around; they always offer help when we need it. I remember a
time when my father fell and injured his leg; the nurse came here to dress his wounds”
(P. 37). Another patient added: “Their presence at home is very important because my
mother cannot walk to the health center since she is bedridden” (P. 42).

Some caregivers also highlighted the attention and care provided by the professionals
during home visits, emphasizing the human connection and the sensitivity demonstrated
in their roles, with comments such as the following:

“They are very polite, always treating us with kindness” (P. 09), or “Sometimes, they
seem like part of the family; I can even send a message on WhatsApp, and the nurse is
always there to help” (P. 11).

When asked about their work, some participants responded that “loneliness” is the
main cause of dissatisfaction. This feeling was defined by the distancing from people and
the lack of social life, leading to emotional overload, feelings that harm their quality of life.

“It’s been a while since I’ve known what it’s like to go out and have fun, I have to stay
the whole time taking care of him” (P. 15), “My friends invite me to go out, but with my
father bedridden like this, it’s impossible” (P. 13), another participant even stated: “Look,
I want to go out, travel, you know? But with my mother like this, it’s just not possible. . .
I’m the only one left to take care of her” (P. 126).

During the interview, we also discussed physical and emotional overload. Most
caregivers reported difficulty resting due to nighttime interruptions and mentioned pain,
especially in their arms, due to the transport of frail patients.
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“I can’t sleep more than three hours in a row, I always have to get my mother up to go
to the bathroom, and when it’s not that, it’s the medication that I can’t neglect” (P.132),
“It’s been a long time since I’ve known what rest is, I even have dark circles under my
eyes, but what can I do, right?” (P. 87). Regarding the pain, the patients said: “My arm
hurts a lot, but it’s because of his weight, right? I need to bathe him, change him . . . and
he can’t support himself on anything” (P. 75), “. . .I live on painkillers because of the pain
here” (patient pointing to their forearm) (P. 23).

3.3. Analysis of Health-Related Quality of Life

Table 3 presents an analysis of the EQ-5D dimension, exploring the categories of sex,
mobility, self-care, usual activities, pain/discomfort, and anxiety/depression.

Table 3. Analysis of the EQ-5D dimension.

EQ-5D Dimension
Gender

Male
n (%)

Female
n (%) p

Mobility

No problem 4 (36.36%) 38 (34.86%) 0.66

Moderate problems 5 (45.45%) 49 (45.41%) 0.72

Extreme problems 2 (18.18%) 40 (36.73%) 0.03 *

Self-care

No problem 3 (27.27%) 32 (25.20%) 0.52

Moderate problems 5 (45.45%) 52 (40.95%) 0.08

Extreme problems 3 (27.27%) 43 (33.86%) 0.05

Usual activities

No problem 5 (45.45%) 45 (35.43%) 0.05

Moderate problems 4 (36.36%) 39 (30.71%) 0.06

Extreme problems 2 (18.18%) 43 (33.86%) <0.001 *

Pain/discomfort

No problem 3 (27.27%) 33 (25.98%) 0.05

Moderate problems 6 (54.55%) 58 (45.67%) 0.04 *

Extreme problems 2 (18.18%) 36 (28.35%) 0.02 *

Anxiety/depression

No problem 2 (18.18%) 46 (36.22%) 0.02 *

Moderate problems 6 (54.55%) 60 (47.24%) 0.06

Extreme problems 3 (27.27%) 21 (16.54%) 0.03 *
* The Chi-square test revealed a statistically significant difference (α = 0.05).

Significant differences between the sexes were identified across several EQ-5D di-
mensions (Table 3, Figure 1). In terms of mobility, specifically in the category of extreme
problems, a statistically significant difference was observed (p = 0.03). Both women and
men showed a higher frequency in the category of moderate problems.

Regarding self-care, no statistically significant differences were found between the
sexes. Both groups had a higher frequency in the moderate problems category. However,
with regard to usual activities, a statistically significant difference was found (p < 0.001),
with women showing a significantly higher proportion of extreme problems (33.86%)
compared to men (18.18%).

For pain/discomfort, statistically significant differences were observed between the
sexes, both in the moderate problems subcategory (p = 0.04) and the extreme problems
subcategory (p = 0.02). In the anxiety/depression dimension, statistically significant differ-
ences were also found (p = 0.02), with women showing a significantly higher proportion of
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no problems (36.22%) compared to men (18.18%). In the extreme problems subcategory, a
statistically significant difference was observed between the sexes (p = 0.03).
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While the EQ VAS demonstrated an average of 60.2, suggesting that the self-reported
health status of the participants is predominantly considered moderately good, this average
suggests a perceived quality of life that, although not exceptional, is at a satisfactory level
for most participants.

4. Discussion
The objective of this study was to identify the main factors that influence the quality

of life of caregivers in the context of home care for the elderly. The increase in longevity
and the aging population have significantly impacted healthcare systems, generating a
growing demand for prolonged home care. In this context, caregivers play a crucial role,
providing assistance to individuals with chronic or disabling conditions [21]. However, this
role can be challenging and stressful, with potential adverse consequences for the physical
and emotional health of caregivers [22].

The results showed that most caregivers were women (92.03%) over 50 years of age
and primarily the children of the care recipients (44.93%). Weekly visits from healthcare pro-
fessionals were highly valued, emphasizing the importance of continuous and personalized
home care.

These findings align with the international literature, which consistently highlights
the feminization of caregiving and the predominance of first-degree family members in this
role [23–25]. Female caregivers, particularly daughters, often assume this responsibility in
contexts of chronic illness and disability, frequently without formal support.

Few studies have specifically evaluated the health of caregivers; our findings con-
tribute to previous works, noting that the physical and mental health of caregivers is at
risk [23–25]. Our analyses demonstrated statistically significant differences, which corrobo-
rate previous results. Barbosa et al. [25], using the EQ-5D-3L, observed that female home
caregivers of the elderly are the majority and experience moderate or severe problems in all
five dimensions. This can be attributed to the fact that they are often in a situation imposed
by family members, accumulating multiple roles in the household and, most of the time,
performing this role without financial support and family assistance [25–28].

Caregivers dedicated to long periods of care generally face compromised health
outcomes, including higher mortality rates and disease prevalence [29]. Prolonged care
imposes significant physical strain and tests caregivers’ psychological resilience, as evi-
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denced by the participants’ reports. However, improvements in the physical environment
can reduce stress and improve quality of life [30].

As demonstrated, many caregivers are older adults who face their own health prob-
lems and related symptoms [31], which can be exacerbated by caregiving [32]. While
many studies address caregivers’ psychological symptoms, such as anxiety, depression, or
sadness [33,34], few focus on caregivers’ physical symptoms, such as sleep disturbances,
fatigue, and pain [35–37]. The impaired sleep reported by caregivers may be associated
with the elderly’s nocturnal restlessness due to changes in the aging process and the onset
of diseases [25,28].

In addition, challenging behaviors exhibited by older adults, such as aggression,
agitation, and resistance to care, were also frequently reported by caregivers. These be-
havioral and psychological symptoms tend to intensify caregiver burden and should be
addressed through integrated care strategies [38]. Studies highlight the effectiveness of
non-pharmacological interventions and the role of multidisciplinary teams in managing
aggression and agitation in the elderly. These findings reinforce the importance of incorpo-
rating such strategies into the routine of home care, promoting not only the well-being of
the older adult but also the health of the caregiver [38,39].

Additionally, the continuous performance of caregiving tasks over extended periods
generates significant stress, exacerbating physical conditions and triggering symptoms such
as muscle tension and chronic pain [32], which may explain the pain reported by participants.

It is important to highlight that some caregivers in this study were older adults already
facing health limitations, which may further complicate their caregiving role [28,32]. This
dual vulnerability—being both a caregiver and an older adult—reinforces the need for
tailored support strategies.

The findings of this study suggest a clear need for educational resources and emotional
support for caregivers to alleviate the autonomous activities of their individual care and
avoid misinterpreting their efforts to cope with and accommodate their condition [40–42].
Currently, family caregivers, although well intentioned, are not adequately supported in
acquiring the necessary knowledge and skills to address the autonomous activities inherent
in home care [43,44].

This study is relevant, as it addressed a diverse sample that offers a comprehensive repre-
sentation of the caregiver population, considering variables such as age, gender, and relationship
with the patient. This provides a more complete view of the characteristics, contributing to
the external validation of the results. Additionally, the methodology allowed for an in-depth
analysis of caregivers’ perceptions and the analysis of health-related quality of life.

On the other hand, this study has limitations. This research was conducted in a single
city, which may limit the applicability of the findings to other populations or geographical
contexts. Future studies should consider longitudinal designs and interventions to support
caregiver health, as well as comparative analyses across municipalities or countries. Inte-
gration with broader public health policies and caregiver training programs is essential to
mitigate the burden of home caregiving and improve outcomes for both caregivers and
care recipients.

Furthermore, despite the EQ-5D-3L being suitable for assessing general health-related
quality of life in our sample, it may not fully capture the complexity of caregiver burden.
Instruments like the Zarit Burden Interview (ZBI), validated in Brazil and widely used
internationally, provide a more comprehensive assessment of emotional, physical, and
financial strain experienced by informal caregivers [45]. Studies have shown that although
the EQ-5D can reflect changes in health status, it often lacks sensitivity to specific psy-
chological and social stressors addressed by the ZBI [46]. Therefore, future studies could
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benefit from using both tools to gain a more nuanced understanding of caregiver well-being
and to better inform support strategies.

5. Conclusions
The majority of home caregivers are women over the age of 50, with a significant

portion facing physical and emotional challenges due to the burden of caregiving. The
constant presence of community health professionals, such as nurses and doctors, is highly
valued by caregivers as it provides relief in the ongoing care at home. However, many
caregivers report feelings of loneliness, sleep deprivation, and physical pain, especially in
their arms, due to the constant effort of caring for debilitated patients. These conditions
directly impact quality of life, highlighting the need for physical, psychological, and
educational support.

Analysis of the EQ-5D dimensions indicated significant differences between genders,
with women facing more difficulties in areas such as mobility, usual activities, pain, and
anxiety/depression. The self-reported health status of the participants, measured by the
EQ VAS, was moderately good (mean of 60.2), suggesting a reasonably positive perception
but also pointing to the need for interventions to support these caregivers.

In this way, the data point to the urgent need for public policies that recognize and
support the work of home caregivers, providing adequate physical, emotional, and social
support, as well as continuous training and facilitated access to health services. Considering
the aging population and the growing demand for home care, ensuring the well-being of
these caregivers is essential for maintaining comprehensive, humanized, and sustainable care.
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