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Abstract
Population aging increases the prevalence of chronic and degenerative diseases, such as dementia,
which impairs cognitive function and autonomy. Unpaid family caregivers frequently experience physical
and emotional burden, especially when they live with the care recipient or provide care for long periods. 

Objective:To assess caregiver burden and mood changes among unpaid caregivers of older adults with
dementia. 

Methods: A quantitative, observational, cross-sectional study was conducted from 2023 to 2024 with 50
unpaid caregivers of older adults diagnosed with dementia at the Gerontology Outpatient Clinic of the
University Hospital of the Federal University of São Carlos (HU-UFSCar). The Hospital Anxiety and
Depression Scale (HADS) and the 12-item Zarit Burden Interview (ZBI-12) were administered.
Associations of caregiver burden, depression, and anxiety with sociodemographic variables were
investigated using multivariable Poisson regression. 

Results: Depressive and anxiety symptoms were more pronounced among caregivers with longer
caregiving duration (p = 0.01; p = 0.001) and those living with the care recipient (p = 0.04; p = 0.02).
Caregiver burden was associated with caregiver age (p < 0.001) and cohabitation (p = 0.001). Women
predominated, and daily caregiving hours were long, indicating a high risk of physical and emotional
exhaustion. 

Conclusion:The findings reinforce the importance of recognizing unpaid caregivers as central to home
care networks and promoting ongoing support strategies to ensure their health, well-being, and the
sustainability of caregiving.

INTRODUCTION
Population aging is an unprecedented demographic phenomenon driven by advances in public health,
sanitation, and medical technology. In Brazil, the proportion of individuals aged 60 years or older
increased from 10.8% in 2010 to 15.6% in 2022 and is projected to reach 29.6% in 2050. This shift in the
age structure contrasts with declining fertility and infant mortality rates, altering the epidemiological
profile and increasing the prevalence of noncommunicable diseases [17].

The demographic transition has direct implications for health systems, which now face greater demand
for long-term care, multidimensional care, and rehabilitation services. Chronic conditions such as
cardiovascular diseases, diabetes, and dementia require continuous monitoring, multidisciplinary teams,
and adaptations within the health care network to meet the specific needs of older adults [33].

Noncommunicable diseases (NCDs) are characterized by prolonged progression, multifactorial etiology,
and a noninfectious clinical course and primarily include cardiovascular diseases, neoplasms, diabetes
mellitus, and chronic respiratory diseases [23]. Among NCDs, dementia is becoming increasingly
relevant and is characterized by insidious, progressive cognitive decline sufficient to impair memory,
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language, attention, and the performance of instrumental activities of daily living, affecting the
individual’s autonomy [25]. WHO estimates that 55 million people worldwide were living with dementia in
2020, with approximately 10 million new cases per year; this number is projected to reach 78 million in
2030 and 139 million in 2050 because of global population aging [6].

In the Brazilian context, the National Report on Dementia in Brazil (Ministério da Saúde, 2024), based on
the Delphi Consensus, reported an estimated prevalence of dementia of 8.5% among people aged 60
years or older in 2019, corresponding to approximately 2.46 million Brazilians. If current conditions
persist, projections for the Brazilian population in two and four decades suggest that the number of
dementia cases could rise to 5.05 million and 8.74 million in 2039 and 2059, respectively.

Among older adults, this group of diseases is one of the leading causes of disability and dependence,
requiring comprehensive care, often for long periods. Accordingly, dementia affects not only those living
with the condition but also society and the economy, with a substantial impact on caregivers [13].

Care for older adults with dementia, especially in home settings, is provided primarily by unpaid
caregivers—family members or people close to the older adult—who assume this role without
compensation and often without specific training [5]. According to the Brazilian Classification of
Occupations (CBO), a caregiver is responsible for the well-being, health, hygiene, nutrition, leisure, and
safety of the care recipient, serving as a liaison between the older adult and health services [5].

The literature indicates that unpaid caregiving is characterized by emotional ties and a lack of
institutional support, which may result in physical, emotional, and social burden [13]. Recent studies
indicate that caregivers’ sociodemographic profile directly influences their caregiving experience.
Women, especially daughters or wives, make up the majority of unpaid caregivers, reflecting
sociocultural patterns that associate the caregiving role with women [33]. This feminization of caregiving
leads to overlapping work, domestic, and caregiving responsibilities, increasing the risks to these
caregivers’ physical and mental health [28].

Unpaid caregiver burden refers to the accumulation of physical, emotional, and social strains resulting
from the ongoing provision of care to people with functional limitations or chronic conditions. Among
caregivers of older adults with dementia, this burden is associated with negative assessments of their
own competence, impacts on family relationships, and changes in overall well-being; it may also
substantially reduce caregivers’ quality of life [31].

In this context, caregiver burden was associated with a higher prevalence of anxiety and depressive
symptoms, an increased risk of cardiovascular disease, and reduced opportunities for self-care,
especially in lower-middle-income countries where institutional support is limited [3] [15]. 

Mood changes, particularly depressive and anxiety symptoms, are among the most common
psychological effects experienced by unpaid caregivers of older adults with dementia, compromising
both the quality of care and caregiver well-being [14].
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Studies show that caregivers of people with dementia experience high levels of stress, depressive and
anxiety symptoms, as well as poorer physical health compared with the general population of non-
caregivers. Estudy highlight that long-term home caregiving entails greater psychological strain than
caregiving outside the home, underscoring the urgent need for specific support for this group [3]

In the Brazilian context, study emphasizes that support for unpaid caregivers remains insufficient, with
gaps in the provision of psychosocial support, technical guidance, and public policies recognizing this
unpaid work [22]. Moreover, authors have identified relationship to the care recipient, caregiving duration,
and cohabitation as significant predictors of caregiver burden, but multivariable analyses integrating
these variables with indicators of caregivers’ mental and physical health are still lacking [31].

Therefore, there is both a social gap, related to insufficient support structures and recognition of family
caregivers, and a scientific gap, related to the lack of studies that further examine the determinants of
these caregivers’ health in the context of dementia. Addressing this gap is essential to guide the
development of public policies and clinical practices that promote caregivers’ biopsychosocial well-
being and ensure the sustainability of long-term care.

Considering this context, it is important to understand how sociodemographic, relational, and clinical
factors are collectively associated with caregiver burden and emotional changes among family
caregivers. The present study seeks to fill this gap by examining the interplay among caregiving duration,
cohabitation, and caregiver age in relation to indicators of anxiety, depression, and caregiver burden. 

OBJECTIVE

To assess caregiver burden and mood changes among unpaid caregivers of older adults living with
dementia receiving care at the Gerontology Outpatient Clinic of the University Hospital of the Federal
University of São Carlos (HU-UFSCar), as well as to examine the caregivers’ sociodemographic and
health profile and its relationship to burden and mood status. 

METHOD
Study design and Setting

This was a quantitative, observational, cross-sectional study conducted from 2023 to 2024 with 50
unpaid caregivers of older adults with a clinical diagnosis of dementia receiving care at the Gerontology
Outpatient Clinic of the University Hospital of the Federal University of São Carlos (HU-UFSCar). The
study design followed the recommendations of the Strengthening the Reporting of Observational Studies
in Epidemiology (STROBE) statement [20]. 

Sample and Eligibility criteria

Primary family caregivers aged 18 years or older who had been providing care for at least six months
and who signed the informed consent form were included. Paid professional caregivers were excluded.
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The sample size was determined by convenience based on the average patient flow at the outpatient
clinic during the data collection period. This design was chosen because of the exploratory nature of the
study and the logistical constraints imposed by the clinical setting. 

Data collection procedure

Data were collected in person in a private room by a trained team. Participants completed a
questionnaire developed by the researchers addressing sociodemographic characteristics, health
conditions, and caregiving characteristics, as well as the 12-item Zarit Burden Interview (ZBI-12) and the
Hospital Anxiety and Depression Scale (HADS).

The sociodemographic questionnaire included information such as name, sex, date of birth, marital
status, years of education, ethnicity, whether the participant was the primary caregiver, relationship to
the older adult, and whether they lived with the older adult. Information on medical history, medications
in use, weight and height, and specific clinical conditions (such as HTN, DM, COPD, among others) was
collected in the health conditions section. The caregiving characteristics section addressed years of
caregiving and daily caregiving hours, as well as caregiving activities performed for the care recipient,
such as personal and oral hygiene, assistance with toileting, feeding, medication administration, and
accompanying the care recipient to health care appointments. Aspects related to the older adult’s well-
being and support network were also considered, such as participation in leisure activities, support from
religious institutions, and follow-up by social services.  

The 12-item Zarit Burden Interview (ZBI-12) [15] is a shortened version of the original instrument [35] and
has been culturally adapted and validated for use in Brazil [30]. The ZBI-12, which is designed to assess
caregiver burden, consists of 12 items with the following response options: never, rarely, sometimes,
frequently, and always; for the final item, the response options are: not at all, a little, moderately, quite a
bit, and extremely, represented on an ascending scale from 0 to 4 points. The total score is 44 points,
with a cutoff score of ≥ 13 indicating caregiver burden.

The Hospital Anxiety and Depression Scale (HADS) assesses symptoms of anxiety and depression [36]
and has been culturally adapted and validated for use in Brazil [4]. It consists of 14 items assessing
anxiety and depression, with odd-numbered items addressing anxiety and even-numbered items
addressing depression. Each item is scored from 0 to 3. Anxiety and depression scores can be classified
as unlikely (0–7), possible (questionable or doubtful) (8–11), and probable (12–21). 

Statistical analisys

Continuous variables were described as means ± standard deviations, and categorical variables as
absolute and relative frequencies. Poisson regression models were used to assess scale scores
according to caregiver characteristics. Analyses were performed using R version 4.0.3 with RStudio
version 1.3.1093.  

Ethical aspects
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The study was approved by the Research Ethics Committee for Human Research at Federal University of
São Carlos (CAAE: 24244519.3.0000.5504; under Opinion No. 3.825.117) and followed the ethical
principles established in Resolution No. 466/2012 of the National Health Council, ensuring anonymity
and informed consent from all participants. 

RESULTS
Fifty-four caregivers of older adults living with dementia who were receiving care at the Gerontology
Outpatient Clinic during this period were invited to participate in the study. Of these, 4were excluded
because they declined to participate; thus, 50 individuals were included in the study.

Of the 50 older adults diagnosed with dementia cared for by these caregivers, 30 (60%) had Alzheimer’s
disease, 10 (20%) mixed dementia, 9 (18%) vascular dementia, and 1 (2%) alcohol-related dementia. The
sample consisted predominantly of women (94%), with a mean age of 54.7 ± 15.1 years; 40% were
married, and participants had a mean of 9.4 ± 4.7 years of education. The remaining sociodemographic
and health characteristics of the study participants are presented in Table 1. 

Table 1 - Sociodemographic characteristics and health profile of unpaid caregivers of older adults living
with dementia receiving care at the HU-UFSCar Gerontology Outpatient Clinic. São Carlos, São Paulo,
Brazil, 2024.
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Variable Sample (n = 50)

Sex  

Female 47 (94%)

Male 3 (7%)

Age group  

  21–31 years 4 (8%)

  32–42 years 7 (14%)

  43–53 years 13 (26%)

  54–64 years 12 (24%)

  65–75 years 9 (18%)

  76+ years 5 (10%)

Marital status  

  Married 20 (40%)

  Single 19 (38%)

  Widowed 4 (8%)

     Separated 5 (10%)

  Other 2 (4%)

Years of education  

  No formal education 2 (4%)

  1–4 years 12 (24%)

  5–8 years 7 (14%)

  9 years or more 29 (58%)

Relationship to the older adult  

  Spouse 10 (20%)

  Child 28 (56%)

     Son-in-law/Daughter-in-law 4 (8%)

     Grandchild 4 (8%)

  Sibling 3 (6%)

     Nephew/Niece 1 (2%)
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  Non-relative 0 (0%)

Lives with the older adult 40 (80%)

Years of caregiving 8,7 ± 10.0

Hours of caregiving/day 17,5 ± 8.6

Comorbidities  

  None 5 (10%)

  1–4 medical conditions 43 (86%)

  5 or more medical conditions 2 (4%)

Regularly used medications  

  0–3 medications 42 (84%)

  4 or more medications 8 (16%)

ZBI-12  

  Score 17,3 ± 10.2

  Caregiver burden 30 (60%)

HADS-D  

  Score 5,7 ± 4.6

  Depressive symptoms  

       Unlikely 39 (78%)

       Possible 3 (6%)

    Probable 8 (16%)

HADS-A  

  Score 6,3 ± 4.7

  Depressive symptoms  

       Unlikely 35 (70%)

       Possible 8 (16%)

    Probable 7 (14%)

ZBI-12: 12-item Zarit Burden Interview; HADS: Hospital Anxiety and Depression Scale.

 Table 2 presents the types of care provided to older adults by caregivers. The most common caregiving
activities were medication management (78%), feeding (60%), sleep/rest (54%), and personal hygiene
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(52%).

 Table 2 - Types of care provided to older adults by caregivers. São Carlos, São Paulo, Brazil, 2024.

Type of care Sample n = 50)

Medication management 39 (78%)

Feeding 30 (60%)

Sleep/rest 27 (54%)

Personal hygiene 26 (52%)

Skin care 21 (42%)

Toileting 17 (34%)

Oral hygiene 16 (32%)

 Poisson regression models were used to assess caregiver burden and depressive and anxiety
symptoms according to caregiver age, cohabitation, and caregiving duration. Table 3 shows that
cohabitation was significantly and positively associated with all three scores (ZBI-12, HADS-D, and
HADS-A). Caregiver age was also significantly associated with burden and anxiety scores, but not with
depression scores. Caregiving duration, however, showed a statistically significant positive association
with anxiety and depression scores, but not with burden. 

Table 3 - Poisson regression of ZBI-12 and HADS scores according to caregiver variables. São Carlos,
São Paulo, Brazil, 2024.

Independent
variable

Dependent variable

ZBI-12   HADS-D HADS-A

PR (95% CI) p PR (95% CI) p PR (95% CI) p

Caregiver age
(years)

1.01 (1.01 -
1.02)

<
0.001

1.01 (0.99 -
1.01)

0.1 1.01 (1.00 -
1.01)

0.01

Lives with the older
adult

           

No Reference - Reference - Reference -

Yes 1.27 (1.05 -
1.54)

0.01 1.42 (1.00 -
2.00)

0.04 1.45 (1.04 -
2.03)

0.02

Years of caregiving 1.00 (0.99 -
1.01)

0.3 1.01 (1.00 -
1.02)

0.01 1.02 (1.00 -
1.02)

0.001

Page 10/17



PR: Prevalence Ratio; CI: Confidence Interval; ZBI-12: 12-item Zarit Burden Interview; HADS: Hospital
Anxiety and Depression Scale.

 In summary, caregiver burden was associated with objective factors in the caregiving context—age and
cohabitation—whereas mood changes were associated with caregiving duration and continuous
cohabitation. These findings delineate a multidimensional vulnerability profile among unpaid caregivers. 

DISCUSSION
The present study analyzed caregiver burden and mood changes among unpaid caregivers of older
adults with dementia, identifying statistically significant associations between these outcomes and
variables such as caregiver age, cohabitation, and caregiving duration.

These results are consistent with previous research highlighting the physical and emotional vulnerability
of family caregivers facing continuous caregiving demands, often without adequate institutional support
[18].

Analysis of the sociodemographic data showed that the sample consisted predominantly of women
(94%), with a mean age of 54.7 years; 40% were married, and the mean number of years of education
was 9.4. Daughters of the older adults were the predominant group of unpaid caregivers (56%), followed
by spouses (20%) and other close relatives. These findings are consistent with literature identifying the
feminization of caregiving as a persistent phenomenon attributed to sociocultural constructions that
assign women the role of primary caregivers [9, 29]. Overlapping work, domestic, and caregiving
responsibilities intensify the risks to these caregivers’ physical and mental health, especially when
adequate institutional support is unavailable [3].

Other findings point to a concerning situation: 86% of caregivers had comorbidities, which may further
exacerbate the effects of caregiver burden and compromise the quality of care provided. The literature
indicates that caregiver burden is associated with sleep disorders, muscle pain, and symptoms of
anxiety and depression, negatively affecting both the caregiver and the care recipient [14, 24].

The relatively few years of education among a substantial proportion of the sample (42% had up to 8
years of education) may affect understanding of the older adult’s clinical condition, coping strategies,
and access to social and health care resources [21, 34]. This finding highlights the need for accessible
educational materials, appropriate communication strategies, and ongoing caregiver training.

Moreover, the long daily caregiving hours (mean of 17.5 hours per day) severely limit caregivers’
opportunities for self-care, leisure, or social participation. This finding is consistent with studies
indicating that caregiving intensity is directly related to physical and psychological exhaustion [1, 10].
Regarding the type of care provided, the most frequent activities were medication management (78%),
feeding (60%), sleep/rest (54%), and personal hygiene (52%). These tasks require continuous attention
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and involve direct responsibility for the older adult’s health and well-being, contributing to caregivers’
physical and emotional strain.

Studies indicate that the intensity and complexity of caregiving activities are directly related to perceived
burden and caregivers’ risk of illness [13, 6]. Additionally, a literature review that analyzed Brazilian and
U.S. studies over a five-year period found consensus regarding the needs of caregivers providing long-
term care and the high level of caregiver burden, which needs to be monitored and shared through
informal or formal sources of support [9].

Analysis of caregiver burden scores showed a mean score of 17.3 points, with 60% of participants
experiencing caregiver burden. Poisson regression revealed a statistically significant association
between caregiver burden and caregiver age, as well as cohabitation with the older adult. These findings
reinforce evidence that older caregivers have lower resilience to stress and greater physical vulnerability,
requiring specific interventions for this subgroup [15, 22]. This finding points to the need for specific
interventions for this age group, including health education initiatives, psychosocial support, and
strengthening community networks.

Regarding depressive symptoms, 16% of caregivers had scores consistent with probable depression,
while 6% were classified as possible cases. Cohabitation with the older adult and caregiving duration
were significantly associated with depression scores. These data suggest that prolonged cohabitation
and a lack of boundaries between family and caregiving roles may contribute to social isolation and
psychological distress among caregivers [3, 27]. Regarding anxiety, 14% of participants had scores
consistent with probable anxiety, and 16% had scores indicating possible anxiety symptoms. Regression
analysis showed significant associations with age, cohabitation, and caregiving duration, consistent with
studies identifying anxiety as one of the main emotional consequences of unpaid caregiving, particularly
in contexts of high caregiving demands and limited support networks [33, 26].

The identification of factors associated with caregiver burden and psychological distress reinforces the
need to incorporate interdisciplinary strategies into primary and specialized care. Support groups, respite
services, and caregiver training in behavioral management for people with dementia are recommended.
Including standardized screening instruments for caregiver burden and mood changes in electronic
health records may facilitate longitudinal follow-up and guide early interventions.

Given this scenario, there is an urgent need to implement public policies that recognize unpaid
caregivers as central agents in the caregiving process. The recently enacted Law No. 14,878/2024,
which establishes the National Policy for Comprehensive Care for People with Alzheimer’s Disease and
Other Dementias, proposes an interdisciplinary and integrated approach focused on professional
training, support for families, and coordination of existing services to create a dementia care pathway. In
addition, Law No. 15,069/2024, which establishes the National Care Policy, aims to guarantee the right to
care, promote shared social responsibility, and recognize unpaid work, particularly that performed by
women, by proposing support, training, and follow-up measures for family caregivers [6, 7].
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Recognizing family caregivers as strategic agents requires the development of public policy guidelines
that acknowledge their role, ensure the regular provision of support groups, practical workshops, and in-
home respite services, and incorporate standardized tools for monitoring caregiver burden and mood
into electronic health records. Only then will it be possible to ensure adequate conditions for maintaining
caregivers’ quality of life and, by extension, strengthen the autonomy and well-being of older adults
receiving care at home [32]. Therefore, the findings of this study not only contribute to advancing
knowledge of the factors associated with caregiver burden and psychological distress among unpaid
caregivers of people with dementia but also point to concrete avenues for evidence-based intersectoral
interventions aligned with care guidelines.

However, some limitations should be considered when interpreting the results. Because of the cross-
sectional design, causal relationships cannot be established between the variables analyzed. The
sample was selected by convenience and consisted exclusively of caregivers accompanying older adults
with dementia at an outpatient clinic, which may limit the generalizability of the findings to other
contexts. In addition, the small number of participants may compromise the statistical power of the
analyses. Information was obtained using self-report instruments and may therefore be subject to social
desirability bias. It should also be noted that potentially relevant contextual variables, such as the older
adult’s degree of dependence, dementia severity, the presence of a support network, and economic
factors, were not controlled for in the models used. Finally, the absence of a control group precludes
broader comparisons regarding the specific impact of dementia on caregiver burden and mood. 

CONCLUSION
The study showed that older age, cohabitation, and longer caregiving duration were associated with
greater caregiver burden, anxiety, and depression among unpaid caregivers of older adults with
dementia. The predominance of women and long caregiving hours characterize a context of
biopsychosocial vulnerability that calls for specific public policies and ongoing support measures.

The findings highlight the urgency of integrating individual, clinical, and contextual determinants into
care strategies, recognizing informal caregivers as central to health care networks. In this regard,
strengthening interdisciplinary actions, including training in managing cognitive behaviors, ongoing
psychosocial support, and coordination between community and institutional services, is a cornerstone
of efforts to mitigate the adverse effects of caregiving, promote the mental and physical health of these
informal caregivers, and ensure the sustainability of long-term caregiving. 
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