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Differences in the predictors of the 
resilience between carers of people 

with young- and late-onset dementia:
a comparative study
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Marcia Cristina Nascimento Dourado1 

ABSTRACT. Resilience is a subjective process related to both protective and risk factors, external and internal to the individual. 
Considering the psychosocial differences between young-onset dementia (YOD) and late-onset dementia (LOD) groups, 
carers’ resilience may not be understood in the same way in both groups. Objective: The aim of this study was to compare 
the resilience of carers in YOD and LOD and to examine which factors might be associated with resilience in both groups of 
carers. Methods: The study was conducted with 120 people with dementia (49 YOD) and their primary carers. The carers had 
their resilience, quality of life, depressive symptoms, and burden assessed and answered the sociodemographic questionnaire. 
We assessed care recipients’ global cognition, dementia severity, social cognition, facial expression recognition, awareness of 
disease, the ability to perform activities of daily living, depressive symptoms, and neuropsychiatric symptoms. For data analysis, 
unpaired two-tailed Student’s t-test and linear regressions were conducted. Results: Resilience did not differ between groups 
(p=0.865). Resilience was inversely related to carers’ depressive symptoms in both YOD (p=0.028) and LOD (p=0.005) groups. 
The carers’ schooling (p=0.005), duration of disease (p=0.019), and depressive symptoms of care recipient (p<0.001) were 
related to carers’ resilience only in LOD group. Conclusions: The context of care, clinical status of the care recipient, and mental 
health resources affected the carers’ resilience in the LOD group. Conversely, resilience seems to be affected only by carers’ 
mental health in the YOD group. The understanding of these differences is crucial for the developing of intervention strategies.
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DIFERENÇAS NOS PREDITORES DA RESILIÊNCIA ENTRE CUIDADORES DE PESSOAS COM DEMÊNCIA DE INÍCIO PRECOCE E TARDIO: 
UM ESTUDO COMPARATIVO

RESUMO. A resiliência é um processo subjetivo relacionado a fatores de proteção e risco, externos e internos ao indivíduo. 
Considerando as diferenças psicossociais entre demência de início precoce (DIP) e demência de início tardio (DIT), a resiliência 
dos cuidadores pode não ser entendida da mesma maneira em ambos os grupos. Objetivo: O objetivo deste estudo é comparar 
a resiliência de cuidadores de DIP e DIT e examinar quais fatores poderiam estar associados à resiliência em ambos os grupos 
de cuidadores. Métodos: O estudo foi realizado com 120 pacientes com demência (49 DIP) e seus cuidadores primários. 
Os cuidadores tiveram sua resiliência, qualidade de vida, sintomas depressivos e sobrecarga avaliados e responderam ao 
questionário sociodemográfico. Avaliou-se a cognição global, a severidade da demência, a cognição social, o reconhecimento 
da expressão facial, a consciência da doença, a funcionalidade em atividades de vida diária, e os sintomas depressivos e 
neuropsiquiátricos dos pacientes. Para a análise dos dados, foram realizados teste t de Student bicaudal não pareado e regressões 
lineares. Resultados: Não houve diferença na resiliência entre os grupos (p=0,865). A resiliência foi inversamente relacionada 
com sintomas depressivos dos cuidadores em DIP (p=0,028) e DIT (p=0,005). A escolaridade do cuidador (p=0,005), tempo 
de doença (p=0,019) e sintomas depressivos dos pacientes (p<0,001) foram relacionados à resiliência apenas no grupo 
DIT. Conclusões: O contexto do cuidado, o estado clínico do paciente e os recursos de saúde mental afetaram a resiliência 
do cuidador no grupo DIT. Em contrapartida, a resiliência parece ser afetada apenas pela saúde mental do cuidador em DIP. 
O entendimento dessas diferenças é crucial para o desenvolvimento de estratégias de intervenção.
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INTRODUCTION

Across the world, care for people with dementia is 
frequently given by family members1. Carers of 

people with dementia are often understood as the 
invisible second patients2. The negative physical and 
mental health consequences of caring for a person with 
dementia have been well documented2-4.

Carers of people with dementia are a group that 
requires attention due to high levels of stress, distress, 
and burden5,6. In addition, some studies indicate that 
these carers contemplate suicide at more than four 
times the rate of the general population (with some 
even contemplating homicide suicide)7-9 and that they 
have an increased risk of mortality10.

Nonetheless, there are differences within the carers’ 
group. The most of cases of dementia occur among older 
adults, although people under 65 years may also develop 
the dementia11. Previous studies reported that carers 
of people with young-onset dementia (YOD) present 
more severe depressive symptoms and burden than 
carers of people with late-onset dementia (LOD)12-16. 
Usually, carers of people with YOD are unready for the 
carer’s tasks and experience increased burden when 
compared to carers of people with LOD12-16.

Despite this, some carers, even suffering great care-
giving demands, seem to cope fairly well and present 
fewer negative outcomes of caregiving than others17. 
Positive aspects of caregiving are reported in some 
studies, including an improved rapport between carer 
and people with dementia and the carer’s feeling of 
accomplishment18. This aspect may potentially be un-
derstood as an indicator of resilience.

Resilience is described as the process of well adjust-
ment in cases of trauma, adversity, threats, tragedy, or 
even a considerable cause of stress19. Some studies con-
sider the experience of caregiving as adversity20,21, while 
other studies consider the negative consequences of 
caregiving reported by carers of people with dementia as 
the adversity that carers must adjust to or overcome21,22.

The resilience may be considered a dynamic process23 
involving both protective and risk factors, external and 
internal to the individual24. Resilience involves the inter-
action of protective factors such as confidence in care-
giving, problem-solving skills, a strong sense of religion 
or spirituality, and social support25,26. The predominance 
of protective factors may make the carer more resilient. 
More resilient carers generally cope better with the 
changes in people with dementia behavior because they 
seem to be better prepared for the inexorable changes 
arisen from the dementia process. 

Existing research suggests that resilience is inversely 
associated with burden, anxiety, and depression and 

is viewed as an essential factor in suicide preven-
tion5,22,27-30. Resilience has been found to be positively 
related to factors that promote positive outcomes, 
including self-efficacy, self-esteem, problem-focused 
coping, mastery, flexibility, and adaptation5,22,27. In ad-
dition, resilience provides an optimal psychological 
adaptation and improves other coping strategies in 
feedback to the demands of dementia care31.

In the current literature, there is not a study that 
compares the resilience of carers of people with YOD 
with the resilience of carers of people with LOD. Tak-
ing that resilience is a subjective process and the psycho-
social diversity among both groups of carers, this study 
hypothesizes that resilience is poorer in the YOD group 
than in the LOD group. Therefore, the aim of this study 
was to compare the resilience of carers in YOD and LOD 
and to examine which factors might be associated with 
resilience in both groups of carers.

METHODS
This observational cross-sectional descriptive study was 
performed between February 2016 and December 2019 
in the Center for Alzheimer’s Disease outpatient clinic 
of Institute of Psychiatry of Federal University of Rio 
de Janeiro, Brazil.

Participants
The sample consisted of 120 dyads of home-dwelling 
outpatients with dementia and their primary carers, 
with 49 in the YOD group and 71 in the LOD group. 

Dementia was diagnosed by a psychiatrist accord-
ing to the criteria established by the Diagnostic and 
Statistical Manual of Mental Disorders, Fifth Edition 
(DSM-5)32. In this study, 114 people were diagnosed 
with Alzheimer’s disease and 6 people were diagnosed 
with vascular dementia.

People with mild-to-severe dementia according to 
Clinical Dementia Rating (CDR)33 and those who score 
below 26 in Mini-Mental State Examination (MMSE) 
were included in this study34. The exclusion criteria were 
people with severe communication problems, traumatic 
events, and alcohol or substance dependency or abuse.

The primary carer was the principal person for the 
care of people with dementia, and they should be able to 
give elaborate information about the care recipients and 
be an informal carer. Carers with a reported history of 
cognitive or psychiatric disorders prior to the dementia 
diagnosis were not included in this study.

This study was authorized by the ethics committee 
of the Institute of Psychiatry of the Federal University 
of Rio de Janeiro. At the outpatient clinic, all people 
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with dementia and their carers signed informed consent 
forms before the assessment, according to the Declara-
tion of Helsinki.

Procedure
Each person with dementia completed assessments 
of global cognition, social cognition, facial expression 
recognition, and awareness of disease. Additional data, 
including the ability to perform activities of daily living, 
depressive symptoms, neuropsychiatric symptoms, 
dementia severity, and sociodemographic data, were 
obtained through questionnaires and instruments 
answered by the carer. The carers also had their resil-
ience, quality of life (QoL), depressive symptoms, and 
burden evaluated and answered the sociodemographic 
questionnaire.

Measures

Cognition
Mini-Mental State Examination (MMSE): This instru-
ment is composed of 30 items that measures orienta-
tion, comprehension, learning, short-term memory, 
language, and basic motor skills. The total score ranges 
from 0 to 30, with lower scores signaling more impaired 
cognition34.

Severity of dementia
Clinical Dementia Rating (CDR): This test assesses the 
severity of dementia. The stage ranges from 0 (no de-
mentia) to 3 (severe dementia) according to the degree 
of cognitive, activities of daily livings, and behavioral 
impairment33.

Functionality
The Pfeffer Functional Activities Questionnaire (PFAQ): 
This inventory evaluates the activities of daily living. 
The score for each item ranges from normal (0) to 
dependent (3), with a total of 30 points. Higher score 
suggests greater functional impairment35.

Depressive symptoms
The Cornell Scale for Depression in Dementia (CSDD): 
This scale assesses circadian functions, physical signs, 
mood, and behavioral symptoms related to depressive 
symptoms between people with dementia. The total rat-
ing ranges from 0 to 38. Score>13 suggests the presence 
of depressive symptoms36.

Neuropsychiatric symptoms
Neuropsychiatric Inventory (NPI): This inventory 
assesses delusions, hallucinations, agitation, apathy, 

anxiety, depression, euphoria, irritability, disinhibi-
tion, aberrant motor behavior, change in appetite, 
and nighttime behavior disturbances. Each item is 
assessed in relation to their frequency (1=absent to 
4=frequently) and intensity (1=mild to 3=severe). 
The total rating ranges from 0 to 144. Higher score 
suggests greater levels of neuropsychiatric symptoms. 
We used 12 items37.

Awareness of disease
Assessment Scale of Psychosocial Impact of the 
Diagnosis of Dementia (ASPIDD): The ASPIDD is a 
30-question scale centered on people with dementia 
and carer reports. This scale was designed to assess 
awareness of disease based on the scoring of discrep-
ant responses through four domains, namely, cogni-
tive functioning, health condition, emotional state, 
social functioning/relationships, and instrumental 
and basic activities of daily living. The carer responds 
the same questions as the people with dementia, with 
one point being scored for each discrepant response. 
The ratings of awareness range from preserved (0–4), 
mildly impaired (5–11), moderately impaired (12–17), 
to absent (<18)38.

Social and emotional functioning
Social and Emotional Questionnaire: This instrument 
is composed of 30 items based on 5 factors: recognition 
of emotion, empathy, social conformity, antisocial 
behavior, and sociability. The ratings for each item 
range from strongly disagree (1) to strongly agree (5). 
We used the carer’s version about people with demen-
tia emotional and social current functioning. The score 
is measured on five-point Likert scale, ranging from 
“strongly disagree” (1) to “strongly agree” (5). Low-
er score indicates more impaired social and emotional 
functioning39.

Facial expression recognition ability
Facial Expression Recognition Ability Scale (FACES): We 
used an adaptation of an experimental task developed 
by Shimokawa et al. Task 1 investigates the visuoper-
ceptual ability to identify faces. Task 2 evaluates the 
ability to comprehend facial emotions. Task 3 exam-
ines whether subjects can recognize the expression of 
emotion conceptually. Task 4 assesses the people with 
dementia’s ability to comprehend the nature of a situa-
tion and the appropriate emotional state that one would 
experience in that situation. For each correct response, 
the subject receives 1 score. FACES is composed of 16 
tasks, and the highest possible score is 16. Lower score 
suggests impaired recognition40.
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Carer measures

Resilience
Resilience Scale by Wagnild and Young: This original 
resilience measure, considered the “gold standard” for 
resilience evaluation, has 25 items that assess psychoso-
cial adaptation to adversity. The score ranges from 25 to 
175 and was classified as follows: 25–124: low; 125–145: 
moderate; and 146–175: high resilience41.

Quality of life
Quality of Life in Alzheimer’s Disease (QoL-AD): 
The QoL-AD includes 13 domains (i.e., physical health, 
energy, mood, living situation, memory, family, marriage, 
friends, you as a whole, ability to do chores, ability to do 
things for fun, money, and life as a whole) that are rated 
as poor (1), fair (2), good (3), or excellent (4). We used the 
carer’s QoL version (C-QoL). The total score ranges from 
13 to 52. Higher score indicates better QoL42.

Burden
Zarit Burden Interview (ZBI): This assessment consists 
of 22 items that evaluate the impact of caring for people 
with dementia on the carer’s life by appointing how 
often the carer experiences a particular feeling: never 
(0), rarely (1), sometimes (2), quite frequently (3), or 
nearly always (4). The total score ranges from 0 to 88. 
Higher score indicates a higher level of burden43.

Depressive symptoms
Beck Depression Inventory (BDI): This is self-report 
scale, composed of 21 items based on symptoms of 
depression such as hopelessness and irritability, cogni-
tions such as guilt or feelings of being punished, as well 
as physical symptoms such as fatigue, weight loss, and 
lack of interest in sex. The total score ranges from 0 to 
63 and categorized as follows: 0–11: mild symptoms, 
12–19: mild to moderate, 20–35: moderate to severe, 
and 36–63: severe symptoms44.

Statistical analysis
All statistical analyses were performed with SPSS 
software for Windows version 23.0. The variables were 
inspected for normality before analysis. Initially, the 
descriptive analyses of all the variables were carried 
out by observing the means, standard deviation, and 
frequency (percentage) according to the type of vari-
able studied. All analyses were performed by thematic 
blocks, namely, sociodemographic data of the people 
with dementia and carer and clinical data of people 
with dementia and carer. Depending on the variable of 
interest, we utilized t-tests for independent samples 

(with homoscedasticity test) and the χ2 test, the Fisch-
er’s exact test, or the Mann-Whitney U test to test for 
significant group differences.

Multivariate linear regressions with the stepwise 
method were elaborated using resilience as dependent 
variable. All demographic and clinical variables were 
included as independent variables. Regression models 
were performed separately for YOD and LOD groups 
and the best models were selected according to highest 
explained variance of the R² and the variance inflation 
factor (VIF) close to 1, for the collinearity in each inde-
pendent variable. For all analyses, the α level was set 
at p≤0.05.

RESULTS

Sociodemographic characteristics
The mean age of YOD people was 63.69±6.2 years. 
The majority of people with dementia were men (51%, 
n=25) and married (67.3%, n=33). While most of carers 
were women (83.7%, n=41). The majority of carers were 
wives or husbands (55.1%, n=27), with a mean age of 
52.06±14.2 years.

The mean age of LOD people was 79.65±5.7 years. 
Most of the people with dementia were women (67.6%, 
n=48). The majority were widowers (42.3%, n=30). 
Also, most of the carers in this group were women 
(73.2%, n=52). Regarding the kinship, the majority were 
daughters or sons (54.9%, n=39), with a mean age of 
57.89±14.3 years.

Table 1 lists the sociodemographic characteristics of 
people with dementia and carers.

Clinical characteristics of dyads
Comparison between groups showed that people with 
YOD were more cognitively impaired according to the 
MMSE (p<0.001) and also had more deficits in func-
tionality as rated on the PFAQ (p=0.046).

We did not observe a significant difference in carers’ 
resilience (p=0.865) and in the other clinical characteris-
tics between both carers’ groups. Carers of both groups 
reported moderate to high levels of resilience. Howev-
er, the YOD group of carers presented a slight level of 
burden and depressive symptoms than the LOD one.

The clinical characteristics of people with dementia 
and carers are synthesized in Table 2.

Multivariate analyses
The linear regression model showed that lower levels of 
resilience of carers of people with YOD were related to 
higher levels of carers’ depressive symptoms (p=0.028). 
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Table 1. Sociodemographic characteristics of people with dementia and carers according to age of onset.

YOD (n=49) LOD (n=71) p-value

PwD

Female, n (%) 24 (49.0) 48 (67.6)

Age, mean (SD) 63.69 (6.2) 79.65 (5.7) <0.001*

Age of onset, mean (SD) 57.73 (4.9) 75.03 (6.0) <0.001*

Duration of disease, mean (SD) 5.76 (3.1) 4.62 (3.3) 0.062

Schooling, mean (SD) 10.00 (4.1) 7.15 (4.0) <0.001*

CDR,  
n (%)

Mild 20 (40.8) 47 (66.2)

Moderate 20 (40.8) 21 (29.6)

Severe 9 (18.4) 3 (4.2)

Marital status, 
n (%)

Singles 2 (4.1) 6 (8.5)

Married 33 (67.3) 27 (38.0)

Widowers 6 (12.2) 30 (42.3)

Divorced 8 (16.3) 8 (11.3)

Carers

Female, n (%) 41 (83.7) 52 (73.2)

Age, mean (SD) 52.06 (14.2) 57.89 (14.3) 0.030*

Schooling, mean (SD) 11.41 (3.9) 12.08 (3.2) 0.328

Kinship, n (%)

Wives/ husbands 27 (55.1) 22 (31.0)

Daughters/sons 15 (30.6) 39 (54.9)

Others 7 (14.3) 10 (14.1)

PwD: people with dementia; YOD: young-onset dementia; LOD: late-onset dementia; SD: Standard deviation; CDR: Clinical Dementia Rating; *significant result.

Table 2. Clinical characteristics of people with dementia and carers according to age of onset.

YOD (n=49) LOD (n=71) p-value

PwD

MMSE (SD) 15.57 (5.8) 19.18 (5.0) <0.001*

ASPIDD (SD) 9.25 (5.6) 9.82 (5.4) 0.584

SEQ C-PwD (SD) 100.90 (17.3) 105.38 (15.1) 0.146

FACES (SD) 9.63 (4.0) 10.82 (3.0) 0.069

CSDD (SD) 8.51 (6.0) 7.28 (5.4) 0.247

PFAQ (SD) 20.12 (7.9) 16.96 (8.7) 0.046*

NPI Total (SD) 21.69 (19.1) 18.85 (19.9) 0.436

Carers

QoL-AD (SD) 35.00 (5.8) 35.79 (6.7) 0.507

ZBI (SD) 33.45 (17.4) 31.14 (16.2) 0.459

BDI (SD) 8.43 (7.2) 7.86 (7.2) 0.674

RS (SD) 140.67 (14.0) 140.13 (19.1) 0.865

PwD: people with dementia; YOD: young-onset dementia; LOD: late-onset dementia; SD: Standard deviation; MMSE: Mini-Mental State Examination; ASPIDD: Assessment Scale of 

Psychosocial Impact of the Diagnosis of Dementia; SEQ C-PwD: carers’ reports on social and emotional functioning of people with dementia; FACES: recognize facial expressions; CSDD: 

Cornell Scale for Depression in Dementia; PFAQ: Pfeffer Functional Activities Questionnaire; NPI: neuropsychiatric inventory; QoL-AD: Quality of life in Alzheimer’s disease scale (carers’ 

reports on their own quality of life); ZBI: Zarit Burden Interview; BDI: Beck Depression Inventory; RS: Resilience Scale; *significant result.
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The analysis of the LOD group showed that resilience 
was inversely related to carers’ depressive symptoms 
(p=0.005) and their schooling (p=0.005) and duration of 
disease (p=0.019). Moreover, resilience was associated 
with depressive symptoms of people with dementia 
(p<0.001). Carers reported high levels of resilience 
when people with dementia exhibited more depressive 
symptoms.

The adjusted R2 values and the standardized regres-
sion weights are presented in Table 3.

DISCUSSION
In this study, we investigated the resilience of carers 
of people with YOD compared to carers of people with 
LOD. Carers of both groups presented moderate to high 
levels of resilience, a fact that may clarify the lack of 
significant difference in the carers’ resilience between 
groups. We may suppose the occurrence of a positive 
adjustment of the carers to the conditions of care. 
In addition, there were no significant differences in the 
clinical characteristics of both carers’ groups. It is worth 
highlighting that they were part of a treatment center 
for people with dementia that provides support for their 
carers. The presence of an external resource seems to 
assist the carers in coping with the demands involved 
in providing care to people with dementia and to keep 
their levels of health. 

The hypothesis of our study was not confirmed. 
However, our results indicate that the factors that 
affected resilience differ according to the age of onset 
of dementia. 

The carers’ depressive symptoms were the only pre-
dictor of the resilience of carers of people with YOD. 
Also, a previous study conducted by our group found 
the same relationship between resilience and depressive 

symptoms45. Other studies have already shown that 
higher levels of resilience were related to lower levels 
of depressive symptoms of carers28,46. Therefore, in 
the YOD group, carers’ resilience seems not to be as-
sociated with the cognitive and clinical symptoms of 
the people with dementia22. Our findings showed that 
carers’ depressive symptoms were also a predictor of the 
resilience of carers of people with LOD. Despite the low 
levels of depressive symptoms of carers of both groups, 
the results propose that resilience may impact carers’ 
mental health.

Resilience may be influenced by context of care, 
status of the care recipient, and individual, family, and 
community resources22. Thus, our findings demon-
strated the interaction between these constellation of 
aspects in carers’ resilience. We observed that a lower 
level of carers’ schooling was associated with higher 
resilience in the LOD group. Our study was realized 
in a Latin American country, which may justify this 
outcome. People with a lower level of schooling can be 
amenable to the role of carer since society demands 
higher levels of schooling for the formal labor market. 
Gaugler et al.22 also found a negative relationship be-
tween education and carer resilience. People with less 
education may be dedicated to caring tasks of their 
dependent family members and have more possibility 
to develop resilience22.

In the LOD group, carers’ resilience was inversely as-
sociated with the duration of disease. With the progres-
sion of the disease, the carer may develop a burden due 
to the increase in dependency of people with dementia. 
In the literature, there is a negatively strong correlation 
between burden and resilience5,21,22,47,48. Resilient carers 
who detected their proper ability to cope with adversity 
reported less burden5. We may hypothesize that the 
negative relation between resilience and duration of 

Table 3. Regression model of factors related to resilience.

R R² Adj. R² B Beta t p-value

YOD 0.318 0.101 0.081

BDI -0.608 -0.318 -2.272 0.028

LOD 0.533 0.284 0.241

BDI -0.820 -0.312 -2.931 0.005

Carer’s schooling -1.837 -0.312 -2.910 0.005

Duration of disease -1.462 -0.256 -2.395 0.019

CSDD 0.770 0.219 2.090 0.041

B: linear coefficient; BETA: standardized beta coefficient; T: YOD: young-onset dementia; LOD: late-onset dementia; BDI: Beck Depression Inventory; SEQ PwD: Social and Emotional 

Questionnaire (self-reported PwD ratings); CSDD: Cornell Scale for Depression in Dementia.
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disease was influenced by the level of carer’s burden. 
Further studies should employ a path analysis approach 
to better understand the interface between resilience, 
duration of disease, and burden. 

Another substantial result of our study was the effect 
of the depressive symptoms of people with dementia 
on the resilience of carers of the LOD group. Resil-
ience enables carers to manage and respond positively 
to stressing caregiving conditions22,28. Being resilient 
does not mean a lack of difficulties when confronted 
with adversity, but that the person faces difficulties ef-
fectively28. Therefore, despite the presence of depressive 
symptoms of people with dementia, many carers may 
keep resilient.

The literature supports the idea that there are spe-
cific experiences and needs of carers based on the age 
at onset of disease of care recipient12-16. Our data supply 
insights that could enable a more significant apprecia-
tion of the resilience of carers of people with YOD and 
LOD and your predictors. Few studies recognize the 
heterogeneity of existing characteristics among carers, 
considering this group as a single block. The study by 
Ducharme et al.49 showed that, besides taking care of a 
person with dementia, carers of people with YOD are 
younger, which causes double stigmatization. The car-
ers’ resilience must be understood as having particular 
characteristics that may vary according to YOD or LOD 
groups. 

Limitations
We studied a relatively small and convenience sample 
and this was a cross-sectional study. The inclusion of 

people with other dementias besides dementia due to 
Alzheimer’s disease was another limitation of our study. 
Moreover, we did not evaluate the carers’ personality 
traits. These factors could impact the resilience of carers 
in both YOD and LOD groups.

This article is the first to study about the factors 
related to the resilience of carers of people with YOD 
compared to carers of people with LOD. The context 
of care, the status of the care recipient, and individual 
resources influenced the carers’ resilience in the LOD 
group. Conversely, in the YOD group, carers’ resilience 
seems to be influenced only by individual resources. 

Understanding these aspects is crucial for developing 
intervention strategies more appropriately designed to 
suit the demands of each of these groups. Furthermore, 
increasing the levels of carers’ resilience may mitigate 
the negative outcomes of caregiving, allowing caregivers 
to remain in the role for longer, improving the quality 
of care they provide, and reducing the early institution-
alization of people with dementia. 

ACKNOWLEDGMENTS
Marcia Cristina Nascimento Dourado is a researcher 
funded by the National Council for Scientific and Tech-
nological Development – CNPq. The sponsor did not 
have any influence on the conducted research.

Authors’ contributions. NRSK: data curation, formal anal-
ysis, and writing – original draft. MATB: data curation. 
MCND: conceptualization, methodology, and writing 
– review & editing.

REFERENCES
1.  World Health Organization. Dementia: a public health priority. World Health 

Organization; 2012. 
2.  Brodaty H, Donkin M. Family caregivers of people with dementia. Dia-

logues. Clin Neurosci. 2009;11(2):217-28. https://doi.org/10.31887/
DCNS.2009.11.2/hbrodaty

3.  Crespo López M, López Martínez J, Zarit SH. Depression and anxiety in 
primary caregives: a comparative study of caregivers of demented and 
nondemented older persons. Int J Geriatr Psychiatry. 2005;20(6):591-2. 
https://doi.org/10.1002/gps.1321 

4.  Pinquart M, Sörensen S. Differences between caregivers and noncaregi-
vers in psychological health and physical health: a meta-analysis. Psychol 
Aging. 2003;18(2):250-67. http://doi.org/10.1037/0882-7974.18.2.250 

5.  Scott CB. Alzheimer’s disease caregiver burden: Does resilience matter? 
J Hum Behav Soc Environ. 2013;23(8):879-92. https://doi.org/10.1080/
10911359.2013.803451

6.  Contador I, Fernández-Calvo B, Palenzuela DL, Miguéis S, Ramos F. 
Prediction of burden in family caregivers of patients with dementia: A 
perspective of optimism based on generalized expectancies of control. 
Aging Ment Health. 2012;16(6):675-82. https://doi.org/10.1080/136078
63.2012.684666

7.  O’Dwyer ST, Moyle W, Pachana NA, Sung B, Barrett S. Feeling that 
life is not worth living (death thoughts) among middle-aged, Australian 

women providing unpaid care. Maturitas. 2014;77(4):375-9. https://doi.
org/10.1016/j.maturitas.2014.01.013 

8.  O’Dwyer ST, Moyle W, Taylor T, Creese J, Zimmer-Gembeck MJ. Homici-
dal ideation in family carers of people with dementia. Aging Ment Health. 
2016;20(11):1174-81. https://doi.org/10.1080/13607863.2015.106579
3

9.  O’Dwyer S, Moyle W, van Wyk S. Suicidal ideation and resilience in family 
carers of people with dementia: A pilot qualitative study. Aging Ment 
Health. 2013;17(6):753-60. https://doi.org/10.1080/13607863.2013.78
9001

10.  Schulz R, Beach SR. Caregiving as a risk factor for mortality: the Ca-
regiver Health Effects Study. JAMA. 1999;282(23):2215-9. https://doi.
org/10.1001/jama.282.23.2215 

11.  Rossor MN, Fox NC, Mummery CJ, Schott JM, Warren JD. The diagnosis 
of young-onset dementia. Lancet Neurol. 2010;9(8):793-806. https://doi.
org/10.1016/S1474-4422(10)70159-9

12.  Kimura NRS, Simões JP, Santos RL, Baptista MAT, Portugal MG, 
Johannessen A, et al. Young-and late-onset dementia: a comparative 
study of quality of life, burden, and depressive symptoms in care-
givers. J Geriatr Psychiatry Neurol. 2020;34(5):434-44. https://doi.
org/10.1177/0891988720933355

https://doi.org/10.31887/DCNS.2009.11.2/hbrodaty
https://doi.org/10.31887/DCNS.2009.11.2/hbrodaty
https://doi.org/10.1002/gps.1321
http://doi.org/10.1037/0882-7974.18.2.250
https://doi.org/10.1080/10911359.2013.803451
https://doi.org/10.1080/10911359.2013.803451
https://doi.org/10.1080/13607863.2012.684666
https://doi.org/10.1080/13607863.2012.684666
https://doi.org/10.1016/j.maturitas.2014.01.013
https://doi.org/10.1016/j.maturitas.2014.01.013
https://doi.org/10.1080/13607863.2015.1065793
https://doi.org/10.1080/13607863.2015.1065793
https://doi.org/10.1080/13607863.2013.789001
https://doi.org/10.1080/13607863.2013.789001
https://doi.org/10.1001/jama.282.23.2215
https://doi.org/10.1001/jama.282.23.2215
https://doi.org/10.1016/S1474-4422(10)70159-9
https://doi.org/10.1016/S1474-4422(10)70159-9
https://doi.org/10.1177/0891988720933355
https://doi.org/10.1177/0891988720933355


Kimura, et al.  Predictors of resilience of carers in dementia.  299

Dement Neuropsychol 2022 September;16(3):292-299

13.  Arai A, Matsumoto T, Ikeda M, Arai Y. Do family caregivers perceive 
more difficulty when they look after patients with early onset dementia 
compared to those with late onset dementia? Int J Geriatr Psychiatry. 
2007;22(12):1255-61. https://doi.org/10.1002/gps.1935

14.  Chaston D, Pollard N, Jubb D. Young onset of dementia: a case for real 
empowerment. J Dement Care. 2004;12(6):24-6.

15.  Freyne A, Kidd N, Coen R, Lawlor BA. Burden in carers of de-
mentia patients: higher levels in carers of younger sufferers. Int J 
Geriatr Psychiatry. 1999;14(9):784-8. https://doi.org/10.1002/(SICI)-
1099-1166(199909)14:9<784::AID-GPS16>3.0.CO;2-2 

16.  Luscombe G, Brodaty H, Freeth S. Younger people with dementia: 
diagnostic issues, effects on carers and use of services. Int J Geria-
tric Psychiatry. 1998;13(5):323-30. https://doi.org/10.1002/(SICI)-
1099-1166(199805)13:5<323::AID-GPS768>3.0.CO;2-O

17.  Gaugler JE, Davey A, Pearlin LI, Zarit SH. Modeling caregiver adaptation 
over time: The longitudinal impact of behavior problems. Psychol Aging. 
2000;15(3):437-450. https://doi.org/10.1037/0882-7974.15.3.437

18.  Carbonneau H, Caron C, Desrosiers J. Development of a conceptual fra-
mework of positive aspects of caregiving in dementia. Dementia (London). 
2010;9(3):327-53. https://doi.org/10.1177/1471301210375316

19.  American Psychological Association. Building your resilience. 2012 [cited 
on May 16, 2021]. Available from: https://www.apa.org/topics/resilience. 

20.  Donnellan WJ, Bennett KM, Soulsby LK. What are the factors that facilitate 
or hinder resilience in older spousal dementia carers? A qualitative study. 
Aging Ment Health. 2015;19(10):932-9. https://doi.org/10.1080/136078
63.2014.977771

21.  Joling KJ, Windle G, Dröes RM, Huisman M, Hertogh CM, Woods RT. 
What are the essential features of resilience for informal caregivers of 
people living with dementia? A Delphi consensus examination. Aging 
Ment Health. 2017;21(5):509-17. https://doi.org/10.1080/13607863.20
15.1124836

22.  Gaugler JE, Kane RL, Newcomer R. Resilience and transitions from de-
mentia caregiving. J Gerontol B Psychol Sci Soc Sci. 2007;62(1):38-44. 
https://doi.org/10.1093/geronb/62.1.P38

23.  Kobiske KR, Bekhet AK. Resilience in caregivers of partners with 
young onset dementia: A concept analysis. Issues Ment Health Nurs. 
2018;39(5):411-9. https://doi.org/10.1080/01612840.2017.1400625

24.  Yunes MA. Positive psychology and resilience: focus on the individual 
and families. Psicol Estud. 2003;8(SPE):75-84. https://doi.org/10.1590/
S1413-73722003000300010 

25.  Pratt CC, Schmall VL, Wright S, Cleland M. Burden and coping strategies 
of caregivers to Alzheimer’s patients. Fam Relat. 1985;34:27-33. https://
doi.org/10.2307/583754

26.  Garity J. Caring for a family member with Alzheimer’s disease. J Gerontol 
Nurs. 2006;32(6):39-48. https://doi.org/10.3928/00989134-20060601-07

27.  Jang HY, Yi M. Effects of burden and family resilience on the family adap-
tation of family caregivers of elderly with dementia. Korean J Adult Nurs. 
2013;25(6):725-5. https://doi.org/10.7475/kjan.2012.24.6.725

28.  O’Rourke N, Kupferschmidt AL, Claxton A, Smith JZ, Chappell N, Beat-
tie BL. Psychological resilience predicts depressive symptoms among 
spouses of persons with Alzheimer disease over time. Aging Ment Health. 
2010;14(8):984-93. https://doi.org/10.1080/13607863.2010.501063

29.  Heisel MJ, Flett GL. Psychological resilience to suicide ideation 
among older adults. Clin Gerontol. 2008;31(4):51-70. https://doi.
org/10.1080/07317110801947177

30.  Johnson J, Wood AM, Gooding P, Taylor PJ, Tarrier N. Resilience to sui-
cidality: The buffering hypothesis. Clin Psychol Rev. 2011;31(4):563-91. 
https://doi.org/10.1016/j.cpr.2010.12.007

31.  Deist M, Greeff AP. Living with a parent with dementia: A family re-
silience study. Dementia (London). 2017;16(1):126-41. https://doi.
org/10.1177/1471301215621853

32.  American Psychiatric Association. DSM-5: Manual diagnóstico e estatístico 
de transtornos mentais. Porto Alegre: Artmed; 2014.

33.  Maia AL, Godinho C, Ferreira ED, Almeida V, Schuh A, Kaye J, et al. 
Application of the Brazilian version of the CDR scale in samples of de-

mentia patients. Arq Neuro-Psiquiatr. 2006;64(2B):485-9. https://doi.
org/10.1590/s0004-282x2006000300025

34.  Bertolucci P, Brucki S, Campacci SR, Juliano Y. The Mini-Mental State 
Examination in a general population: impact of educational status. Arq 
Neuro-Psiquiatria. 1994;52(1):1-7. https://doi.org/10.1590/s0004-
282x1994000100001

35.  Dutra MC, Ribeiro RS, Pinheiro SB, Melo GF, Carvalho GA. Accuracy and 
reliability of the Pfeffer Questionnaire for the Brazilian elderly population. 
Dement Neuropsychol. 2015;9(2):176-83. https://doi.org/10.1590/
1980-57642015DN92000012

36.  Portugal MG, Coutinho ES, Almeida C, Barca ML, Knapskog A-B, Engedal 
K, et al. Validation of Montgomery-Asberg Rating Scale and Cornell Scale 
for Depression in Dementia in Brazilian elderly patients. Int Psychogeriatr. 
2012;24(8):1291. https://doi.org/10.1017/S1041610211002250

37.  Camozzato AL, Kochhann R, Simeoni C, Konrath CA, Franz AP, Carvalho 
A, et al. Reliability of the Brazilian Portuguese version of the Neurop-
sychiatric Inventory (NPI) for patients with Alzheimer’s disease and their 
caregivers. Int Psychogeriatr. 2008;20(2):383-93. https://doi.org/10.1017/
S1041610207006254

38.  Dourado MC, Mograbi DC, Santos RL, Sousa MF, Nogueira ML, Belfort T, 
et al. Awareness of disease in dementia: factor structure of the assessment 
scale of psychosocial impact of the diagnosis of dementia. J Alzheimers 
Dis. 2014;41(3):947-56. https://doi.org/10.3233/JAD-140183 

39.  Belfort T, Bramham J, Simões Neto JP, Sousa MF, Santos RL, Nogueira 
MML, et al. Cross-cultural adaptation of the Social and Emotional Ques-
tionnaire on Dementia for the Brazilian population. Sao Paulo Med J. 
2015;134(4):358-66. https://doi.org/10.1590/1516-3180.2014.00180501

40.  Shimokawa A, Yatomi N, Anamizu S, Ashikari I, Kohno M, Maki Y, et al. 
Comprehension of emotions: comparison between Alzheimer type and 
vascular type dementias. Dement Geriatr Cogn Disord. 2000;11(5):268-
74. https://doi.org/10.1159/000017249

41.  Pesce RP, Assis SG, Avanci JQ, Santos NC, Malaquias JV, Carvalhaes 
R. Cross-cultural adaptation, reliability and validity of the resilience scale. 
Cad Saude Publica. 2005;21(2):436-48. https://doi.org/10.1590/S0102-
311X2005000200010

42.  Novelli MM, Nitrini R, Caramelli P. Validation of the Brazilian version of 
the quality of life scale for patients with Alzheimer’s disease and their 
caregivers (QOL-AD). Aging Ment Health. 2010;14(5):624-31. https://doi.
org/10.1080/13607861003588840

43.  Scazufca M. Brazilian version of the Burden Interview scale for the 
assessment of burden of care in carers of people with mental illnesses. 
Braz J Psychiatry. 2002;24(1):12-7. https://doi.org/10.1590/S1516-
44462002000100006

44.  Cunha JA. Manual da versão em português das Escalas Beck. São Paulo: 
Casa do Psicólogo; 2001. 

45.  Kimura NR, Neto JP, Santos RL, Baptista MA, Portugal G, Johannes-
sen A, et al. Resilience in carers of people with young-onset Alzheimer 
disease. J Geriatr Psychiatry Neurol. 2019;32(2):59-67. https://doi.
org/10.1177/0891988718824039 

46.  Lavretsky H, Siddarth P, Irwin MR. Improving depression and enhancing 
resilience in family dementia caregivers: a pilot randomized placebo-con-
trolled trial of escitalopram. Am J Geriatr Psychiatry. 2010;18(2):154-62. 
https://doi.org/10.1097/JGP.0b013e3181beab1e

47.  Fernández-Lansac V, Cáceres R, Rodríguez-Poyo M. Resilience in ca-
regivers of patients with dementia: a preliminary study. Rev Esp Geriatr 
Gerontol. 2012;47(3):102-9. https://doi.org/10.1016/j.regg.2011.11.004

48.  Bekhet AK. Effects of positive cognitions and resourcefulness on 
caregiver burden among caregivers of persons with dementia. Int 
J Ment Health Nurs. 2013;22(4):340-6. https://doi.org/10.1111/j.
1447-0349.2012.00877.x

49.  Ducharme F, Lachance L, Kergoat M-J, Coulombe R, Antoine P, Pas-
quier F. A comparative descriptive study of characteristics of early-and 
late-onset dementia family caregivers. Am J Alzheimers Dis Other Demen. 
2016;31(1):48-56. https://doi.org/10.1177/1533317515578255

https://doi.org/10.1002/gps.1935
https://doi.org/10.1002/(SICI)1099-1166(199909)14
https://doi.org/10.1002/(SICI)1099-1166(199909)14
https://doi.org/10.1002/(SICI)1099-1166(199805)13
https://doi.org/10.1002/(SICI)1099-1166(199805)13
https://doi.org/10.1037/0882-7974.15.3.437
https://doi.org/10.1177/1471301210375316
https://www.apa.org/topics/resilience
https://doi.org/10.1080/13607863.2014.977771
https://doi.org/10.1080/13607863.2014.977771
https://doi.org/10.1080/13607863.2015.1124836
https://doi.org/10.1080/13607863.2015.1124836
https://doi.org/10.1093/geronb/62.1.P38
https://doi.org/10.1080/01612840.2017.1400625
https://doi.org/10.1590/S1413-73722003000300010
https://doi.org/10.1590/S1413-73722003000300010
https://doi.org/10.2307/583754
https://doi.org/10.2307/583754
https://doi.org/10.3928/00989134-20060601-07
https://doi.org/10.7475/kjan.2012.24.6.725
https://doi.org/10.1080/13607863.2010.501063
https://doi.org/10.1080/07317110801947177
https://doi.org/10.1080/07317110801947177
https://doi.org/10.1016/j.cpr.2010.12.007
https://doi.org/10.1177/1471301215621853
https://doi.org/10.1177/1471301215621853
https://doi.org/10.1590/s0004-282x2006000300025
https://doi.org/10.1590/s0004-282x2006000300025
https://doi.org/10.1590/s0004-282x1994000100001
https://doi.org/10.1590/s0004-282x1994000100001
https://doi.org/10.1590/1980-57642015DN92000012
https://doi.org/10.1590/1980-57642015DN92000012
https://doi.org/10.1017/S1041610211002250
https://doi.org/10.1017/S1041610207006254
https://doi.org/10.1017/S1041610207006254
https://doi.org/10.3233/JAD-140183
https://doi.org/10.1590/1516-3180.2014.00180501
https://doi.org/10.1159/000017249
https://doi.org/10.1590/S0102-311X2005000200010
https://doi.org/10.1590/S0102-311X2005000200010
https://doi.org/10.1080/13607861003588840
https://doi.org/10.1080/13607861003588840
https://doi.org/10.1590/S1516-44462002000100006
https://doi.org/10.1590/S1516-44462002000100006
https://doi.org/10.1177/0891988718824039
https://doi.org/10.1177/0891988718824039
https://doi.org/10.1097/JGP.0b013e3181beab1e
https://doi.org/10.1016/j.regg.2011.11.004
https://doi.org/10.1111/j.1447-0349.2012.00877.x
https://doi.org/10.1111/j.1447-0349.2012.00877.x
https://doi.org/10.1177/1533317515578255

