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Introduction: Alzheimer’s disease (AD) caregivers resilience involves the interaction
between different risk and protective factors. Context of care, objective stressors, perceived
stressors caregiver assessment, mediators factors and consequences of care were associated
with resilience. We have developed a more integrated and operational conceptual model of
resilience and care than previous models in our sociocultural environment.

Purpose: To assess the resilience of caregivers of people with AD and the related factors
grouped according to an established operational conceptual model of Alzheimer's caregivers
stress.

Patients and Methods: A total of 120 primary informal caregivers of AD persons in Badajoz
(Spain) were included in a cross-sectional design. The following variables have been measured
on AD persons and caregivers: socio-demographic data, dependency level, cognitive decline,
neuropsychiatric and behavioral symptoms, anxiety, depression, severity of somatic symptoms,
level of burden, self-esteem, coping, social support, health-related quality of life (HRQOL) and
resilience.

Results: Most of the caregivers reported symptoms of anxiety (63.3%) and depression (62.5%).
We found out higher levels of resilience in caregivers with lower dependence caring (p=0.004).
Higher resilience levels of caregivers were related to minor depressive (p=0.006) and anxiety
symptoms (p=0.000), and higher HRQOL (p=0.000). Coping dimension mostly used was problem-
based strategies such as active coping, positive reinterpretation and acceptance (p= 0.000).
Conclusion: Those caregivers reporting higher levels of resilience exhibited moderate to
intense indicators of burden, fewer symptoms of depression and anxiety and fewer somatic
symptoms. They also used adequate problem-focused coping strategies, showed higher levels
of HRQOL and demonstrated an appropriate perception of social support. Despite the fact
that the characteristics relating to the care context and to social support exert an undeniable
influence on caregiver resilience, it would appear that the caregiver’s own intra-psychic
resources reveal stronger correlations.

Relevance for Clinical Practice: The early and accurate identification of caregivers with
lower levels of resilience could enable the implementation of vital psychological and
educative support interventions to help caregivers to improve their well-being.
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concept

Plain Language Summary
What is known on the subject?

® The primary caregiver endures a great burden owing to the nature of the disease and
the specific needs of Alzheimer’s disease (AD) persons. Serious physical and mental

submit your manuscript

Dove n

http:

" in @

Psychology Research and Behavior Management 2020:13 101 1-1025 1011
© 2020 Duran-Gémez et al. This work is published and licensed by Dove Medical Press Limited. The full terms of this license are available at hltpx /www.dovepress.com/
BY Nc terms.php and incorporate the Creative Commons Attribution — Non Commercial (unported, v3.0) License (http:/creati g/li by-nc/3.0/). By accessing

the work you hereby accept the Terms. Non-commercial uses of the work are permitted without any further permission from Dove Medical Press Limited, pmwded the work is properly attributed.
For permission for commercial use of this work, please see paragraphs 4.2 and 5 of our Terms (https://www.dovepress.com/terms.php).



http://orcid.org/0000-0003-1001-7538
http://orcid.org/0000-0001-7932-4400
http://orcid.org/0000-0002-0743-8182
http://orcid.org/0000-0003-3821-949X
http://orcid.org/0000-0002-0942-6345
mailto:nduran@unex.es
http://www.dovepress.com
https://www.facebook.com/DoveMedicalPress/
https://twitter.com/dovepress
https://www.linkedin.com/company/dove-medical-press
https://www.youtube.com/user/dovepress
http://www.dovepress.com/permissions.php
http://www.dovepress.com

Duran-Gémez et al

Dove

health issues (depression, anxiety, high blood pressure,
heart disease, etc) can arise in many cases as a result of
the stress generated by this burden.

® However, a number of studies mention the different factors
connected with the capacity to adapt and other positive
effects on caregivers of AD persons, such as resilience,

coping strategies and social support.
What this paper adds to existing knowledge?

® Despite the fact that the characteristics relating to the care
context and to social support exert an undeniable influence
on caregiver resilience, it would appear that the caregiver’s
own intra-psychic resources reveal stronger correlations.

® The current study can contribute to existing literature and
advance our understanding of resilience. In addition, the
conceptual model of stress of Alzheimer’s caregivers may
increase our knowledge of the factors and resources that

in which

are associated with resilience in families

a member has been diagnosed with AD.
What are the implications for practice?

® In clinical practice we can use a holistic approach in the
context of care that involves fostering psychological resi-
lience, helping to manage their multiple responsibilities
and prevent the caregiver’s symptoms from progressing to
a diagnosable disorder.

® We can apply this model as a practical framework to
provide caregivers of persons with AD with effective stra-
tegies to develop and improve resilience.

Introduction

The number of individuals suffering from dementia and in
particular from Alzheimer’s disease (AD) is on the rise. In
total, 50 million people worldwide are living with dementia
since 2018. It is estimated that there will be 132 million cases
in the world by 2050 and a new case of dementia every 3
seconds.'

The latest studies carried out in Spain estimate that there
are around 800,000 people with dementia, of which approxi-
mately 60-80% correspond to AD.? AD affects the lives of
more than 3.5 million people in Spain, so that currently, one
in four Spanish families has a member with the disease.’

The World Alzheimer Report 2019: Attitudes to
dementia analyses findings of the world’s largest survey
on attitudes to dementia.* It established over 50% of
caregivers said their health suffered as a result of their
caring responsibilities and over 60% said the social life
suffered as a result of their caring responsibilities. Help

and support for caregivers should be a fundamental lynch-
pin of any national dementia plan. In the report, it is clear
that even in high-income countries, most categories of
survey respondents felt there were not enough services
available.

The primary caregiver endures a great burden owing to
the nature of the disease and the specific needs of AD
persons.>® Serious physical and mental health issues
(depression, anxiety, high blood pressure, heart disease,
etc) can arise in many cases as a result of the stress
generated by this burden.”'°

Furthermore, it has been proven that the health-related
quality of life (HRQOL) of caregivers of persons with
dementia is impaired.!' However, despite suffering health
problems and a poorer quality of life, some caregivers
extract great benefits and a sense of meaning from the
care process, the gratifying nature of which provides
a feeling of satisfaction.'> A number of studies mention
the different factors connected with the capacity to adapt
and other positive effects on caregivers of AD persons,

T8I oping strategies'® and social

such as resilience,
support.'® Resilience has been defined as “one’s capacity
for successful adaptation when faced with the stress of
adversity”.'""'® Although the HRQOL of AD person care-
givers can be affected, it has been evidenced that highly
resilient caregivers’ HRQOL is actually enhanced."’

Coping has been described as

The constantly evolving efforts, both behavioral and cog-
nitive, that people employ to handle the specific external
and/or internal demands which are considered to exceed or

overwhelm an individual’s resources.?®

Other protective factors which mediate negative health
outcomes are social support, described as “the experience
provided by others with resources that assist the person in

EE)

,2! personal factors or faith,'®** which
13,14,16,23,24

everyday activities
also play a role in boosting resilience levels.

Despite the fact that many studies have been performed
to investigate both resilience levels in informal caregivers
and the connection with other factors such as coping, social
support and quality of life, several studies suggest the need
for researchers to capture the heterogeneity of caregiver
resilience when examining the longitudinal implications of
informal long-term care, as well as the impact of resilience
on physical health.”®*> The heterogeneity of resilience is
found in its multidimensional nature and in the great hetero-
geneity existing among the population of caregivers that
involves challenging interventions.
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For this reason, the aim of this paper is to describe and
analyze the resilience of informal caregivers of AD persons in
Spain. Specifically, the study has a double objective. The
main one, to evaluate the level of resilience of the caregivers
and, secondly, to analyze the relationship with other variables,
namely care context, stress factors, mediator variables and
other variables connected to the emotional state of the care-
giver (consequences of care) (Figure 1). All-in-one, it is
intended to advance in the knowledge of the factors that
influence certain caregivers to successfully adapt to one diffi-
cult situation and develop a more integrated and operational
model of resilience and care than those previously mentioned.

As a conceptual framework (Figure 1), the conceptual
model of resilience of Gaugler et al,> and the conceptual
model of dementia caregiver resilience of Joling et al'* were
fundamentally adopted, in which aspects such as context of
care, objective stressors, perceived stressors assessment and
mediators variables of the effects of stressors on the physical
and psychological health of the caregiver, quality of life and
self-perceived quality of health (consequences of care). Based
on other previous research in our environment,> resilience
has been incorporated into the model as a mediator variable
(in interaction with the other mediator variables), studying its
role as a protection factor in chronic stress situations.

We hypothesize that high scores in resilience will be
associated with exposure to a lower number of stressors

CONTEXT OF CARE
Caregivers sociodemographic data: age, gender, educational level, employment status
Care recipient : age and gender of the people with demencia
Cohabitation, type and quality of the carer-patients relati P ived voluntary, 'y nature
of care, financial aid received, hel provided by another caregiver, use of day centers, home help or

emergency call system or telecare

OBJETIVE STRESSORS AND PERCEIVED STRESSORS ASSESSMENT

Cognitive impairment, limitations in basic self-care (high care demands), duration of care, primary
caregiving hours, free time avalaible, care burden, frequency and severity of care recipient’s
neuropsychiatric and behavioral symptoms, presence of co-morbidities/other chronic illnesses in the

care recipient

MEDIATORS

Social and comunity resources

Social support:
Structural or quantitative suport: number of
close friends and family members
Dimensions: emotional support,
material/instrumental support, positive social
interaction, affection.

Care’s inner psychological attributes (intrapysic
resources)
Coping styles.
Coping dimensions: problem-focused coping
(PFC), emotion-focused coping (EFC),
avoidance coping (AC).
Self-esteem.
Mastery.
Feelings of guilt
Sense of competence.
Resilience: low resilience (high burden, low
care di ds, poor psychological well-being)
and high resilience (low burden, high care
demnds, good psychological well-being).
Dimensions of  resilience: personal
competence and tenacity, trust in one’s
instincts and tolerance of negative effect,
secure relationships and positive P of
change, control and spiritual influences

derived from care, perceived stressors caregiver assess-
ment, and adequate physical and psychological state of
health and better quality of life. Furthermore, resilience,
understood as a mediator variable between the stressors to
which the person is exposed and their health status, will be
related to other mediator variables, such as perceived
social support and the intrapsychic resources of the care-

giver (coping styles, self-esteem or sense of competence).

Patients and Methods

Participants

A total of 120 primary informal caregivers of AD persons
in Badajoz (Spain) were included in a cross-sectional
design. The participants were recruited through the
Association of Relatives of AD persons and nursing con-
sultations in Health Centers from the different healthcare
areas, which form part of the Extremadura Health Service
between 2018 and 2019. All of them fulfill the inclusion
and exclusion criteria and were given an informed consent
form, which they signed voluntarily.

Participants were selected through a non-probabilistic,
intentional or convenience analysis on visiting the associa-
tions, institutions or specialized centers. Caregivers were
invited to participate in the study and they were explained
about the purpose and the characteristics of it. At the same

CONSEQUENCES (OUTCOMES)

Depression.

Anxiety.

Cognitive disturbance

Physical health (somatic symptomatology).

Caregiving experience.

Self-perceived quality of health.

Quality of life (HRQOL) and its domains: physical functioning, role- physical,
body pain, general health, social functioning, role- emotional, mental health,
vitality.

Figure | A conceptual model of Alzheimer’s caregivers stress. Source authors’ own elaboration (inspired by Gaugler et al (2007) and Joling et al (20|6)).'4‘25
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time, they were also given the informed consent and the
questionnaires. All the documents were fulfilled face-to-
face at the primary healthcare center or by the home-
visiting nurse. Clinical data of the patients with AD were
collected from their electronic medical record.

Caregivers were defined as individuals providing daily
care for a person diagnosed with AD. Inclusion criteria
were that caregivers had to be at least 18 years of age,
identify as the primary informal caregiver of the person
with AD, that the AD person was not in a care facility, to
have provided care for at least one year without financial
remuneration and to have no history of serious psychiatric
disorders or use of psycho-pharmaceuticals.

Measures

Socio-Demographic Data

On AD persons and caregivers such as factors relating to
the care context were gathered using a structured ques-
tionnaire of our own design. It included gender, age, civil
status, level of studies, employment status, relationship
with the care-recipient, length of time as the primary
caregiver, prior relationship, co-habitation and length of
time with the patient, reason why they are caring for the
patient, type and nature of assistance received (financial or
help provided by another caregiver), number of hours
dedicated to the patient and amount of free time available,
using of day centers, emergency call system or telecare
and home help.

Katz’s Instrumental Activities of Daily Living Index
(IADL)?®

Adapted to Spanish.”’ It evaluates the autonomy/depen-
dency level of the patient based on 6 dimensions (self-
feeding, continence, dressing, transferring, toilet hygiene
and bathing). It demonstrates appropriate levels of internal
consistency and reliability.

Global Deterioration Scale (GDS)*®

Adapted to Spanish.? It assesses cognitive function and
the global level of functioning of AD persons. This instru-
ment describes 7 stages of global deterioration from no
cognitive decline (stage 1) to very severe cognitive decline
(stage 7). Test-retest and inter-rater reliability has proven
to be good.

Neuropsychiatric Inventory Questionnaire (NPI-Q)*°
Adapted to Spanish.*' Is an instrument that measures the
severity and prevalence of 12 of the neuropsychiatric
symptoms observed in AD persons. Higher scores indicate

greater levels of neuropsychiatric symptoms (0—144). It
has exhibited good test-retest reliability and positive con-
vergent validity.

Patient Health Questionnaire (PHQ-15)3?

Adapted to Spanish.*® A screening instrument of the inten-
sity and severity of somatic symptoms. A global score ran-
ging from 0 to 30 points is obtained from the summation of
the scores from the 15 items. Thereafter, the patients are
classified into two groups: patients not showing significant
physical symptoms (from 0 to 4 points) and patients show-
ing significant physical symptoms (>4 points). The PHQ-15
showed adequate internal consistency and there are strong
correlations with other measures.

Beck Depression Inventory (BDI-II)**

Adapted to Spanish.* It assesses the symptoms of depres-
sion. It is a 21-item scale. The standard cut-off score is 13
(score range 0-63) and the presence and degree of symp-
toms of depression can be detected. The Spanish adapta-
tion exhibits high levels of reliability and validity and an

internal consistency.

Goldberg Anxiety and Depression Scale (GADS)*®
Adapted to Spanish.?” Only the anxiety scale (9 items) was
used for the purpose of this paper to evaluate the presence
and intensity of symptoms (cut-off score of > 4). The
Spanish adaptation exhibits adequate sensitivity, specifi-
city and positive predictive value.

Zarit Burden Inventory (ZBI)*®

Adapted to Spanish.>® The 22-item version of this instru-
ment measures the subjective level of burden experienced
by caregivers in a caring situation. In the Spanish valida-
tion, the cut-off scores were determined: “lack of burden”
(<46), “light burden” (47-55) and “heavy burden” (>56).
The data obtained supports the high level of validity and
reliability.

Rosenberg Self-Esteem Scale (RSES)*

Adapted to Spanish.*! It measures the degree of satisfac-
tion with oneself by estimating the actual difference
between the individual’s ideal self and real self. It is a 10-
item scale. The total score ranges from 10 (low self-
esteem) to 40 (high self-esteem). The adaptation to
Spanish exhibits a high level of internal consistency,
a high test-retest reliability and appropriate validity.
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Coping Orientations to Problems Experienced
Questionnaire (COPE-28, Brief COPE)*

Adapted and psychometric validation translated into
Spanish.** An inventory to assess the strategies caregivers
employ in response to the care situation. This 28-item
scale aims to determine 14 coping strategies. It has been
possible to group these strategies into three main factors:
problem-focused coping, emotion-focused coping and
avoidance coping.** The data available thus far supports
the internal validity and reliability of the original version.

Connor-Davidson Resilience Scale (CD-RISC)*
Adapted to Spanish by.*® This instrument comprises 25
structured items for the assessment of the individual’s
perceived hardiness over the previous month. The ratings
give a number between 0 and 100 where higher scores
indicate greater resilience. The CD-RISC consists of 5
factors which are believed to be significant components
of resilience; 1) personal competence, 2) trust in one’s
instincts and tolerance of negative effect, 3) positive
acceptance of change, 4) control and 5) spiritual influ-
ences. It exhibits a high level of internal consistency con-
vergent validity and a high test-retest reliability.

MOS Social Support Survey (MOS-SSS)*’

Adapted to Spanish.*® Tt evaluates perceived social sup-
port, consisting of a total of 20 items based on four
dimensions: emotional/informational, instrumental, posi-
tive social interaction and affection. The Spanish adapta-
tion establishes the validity, reliability and appropriate,
psychometric properties.

Short Form-36 Health Survey Questionnaire

(SF-3 6)49,50

Adapted to Spanish.’' It is an instrument for the assess-
ment of HRQOL with eight different health domains:
Physical Functioning (PF), Role-Physical (RP), Body
Pain (BP), General Health perceptions (GH), Social
Functioning (SF), Role-Emotional (RE), Mental Health
(MH) and Vitality (VT). For each domain is used a scale
ranging from O (the worst state of health) to 100 (the best
state of health), prior codification, aggregation and trans-
formation of the items contained in each domain. The
Spanish adaptation provides solid evidence of its accept-
ability and validity.

Statistical Analysis
The socio-demographic and clinical characteristics of the
caregiver and person with AD were analyzed with

descriptive statistics. The independent ¢-test, the chi-
square test and the ANOVA test were used to assess the
relationship between resilience (dependent variable) (DV)
and socio-demographic, clinical and care context variables
(independent variables) (IV) (Table 1).

Matrices of Pearson’s correlations were created to
investigate correlations between resilience (DV) and
objective stress (dependency level, cognitive decline,
months of care, hours per day of care, free time available,
neuropsychiatric and behavioral symptoms and co-
morbidities), perceived stressors assessment (subjective
burden), mediator variables (self-esteem, coping and social
support) and those relating to the state of caregiver (anxi-
ety, depression, severity of somatic symptoms and
HRQOL (IV)) (Tables 2—4).

Based on the significant correlations, multivariate linear
regressions were performed to determine the factors related
to the caregivers’ resilience. The best models were selected
on the basis of a trade-off between the highest explained
variance (R%). To detect multicollinearity, we checked colli-
nearity diagnosis in SPSS the Inflation Factor Variance (IFV
<15) and the Condition Index (CI<10).

All statistical analyses were performed with
IBM®SPSS® Statistics 22. For all analyses, the a-level
was less than 0.05.

Results

Participants Characteristics
Socio-demographic, clinical and care context characteristics
of caregivers and people with AD are shown in Table 1. The
sample comprised 120 subjects, all primary caregivers of
persons with AD, with an average age of 50.5+4.2. The
majority were female (86.7%), married (74.25%) and
a direct family member of the care recipient (90.8%).

More than half the sample of caregivers lived with the
care recipient (56.7%). Of this group, 41.7% had been
doing so since their relative began to require assistance,
the vast majority defining their relationship with the
patient as good with a high level of intimacy and affection
(81.7%). Furthermore, over half the sample of caregivers
(55.8%) were assisting their relative of their own accord.

Regarding formal support resources, more than two
thirds of the sample (72.6%) stated that they used them.
A total of 34.2% made use of day centers to help a family
member and 3.7% called upon some kind of home assis-
tance. In total, 6.7% had installed an emergency call sys-
tem or a home telecare system. On an informal level,
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Table | Clinical
Characteristics of Caregivers and People with AD and

Socio-Demographic, and Care Context

Correlations with Resilience

Variables N (%) or/ P-value
and M1SD
Gender of caregiver
Male 16 (13.3%)
Female 104 (86.7%)
Age 50.5+4.2
Civil status
Single 22 (18.3%)
Married of living with a partner 89 (74.25%)
Divorced or separated 9 (7.5%)
Level of studies
No studies 7 (5.8%)
Primary education 48 (40%)
Secondary education 42 (35%)
University studies 23 (19.2%)
Employment status
Active 39 (32.5%) 0.016*
73.35+12.78
Inactive 81 (67.5%)
67.25+14.30
Family relationship
Direct family (progeny, spouse, sibling) | 109 (90.8%) | 0.045*
68.85+1.29
Indirect family (parent-in-law, uncle/aunt, | 6 (5%)
cousin, brother-in-law/sister-in-law. . .) 66.66%11.67
No family relationship 5 (4.2%)
84+21.36
Quality of prior relationship
Problematic 22 (22%)
Good, intimate and affectionate 98 (81.7%)
Cohabitation with care recipient
Living together 68 (56.7%) 0.008%*
71.34+13.38
Living separately 52 (43.3%)
65.71%14.29
If they live together, since when and how
long?
Since before care became necessary, 28 (41.2%)
and currently all day
Since care became necessary, all day 32 (41.7%)
Since care became necessary, part-time | 8 (11.8%)
Gender of care recipient
Male 42 (35%)
Female 78 (65%)
Age of care recipient 73.2+5.6
(Continued)

Table | (Continued).

Variables N (%) or/ P-value
and MiSD
Perceived voluntary/obligatory nature of
care
Caregiving of own accord 67 (55.8%)
Caregiving out of obligation 22 (18.3%)
Both 31 (25.8%)
Financial aid received
Yes 24 (20%) 0.00 [**
76.79£10.90
No 96 (80%)
64.10£14.00
Help provided by another caregiver
Yes 87 (72.5%) 0.000°**
66.26+12.56
No 33 (27.5%)
77.09£14.99
Uses day centers 41 (34.2%)
Uses emergency call system or telecare | 8 (6.7%)
Uses home help 38 (31.7%)

Notes: *p<0.05**p<0.01.
Abbreviations: N, number of participants; M, mean; SD, standard deviation.

72.5% stated that they received help from other relatives to
care for the patient, qualifying this help as very useful in
all cases. Only 20% of the caregivers received some kind
of institutional, financial aid and this was preemptively
linked to the existing dependency level.

Objective Stress Variables and Perceived Stressors
Assessment

AD persons recorded mean IADL scores of 3.30+0.95 and
GDS scores of 4.89+0.70, indicating the presence of moder-
ate to high levels of ADL dependency and cognitive decline,
along with co-morbidity (other chronic illnesses suffered by
the care recipient) with an average of 1.88+0.86. A total of
95% of the sample group of care recipients showed evidence
of psychiatric and behavioral disorders. Of the 12 domains of
the scale, apathy/indifference was the most prevalent
(85.8%) followed by anxiety and depression with the same
percentage (61.7%) and eating disorders (appetite/nutrition)
with 60.8% (n=73) (Table 2). The caregivers attend to their
relative for an average of 13.48+6.9 hours a day,
a considerable proportion of their day, and they had been
giving this care for an average of 48.80+27.46 months.

As regards perceived stressors assessment, caregivers
scored an average of 60.72+ 13.70 for perceived care burden.
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It can be seen that 61.6% of the primary informal caregivers
face a severe burden in subjective sub-dimension (Table 2).

The following scores were obtained for the two sub-
dimensions of the primary informal caregivers’ burden (sub-
jective and objective): the mean subjective burden score was
26.25+ 7.88 and the mean objective burden score was 16.43
+ 4.56. It was discovered that the most affected dimensions
are impact of care (mean 16.4343.90) and interpersonal
relationships (mean 13.18+4.52) (Table 2).

Variables Associated with the State of the Caregiver
Our sample revealed symptoms of anxiety in 63.3% of the
cases, the mean being 7.59+1.21. These levels are considered
moderate to severe. In addition, 62.5% of the sample showed
symptoms of depression, the mean being 15.05+£9.15
(Table 3).

A mean of 1091+ 4.90 was obtained for the primary
informal caregiver’s perception of the severity of the somatic
symptoms. The two subgroups in the sample reveal that 91.7%

of the somatic symptoms are relevant. The most frequently
observed sets of somatic symptoms are sleep disorders
(95.8%) followed by pain in arms, legs and joints (95%),
fatigue (90.9%), back pain (73.3%), headaches (72.5%), con-
stipation or diarrhea (68.4%) and stomach pain (57.5%).

As regards self-perceived quality of health, 56.7%
deemed their level of health to be average, 11.7% viewed it
as poor but 31.7% (n=38) considered their health to be good.

When the HRQOL of caregivers sufferers is assessed
(Table 3), the highest-scoring domain was PF, followed by
MH, RP and GH, whereas the lowest score was obtained
by BP. In descending order of points, the results are
PF>MH>RP>GH>RE>VT>SF>BP.

Mediator Variables

The level of self-esteem obtained was 24.19+ 2.45. The
most frequently used coping strategies were the following:
active coping, positive reappraisal and acceptance. On the
contrary, the least used coping strategies revealed to be

Table 2 Objective Stress Variables, Perceived Stressors Assessment and Correlations with Resilience

Light care burden (cut-off score 47-55)

Variables N (%) or MEtSD | Correlations
R P-value

Dependency level (score 0-6) 3.30+0.95 —0.417 | 0.004**
Cognitive decline (score 1-7) 4.89£0.70 —0.393 | 0.007**
Months of care 48.80+27.46
Hours per day of care 13.48+6.90
Free time available 10.69£6.8
Subjective burden (score 22—110) 60.72%13.70 —0.623 | 0.000**

Heavy care burden (cut-off score >56) 74 (61.6%)

28 (23.3%)

Irritability/Lability
Abnormal motor behavior
Sleep

Appetite/nutrition

Frequency and severity of care recipient’s neuropsychiatric and behavioral symptoms | 34.84+36.47

Scales of symptoms:
Delusions 17 (22.5%)
Hallucinations 29 (24.2%)
Agitation/aggression 62 (51.7%)
Depression/dysphoria 74 (61.7%)
Anxiety 74 (61.7%)
Elation/euphoria 34 (28.3%)
Apathy/indifference 72 (85.8%)
Disinhibition 63 (52.6%)

68 (56.7%)
62 (51.7%)
28 (23.3%)
73 (60.8%)

Presence of co-morbidities/other chronic illnesses in the care recipient

1.88+0.86

Note: *p<0.01.

Abbreviations: N, number of participants; M, mean; SD, standard deviation.
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Table 3 Variables Associated with the State of the Caregiver (Consequences of Care)

Variables N (%) or MxSD Correlations
[MiSD]Jor R P-value
Anxiety (cut-off score > 4) 7.59+1.21 —0.334 0.006**
Depression (cut-off score =13) 15.0549.15 -0.514 0.000%**
Self-perceived quality of health (0-2)
Good 38 (31.7%) 0.014%*
Average 68 (56.7%)
Poor or very poor 14 (11.7%)
Symptomatology perceived by caregiver 10.91+4.90
Irrelevant somatic symptomatology (score 0—4) 10+8.3 3.50+0.52 0.004**
Relevant somatic symptomatology (score >4) 110£91.7 11.59+4.55
Quality of Life HRQOL domains 30.28+5.44 0.582 0.000**
Physical Functioning [PF] 71.29 3131
Role- Physical [RP] 27.97 £10.62 —0.196 0.032*
Body Pain [BP] 13.12 £ 3.72
General Health [GH] 25.56 + 4.13
Social Functioning [SF] 14.20 £ 3.94
Role- Emotional [RE] 23.77 + 833
Mental Health [MH] 29.43 + 5.85
Vitality [VT] 22.14 £ 5.90

Notes: *p<0.05**p<0.01.
Abbreviations: N, number of participants; M, mean; SD, standard deviation.

behavioral disengagement, humor and substance use.
Thus, it can be observed that the sample group made
greater use of problem-focused coping strategies (3.02
+0.93) as opposed to emotion-focused strategies (2.26
+1.01) or avoidance (1.97+1.24) (Table 4).

The structural or quantitative support had mean values
of 3.3 = 2.23 for close friends and 4.14 £+ 2.51 for close
family members; the qualitative support revealed the data
represented in Table 4. The results obtained revealed
a stronger perception of emotional support (31.39+6.32)
as opposed to the other dimensions: social (15.53+4.08),
material (14.75+4.11) and affection (12.60+2.92).

As regards levels of resilience, the caregivers obtained
a mean score of 69.24+14.07 on the CD-RISC scale
(Table 5). Half the subjects can be considered to have an
average level of resilience. A cut-off score of 70 (Connor
& Davidson, 2003) was determined to identify highly
resilient caregivers and it can be seen that 51.66% equaled
this score or obtained a higher score. In descending order,
the highest points per factor were as follows: feeling of
having control over one’s own life, personal competence
and tenacity followed by establishing secure relationships
and positive acceptance of change, trust and tolerance of
negative effect, and finally, spiritual influences.

Influential Factors of Resilience Capacity
An analysis was performed on the correlation between the
resilience scores obtained by the CD-RISC and the variables
relating to socio-demographic and clinical characteristics
and the care context (Table 1). Findings reveal that those
subjects who were unemployed or doing unpaid work
reported lower levels of resilience than those in gainful
employment (p=0.016). The situation is different when cor-
relating the cohabitation with the AD person, in so far as
individuals who were living with the AD sufferer reported
higher levels of resilience (p=0.008). Also, the highest levels
of resilience can be linked to the following situations: when
the caregiver is a direct relative (p=0.045), receiving finan-
cial support (p=0.001) and extra help (p= 0.000).

As regards the stress variables relating to the situation
of assistance (Table 2), the highest resilience scores corre-
lated with a lower level of dependency (p= 0.004) and
with the care recipient’s cognitive decline (p= 0.007), but
not with the rest of objective stressors. In the assessment
of stressors by the caregiver, resilience correlated nega-
tively with subjective levels of burden (p= 0.000) and with
the component of the caregiver’s objective burden (p=
0.043); therefore, the most resilient caregivers showed
a more objective evaluation of these stressors.
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Table 4 Mediator Variables and Correlations with Resilience

Variables MiSD Correlations
R P-value
Self esteem (score 10—40) 24.19+ 2.45 0.046 0.001**
Social Support 7427 £15.29 0.227 0.013*
Structural or quantitative support: number of close friends 3.3+£223
Structural or quantitative support: number of close family members 4.14 £ 251
Dimensions of social support
Global index of social support 74.27+15.19
Emotional support 31.3946.32 0.318 0.000%**
Material/instrumental support 14.75%4.11
Positive social interaction 15.53+4.08 0.206 0.024*
Affection 12.60£2.92
Coping strategies 2.38 + 1.07
Scales Coping style
Active coping PFC 3.14 (1.06)
Positive reappraisal PFC 3.08 (0.81)
Acceptance EFC 3.07 (0.99)
Instrumental support PFC 3.01 (0.88)
Planning PFC 2.88 (0.97)
Emotional support EFC 2.83 (0.99)
Distracting oneself/mental disengagement AC 2.72 (1.02)
Venting/expressing negative emotions EFC 2.20 (1.09)
Turning to religion AC 2.07 (1.16)
Denial AC 2.04 (2.23)
Self-blame EFC 1.79 (0.96)
Behavioral disengagement AC 1.73 (1.03)
Humor EFC 1.44 (1.04)
Substance use AC 1.32 (0.76)
Coping dimensions:
Problem-focused coping (PFC) 3.02 (0.93) 0.367 0.000%*
Emotion-focused coping (EFC) 2.26 (1.01)
Avoidance coping (AC) 1.97 (1.24)

Notes: *p<0.05**p<0.01.
Abbreviations: N, number of participants; M, mean; SD, standard deviation.

Significant correlations were found between resilience
and a set of the variables considered to be indicative of
consequences of care (Table 3). Specifically, resilience is
inversely correlated with the caregiver’s symptoms of depres-
sion (p = 0.006) and their anxiety (p = 0.000). Furthermore,
the caregivers reporting the highest scores for resilience also
obtain the highest scores in HRQOL (p= 0.000). In addition,
when resilience was compared with HRQOL, the only strong
correlation was with role-physical, so an adequate level of
resilience diminished the perception of work-related or
other day-to-day problems (p= 0.032). Also, high scores on
the CD-RISC correlate with a reduction in the presence of

sets of somatic symptoms in the caregiver (p= 0.004) and
higher level of self-perceived quality of health.

Those factors considered to be mediators correlate with
the level of resilience (Table 4). A higher level of resili-
ence correlates with a higher level of self-esteem (p=
0.001). Higher levels of perceived social support had
a positive effect on the resilience of the subjects (p=
0.013), the results reporting a significant link with the
dimension of emotional support (p= 0.000) and leisure
and distraction (positive social interaction) (p= 0.024).

Furthermore, coping styles have an impact on resili-
ence levels, so the most appropriate responses when faced
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Table 5 Resilience Scores for the Sample Group of Caregivers
Variables N (%) or
MiSD
Total resilience (score 0—100) 69.24+ 14.07

Levels of resilience (cut-off score=70):
Highly resilient caregivers 62 (51.66%)

Not highly resilient caregivers 58 (48.33%)

Dimensions:
Personal competence and tenacity 2.99+0.59
Trust in one’s instincts and tolerance of negative | 2.45+0.73
effect
Secure relationships and positive acceptance of | 2.94+0.6
change
Control 3.01+0.73
Spiritual influences 2.16x1.02

Abbreviations: N, number of participants; M, mean; SD, standard deviation.

with stressful situations were directly related to the sub-
ject’s adaptation to these situations (p<0.000). Specifically,
there was a link between resilience and a greater use of

problem-based strategies (p= 0.000).

Predictors Factors of Resilience

The linear regression model examined the relationship of the
resilience and the variables that were significantly correlated
(Tables 1-4). The linear regression indicated that resilience
was significantly related to the anxiety symptoms (p <
0.001), caregivers burden (p=0.012), coping (p=0.001),
social support (p=0.008), cohabitation with care recipient
(p=0.038), help provided (financial or by another caregiver)
(p=0.001) and the HRQOL (p < 0.01). The final model with
factors associated with resilience explained 76.1% of the
observed variance (p < 0.05). The adjusted R? values and
the standardized regression weights are presented in Table 6.

Discussion
We hypothesize that high scores in resilience will be
associated with exposure to a lower number of stressors
derived from care, perceived stressors caregiver assess-
ment, and adequate physical and psychological state of
health and better quality of life. Furthermore, resilience,
understood as a mediator variable between the stressors to
which the person is exposed and their health status, will be
related to other mediator variables, such as perceived
social support and the intrapsychic resources of the care-
giver (coping styles, self-esteem or sense of competence).

In this sense, this paper demonstrates that many caregivers
possess an extraordinary capacity of adaptation in the face of
highly demanding situations and a heavy burden of care.
Resilience and its adaptive capacity are not so much to do
with the inherent stressors or the objective characteristics of
the care context, but primarily with subjective aspects relating
to internal resources and the caregiver’s concept of them.

Various studies confirm the presence of moderate to
high levels of resilience in a substantial percentage of AD
person caregivers even though they are subject to severe
stressors, and this is also reflected in our research.'®!'%2?
This fact proves that, although the resilience of caregivers
is affected by the care situation (they report lower mean
scores than the population in general, 80.4),*> not all
caregivers respond in the same way to the stress variable
of caring and a significant percentage of these caregivers
could be considered highly resilient.>>

Caregivers obtain the highest scores in certain dimen-
sions of resilience, such as the feeling of control over
one’s own life, personal competence and tenacity as well
as positive acceptance of change and secure relationships.
This would seem to indicate that they perceive

a significant degree of control over their own lives,

Table 6 Regression Model of Factors Related to Caregivers Resilience

Variables B B R? Adj. R? t Significance
0.761 0.579

Burden —0.558 —0.182 —2.558 0.012*

Anxiety -3.040 -0.266 -3.996 <0.00 | **

Coping 0.640 0.453 6.940 0.001%*

Social support 0.224 0.244 3.883 0.008**

Cohabitation 0.734 0.331 2.094 0.038*

Help provided 7.093 0.228 3.322 0.00 1 **

HRQOL 0.62 0.136 1.799 0.045*

Notes: *p<0.05; *p<0.01.

Abbreviations: B, linear coefficient; B, standardized beta coefficient; R%, coefficient of determination; Adj. R?, adjusted R squared values; HRQOL, health-related quality of

life.
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trusting their strengths and the affective bonds they create
and showing a tendency to adapt and give meaning to the
situation in which they find themselves.”® The fact that the
majority of caregivers perform their duties of their own
accord may help to explain why the caregiver’s perception
of their capacity to tackle stressful situations is positive.

When the relationship between resilience levels and the
care context is taken into consideration, links are estab-
lished between lower levels of resilience and the following
factors; being unemployed or in unpaid employment, bear-
ing no family relationship with the AD person and a lack
of financial assistance or support from other caregivers. It
can be confirmed that specific factors increase the degree
of vulnerability of caregivers and clearly impact on their
resilience. The relationship factor can be explained by the
fact that when a family bond exists, the perception of
intimacy and affection acts as a coping strategy thus mod-
ifying the interconnection between the stress undergone
and the consequences on the caregiver’s health, and so
there is a positive impact on resilience.”> Other studies
discovered a greater likelihood that caregivers who bene-
fited from a substantial degree of family support would
score more highly in resilience.'®?

In this same care context, our findings showed the
caregivers who lived with their patients reported higher
levels of resilience. Sustaining the burden of care presum-
ably involves a long-term commitment which inevitably
offers new challenges to the individual.>* It can be sup-
posed that these caregivers manage to be resilient and are
therefore able to deal with stressors, demonstrating suc-
cessful coping in the face of the stress generated by
adversity.>> However, other studies have concluded that
living independently from the patient was linked to higher
levels of resilience.'**>

On the whole, correlations with resilience were not
found when objective caregiver stress was taken into con-
sideration. Only the cognitive state of the patient and
consequently, their degree of dependency show an inverse
correlation with resilience in accordance with other
studies.”>° Resilience is independent from the frequency
and gravity of the problems (as far as the patient’s neu-
ropsychiatric symptoms are concerned), the duration of
care, the hours per day dedicated to care, the free time
available and the presence of other chronic illnesses in the
care recipient. It has been demonstrated the lack of
a relationship between the perceived benefits of care and
the objective stressors of the situation, which suggests that
perceived benefits depend on other aspects of the

caregiver-care recipient relationship. Mutual closeness,
motivation or characteristics of the caregiver’s personality
are just some of those aspects.®

In addition, it has been found that resilience was more
closely linked to the characteristics and abilities of the
individual and that resilient caregivers might not perceive
the clinical symptoms of AD as uncontrollable.'® On the
contrary, the presence of burden is likely to depend pre-
emptively on subjective factors. The most resilient care-
givers might be more accepting in the face of the behavior
changes of AD persons because resilience presumably
enables a better psychological adjustment and the devel-
opment of new coping strategies in response to the
demands of dementia care.’’

The subjective perception of a greater burden of care
was associated with lower resilience, which is consistent
with other previous studies.'®*3>-® This situation could
be interpreted in the following way; individuals reporting
lower levels of resilience might be more concerned by and
tend to be more susceptible to situations which provoke
stress. They can have stronger reactions to stressful daily
events and focus more on the negative aspects of care
which leads to a tendency to select dysfunctional coping
strategies.”® On the other hand, individuals possessing
higher levels of resilience might have a positive self-
image, self-efficacy and a healthy attitude to life.”®

Furthermore, our findings revealed significant differ-
ences in the negative repercussions of care on the emo-
tional state of the caregiver. The presence of higher levels
of symptoms of depression and anxiety in the family
caregiver has been correlated with lower levels of
resilience.'*>® Resilience can be conceived as a feature
of personality54 which acts as a protector against depres-
sion and is linked to stress reduction.”> On the contrary,
other authors suggest that resilience is not a feature of
personality but a set of behaviors, beliefs and actions that
can be nurtured throughout life establishing appropriate
emotional connections.”® High scores in resilience are
also linked to lower levels of somatic symptoms in the
caregiver. Resilience could be considered a significant pre-
dictor of the caregiver’s state of health.>*°

In this study, the significant link between resilience and
caregiver HRQOL is confirmed. The caregivers reporting the
highest levels of resilience also showed the highest levels of
HRQOL. It has been reported the interrelationship between
HRQOL and personal strengths such as resilience, sense of
coherence and optimism.'®'” Resilience acts as a protector
by improving quality of life, coping and general adaptability
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to care-related difficulties.'” Specifically, our findings
revealed a correlation with role-physical, therefore the most
resilient caregivers perceived fewer work or other day-to-day
problems and a better HRQOL. Meanwhile, Trapp et al
(2015) discovered that personal strength was associated
with caregiver HRQOL, although the effect was substantially
stronger for mental HRQOL than for physical HRQOL.

A factor which might have a positive impact on caregiver
resilience is social support. The findings of some studies
indicate that social support has a positive impact on resilience
and that caregivers who received strong family support were
more likely to be highly resilient.'®>* It can be suggested that
social support should mediate the effects of the stressors
caregivers face and explain the individual differences in the
well-being of caregivers,” serving as a buffer between
the effects of stress and the emotional state of the
caregiver.B‘m"23 = Resilience is that of a mediator variable
of the effects of stress and its consequences. Individuals
reporting high levels of resilience tend to evaluate the stres-
sors they deal within a more positive manner, as well as the
social support available to them. In addition, they are less
likely to suffer psychological problems.>>

Still on the topic of resilience mediator variables, our
findings pointed to a correlation between high scores in
resilience and high levels of self-esteem. It is safe to
assume that this is a two-way relationship and this is
consistent with other studies.”> Furthermore, it has been
demonstrated that the development of coping strategies is
fundamental to the caregiver’s ability to deal with psycho-
logical distress and this factor is recognized as being
paramount in the development of high levels of
resilience.'” The findings of this study reveal that problem-
focused and emotion-focused strategies are the most used
by caregivers, as opposed to dysfunctional strategies. Our
results are consistent with those of the systematic review
published by Monteiro et al (2018). They demonstrated
that problem-focused strategies (active coping, positive
reinterpretation, instrumental support and planning) are
effective when dealing with specific problems and dys-
functional coping strategies can have negative conse-
Thus,
dysfunctional coping strategies and depression seem to

quences when dealing with an AD person.'?

be the most significant predictors of caregiver anxiety.
Resilience is positively correlated with problem-focused
coping styles, while avoidance-coping would seem to have
a negative impact on resilience.*

The contributions of this study are evident, but it is not
without its limitations. As this is a transversal study,

changes in the population cannot be detected given that
a causal conclusion cannot be reached, especially as
regards those phenomena, which are sensitive to change
such as the improvement of clinical variables.

Conclusions

In general, our findings offer a number of clinical contri-
butions to the positive aspects of care as however challen-
ging and stressful caring for a family member with AD
may be, a group of caregivers can manage to handle the
situation relatively well given that the majority of care-
givers report average to high levels of resilience.
Resilience is linked to a variety of factors, which confirms
its multidimensional nature.

Those caregivers reporting higher levels of resilience
exhibited moderate to intense indicators of burden, fewer
symptoms of depression and anxiety and fewer somatic
symptoms. They also used adequate problem-focused cop-
ing strategies, showed higher levels of HRQOL and
demonstrated an appropriate perception of social support.
However, and despite the fact that the characteristics relat-
ing to the care context and to social support exert an
undeniable influence on caregiver resilience, it would
appear that the caregiver’s own intra-psychic resources
(self-esteem, hope, optimism, coping) reveal stronger cor-
relations. A connection can be assumed to exist between
resilience and the individual’s characteristics and abilities
whereas the links with both the clinical status of the AD
sufferer and the objective care stressors seem weaker. In
this regard, the way the stressors are evaluated and the
coping style employed by the caregiver have become
established as factors of paramount importance in the
development of high levels of resilience.

Greater insight into caregiver resilience and its deter-
mining factors could facilitate the early and accurate iden-
tification of caregivers with lower levels of resilience. This
could enable the implementation of vital psychological
and educative support interventions to help caregivers to
improve their well-being and serve as a basis for the
that
a standardized measure of resilience in the care context

design of intervention programs. To end,
would enable a more precise measurement across popula-
tions and it could also facilitate the adaptation of interven-
tions which aim to promote caregiver resilience, to
improve both their physical and mental health and to
ensure that the care of AD persons continues to be man-

ageable in the future.
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Relevance for Clinical Practice

The current study can contribute to existing literature and
advance our understanding of resilience. In addition, the
conceptual model of stress of Alzheimer’s caregivers may
increase our knowledge of the factors and resources that
are associated with resilience in families in which
a member has been diagnosed with AD.

The protection and increase of the resilience of care-
givers is a priority for mental health nursing. The promo-
tion of resilience is based on the recognition of strengths
beyond vulnerability. It is of key importance because it
involves responding to the challenges that affect the indi-
vidual in their health behavior.

It is important to identify the processes by which
resilience is formed and to develop predictive and inter-
vention models that decide which individuals are most
likely to benefit from specific mental health interventions
aimed at increasing resilience factors.

In clinical practice we can use a holistic approach in
the context of care that involves fostering psychological
resilience, helping to manage their multiple responsibil-
ities and prevent the caregiver’s symptoms from progres-
sing to a diagnosable disorder.

We can apply this model as a practical framework to
provide caregivers of persons with AD with effective
strategies to develop and improve resilience.
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