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Abstract:

Objective: Describe the experience of informal caregivers of children with disabilities to understand the
burden of caregiving. Methods: This article uses the Preferred Reporting Items for Systematic Reviews
and Meta-Analyses (PRISMA), we defined study inclusion criteria using a PICOS scheme. Essentially, we
included only studies that reported data on documents related to caregivers: fathers and mothers of children,
adolescents, and adults (P = Population) who diagnosed with any type of disability (I = Intervention),
compared to formal caregivers (C = Comparison), and that these parents had the experience of being a
caregiver (O = Outcome). In terms of study design, studies with any type of design were included to get a
broader view of how existing research has addressed the issue, and a full understanding of the implications
of informal caregiving (S = Study Design). The thematic research was carried out in the thesauri of MeSH,
my NCBI, PubMed and Scopus. The MeSH terms were used in databases the search was guided by the
terms suggested in their Thesaurus tool. Results: The initial search retrieved 136 records. After duplicates
were removed (n = 86), the remaining 50 records (titles and abstracts) were screened against our study
inclusion criteria, resulting in the exclusion of another 30. Titles not relevant or unrelated to the topic; titles
mentioning disability, but not parents; those alluding to formal care; those describing formal medical or
nursing care; and those describing nursing caregivers were excluded. Conclusion: A promising avenue for
addressing informal caregiving emerges by delving into the need to propose interventions that improve the
physical and mental health of caregivers. These interventions should urgently focus on the mental health of
mothers, who present greater psychological distress than fathers. It is necessary to propose programs that
reveal the need to care for the caregiver, according to the subjective burden (stress); and programs that
promote the care of children with disabilities (objective burden), who may be affected by the mental health
of their caregiver.
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I. INTRODUCTION

Informal caregivers (L6pez, 2016; Cantillo Monjo
et al., 2018), also called primary (Ruiz Rios et al.,
2012), family (Arias-Rojas et al., 2021) or
principal (Encuesta de Calidad de vida -ECV,
2021), occupy an essential place in the care of
persons with disabilities, assuming the main, but
not professional, responsibility for caregiving.
The experience of an informal caregiver acquires
great relevance for the person being cared for, so
it is considered important to study caregiving, to
the same extent that disability is studied (Garcia-
Cantillo et al.,, 2021). In addition, informal
caregivers constitute a population that is neither
remunerated nor made visible (Encuesta de
Calidad de vida -ECV, 2021), since it is
considered a voluntary work, lacking labor and
legislative value (Garcia Cantillo y Reyes-Ruiz,
2021;Garcia-Cantillo et al., 2021). In this review,
it is important to highlight that the concept of
informal caregiver of Lépez (2016) and Cantillo
(Cantillo Monjo et al., 2018) is assumed to
differentiate it from the formal caregiver of
Cahuana (Cahuana, 2016) (specialized caregivers)
and to identify mothers and fathers who in a non-
professional way assume the work of caregiver of
a diagnosed child. Thus, the informal caregiving
experience produces a wear and tear on the
physical and emotional health of the caregiver
(Lambert et al., 2017). Therefore, informal
caregivers have a responsibility, which leads them
to establish a bond with their diagnosed child
(Lopez et al., 2019).

According to Mathias et al. (2019), informal
caregiving is considered a woman's activity,
recognizing the gender inequality in caring for a
child with a disability, a situation that leads
women to be the main historical support for the
task of caregiving (Bathyany, 2021). However,
there are differences in the caregiving experiences
for male and female caregivers, where women
tend to feel hopelessness, and men assume a
positive attitude (Mathias et al., 2019).

In this sense, the diagnosis of disability in a child
generates an impact on families, which implies the
presence of a caregiver, "since there is always
someone who is taking care (...) and that someone
is the woman" (Montafio, 2021). However,
according to Oniate and Calvete (Oriate y Calvete,
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2017), within the family, although it is the woman
who usually provides care, there are also men who
dedicate themselves to this task. In this order of
ideas, the appearance and increase of the informal
male caregiver assumed by the fathers of children
with disabilities is subject to the progressive
incorporation of women into the labor market
(Barreto et al., 2021), therefore, in everyday life,
those who also assume the role of informal male
caregiver are the husbands of working women.

Zamarripa et al. (2017), state that the role of an
informal caregiver goes beyond physical effort;
the caregiver is even involved in the emotional
area, generating a bond between the caregiver and
the person being cared for (L6pez et al., 2019). In
addition, given the lack of support received, the
informal caregiving experience, according to
Kumar and Gupta (2014) generates stress and
poses changes in the adaptation to the new family
scenario of the informal caregiver. Generating an
impact that, according to Crespo and Ribas
(2015), alters the caregiver's life and disrupts his
or her relationships. This impact is also reflected
in the economic and occupational spheres. Thus,
caregiving disrupts the financial area (Zamarripa
et al., 2017) due to the economic costs in the life
of the informal caregiver, which may be direct
(expenses arising from caregiving) or indirect
(loss of income due to leaving the labor market).

Some authors (Sarris et al., 2020) consider that the
study of informal caregiving has not been
investigated in depth, since research focuses on
disability, leaving aside the informal caregiver
(Garcia-Cantillo et al., 2021). However, the need
to emphasize this population is recognized due to
the burden that caregiving produces (Lambert et
al., 2017); that is, a physical and mental wear and
tear that can end up affecting both the person with
disability and the caregiver. The studies found
reflect the impact of informal caregiving from the
perspective of the objective burden (in relation to
the problems generated by the disability in the
child) and the subjective burden (in relation to the
anguish and stress resulting from long hours of
caregiving) produced by the experience of caring
for children with disabilities. Caregiver burden is
important in the study of informal caregiving,
because it refers to "the quantifiable cost, such as
the costs of care and the loss of free time for
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caregivers" (Mathias et al., 2019), or, in other
words, the wear and tear produced by the intensity
of the hours, the days of care, the bond between
caregiver and cared-for person, which disrupts the
intimate and social life of a mother or father
caregiver.

2. METHOD

This article uses the Preferred Reporting Items for
Systematic  Reviews and  Meta-Analyses
(PRISMA) system of Moher, et al. and The
PRISMA Group (2009) whose graphical reporting
is specified in Figure 1.

2.1.Study Inclusion Criteria

We defined study inclusion criteria using a PICOS
scheme, as adapted from Riva et al. (2012).
Essentially, we included only studies that reported
data on documents related to caregivers: fathers
and mothers of children, adolescents, and adults
(P = Population) who diagnosed with any type of
disability (I = Intervention), compared to formal
caregivers (C = Comparison), and that these
parents had the experience of being a caregiver (O
= Outcome). In terms of study design, studies
with any type of design were included to get a
broader view of how existing research has
addressed the issue, and a full understanding of the
implications of informal caregiving (S = Study
Design).

2.2 Search Strategy and Study Selection

The thematic research was carried out in the
thesauri of MeSH, my NCBI, PubMed and
Scopus. The MeSH terms were used in databases
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the search was guided by the terms suggested in
their Thesaurus tool. The following equations
defined the search for articles on informal
caregivers of children with disabilities:

(Caregivers experiences [MeSH terms] OR
Caregiver burden [ MeSH terms] AND Caregivers
stress [MeSH terms] AND disability [MeSH
terms] AND psychosocial adaptation). Moreover,
we checked the reference lists of all included
articles. Results (titles and abstracts) were
screened independently by two reviewers (the first
and second authors), and consensus was reached
about eventual article inclusion, which were
organized using the bibliographic reference
software ®Mendely reference manager.

2.3 Data Synthesis To synthesize data from
included articles, we provided a summary of each
study. For each study, we described participant
demographics and methodological details,
followed by the main efficacy findings.

3. RESULTS

Fig. (1) presents the PRISMA diagram showing
the steps followed from initial identification to the
final inclusion of studies for review. The initial
search retrieved 136 records. After duplicates
were removed (n = 86), the remaining 50 records
(titles and abstracts) were screened against our
study inclusion criteria, resulting in the exclusion
of another 30. Titles not relevant or unrelated to
the topic; titles mentioning disability, but not
parents; those alluding to formal care; those
describing formal medical or nursing care; and
those describing nursing caregivers were
excluded.
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Fig. (1). PRISMA flow diagram for reviewed studies.
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Table 1. Characteristics of studies included in the systematic review.

Table 1

Combinations of MeSH Terms and Eligible Results

Ye | Countr | Type of | Sample | Measures Results Conclusions Refere
ar |y study nces
20 | North Phenomeno | 18 In-depth High stress, | Somatic symptoms | [11]
18 | India logical interview. high of stress and gender

tension, findings.

hostility.

Embodied

experiences
of
psychologic
al and social
distress
were
consistently
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described by
women, but
not by men.
Hollan | Longitudin | 126 Caregiver Passive Symptoms of | [35]
d al strain ~ was | coping anxiety and
20 assessed with | style, increas | perceived quality of
16 the Caregiver | ed care  for  the
Strain Index | symptoms caregiver.
(CSlI). of anxiety
and feeling
less
supported af
fect the
caregiver:
high
tension.
20 | India Cross 80 Hamilton The The caregiver [17]
14 Depression caregiver
Rating Scale, | burden is | burden is low when
Multidimensi significantly social support is
onal Scale for | higher for
Perceived | women, present.
Social Early psychosocial
Support, and inter\_/ention_
Zarit Burden especially in  the
Interview. vulnerable family
caregivers.
20 | Sri Cross- 375 Caregiver Low income | Psychosocial [32]
14 | Lanka | sectional Difficulties and rural | interventions
Scale and | residence focused on assessing
multivariate | males are | and improving
linear related with | social support for
regression a caregiver | caregivers may help
was used to | burden, families at high risk
assess stress, | while for caregiver distress
coping, and | spousal to minimize
caregiver support is | negative outcomes.
burden. associated
with a lower
burden.
20 | Milan, | Observatio | 477 Caregiver High level | oo es with social | [22]
12 | ltaly nal  multi- Needs of
centre study Assessment, | depressive interactions and
Family Stra_in symptoms N | emotional burden.
Questionnair | caregivers Coping strategies
e, Short Form | and  high | most frequently
12’_ burden used: acceptance,
Spielberger | related 10 | return to religion,
Stat(? Trait | providing positive
Anxiety care. reinterpretation,
Inventory-Y, and planning.
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Beck
Depression
Inventory
and Coping
Orientations
to Problem
Experiences.
20 Cincin Descripf[ive 205 Interview Thg_ care Caregivers can [40]
18 correlationa and survey. facilitators
nati, | study generate prioritize the
USA apositive | concerns related to
attitude, the
result of the child’s well-
care. being.
Importance of
psychological and
social support for
caregivers.
20 | Ghana, | Cross- 903 Then, quality | Caregivers Initiatives and | [9]
17 | India sectional Gh of life | with programs are
ana
and the (n=143) (QOL_), moderate or | needed to ensure
Russia India perceived high_ that caregivers in
n (n=490) stress, caregiver low- and middle-
Federat and depression, burden income  countries
ion Russia self-rated reported cqnfulfilltheir role
(n=270) health (SRH) Iowe_r without N
and  health | quality of | compromising
risk factors | life and | their own health
were higher
compared. perceived
stress than
those  with
low
caregiver
burden.
20 | Birmin | Cross 42 The The Parental stress is | [37]
10 | gam, Pittsburgh strongest associated with
UK Sleep Quality | predictor of | poor sleep quality
Index, and | poor sleep | in parents of
measures of | quality was | children with
parental parental developmental
stress, child | stress. disabilities.
problem
behaviors,
and  social
support.
20 | South | Correlation | 108 Caregiving- Caregiving A var_iety of | [39]
17 | Korea | al stress intervention
Related showed a | programs need to
Stress. significant | be planned and
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Korean positive implemented  for
) correlation | family caregivers at
Depression | with the national and
Scale. depression | municipal levels.
Rosenberg’s | and  with
Self-Esteem | €conomic
Scale (1985). | and _
psychologic
al stress,
and it
showed a
significant
negative
correlation
with  self-
esteem.
20 | Brazil Explqra'_[ory 168 Questionnair | The _ Caregivers of [41]
17 descriptive es about the | caregivers )
study, with profile and | presented a | children or adolesce
a  Cross- burden of the | moderate nts with Down
sectional caregivers burden.
design (Zarit Burden Syndrome showed a
Interview) moderate burden
compared with
caregivers of
children or adolesce
nts without
disabilities.
20 | New Cross- 51 Caregiver Burden Caregivers merit [33]
16 | Delhi. | sectional Burden Scale | correlated community
and with degree | support, financial
depression of disability. | benefit,
(Centre  for | On multiple | interventions to
Epidemiologi | linear diagnose and treat
c Studies | regression, depression, and
Depression burden training in coping.
Scale). predicted
depression.
20 | Peru Cross- 798,308 . . Children develop
. ’ Washington - 23
16 sectional g A family dependence  with [23]
Group on member, | the female
Dlsa}bl_llty usually caregiver. Informal
Statistics. care, probably
female, was | female and provided
identified as | by relatives, is very

common.
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a caregiver
in 94.3%.
Higher the
education
level, the
lesser the
overall
disability
burden.
20 | Seattle, | Cross- 1238 : Caregivers present
; h ;
10 | USA sectional Johnson & | A high level psychological [38]
Johnson of distress, and it is
Stress caregiving | associated with low
] self-esteem and a
Profile. demands | jow sense of control
Kessler reported by related to feelings of
. lack of control over
psychologica 50.4% of life events.
| distress women
scale. Zarit caring for
burden one or more
Interview. relatives.
Brief Stress level
Resilient, higher than
and Coping 90% of
Scale. the general
population.
20 | Quebec Cro§s— 9467 National Physical Caregivers exhibited [42]
10 |, sectional a greater number of
Canada Longitudinal health health and
Survey of problems. | Psychosocial issues.
Children and
Youth in
Canada
(1994).
20 .o AN 112 . .
10 Virgini exploratory Online The well- Caregivers must [43]
a, Cross- questionnaire | being of the | readily adapt to

© 2021 JPPW. All rights reserved




Clara Camila Garcia-Cantillo!, Lizeth Reyes-Ruiz?, Farid Alejandro Carmona-Alvarado®, Astelio Silvera Sarmiento®,

Milgen Sanchez Villegas® 1892
USA Zliz?gonnal stoassess | caregiveris | the ever-changing
demographic | related to the | needs of the child.
and perceived Difficulties
psychosocial | vulnerability gqv?/knt?el:/::go ; \t/\?;llt
factors. of the child's | peing.
health, the
satisfaction
of the
caregiver
and the
search for
benefits.
Maternal
caregivers
who report
high levels
of anxiety,
but do not
seek
counseling.
28 Austral S]E[J:rl\i/tiaet/i\\l/e 12 Interview | Caregivers There is a need for [19]
ia design with described public policies,
purposive the best programs, and
sampling .

aspects of health services to
their better respond to
experience: | the living, financial
helping their | and support needs
care of family
recipient caregivers.
remain in
their home.
The worst
aspects:

referred to
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the living
and financial
challenges
of the
caregiving
work.
gg Pakista éomparativ 162 Caregiver | Parents of | Parents of [29]
n e Cross- Burden intellectuall | intellectually
sectional Inventory |y challenged children
Survey challenged | face more burden
children and stress.
need more
respite and
other
services as
compared to
hearing
impaired
children
58 France, sCercq[?Zhal éuropea The Zarit | The severity | The hours of [30]
Germa n Burden of the informal care
ny, countrie | nterview | disease was | provided could,
Spain, * associated therefore, reflect a
and the with more quantifiable
United time of care | burden.
Kingdo and a higher
m burden on
the
caregivers.
28 China gurposive 234 Caregiving | Chinese Poor mental health [31]
sample Burden informal among caregivers is
Inventory. | caregivers associated with
Perceived | experience greater caregiving
Difficulty | burden due | challenges and
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Scale, and a | to their burdens. Internal
modified caregiving | coping helped to
Chinese responsibili | buffer but external
Coping ties. coping worsened
Scale. the effect of
burdens on mental
health outcomes.
20 India Cro§s- 101 The 64.3% of the | Caregiver's stress [36]
20 sectional _ _ S0
Kingston caregivers IS an important
Caregiver | had the element to
Stress Scale. | severe level | determine the
of stress. burden and the
psychological
pressure a
caregiver holds
onto.

A total of 20 articles relevant to the search
combinations were found, published between
2010-2020 written in English; Table 1 shows the
characteristics of the studies found.

The topic has been investigated the most in India
(n=4), and United States (n=3), Italy (n=1), Sri
Lanka (n=1), Netherlands (n=1), United Kingdom
(n=2), Russia (n=1), Canada (n=1), Korea (n=1),
Brazil (n=1), Peru (n=1), Pakistan (n=1), China
(n=1), Australia (n=1). Themes of interest were
informal caregiving experiences related to stress
(n=7); depressive symptoms (n=2); burden (n=7)
and experiences about informal caregiving (n=4).

The instruments most used by the authors to
measure the degree of burden in informal
caregivers was the Zarit Scale. On the other hand,
to describe the experiences of informal caregivers,
the authors made use of the Interview; they also
used the Beck Depression Inventory, because they
found depression associated with burden, being
this the most used. Likewise, they used the Korean
Depression Scale of MS Lee and M. K. Lee. They
applied the family stress questionnaire because of
the multiple changes that occur in the family

© 2021 JPPW. All rights reserved

because of informal caregiving. The authors made
use of the multidimensional scale for Perceived
Social Support, taking into account that caregivers
who presented less burden are those who had
social support; they applied coping questionnaires,
because they found stress as a main associated
factor; they used the 1996 Johnson and Johnson
Adapted Stress Profile and the Kessler
Psychological Distress Scale; they also applied the
1985 Rosenberg Self-Esteem Scale and the
Pittsburgh Sleep Quality Index, because they
found that the strongest predictor of poor sleep
quality was the stress of informal caregivers.

DISCUSSION

In response to the questions proposed for the
achievement of the objective of this review, it was
found that the experiences of male and female
caregivers are different (Bernabe-Ortiz et al.,
2015) according to: the hourly intensity and the
affective commitment (Bernabe-Ortiz et al., 2015)
that the mother dedicates to her child (Mathias et
al., 2019), which is why they present greater
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psychological distress (Kumar, 2014). In addition,
the authors mention that the aspects associated
with the experience of caring for a diagnosed child
are stress, support, and caregiving responsibilities
(Lambert et al., 2017). Regarding caregiver
burden, it is considered that the demanding work
of caregiving is a threat to physical and mental
health (Zarit et al., 1980; Arias-Rojas et al., 2021),
due to the stress and tension it produces (Creemers
et al., 2016).

Let's see:
The caregiving experiences

Sarris et al. (2020) considers that the most
mentioned aspect in the experience of caregivers
of children with disabilities is the bond they have
with the person being cared for; however,
caregivers report that the existing vital and
economic needs cannot be covered by themselves,
since this work is not remunerated.

Caregivers report needing support from the state
and the health system, due to the time intensity of
their work and the little economic and labor
support they receive (Sarris et al., 2020).

There are differences in the experiences of male
and female caregivers. According to Mathias et al.
(2019), they affirm that informal caregiving falls
on the shoulders of women, who tend to dedicate
hours to caregiving with a greater affective
commitment. This contrasts with male caregivers,
who increase the strengthening of social ties while
caring for their diagnosed child. Lambert et al.
(2017) mention that the aspects associated with
the experience of caring for a diagnosed child are:
stress, support, and caregiving responsibilities.
They state that it is a challenge to educate children
in the role of caregiver, which produces stress.
Likewise, Leonardi et al. (2012), point out the
high level of burden of informal caregivers since
their daily lives are characterized by limited social
relationships. For their part, Bernabe-Ortiz et al.
(2016) found that informal caregiving, probably
female and provided by relatives, is very common,
however, it is inequitable in relation to men, this
refers to the emotional bond that is stronger in
women.

The caregiver's burden:
subjective burden

objective and

© 2021 JPPW. All rights reserved

Informal caregiving work that leads to greater
stress is considered instrumental, according to
Cascella and Garcia-Orellan (2020), i.e., an
informal caregiver tends to be considered as an
object and not a subject that provides care for long
hours. In this regard, the literature recognizes
Zarit's concept of burden (2002), to indicate
mental exhaustion in the face of caregiving
(Zambrano and Ceballos, 2007), threatening the
physical and mental health of the caregiver (Zarit
et al., 1980; Arias-Rojas et al., 2021), to relate it
to the stressors that the caregiver faces in his or her
daily life, which generates difficulties in his or her
health.

Kumar and Gupta (2014) also defined the concept
of burden as the distress, physical health
problems, and deterioration of the family because
of caregiving. Objective burden relates to the
disabled child, his or her symptoms, behaviors and
sociodemographic characteristics, and changes in
his or her routine. The subjective burden, on the
other hand, is related to the distress and mental
health of family members, which is highly
affected. In female caregivers who maintain their
employment, the caregiver burden is greater
(Kumar and Gupta, 2014).

Caregiver burden is also defined as a
multidimensional ~ response  to  physical,
psychological, emotional, social and financial
stressors, usually associated with the caregiving
experience and which may be objective or
subjective (Syed et al., 2020), for their part,
Aranda et al. (2020) consider that the type of
disability is associated with a greater burden for
caregivers, so that one of the reasons for caregiver
burden is associated with the responsibility that
caring for a child demands and with the time of
being a caregiver (Sit et al., 2020).

Likewise, Wijesinghe et al. (2015) defined
caregiver burden as the caregiver's response to
various stressors associated with caregiving. This
suggests that a high level of caregiver burden
affects the physical and mental health of the
caregiver and the person being cared for. In this
regard, Khare et al. (2016) state that informal
caregivers neglect their own needs, resulting is a
burden. And that efforts to address disability
rarely target caregivers, furthermore, they mention
that caregiver burden is related to the type of
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disability they care for. On the other hand, with
respect to subjective burden, Garcia et al. (2016)
report that feelings such as happiness, pride, love,
and satisfaction are manifested in response to the
behavior of the children towards the caregivers
and are perceived as compensating for the
caregiver's burden.

Stress in informal caregivers

The stress produced by the experience of caring
for children with disabilities is considered high
and, in turn, is a generator of tension (Creemers et
al., 2016). The stress on caregivers negatively
affects their emotional well-being by producing
psychological distress and the need for social
support (Creemers et al., 2016). According to
Ramachandran et al. (2020) caregiver stress is an
important element in determining the burden and
psychological pressure on a caregiver.

On the other hand, Gallagher et al. (2010) found
that parents of children with disabilities had
poorer sleep quality and the predictor was stress.
In other words, increased caregiver stress can
affect sleep quality, which has an impact on their
quality of life. Likewise, Kenneson and Bobo
(2010), consider that distress and stress were
predicted by low resilience and low income, due
to lack of financial support. In addition, caregiving
stress showed a significant positive correlation
with depression and showed a significant negative
correlation with self-esteem (Kim, 2017).

Finally, studies emphasize the experience of
informal caregiving, recognizing the 7importance
of caregiver health (Peay et al., 2018; Barros et al.,
2017; Lach et al., 2010). Thus, it is necessary to
promote efforts for early diagnosis and early
detection of the diagnosis of disability to provide
timely advice and support to the informal
caregiver (Foster et al.,, 2010). Interventions
focused on resilience and social support (Barros et
al., 2017) are likely to improve the quality of life
of informal caregivers, and perhaps also of
caregivers of children with other disabilities or
special health care needs.

© 2021 JPPW. All rights reserved

CONCLUSION

Informal caregiving has an impact on the well-
being of the caregiver. Therefore, it is necessary to
work for the care of the caregiver. The studies
underline the importance of providing health
interventions to meet the precise needs of informal
caregivers of children with disabilities and that, in
turn, these interventions improve their health. This
suggests the importance of giving greater visibility
to the task of caregiving. A promising avenue for
addressing informal caregiving also emerges by
delving into the need to propose interventions that
improve the physical and mental health of
caregivers. These interventions should urgently
focus on the mental health of mothers, who
present greater psychological distress than fathers.
It is necessary to propose programs that reveal the
need to care for the caregiver, according to the
subjective burden (stress); and programs that
promote the care of children with disabilities
(objective burden), who may be affected by the
mental health of their caregiver. Also, emphasize
social and family support and stress management;
because informal caregivers need a better
understanding of mental illness, an increase in
their skills, better access to financial resources and
social support services, all of which are deficient.
The authors emphasize that caregivers deserve
support from the state, the community, the health
care system, financial benefit, interventions to
diagnose and treat the burden of caregiving, and
training to cope.
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