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Oz

Aim: Psychological resilience plays a pivotal role in managing
the caregiving burden experienced by mothers of hospitalized
young children with chronic illnesses. The resilience of these
mothers is not only critical for their own mental health but also
for the well-being and development of their child. This study
aimed to determine the caregiving burden and psychological
resilience of mothers accompanying their children aged 0-2
years who are hospitalized due to chronicillness.

Material and Method: The participants included 134 mothers
of hospitalized children. Data were gathered utilizing a
personal information form, the Zarit Burden Interview, and the
Brief Resilience Scale.

Results: Working mothers with a bachelor’s degree had higher
Zarit Burden Interview scores than non-working mothers.
Mothers of children with epilepsy and neurological diseases
had higher Zarit Burden Interview scores than those with other
chronic diseases. Mothers receiving instrumental and spiritual
support had significantly higher Brief Resilience Scale scores.
Among mothers who accompany their children with a chronic
illness diagnosis in the hospital, those who are university
graduates, employed, or have children diagnosed with epilepsy
and neurological diseases are particularly at risk in terms of the
burden of care and psychological resilience.

Conclusion: Physicians and especially pediatric nurses
can enhance the psychological resilience of these mothers
identified as a risk group in this study and alleviate their care
burden by providing instrumental and moral support in the
clinical setting. The support given to these accompanying
mothers can contribute more significantly to the quality of life
and care of the child.

Keywords: Care burden, chronic diseases, resilience, pediatrics,
mothers

Amag: Psikolojik dayaniklilik, kronik hastaligi olan hastanede yatan
kuguk cocuklarin annelerinin yasadigi bakim ytkind yénetmede
cok dnemli bir rol oynar. Bu annelerin dayanikliligi sadece kendi
ruh sagliklar icin degil, ayni zamanda ¢ocugun iyilik hali ve
gelisimi icin de kritiktir. Bu calismanin amaci, hastanede kronik
hastalik nedeniyle yatan 0-2 yas arasindaki cocuklarina refakat
eden annelerin bakim yUku ve psikolojik dayaniklilik durumlarini
belirlemektir.

Gere¢ ve Yontem: Katilimcilar, hastanede yatmakta olan
cocuklarin annesini (134 kisi) icermektedir. Veriler, kisisel bilgi
formu, Zarit Bakim Yukd ve Kisa Dayaniklilik Olcegdi kullanilarak
toplanmistir.

Bulgular: Calisan ve lisans mezunu olan annelerin bakim yiiki puan
ortalamalari calismayan annelerden daha yuksek bulunmustur.
Epilepsi veya norolojik hastalik tanisi ile izlenen ¢ocuklarin
annelerinin bakim ytkd puan ortalamalari, cocuklar diger kronik
hastaliklara sahip olan annelerden daha ydksek cikmistir. Aragsal
ve manevi destek alan annelerin psikolojik dayanikliliklari, bu
destedi almayanlardan anlamli olarak daha yuksek bulunmustur.
Kronik hastalik tanisi ile izlenen c¢ocuklarina hastanede refakat
eden anneler arasinda 6zellikle; lisans mezunu, calisan, epilepsi ve
norolojik hastalik tanisi ile izlenen cocugda sahip anneler bakim yuku
ve psikolojik dayaniklilik bakimindan risk grubundadir.

Sonug: Hekimler ve dzellikle de pediatri hemsireleri, bu calismanin
sonucunda risk grubu olarak belirlenmis annelere klinik ortamda
aragsal ve manevi destek saglayarak, annelerin psikolojik
dayanikliliklarini artirabilir ve bakim yUkint hafifletebilirler.
Refakatcl annelere verilen bu destekle cocugun yasam kalitesi ve
bakimina daha fazla katki saglayabilirler.

Anahtar Kelimeler: Bakim yiku, kronik hastalik, dayaniklilik,
pediatri, anneler

Corresponding Author: Songiil Kamish

Address: Faculty of Health Sciences, Cankir1 Karatekin University,
Zibeyde Hanim St. 18000, Cankiri/TURKEY

E-mail: songulkamisli@karatekin.edu.tr

Basvuru Tarihi/Received: 25.07.2024
Kabul Tarihi/Accepted: 01.09.2024



mailto:songulkamisli@karatekin.edu.tr
https://orcid.org/0000-0003-3278-4391
https://orcid.org/0000-0002-2709-3433
https://doi.org/10.21765/pprjournal.1522203

Karakaya et al.

Care Burden and Psychological Resilience

INTRODUCTION

Chronic illnesses, often known as noncommunicable
diseases, lastforalong time and progress slowly. Pediatric
chronic diseases are caused by genetic, physiological,
environmental, and behavioral factors. These diseases
impact people of all ages, locations and countries (1).
Caring for a child with chronic illness poses substantial
challenges for families, with mothers often bearing
a significant emotional, physical, and psychological
burden (2,3). Parents of children with chronic diseases
experience denial, depression, loneliness, difficulty
making decisions, and uncertainty, which negatively
affect their quality of life (4-5). Mothers want to give
birth to healthy children, however, they experience
psychological problems, especially in the first years
following birth, when caring for children with chronic
diseases (6). The constant demands of maintaining
the child's health, combined with significant financial
constraints and upheavals in family dynamics, increase
the impact.

The way in which caregivers provide care is affected
by numerous factors, including level of education,
uncertainties, a child’s pain, adverse effects of the
treatment, disease characteristics, the necessity for
long periods of hospitalization, financial difficulties
(7-9). This adverse situation affect mothers of children
with chronic diseases. These mothers are supposed to
be psychological resilience strong to cope with and
adapt this situation. In the context of caring, resilience
is not simply a desirable trait, but also a requirement,
allowing caregivers to traverse the emotional,
physical, and financial complexity of their duties (10).
The substantial demands of caring frequently put
mothers' resilience to the test, making it an important
topic of study to understand how they manage,
adjust, and protect their well-being in the face of such
challenges.

Psychological resilience allows caregivers to deal with
disease-related problems positively (11). Psychosocial
support services help such parents experience fewer
problems, adapt to their child’s illness, and build
psychological resilience (12).

The present study aimed to contribute to and
understanding of the effect of sociodemographic factors
and psychological resilience on the burden of care in
mothers of 0-2-year-old children with chronic diseases.
Many factors affect the burden of care. But we wanted
to understand the care burden and psychological
resilience experienced by mothers who are taking
care of their children hospitalized due to chronic
iliness. The current research focused on the association
between psychological resilience and burden of care,
hypothesizing that the findings will help healthcare
professionals formulate and implement interventions

to help mothers of babies/infants with chronic diseases
increase their psychological resilience and develop
effective coping strategies to minimize the burden of
care.

MATERIAL AND METHOD

The study was carried out at the pediatrics inpatient
clinic of an university hospital between April and
August 2021. This pediatric hospital has important
population including families from urban and rural
districts.The children with chronic diseases are treated
and followed up in this inpatient clinic. We invited to
participate the mothers of children who are receiving
treatment aged 0-2 years with chronic diseases at the
inpatient clinic. The sample size of 128 mothers was
determined to have 0.80 power to detect an effect
size of 0.20 according to Cohen'’s d. The final target
sample of 134 mothers was selected to allow for an
estimated for possible losses. The inclusion criteria
were (1) mother of a child receiving treatment with a
chronic disease aged 0-2 years in the inpatient clinic,
(2) literate in Turkish, (3) absence of any problems
that prevent communication. The mothers were
selected with the convenience sampling approach.
The mothers completed the personal information
form, the Zarit Burden Interview, and the Brief
Resilience Scale at the inpatient clinic. The mothers
were provided with information related to the study.
Ethical approval for the research was obtained from
the ethics committee of the university (Approval
date:1 March 2021; no: 496). In addition, the hospital
where the study was conducted received institutional
permission, and the participants gave written and
verbal consent.

Personal Information Form

The personal information form was developed based
on previous survey, conducted by the researchers
(13-16). The form included 23 items on mother
sociodemographic characteristics (age, gender, marital
status, level of education, employment status, health
insurance, migration status, place of residence, number
of children, the child’s chronic diseases, other children
and relatives, habits, and social isolation), children’s
sociodemographic characteristics (gender, diagnosis of
chronic disease, and time of diagnosis), and identifying
information about caregiving (area of care, duration of
caregiving, presence of the other caregiver, material/
financial, emotional and spiritual support during
caregiving).

Zarit Burden Interview (ZBI)

ZBl was developed by Zarit et al (17). and adapted to
Turkish by Inci and Erdem (18) The instrument assesses
caregiver burden of care. The 22-item scale does not
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have a cut-off score or subscales. The 5-point Likert-
type response scale ranges from never (0) to nearly
always (4). The total score ranges from 0 to 88, with
higher scores indicating higher burden of care (0-21:
little or no burden; 21-40: mild to moderate burden; 41-
60: moderate to severe burden; 61-88: severe burden).
In this study, the scale demonstrated a Cronbach’s alpha
of 0.874.

Brief Resilience Scale (BRS)

BRS was developed by Smith et al. (19). and adapted to
Turkish by Dogan (20). The scale’s six items are scored
on a 5-point Likert scale, from strongly disagree (1) to
strongly agree (5). Items 2, 4, and 6 are scored in reverse.
The scale has no cut-off score or subscales. The total score
varies between 6 and 30, with higher levels suggesting
greater resilience. The scale had a Cronbach's alpha of
0.95, indicating that it was an appropriate instrument for
this investigation.

Data Analysis

The data were analyzed with IBM SPSS Statistics
for Windows v.26.0 (IBM Corp., Armonk, NY), using
a significance level of p=0.05. Descriptive analysis
including median, range percentages was used to define
the sample’s characteristics. Nonparametric tests were
employed because the data obtained from the study did
not follow a normal distribution.

Spearman’s Rho coefficient was used to determine the
relationship between the ZBl and BRS. Mann-Whitney
U test was used to determine the significance of the
mothers’ health insurance, employment, presence of
another caregiver, spiritual and material support on the
mother’s resilience and caregiver burden. The Kruskal-
Wallis H Test was used to compare the significance of
the mother’s age, education, number of children on the
mother’s resilience and caregiver burden.

RESULTS

85.1% of the children of were first diagnosed 6 months
ago. The rate of the mothers who had been giving
care to their child during this period was 85.1% (Table
1). Majority of the children (32.8%) had a diagnosis of
respiratory system diseases

Table 2 shows the distribution of ZBlI and BRS
scores according to the mothers’ sociodemographic
characteristics. Mothers with a bachelor’s degree had
a significantly higher mean ZBI score than those with
lower levels of educational (p=0.013). Working mothers
had a significantly higher mean ZBI score than their
non-working counterparts (p=0.001). Participants that
received material and spiritual support had a significantly
higher mean BRS score than those that did not (p=0.019
and p=0.021, respectively).

Table 1. Characteristics about the mothers and their children

Mothers n (134) %
Age (years) median (19-44)

<29 64 47.8

30-34 33 24.6

=35 37 27.6
Marital Status

Married 130 97.0

Single 4 3.0
Level of Education

Primary school 52 38.8

High School 35 26.1

Bachelor’s Degree 47 35.1
Number of children

1 55 41.0

2 45 335

>3 34 25.5
Employment Status

Unemployed 93 69.5

Employed 41 30.5
Job

Housewife 93 69.4

Employee 10 7.5

Official 31 23.1
Health insurance

Yes 108 80.6

No 26 19.4
Presence of another caregiver

Yes 72 53.7

No 62 46.3
Spiritual (emotional etc.) support for care

Yes 68 50.7

No 66 49.3
Material (financial etc.) support for care

Yes 59 44.0

No 75 56.0
Children
Sex

Girl 52 38.8

Boy 82 61.2
Diagnosis of the children

Cardiovascular diseases 34 24.6

Chronic respiratory diseases 44 3238

Epilepsy and neurological disease 34 254

Metabolic disease 23 17.2

Kidney disease 17 12.7

Immunologic and hematologic disease 34 254
Time of diagnosis (month)

6 114 85.1

6> 20 14.9
Period of the mother caregiving duration (month)

<6 months 114 85.1

>6 months 20 14.9
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Table 2. Distribution of ZBI and BRS scores according to the mothers’ sociodemographic characteristics and presumed social

support

The mother's sociodemographic characteristics . Statistical Analysis- BRS Statistical Analysis-
and details of the presumed social support g ZERES o ZBI Median BRS
Age (years) 0.9412 0.8222
<29 64 45.00 12.00
30-34 33 43.00 13.00
235 37 49.00 13.00
Level education 0.0132 0.562°
Primary school 52 42.50 12.50
High school 35 44.00 12.00
Bachelor’s Degree 45 51.00 13.00
Employment status 0.001° 0.281°
Unemployed 93 42.00 13.00
Employed 41 51.00 12.00
Health insurance 0.960° 0.082°
Yes 108 45.00 13.00
No 26 44.50 12.00
Number of children 0.773° 0.966°
1 55 46.00 13.00
2 45 45.00 13.00
>3 34 43.00 13.00
Presence of another caregiver 0.286°¢ 0.363°
Yes 72 47.00 13.00
No 62 43.50 12.00
Spiritual (emotional etc.) support for care 0.801¢ 0.019°
Yes 68 46.00 13.50
No 66 44.50 12.00
Material support for care 0.898¢ 0.021°
Yes 59 46.00 14.00
No 75 45.00 12.00

2Kruskal-Wallis H test. "Mann-Whitney U test. ‘Independent 2-group t-test (Levene’s test [p=0.646]). ‘Mann-Whitney U test (p<0.05).

Table 3 shows the distribution of ZBI scores according to Table 4. Distribution of BRS scores according to ZBI scores.

the children’s chronic characteristics. Mothers caring for BRS Scores .

. . . . . Bl Score levels n Median p?
children with epilepsy and neurological diseases had a MeanSD
significantly higher mean ZBI score than those caring for ~ Mild to Moderate 49 19714614 2300 <0.001

burden of care
Moderate to severe

children with other chronic diseases (p<0.001).

- £ 85 12.14+2.31 12.00 <0.001
Table 3. Distribution of mother’s ZBI scores according to UIeEm @I EzIE
their children’s chronic diseases characteristics. e Wiy sk
I ZBl . Statistics
Chronic Diseases " MeantSD Median p*

Sperman’s correlations are presented in Table
Yes 33 44.39+11.09 45.00

Heart disease No 101 4357+¢1440 4500 967 5. Sperman correlations revealed negatlvg links
Respiratory system  Yes 44 42411362 4200 ... betweep the BRS and ZBI. There was an inverse
disease No 90 4444+1365 46.00 : correlation between the ZBl and BRS scores (r=-0.650;
Epilepsy and Yes 34 5082+1184 5500 .o p=0.001).

neurological disease No 100 41.38+13.41 43.00

Metabolic disease ~ Yes 23 47.13£11.18 4900 g Table 5. Spearman’s Rho Correlations

No 111 43.08+£14.02 45.00

Scales and corelations BRS ZBI
b Mo (oD comnie e W) [lSemeiocE
aMann_WhimfyUtest — - BRS correlation coefficient - -0.650%*

Sig = 000

Table 4 shows the distribution of BRS scores according N ‘ . 134
to ZBI scores of the mothers. The mothers with mild to ZBl correlation coefficient nl0CO0i -
moderate burden of care had a significantly higher mean 319 (08 -
BRS score than those with moderate to severe burden of **p«)":] -

care (p<0.001).
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DISCUSSION
The present study examined the effect of
sociodemographic  factors and  psychological

resilience on burden of care in mothers of children
with chronic diseases. The findings show that the
mothers had moderate to severe burden of care. The
mothers with a bachelor’s degrees had a significantly
higher mean ZBI score than those with lower levels of
education. Working mothers had a significantly higher
mean ZBI score than their non-working counterparts.
The mothers caring for children with epilepsy and
neurological diseases had a significantly higher mean
ZBI score than those caring for children with other
chronic diseases. Moreover, the findings show that the
level of psychological resilience is lower in mothers
who report greater burden of care. Other research
shows that mothers that care for children with chronic
diseases have moderate and severe burden of care
(21-24).

In the present study level of education, employment
status, type of chronicdisease, and level of psychological
resilience were associated with the level of burden of
care. Burden of care rankings in the current study were
higher than those previously reported (5,8,16,25-26)
which mightbe because the presented sample consisted
of mothers of hospitalized infants aged 0-2 years. Even
healthy babies require a great amount of care; therefore,
caring for infants with chronic diseases increases the
burden of care. Mothers of hospitalized infants are
faced with extra high burden of care because those
infants are in the active period of disease. In accordance
with our observations, the reasons for the increase in
mothers' caregiving burden can include factors such
as polypharmacy, complications, frequent changes in
basic self-care needs (nutrition and excretion), physical
dependence, finances problems, emotion and feeling
of inadequate in responding to the needs of their
children. Some Turkish studies report low mean burden
of care scores, which is probably because Turkish
people do not consider care to be a burden (18,27).
Although Turkish people perceive caregiving as a form
of help, physical and psychological factors increase
their burden of care, because balancing work and home
life becomes difficult when a child is chronically ill.
More highly educated women are participating in the
workforce in Turkey than ever before, and due to the
dual responsibilities of work and home women caring
for children with a chronic illness are expected to have
an increased burden of care (25).

Researchers focusing on the relationship between
level of education and burden of care have reported
inconsistent findings. Turan and Yayan reported that
university graduates had a high burden of care (23). On
the other hand, Alahan et al. reported that parents with
a primary school degree had higher mean burden of care

scores than others (27). Calisir et al. reported that there
isn't a relationship between burden of care and level of
educational (22). The researchers that reported parents
with a bachelor’s degree have a lower burden of care
attributed this finding to the assumption that the burden
of care may decrease as the level of knowledge increases.
Mothers in the present study with a bachelor’s degree had
a higher mean ZBI score than those with primary and high
school degrees, which might have been due to 3 things.
First reason; mothers with a bachelor’s degree may be
more aware that their children with chronic diseases have
specific needs that need to be met, and therefore, they
can feel the burden of care more intensely than those
with lower levels of education. Second reason; On one
hand, the responsibilities brought by working life, and on
the other hand, accompanying a child hospitalized and
taking care of responsibilities at home, when experienced
together, can increase the mother's caregiving burden.
Third reason; educated mothers can gather information
about the complications of their illnesses from a variety
of information sources, therefore they may feel the
responsibilities that come with knowing more intensely.

In the present study working mothers had a significantly
higher mean ZBl score than their non-working
counterparts, which is consistent with the literature
(15,28). On the other hand, some studies observed that
non-working mothers had a significantly higher mean ZBI
score than their working counterparts (25,29). Caring for
a child with a chronic disease requires constant attention,
emotional support, and medical management, which can
significantly strain the mother's psychological well-being.
Balancing these responsibilities with work demands can
exacerbate burden care of the mothers. The mother's
responsibilities at the workplace and increased roles
can increase the burden of care. Also the type of work,
duration and intensity of work, work-related physical
and mental fatigue, stress, and the distance between the
workplace and home are among the factors that affect
work and burden of care (29).

Mothers in the present study whose children had
epilepsy and neurological diseases had a significantly
higher mean ZBI score than those whose children had
other chronic diseases. Earlier research also shows that
caregivers of children with epilepsy and neurological
diseases have more burden of care than those whose
children has other chronic diseases (22,30). It was further
suggested that a child with epilepsy’s seizure frequency,
response to treatment, and need for prolonged and
frequent hospitalization, and the fact that the child’s
mental functions are negatively affected increase burden
of care.

In the present study there was a negative correlation
between the ZBl and BRS scores; as the ZBIl score
increased the BRS score decreased, as previously
reported (31-33). High-level psychological resilience
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has a significant positive effect on the perception of
burden of care, as compared to low-level resilience.
Psychological resilience plays a role in mobilizing
functionality used to solve problems. Mothers with
chronically ill children need support to overcome illness-
associated adversity; therefore, it is necessary to develop
intervention strategies for strengthening psychological
resilience (14). Positive results are expected when
resilience development strategies are used with mothers
that have low-moderate-level psychological resilience. In
addition to improving psychological resilience, it can also
decrease the burden of care. The mothers in the present
study that received material and spiritual support had a
significantly higher mean BRS score than those that did
not. Earlier research shows that parents that receive social
support have higher levels of psychological resilience
and lower burden of care than those that do not (34-37).
Positive social relationships are critical to psychological
resilience and social support positively affects parents’
maintenance of positive relationships and psychological
resilience (38).

The present findings show there is a significant
relationship between burden of care and psychological
resilience. Mothers reporting, mild to moderate burden
of care had higher levels of psychological resilience
than mothers reporting moderate to severe burden
of care. Mothers reporting, mild to moderate burden
of care had higher BRS scores than those reporting
moderate to severe burden of care. These findings are
similar to previous studies that interventions to improve
psychological resilience might also decrease burden of
care (30,39-40). They also indicate that chronic diseases
in children, especially those requiring continuous care
in hospital, can negatively affect parents’ psychological
resilience because they require medication and multiple
forms of treatment, and a high level of care. A study
conducted on caregivers of children with chronic iliness
reported that the level of psychological resilience varied
according to being a parent or not and that the level of
psychological resilience in non-parents was higher than
that in parents (37). The first years of parenthood (in the
case of a child with a chronic disease) might negatively
affect psychological resilience due to the challenges of
therequired high level of caregiving. Up to a certain point,
mothers may employ coping mechanisms and resilience
strategies effectively to manage the stress and demands
of caregiving. However, as the burden intensifies, these
mechanisms may become overwhelmed, leading to a
decrease in resilience. Several factors might account
for the relationship between the burden of care and
resilience ratings. Firstly, individuals with a light to
moderate caregiving load might have better access to
support networks like family, community resources,
and healthcare services, which can help them maintain
their resilience. Secondly, the intensity and length of the
caregiving situation can greatly affect resilience; those

with moderate to severe caregiving duties might face
longer-term, more demanding responsibilities, which
can hinder their ability to recover from stress. Lastly,
personal traits such as optimism, coping skills, and
past experiences with adversity can also play a role in
determining resilience levels.

Limitations

The present study was initially designed to be conducted
in outpatient and inpatient clinics but was conducted
only in inpatient wards due to the ongoing COVID-19
pandemic and the closure of outpatient clinics. The results
are obtained from a small size of companion mothers
from the inpatient pediatric clinics and, therefore whether
these results can be replicated in general in large sample
remains to be clarified. In this study, only the caregiving
burden and resilience of mothers who provide care was
examined.

CONCLUSION

In this study, which examines the care burden and
resilience of mothers accompanying children aged 0-2
who are receiving treatment in hospitals, it has been
found that the mothers' care burden is high. In addition,
the burden of care was higher in the mothers that had
a bachelor’s degree, were employed, and had children
with epilepsy and neurological diseases. Based on these
findings, we think it is essential to initiate interventions
to increase psychological resilience in these mothers, so
as to decrease their burden of care.

Working mothers had a higher level of burden of
care than non-working mothers. Identification of the
factors associated with work-related stress in mothers
of children with chronic diseases and interventions
directed towards those factors are recommended. The
burden of care in the present study’s mothers of children
with epilepsy and neurologic diseases was higher than
in the mothers of children with other diseases. These
mothers face an immense burden that extends beyond
physical care and into deep emotional, spiritual, and
existential dimensions. Recognizing this load is the
first step toward providing the comprehensive support
that these families deserve. As society tries to better
understand and address these difficulties, it is critical
to recognize and encourage the resilience of these
mothers. It is recommended that information and
counseling services be provided not only to mothers,
but also to other family members to facilitate their
contribution to the care and support of mothers and
expansion of mothers’ social support networks. Fathers
were not included in the study because they could not
be interviewed even though they did not stay in the
hospital. In the future, similar studies including fathers
could be conducted to investigate the caregiving
burden and resilience more in-depth.

70



Pediatr Pract Res 2024; 12(3): 66-72

Karakaya et al.

The burden of care was higher in the present study’s
mothers with low levels of psychological resilience, as
compared to those with high levels of resilience. It is
recommended to provide information and counseling
services not only to mothers but also to other family
members to enhance the psychological resilience of
mothers. This aims to involve other family members in
caregiving and to support the expansion of mothers'
social support networks.
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