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ABSTRACT

Background: A majority of parents of children with chronic illness encounter physical
conditions, as well as some degrees of burnout, anxiety, and depression. This study examined
the prevalence of burnout in the primary caregivers of children with chronic conditions and its
related factors.
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Published: 01 May 2021 Methods: A descriptive cross-sectional study was conducted on 385 family caregivers of
¢ children with chronic conditions who were selected by convenience sampling method from 4
healthcare centers in Kashan and Isfahan Provinces, Iran. A demographics questionnaire and
the Maslach Burnout Inventory (MBI) were used to gather the required data. The MBI assesses
caregiver burnout in 3 domains of emotional exhaustion, depersonalization, and reduced
personal accomplishment. The obtained data were analyzed in SPSS using Mann-Whitney U
test, Kruskal-Wallis test, Chi-Squared test, Fisher’s Exact test, Analysis of Variance (ANOVA),
and linear regression analysis. P<0.05 was considered significant.

Results: The Mean+SD age of the examined caregivers and children were 38.2+8.04 and
8.9+4.9 years, respectively. Fifty percent of the research participants were fathers, and 74.3% had
a family size of >4 members. The ill children were mostly boys (60%) and afflicted with renal
(45.2%) or neurological (18.2%) disorders. The mean scores of the caregivers in the 3 subscales
of emotional exhaustion, depersonalization, and personal accomplishment, were 22.21, 6.40, and
13.24, respectively. However, 62.3% and 47.9% of the caregivers experienced high or moderate
levels of emotional exhaustion and depersonalization; nearly all of them (99.2%) experienced
reduced personal accomplishment. The age of the child, the type of chronic condition, the
frequency of medical visits, as well as the caregiver’s age, job, income, and family size, could
predict caregiver burnout (1>=0.17).

Keywords: : Conclusion: The family caregivers of children with chronic conditions experience moderate
Burnout, Family . burnout. Nurses and other healthcare providers should be aware of the signs of caregiver burnout
caregivers, Children, © and its contributing factors; accordingly; appropriate plans should be made for the periodic
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Highlights
* The family caregivers of the children with chronic conditions encountered moderate burnout.
* The caregivers with lower education experienced the highest emotional exhaustion.

* Having more than two children with chronic illness was among the factors that significantly affected the mean
scores of caregivers’ burnout.

* Insufficient income seemed to be among the main causes of burnout in the parents and family caregivers of children
with chronic conditions.

Plain Language Summary

Taking care of children with chronic diseases, managing their general and special caring needs as well as their edu-
cational and insurance organizations matters, prone parents and family caregivers to stress and burnout, and jeopardize
their physical and emotional health. The present study results suggested that the majority of examined caregivers
experienced high or moderate levels of burnout. The highest emotional exhaustion was experienced by the caregiv-
ers of children with disabilities, children with metabolic and immune disorders, and those with chronic neurological
disorders. Caregivers with lower education experienced the highest emotional exhaustion. Also, insufficient income,
having more than two children, and having more than two children with chronic illness were among the factors that

significantly affected the caregivers’ burnout.

1. Introduction

hronic diseases are the major cause of

death worldwide (Buttorff, Ruder & Bau-

man 2007). About 20% to 30% of chil-

dren and adults in the United States suf-

fer from chronic conditions (Brown et al.

2008). This rate is estimated to be 20.7%
in Iran (Lankarani et al. 2011). Raising a child with a
chronic condition or physical disability is not only chal-
lenging for the child but also for their parents and family.
With the advancements in medicine and the increased
life expectancy of children with chronic disorders, a
major part of the required care has been transferred to
their parents to be provided at home (Khanna et al. 2015;
Kuhlthau et al. 2007; Lim & Zebrack 2004). Taking care
of these children, managing their general and special
caring needs, as well as their educational and insurance
organizations necessities, prone parents and family care-
givers to stress and burnout; subsequently, such condi-
tions impair their physical and emotional health (Ekim &
Ocakci 2016; Thompson 2009). The children’s need for
frequent medical visits, frequent and long-term hospi-
talizations, and painful diagnostic and therapeutic inter-
ventions create a stressful life, for the children and their
parents (Ashkani, Dehbozorgi & Tahamtan 2004; Ekim
& Ocakei 2016).

A study reported that family relationships were impaired
in 69% of families having a child with a chronic illness,
67% of families reported sleep disorders, and 37% pre-
sented disruptive social relationships (Navidian & Ba-
hari 2008). Studies also suggested that a majority of par-
ents of children with chronic illness experience physical
disorders as well as some degrees of anxiety and depres-
sion (Ashkani, Dehbozorgi & Tahamtan 2004; Hussein
& Authman 2013; Macedo et al. 2015).

Several studies examined the burden of care and burnout
in the family caregivers of adult patients (Abbasi et al.
2012; Malakouti et al. 2003).

Burnout is defined as a psychosocial syndrome (Ekim
& Ocakei 2016), i.e., manifested by emotional fatigue,
indifference to others, and perceived personal insuffi-
ciency or the lack of personal accomplishment (Thomp-
son 2009). Burnout results from increased workload and
role demands, and reduced ability to fulfill them. It is
the consequence of long-term exposure to massive stress
(Guimardes et al. 2015), that diminishes biopsychologi-
cal resistance to them (Hockenberry & Wilson 2018).
Several studies focused on the perceived burden (Na-
vidian & Bahari 2008; Valizadeh et al. 2017), a differ-
ent aspect of biopsychological health (Golics et al. 2013;
Navidian & Bahari 2008; Perricone et al. 2013; Spur-
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lock 2005; Tong et al. 2010; Valizadeh et al. 2017), and
quality of life (Pruthi & Mohta 2010) among the parents
and family caregivers of children with intellectual dis-
ability (Navidian & Bahari 2008), cancer (Valizadeh et
al. 2017), and some other chronic conditions (Navidian
& Bahari 2008; Perricone et al. 2013; Valizadeh et al.
2017). These studies signified that factors, such as the
type and severity of children’s disease, independence
level (Macedo et al. 2015), and the parents’ culture, so-
cial relations (Brown et al. 2008; Macedo et al. 2015;
Thompson, 2009), supportive resources, income, occu-
pation, roles, and the number of children (Brown et al.
2008; Thompson, 2009), can contribute to the type and
quality of parental experience of caring for a child with
a chronic disease. However, few studies are available on
burnout in the parents and family caregivers of children
with chronic disorders. One of these studies has reported
that 36% of the Swedish parents who had children with
type 1 diabetes or inflammatory bowel disorders expe-
rienced burnout (Lindstrom et al. 2010). Another study
in France, although overlooked reporting the prevalence
of parental burnout, highlighted that parental burnout
may increase the rate of sleep problems and durg use
disorders among parents. Burnout in these parents was
also associated with conflicts and estrangement mind-
set, avoidance, and suicidal ideation among the couples.
Besides, it also increased the odds of negligence and
violent behaviors towards their children (Mikolajczak et
al. 2018). Studies on burnout in the parents and family
caregivers of children with chronic conditions and its re-
lated factors are scarce. Specifically, there exists no such
study in Iran. Thus, the present study aimed to examine
the prevalence of burnout in the primary caregivers of
children with chronic conditions and its related factors.

2. Materials and Methods

The present descriptive and cross-sectional study was
conducted on the main family caregivers of children
with chronic conditions. The study was conducted from
June 2017 to September 2017. The study subjects were
recruited from 4 centers, including Shahid Beheshti Hos-
pital and the children’s rehabilitation center in Kashan
City, Iran, and Emam Hossein children’s Hospital and
Hazrate Abolfazl charity institution in Isfahan City, Iran.

The inclusion criteria of the study were having at least
a child aged 1-18 years with a chronic disease that has
lasted >3 months; being a family member who cares for
and lives with the child; not having a severe psychoso-
cial condition, and willingness to participate in the study.
The caregivers were excluded if providing incomplete
questionnaires.
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The necessary sample size was determined based on
a previous study in which the Mean+SD score of care-
giver burnout was measured as 3.23£1.14 (Lindstrom,
Aman Norberg 2010). Then, considering a ¢ of 0.05, a d
of 0.0.1 (i.e., 0.1 of the given SD), the required sample
size was estimated as 385 subjects (Formula 1).

@\6) = (1.96)*(6.46)°
& (0.1%6.46)°

To select the study samples, lists were prepared of all
children per the inclusion criteria who had registered at
the study settings. Then, using the convenience sampling
method, the family caregivers meeting the inclusion cri-
teria were invited to participate in this study. The sam-
pling continued until the sample size was completed.

A two-part questionnaire was used in this study. The
first part contained questions on demographics of the
caregiver and the child, such as the age of the child and
the caregiver; the type and duration of child’s disease;
the educational level of the child and caregiver; the
caregiver’s job, marital, and economic status; support
resources; the size of the family; the presence of another
child with a chronic condition in the family; the frequen-
cy of hospitalizations of the child in the past 6 months,
and the frequency of medical visits.

The second part of the tool was the Maslach Burnout
Inventory (MB]), i.e., adapted to the parents of patients
with severe illnesses by Ybema et al. (Ybema et al.
2002). The MBI is a 22-item inventory in 3 domains of
Emotional Exhaustion (EE) (9 items), Depersonalization
(DP) (5 items), and reduced Personal Accomplishment
(PA) (8 items). All the items in the EE and DP are scored
on a seven-point continuum, including ‘never=0’, ‘a
few times a year or less=1’, ‘once a month or less=2’,
‘a few times a month=3’, ‘once a week=4’, ‘a few times
a week=5" to ‘every day=6’. Items in the PA subscale
are scored reversely. The possible range of scores on EE,
DP, and reduced PA are 0-54, 0-30, and 0-48 respective-
ly. The 3 domains are independent of each other and no
total burnout score is generated. Burnout is defined as
the presence of high scores in both EE and DP subscales
and low scores in the PA subscale. In the EE subscale,
scores 0-16, 17-26, and >27, are considered low, moder-
ate, and high EE, respectively. In the DP subscale, scores
0-6, 7-12, and >13 indicate low, moderate, and high DP,
respectively. However, in the PA subscale, scores >39,
22-38, and <21 are considered low, moderate, and high
reduction of PA, respectively. This inventory was trans-
lated into Persian and its validity and reliability were
confirmed. The scale’s Cronbach’s alpha coefficient
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ranged from 0.77 to 0.88 for different subscales (Sharifi
& Fatehizade 2012).

When a caregiver agreed to participate, an appointment
was arranged to visit them in a private room at a hospi-
tal, charity institution, or at their home door, where the
study questionnaire was provided to them. Furthermore,
they were explained how to complete it. The study sub-
jects were requested to complete the questionnaire in a
private and comfortable environment. Most of them pro-
vided completed questionnaires in 30 min. If the study
subjects could not read any part of the questionnaire, the
researcher read them the questions and recorded their
answers.

The obtained data were analyzed in SPSS 16. First, the
Kolmogorov-Smirnov test was used to assess the normal
distribution of the quantitative data. The collected data
were described by mean, standard deviation, and fre-
quency distribution. The Mann-Whitney U and Kruskal-
Wallis tests were used for between-group comparisons
of the non-normal data. Categorical data were compared
using the Chi-squared test and Fisher’s Exact tests. One-
way Analysis of Variance (ANOVA) was used to com-
pare normally distributed quantitative data between >3
subgroups of the study subjects. Linear regression analy-
sis was used to examine the predictive factors of care-
giver burnout. P<0.05 was considered significant.

3. Results

The Mean+SD age of the caregivers and children were
38.2+8.04 and 8.9+4.9 years, respectively. Other demo-
graphic information is presented in Tables 1 and 2.

The mean scores of the caregivers in the 3 subscales
of EE, DP, and PA were 22.21, 6.40, and 13.24, respec-
tively. While 62.3% and 47.9% of the caregivers experi-
enced a high or moderate level of EE and DP, nearly all
of them (99.2%) experienced reduced PA (Table 3).

Table 4 indicates that the caregivers of children with
disabilities encountered the highest EE and DP; while
the least PA was experienced by the caregivers of chil-
dren with cardiac and respiratory diseases.

Moreover, caregivers with insufficient income, those
having more children with chronic conditions, and those
whose children required further medical visits obtained
significantly higher scores in the EE and DP subscales
and lower scores in the PA subscale, compared to their
counterparts. In other words, these caregivers experi-
enced a higher burden in all 3 subscales (P<0.05). How-
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ever, the age, marital status, and occupational status of
the caregiver, as well as the child’s age, number of dis-
eases, and illness duration were not significantly related
to the caregivers’ EE, DP, and PA mean scores.

Furthermore, linear regression analysis data indicated
that among all factors which entered the model, the
child’s age, chronic condition type, and the frequency
of medical visits, as well as the caregiver’s age, occupa-
tional status, income, and family size could significantly
predict 17% of the variance in the caregiver’s burnout
(r*=0.17). Among those, the major factors were income
and the frequency of medical visits (Table 5).

4. Discussion

Approximately two-thirds of the subjects experienced
moderate to severe EE, half of them experienced DP, and
nearly all of them encountered reduced PA. Few studies
are available on burnout in the parents or family care-
givers of children with chronic conditions. Jaramillo,
Moreno and Rodriguez (2016) reported that 52% of the
caregivers of children with trisomy 21 suffered from EE
(Jaramillo, Moreno & Rodriguez (2016). Varghese and
Venkatesan (2013) also studied the mothers of children
with autism; they concluded that 85% of them presented
signs of biopsychological burnout (Varghese & Venkate-
san 2013). In another study, the signs of burnout were
revealed in 36% of the parents of children with chronic
conditions (Sharifi & Fatehizade 2012). Differences in
the severity and frequency of burnout in family caregiv-
ers can be attributed to the type of disease and the char-
acteristics of patients and caregivers in different studies
(Varghese & Venkatesan 2013). However, the diagnosis
of a life-threatening or chronic illness in a child and its
long-term treatment usually affect the parents and fam-
ily. Such impacts are so severe that even after years,
the parents of some of these children manifest signs of
post-traumatic $tress disorder (Mikolajczak et al. 2018).
The enduring pressure from caregiving and parenting
can lead to biopsychological and emotional problems in
family caregivers; disrupt their social and familial inter-
actions; diminish their ability to meet the needs of the
ill child; hinder them to play their individual and social
roles, and eventually inspire them a sense of incompe-
tence in fulfilling such roles.

In the current study, the highest EE mean scores were
respectively possessed by the caregivers of children with
disabilities, children with metabolic and immune disorders,
and those with chronic neurological diseases. The highest
mean values of DP scores were also obtained by the care-
givers of children with disabilities and chronic neurological
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Table 1. Characteristics of caregivers of children with chronic conditions

Characteristics of Caregivers No. (%)
<30 68 (17.7)
Age 30-40 194 (50.4)
>40 123 (31.9)
Low literate 173 (44.9)
Education level Diploma 165 (42.9)
Academic 47 (12.2)
Mother 183 (47.5)
Kinship with the child Father 193 (50.2)
Others 9(2.3)
Single 10 (2.6)
Marital status Married 369 (95.8)
Divorced 6(1.6)
Official jobs 35(9.1)
Self employee 166 (43.1)
Job
Housekeeper 176 (45.7)
Retired and unemployed 8(2.1)
<4 98 (25.5)
Numbers of family member
>4 287 (74.5)
Sufficient 60 (15.6)
Income
Insufficient 325(84.4)
No 290 (75.3)
Having another sick child 2 children 74 (19.2)
>3 21 (5.5)
1 99 (25.7)
Numbers of children 2 170 (44.2)
>3 116 (30.1)
Family 254 (66)
Supportive resources Social 54 (14.0)
No support 77 (20.0)

Client- Centered Nursing Care
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Table 2. Characteristics of children with chronic conditions

Characteristics of Children No. (%)
1-6 129 (33.5)
Age,y 6-12 152 (39.5)
>12 104 (27.0)
Low literate 208 (54.0)
Education level Elementary education 106 (27.5)
Secondary education or higher 71 (18.5)
Boy 232 (60.3)

Sex

Girl 153 (39.7)

3-12 months 75 (19.5)

Disease duration

> 12 months 310 (80.5)

Cardiac and respiratory disorders 35(9.1)

Handicaps 27(7.0)
Renal 174 (45.2)

Type of disease

Neural 70(18.2)

Gastrointestinal 14 (3.6)

Endocrine, metabolic and immune disorders 65 (16.9)
1 310 (80.5)

Numbers of diseases

2 or more 75 (19.5)

Weekly or every 2 weeks 89(23.1)
Intervals of medical visits Every month 264 (68.6)

Every 2 months or longer 32(8.3)
0-1 times 164 (42.6)
Number of hospitalizations in the last 6 2-3 times 106 (27.5)

months

>4 115 (29.9)

Client- Centered Nursing Care

Table 3. Levels of burnout among the caregivers of children with chronic conditions

No. (%)
Domains of Burnout MeantSD Range K
High Moderate Low
Emotional exhaustion 22.21+15.78 0-54 141 (36.6) 99 (25.7) 145 (37.7)
Depersonalization 6.40%6.22 0-24 52 (13.5) 132 (34.4) 201 (52.2)
Reduced personal accomplishment 13.24+10.24 0-45 296 (76.9) 86 (22.3) 3(0.8)

Client- Centered Nursing Care
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Table 4. Mean caregivers’ burnout scores in the 3 subscales according to the type of the children’s diseases

MeantSD
Type of Disease
Reduced Personal Accomplishment Depersonalization Emotional Exhaustion

Cardio-Pulmonary disorders 11.20+10.39 6.01+6.30 17.54+17.95
Renal 12.5619.16 6.5615.78 21.91+13.83
Neural 11.45+10.13 6.7516.49 22.09+16.88
Gastrointestinal 11.95+12.11 2.9613.65 14.34+14.60
Metabolic and immune disorders 17.04+12.09 5.7416.31 25.35+17.02
Handicaps 16.33 £8.89 8.2716.22 26.96+17.28

diseases. However, the highest levels of reduced PA were
experienced by the caregivers of children with cardio-pul-
monary and neurological diseases. A study reported that the
type and the severity of the child’s disease can affect the in-
tensity of the caregiver’s burnout (Varghese & Venkatesan
2013). Although the burden of care deteriorates caregivers’
physical and emotional health, the level of emotional ex-
haustion and depersonalization seems to be interconnected.
Thus, the caregivers have less time for their individual af-
fairs; consequently, such pressures reduce their PA.

In the present study, insufficient income, having >2 chil-
dren and having >2 children with chronic illness were
among the characteristics that significantly affected the
caregivers’ burnout. Additionally, caregivers whose ill chil-
dren required further medical visits and hospitalizations
experienced higher burnout in 2-3 dimensions. Besides,
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the caregivers of children with >1 disease demonstrated a
significantly higher EE, compared to the other examined
caregivers. Perhaps, having a child with multiple illnesses
imposes a further psycho-economic burden on family care-
givers, resulting in greater emotional exhaustion. Further-
more, inadequate income seemed to be among the main
causes of burnout in the parents and family caregivers of
children with chronic conditions. Moreover, required fur-
ther medical visits and hospitalization, and having more
children will considerably increase the time and the costs
the caregivers spend on caring for the child. In such con-
ditions, caregivers’ constraints will induce their feelings of
inadequacy, disappointment, and energy exhaustion; subse-
quently, it limits their familial and social interactions, and
prevent them from actualizing their personal goals (Polatct
etal. 2014).

Table 5. The regression analysis data for determining the predictive factors of caregivers’ burnout

Unstandardized Coefficients

Standardized Coefficients

Model t P
B SE Beta

Constant 8.392 10.741 - 0.781 0.435
Caregiver’s age, y 0.581 0.201 0.173 2.892 0.004
Occupational status 4.679 1.975 0.129 2.369 0.018
Economic status -10.665 3.868 -0.147 -2.757 0.006
Family size 3.161 1.511 0.118 2.092 0.037
Disease type 1.730 0.556 0.164 3.109 0.002
Child’s educational level -3.719 1.107 -0.185 -3.361 0.001
The frequency of medical visits -7.413 2.052 -0.190 -3.612 0.000

Adjusted R Square = 0.169.

Client- Centered Nursing Care
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In the present study, caregivers with lower education ex-
perienced the highest EE. However, caregivers’ educational
level did not significantly affect the other burnout subscales.
Moreover, caregivers whose children had lower education
indicated higher levels of DP. Yildizhan et al. also reported
significant connections between caregiver’s educational
level and perceived EE and DP (Yildizhan et al. 2019). It
seems that more educated individuals usually have better
social interactions better job opportunities, and income,
better problem solving and stress management skills, and
greater self-confidence. Moreover, ill children with further
education may not only present a better understanding of
the disease and its treatment but also would take a greater
part in their self-care. Then, the caregivers of these children
may find more opportunities for familial and social interac-
tions; consequently, they experience less DP.

Several limitations should be noted while using the results
of this study. The study participants were selected from
several healthcare settings. The quality of services and the
severity of conditions might have affected the caregivers’
burnout, i.e., overlooked in this study. Moreover, due to the
cross-sectional nature of the study, precise causal relation-
ships cannot be examined.

5. Conclusion

The examined family caregivers of children with chronic
conditions experienced moderate burnout. Factors, such as
the child’s and caregiver’s education, the number of diseas-
es in a child, the size of family and number of children, and
caregiver’s income affected their perceived burnout. Nurses
and other healthcare providers should be aware of the signs
of caregiver burnout and its contributing factors; according-
ly, they should develop appropriate plans for the periodic
evaluation of caregivers for burnout. Consequently, they
can train them to suitably cope with caregiving problems
and refer them to appropriate supportive and counseling sys-
tems if necessary.
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