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Purpose: Caring for children with chronic diseases, caregivers have to manage their child’s
daily life to prevent complications and improve their quality of life. This study investigated
family management of children with chronic diseases, quality of life of children, and
correlation between family management of caregivers and quality of life of children as
perceived by the caregivers.

Patients and Methods: This cross-sectional study collected data from 200 pairs of
caregivers and children with asthma, anemia, and thalassemia aged 5 to 12 years after
receiving treatment and follow-up in the pediatric outpatient department of the tertiary
hospital, June to November 2020. Research instruments comprised a Family Management
Measure (FaMM) and the Pediatric Quality of Life Inventory (PedsQL 4.0). Data were
analyzed using descriptive and Spearman rank correlation coefficient statistics.

Results: The caregivers of children obtained a mean score on family management of 166.88 (S.
D.= 11.32). The quality of life of children with chronic illness had a mean score of 66.59 (S.D.=
18.63). Correlation analysis revealed that easy family management of the caregivers had
a positive correlation with the quality of life of children with chronic diseases. On the contrary,
difficulty in family management negatively correlated with the quality of life of the children.
Conclusion: Most caregivers could have easy family management in caring for the children.
In summary, easy family management will allow children with chronic illness to receive
decent care from their caregivers, contributing to improved quality of life.

Keywords: family management, quality of life, chronic illness, children, caregiver

Introduction

Over the past few decades, the number of children diagnosed with chronic diseases has
been rising every year' due to advanced medical treatment translating into the
increased survival rates and saving lives of children with chronic illness from lethal
threats more effectively than in the past.” In Asia, China has witnessed many children
with chronic diseases hospitalized due to several conditions, including chronic kidney
diseases, diabetes, and Rheumatic disease.> A similar trend In Thailand and the
standard conditions leading to hospitalization are hematology abnormality, respiratory
disease, heart disease, cancer, etc. Furthermore, the mortality rates of the children
suffering from chronic diseases are the highest; males aged 5-14 years tended to
experience it more than females.* When children fall ill due to the long-term and
unpredictable symptoms of the diseases, they also lack practical thinking and decision-

making in caring for themselves because of immature growth and development. Thus,
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caregivers will have to care for their children with chronic
diseases with specific goals in mind not only to prevent
complications or mortality rates but also to encourage their
quality of life.”> Such responsibility undoubtedly has ripple
impacts on the physical and mental well-being of both the
caregivers and the children.**

The Family Management Style Framework (FMSF),
which widely adopted by Knafl, Deatrick, and Havill
(2012), extends its scope over various dimensions: it
addresses the extent of perception, needs, thought, and
beliefs which caregivers have regarding daily routines in
response to chronic conditions of children to see whether it
leads to easy or difficult family management based on six
aspects: Child’s daily life, Condition management ability,
Condition management effort, Family life difficulty, view
of condition impact and Parental mutuality based on the
Family Management Measure. For result interpretation,
high total scores in three aspects, including Child’s daily
life, Condition management ability, and Parental mutuality,
denote effortless family management style. In contrast,
high scores in the three other areas, including Condition
management effort, Family life difficulty, and view of
condition impact, denote complex family management
style.”

Research on the FMSF revealed that caregivers of
children with chronic diseases exhibit inconsistent and
discontinuous family management as indicated by high
mean scores in some parts of family management.>*'*
However, it also depends on the diversity of factors influ-
encing family management, as uncovered in the study in
Duangdech, Patoomwan, Pookboonmee, Orathai, and
Rehm (2017) investigating family management for chil-
dren with cerebral palsy in Thailand. Findings suggested
that family hardiness and severity were the factors
involved in family management and affected children’s
health conditions.'® Similarly, Sutthisompohn et al demon-
strated that asthma severity had a positive correlation and
was a predictive factor of family management.'’
Moreover, the age of the caregivers, number of medicines
used, education, income, and family functioning also had
some effects on family management for children.®'*'?

Four components, more specifically, their characteris-
tics, determine whether family management of the care-
givers will be easy or difficult: attributes of the illness,
person, family, and environment.” The quality of life of
chronic diseases in children is one of the crucial goals for
treatment. It involves caregivers’ preference of happiness,
enabling children with chronic conditions to carry out

their daily routines the same way children at their age
commonly do. First, physical functioning is concerned
with perceiving an ability to exercise, cope with pain
and fatigue. The second is emotional functioning which
is fear, sadness, anger, anxiety, and sleep. The last two
include social and school functioning: the perception of
relationships with others and difficulties in learning,
memorizing, working on, completing assignments, and
being absent from school to receive continual treatments
typical among children with chronic diseases. The
PedsQL 4.0
perceptions.'®

can be employed to assess these

Previous studies demonstrated that children with
chronic diseases usually undergo substandard life quality
due to limitations caused by the disease-generated symp-
toms and health conditions.>”'® A systematic review by
Hall et al found that factors generating impacts on the
quality of life of children comprise child’s age, caregivers’
knowledge, duration of illness, recurrence of diseases,
and the number of

ability to control symptoms,

hospitalization." Besides, some studies uncovered that
easy family management affects the quality of life in
children with chronic diseases.”'” ' Therefore, family
management of children may influence the quality of life
of children with chronic illnesses.

Previous studies found that each family of children
with chronic diseases adopted different management meth-
ods depending on the factors related to family manage-
ment ability.'%'*° In this study, the researchers believe
that caregivers’ family management may affect the quality
of life of the children as perceived by their caregivers.
Thus, the researchers appreciate the importance of
researching family management and the quality of life of
children with chronic diseases in Southern Thailand. And
the correlation between family management carried out by
caregivers with chronic diseases according to the FMSF by
Knafl et al’ covers six aspects and quality of life four
elements of perception focused on physical, emotional,
social, and school functioning. The most common chronic
diseases in children follow-up in the pediatric outpatient
department of the Maharaj Nakhon Si Thammarat
Hospital, including asthma and thalassemia, and anemia
among children aged 5-12 years. It’s aimed to serve as
a guideline for promoting caregivers’ family management
so that the caregivers give efficiently aligned with the
treatment goals, mitigating the severity of the illnesses,
preventing complications, and promoting the quality of life
of children at their age deserve.
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Patients and Methods
Study Design, Setting, and Sample

In the cross-sectional study, the sample was among 200
pairs of caregivers and their children with chronic diseases
(asthma, anemia, and thalassemia) aged 5 to 12 years and
followed up in a pediatric outpatient department, Maharaj
Nakhon Si Thammarat Hospital, Thailand, over the period
between June to November 2020. G*Power 3.1 with the
level of power set at 0.95 and effect size set at 0.30 were
employed to calculate the number of research samples.?
Sample grouping was conducted using proportional sam-
pling with children suffering from three types of chronic
diseases who came to receive treatment at Maharaj
Nakhon Si Thammarat Hospital most frequently from
October 2018 to September 2019: asthma, anemia, and
thalassemia. After that, purposive sampling was employed
to select a group of caregiver research samples based on
the inclusion criteria: aged 18 years or older, responsible
for managing, caring, and making treatment decisions and,
live in the same households with the selected children with
asthma, anemia, thalassemia aged 5 to 12 years and have
suffered from the conditions longer than three months.
Both the caregivers and children consented to participate
in this research. We were in a good state of mind and
communication in Thai.

Questionnaire
Research instruments were detailed as follows:

1) A questionnaire on demographic data of caregivers:
elicited data on age, relationship, status, education, occu-
pation, income, and experience in caring for children with
chronic diseases, and general data of the children includ-
ing gender, age, age at which the first disease manifesta-
tion occurred, the number of times to the hospital for
treatment, and the chronic diseases.

2) The FaMM investigating six aspects based on the
framework proposed by Knafl et al, 2012, back-translated
in 5 parts by Wattana, Jintrawet, and Lamchang and one
factor by the researcher. The questionnaire consisted of 53
items assessed using five rating scales ranging from 1
score representing “strongly disagree” to 5 scores repre-
senting “strongly agree.” Score interpretation of easy
family management involved a total score derived from 5
items on the management of a child’s daily life, 12 items
on condition management ability, and 8 items on parental
mutuality, which altogether yielded 25-125 scores. The
score range of 87.50 to 125.00 signified easy family

management. Turning to the problematic family manage-
ment, scores in this aspect derived from 4 items on
Condition management effort, 14 items on family life
difficulty, and 10 items on condition impact. The score
of 84 to 140
management.”’

3) The PedsQL 4.0: There are 2 issues for 5-7 and 8-
12 years old. The questionnaire consists of 23 items cover-

range signified complex family

ing four aspects, including physical, emotional, social, and
school functioning, rated by Likert’s scale five scores
interpreted according to the perception of caregivers and
children ranging from 0—4 scores in each item (0=100,
1=75, 2=50, 3=25, 4=0). High scores denote an excellent
quality of life for children.'®

Reliability and Validity

Content Validity

The PedsQL 4.0 had its content validity checked and the
Item Content Validity Index (CVI) calculated, yielding the
value of 0.88. The FaMM, whose five aspects were back-
translated by Wattana et al, was supported by Family
Assessment Device (FAD) and Eyberg Child Behavior
Inventory (ECBI) and calculated using Pearson’s correla-
tion coefficients statistical significance.”’

Back Translation

The FaMM consisted of 8 items, granted permission from
the tool owner, translated from English into Thai, back-
translated from Thai into English by the specialized and
experts in the two languages. Next, the researchers con-
ducted an accurate cross-check of the translated content
with the original Thai version and decided what to modify.

Reliability

As a try-out, the researcher administered the FaMM, and
PedsQL 4.0 to 15 children with chronic diseases fol-
lowed up in the pediatric outpatient department at the
hospital. The reliability value was determined using
Cronbach’s alpha coefficient. The six aspects com-
prised 1) Child’s daily life 2) Condition management
ability 3) Condition management effort 4) Family life
difficulty 5) Condition impact and 6) Parental mutuality,
each of which had a Cronbach’s alpha of 0.92, 0.80,
0.81, 0.85, 0.89, and 0.93 respectively. For the PedsQL
4.0, with the caregivers’ accounts, the reliability was
0.89, and for the children with chronic diseases, the
reliability was 0.92.
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Statistics

Demographic data, caregivers’ family management, and
quality of life were analyzed using descriptive statistics
comprising frequency distributions, percentage, mean,
standard deviation. Association between the caregivers’
family management and quality of life were analyzed
using the Kolmogorov—Smirnov test demonstrating differ-
ence from a normal distribution, so the association was
analyzed using the Spearman rank correlation coefficient
statistics, determining statistical significance at 0.05.

Ethical Approval

This study was conducted in accordance with the
Declaration of Helsinki. All procedures performed in studies
involving human participants followed the ethical standards
of the Ethical Institutional Consideration. This study
received approval from Ethics Committee on Human
Research at Walailak University on April 21, 2020.
(WUEC-20-092-01) and Ethics Committee on Research of
Maharaj Nakhon Si Thammarat Hospital on May 25, 2020
(WU-EC-NS-2-191-63) as required by the process before
data collection. Inform consent; Researchers obtained from
all individual participants included in the study.

Results

Demographic Data of Caregivers

Among the 200 caregivers, the majority, at 78.5% (n=157)
were mothers of children, 59% (n= 118) aged 2140 years,
76.5% (n= 153) married, 41% (n= 82) graduating with
secondary education, 31.5% (n= 63) making living employ-
ment. In terms of household incomes, 40% (n= 80) earned
less than 10,000 Thai baht, and most of the caregivers at
62% (n=124) had gained previous experience in caring for
children with chronic diseases (Table 1).

Demographic Data of Children with

Chronic Disease

Among the 200 children with chronic diseases, 58% (n=116)
were male, 42% (n= 84) were female, 52% (n= 104) aged 5—
7 years, 41% (n= 82) manifesting the illness for the first time
younger than one year, 38% (n= 76) received treatment at the
hospital 1 to 3 times/year. Half of the children with chronic
diseases, at 50.5% (n= 101) had asthma (Table 2).

Family Management of Caregiver
The 200 caregivers obtained a mean score of 166.88 out of 256
on family management, 98.71 scores on easy, and 68.18 on

Table | Demographic Data of Caregivers (n = 200)

Demographic Data n (%)
Age (year) Range 18-76, x = 88.38, S.D. = 9.03
18-20 years 2(I)
2140 years 118 (59)
41-60 years 74 (37)
> 60 years 6 (3)
Relationship with the children
Father 16 (8)
Mother 157(78.5)
Grandmother/Grandfather 17 (8.5)
Uncle/Aunt 7 (3.5)
Older sister 3(1.5)
Marital status
Single 16 (8)
Married 153(76.5)
Divorced/separated 31(15.5)
Levels of education
Primary education 39(19.5)
Secondary education 82 (41)
Diploma education 20 (10)
Undergraduate/Graduate degree 59(29.5)
Occupation
Employment 63(31.5)
Agriculturist 33(16.5)
Housewife 39(19.5)
Trader 36 (18)
Government employee 22 (1)
Private business 7(3.5)
Household income/ month (THB)
< 10,000 80 (40)
10,000-20,000 67(33.5)
20,001-30,000 26 (13)
> 30,000 27(13.5)
Experience in caring for children
Experienced 124 (62)
Non-experienced 76 (38)

difficulty family management: the scores were high on easy
and were low on difficulty reveal that the caregivers of chronic
illness children had the easy family management. When cate-
gorized by the diseases, caregivers tended to the children who
obtained mean scores on family management thalassemia,
anemia, and asthma (x = 169.28, 168.27, and 165.03).

When categorized based on easy aspects, children with
asthma scored the maximum (x= 99.87), followed by ane-
mia (x= 99.61). Furthermore, the caregivers with asthma
received the top mean score on the child’s daily life and
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Table 2 Demographic Data of Children with Chronic Disease
(n= 200)

Demographic Data n (%)
Gender

Male 116 (58)

Female 84 (42)
Age (year) Range 5-12, X = 7.53, SD = 2.05

5-7 years 104 (52)

8-12 years 96 (48)
Age at which the illness for the first time

< | years old 82 (41)

I1-3 years old 66 (33)

3-5 years old 28 (14)

> 5 years old 24 (12)
The number of times of treatment at the hospital

I1-3 times/year 76 (38)

4-7 times/year 52 (26)

7-10 times/year 16 (8)

>10 times/year 56 (28)
Chronic diseases of the children

Asthma 101(50.5)

Anemia 49(24.5)

Thalassemia 50 (25)

condition management ability aspects (x =19.96, and
47.23), respectively. However, those caring for the children
with anemia scored the top (x = 33.35) on family manage-
ment in parental mutuality. On the other hand, turning to
difficult family management, the caregivers of children
with thalassemia received the top mean score (x= 73.82),
followed by anemia (x= 68.65) (Table 3).

Quality of Life in the Children with

Chronic Diseases

Quality of life perceived by caregivers yielded the mean
score of 66.59 and 81.45 based on the children. It found
that the caregivers with all types of chronic diseases gave
a higher score on the quality of life to psychosocial than
physical functioning. But the mean score on physical was
higher than psychosocial functioning from the perception
of children. When categorized by types of diseases, the
children with asthma were found with the maximum mean
scores on quality of life—based on the perception of both
the caregivers and children (Caregivers = 67.91, and chil-
dren = 83.39), followed by the pairs dealing with anemia
(Caregivers = 67.35 and children = 82.36) (Table 4).

The Relationship Between Caregivers’
Family Management and Quality of Life in
Children

Correlation between family management of the caregivers
and the quality of life of the children perceived by
a caregiver was analyzed using the Spearman rank correla-
tion. Results suggested that easy family management posi-
tively correlated with the overall quality of life with
statistical significance (r= 0.22, p< 0.01). Looking into
each aspect, it was found that easy family management
had a positive correlation with quality of life in psychosocial
(r=0.25, p< 0.01), emotional (r= 0.24, p< 0.01), and social
functioning (= 0.23, p< 0.01). On the other hand, it nega-
tively correlated difficult family management and overall
quality of life (r=—0.26, p< 0.01). Going by aspects, difficult
family management had a negative correlation with the
quality of life in physical (= —0.15, p< 0.05) psychosocial
(r=—0.29, p< 0.01) emotional (r= —0.36, p< 0.01) and social
functioning (r= —0.24, p< 0.01) (Table 5).

Discussion

Family Management of Caregivers
The family management of caregivers in children with
chronic diseases demonstrated that the caregivers averaged
166.88 on the six aspects. The mean score on easy family
management was 98.71, while difficult family manage-
ment yielded 68.18, resulting in the interpretation that
the caregivers had easy family management. In more
detail, most of them, at 78.5%, were mothers demoting
biological relation. Fifty-nine percent of the caregivers
were aged 21-40 years divided into early and mid-adults,
and 41% completed secondary education. Therefore, the
caregivers were presumably more capable of making deci-
sions and caring for children than younger or older
adults.' %15

Moreover, the caregivers had gained some experience
caring for children with chronic diseases. The caregivers
were aware of children with chronic illnesses for an
extended period. In this regard, the children may exhibit
persistent or severe symptoms enabling them to live their
lives quite similar to other children at their age. It was
consistent with the study by Jones, Whitehead, and Crowe
(2016), reporting that caregivers with previous experience
in caring for children with chronic diseases during the time
with no relapses or stable condition had more confidence
and ability to care for children than within an emergency
period.** Besides, the children within the 5-12 age
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Table 3 Level, Mean Scores, and Standard Deviation of Family Management in Caregivers

Data Asthma (n = 101) Anemia (n = 49) Thalassemia (n = 50) Total (n = 200)
Total family management

Mean (S.D.) 165.03 (11.76) 168.27 (11.62) 169.28 (9.55) 166.88 (11.32)

Range 127-210 132-194 147-193 127-210

Easy family management

Level Easy Easy Easy Easy

Mean (S.D.) 99.87 (13.36) 99.61 (12.92) 95.46 (12.11) 98.71 (13.02)
Child’s daily life

Mean (S.D.) 19.96 (4.22) 19.84 (3.98) 18.38 (2.92) 19.54 (3.91)
Condition management ability

Mean (S.D.) 47.23 (7.26) 46.43 (6.31) 45.10 (6.55) 46.50 (6.89)
Parental mutuality

Mean (S.D.) 32.68 (6.15) 33.35 (5.60) 31.98 (5.84) 32.67 (5.93)
Difficulty family management

Level Easy Easy Easy Easy

Mean (S.D.) 65.16 (13.96) 68.65 (16.93) 73.82 (14.05) 68.18 (15.11)
Condition management effort

Mean (S.D.) 10.32 (2.49) 11.04 (3.21) 12.34 (2.45) 11.00 (2.79)
Family life difficulty

Mean (S.D.) 29.37 (8.80) 30.80 (10.25) 33.16 (9.23) 30.67 (9.37)
Condition impact

Mean (S.D.) 25.48 (5.17) 26.82 (5.85) 28.32 (4.44) 26.52 (5.29)

Table 4 Mean Scores and Standard Deviation of Quality of Life as Perceived by Caregivers and Children

Quality of Life

Asthma (n = 101)

Anemia (n = 49)

Thalassemia (n = 50)

Total (n = 200)

Mean (S.D.) Mean (S.D.) Mean (S.D.) Mean (S.D.)

Caregiver-report
Overall 67.91 (18.16) 67.35 (19.91) 63.20 (18.22) 66.59 (18.63)
Physical functioning 61.20 (24.74) 60.14 (26.80) 58.81 (24.47) 60.34 (25.08)
Psychosocial functioning 71.49 (16.73) 71.19 (19.21) 65.53 (17.15) 69.93 (17.57)
Emotional functioning 75.94 (18.58) 76.63 (18.55) 69.30 (19.74) 74.45 (19.01)
Social functioning 78.76 (17.53) 76.73 (22.09) 73.80 (17.74) 77.03 (18.81)
School functioning 59.75 (21.22) 60.20 (24.89) 53.50 (22.68) 58.30 (22.59)

Children-report
Overall 83.39 (12.43) 82.36 (16.55) 76.62 (14.82) 81.45 (14.34)
Physical functioning 84.31 (14.89) 83.48 (19.16) 77.88 (17.24) 82.50 (16.75)
Psychosocial functioning 82.90 (13.60) 81.77 (18.16) 76.00 (15.55) 80.90 (15.50)
Emotional functioning 80.40 (17.70) 80.00 (20.84) 75.60 (19.18) 79.10 (18.89)
Social functioning 90.00 (13.71) 86.84 (19.73) 83.40 (15.57) 87.58 (15.99)
School functioning 78.32 (15.96) 78.47 (19.98) 69.00 (21.33) 76.03 (18.78)

characterized by improved rational thinking and partial
self-care abilities, so they could care for themselves with-

out relying on others entirely.

edly care for the children. Being deprived of no assistance

In contrast, some caregivers were divorced or sepa-
rated, resulting in enormous responsibility for singlehand-

2170

Dove!

Patient Preference and Adherence 2021:15



https://www.dovepress.com
https://www.dovepress.com

Dove

Sutthisompohn and Kusol

Table 5 Correlation Coefficient Statistics Between Family Management and Quality of Life (n = 200)
Data Quality of Life (r)
Total Score Physical Psychosocial Emotional Social School
Functioning Functioning Functioning Functioning Functioning
Easy FM 0.22%* 0.14 0.25%* 0.24%* 0.23** 0.14
Difficulty FM —0.26%* —0.15% —0.29%* —0.36%* —0.24%* —0.14

Note: *p<0.05, *p<0.01.

caused exhaustion and stress. The caregivers worked full-
time, resulting in insufficient time to care for the children
to their most total ability. Some caregivers needed to take
some time off from their jobs, meaning reduced incomes
since their children required treatment at the hospital. The
study also uncovered that they earned less than 10,000
THB per month. It was consistent with numerous previous
studies on factors influencing family management for chil-
dren with chronic disease suggesting that role in a family,
age, educational levels of caregivers, stable occupations
providing sufficient incomes, age of children, and the
period in which the diseases were active, less severity of
the disease and social support were all the factors deter-
mining whether caregivers of children would have easy or
difficult family management.*'%!2:14.15.25

Categorized by diseases, the caregivers obtained simi-
lar family management, namely thalassemia, anemia, and
asthma. However, organized by aspects, the caregivers of
children with asthma obtained the maximum mean scores
on easy family management, followed by those caring for
the children with anemia and thalassemia. Furthermore,
the caregivers of children with asthma who scored
received the maximum mean scores on the child’s daily
life and condition management ability. However, in par-
ental mutuality, those caring for the children with anemia
obtained the highest mean scores. In complex family man-
agement, the caregivers of children with thalassemia
received the highest mean score, followed by those caring
for the children with anemia and asthma. Consistent with
the study by Mendes et al, families of children with
asthma experienced management of difficulties in family
life on a lower level than families of children with diabetes
and epilepsy.'? For example, asthma naturally causes
inflammation in the respiratory system, so the management
is primarily centered on medication or inhalers to keep the
symptoms under control or prevent a relapse.
Environmental management to avoid any stimulants is
also focused on it. The disease’s prognostic trend seems

. 2 .
to be better as age increases.”® However, thalassemia is

a condition of an abnormal blood system that needs to
receive a blood transfusion and checkup to detect strange
blood, mainly suffering from iron overload.>' The care-
givers cannot be managed procedures by themselves but
need to be treated by health care providers. Caregivers of
children with thalassemia showed lower mean family man-
agement scores than the children with asthma.

Quality of Life in the Children with

Chronic Diseases

According to the overall caregiver accounts, the quality of
life of children with chronic diseases in this study sug-
gested that the quality of life obtained a lower mean score
than that based on the children’s accounts. At the same
time, reports of the caregivers gave a higher mean score to
quality of life in psychosocial functioning than physical
functioning, versions of the children assigned a higher
mean score to the physical functioning than the psychoso-
cial functioning. Furthermore, children with chronic dis-
eases scored the highest on quality of life in social
functioning but the lowest in school functioning. It can
explain that even though children with chronic illnesses
can go to school, study hard, perform in class and do
homework, frequent school absence for doctor’s appoint-
ments or treatment at a hospital during the relapse period
also occurs.'”?’ It’s similar in this study; some children
with chronic disease needed to visit the hospital for treat-
ment more frequently than ten times a year. Turing to
quality of life in physical functioning, caregivers and
children were aware of performing a daily routine such
as walking, running, exercising, etc. In emotional func-
tioning, both caregivers and children were slightly con-
cerned. It indicates that the caregivers may not genuinely
understand the needs of the children with chronic disease
causing them to feel afraid of and concerned about their
unpredictable conditions. They also expected their chil-
dren to have the same quality of life as others their age
do. Therefore, the caregivers acknowledge that the quality
of life of children with chronic diseases was lower than
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that perceived by the children, and perception in each
aspect was different.’

Data suggested that the children with asthma obtained
the highest mean score, followed by anemia and thalasse-
mia. The quality of life of children based on the caregivers
found that the children with anemia received the highest
mean in emotional functioning and school functioning.
Based on the children’s accounts, those with similar ane-
mia obtained the highest mean quality of life scores in
school functioning. This finding indicated that both the
children with asthma and their caregivers perceive happi-
ness in life and live the same as or quite similar to the
other chronic disease children at the same age the most
compared to children with other diseases. It may be
because asthma does not characteristically have complex
disease progression or severe complications resulting in
less frequent hospital visits. This finding harmonized with
that by Mendes et al.'?

Nonetheless, in case of an asthmatic attack or severe
uncontrollable symptoms, exercise-induced bronchospasm
decreases children’s physical activities with asthma.?®
Children need to administer an inhaler, oxygen, etc.
Children with asthma could also experience a lower qual-
ity of life.'”?° Still, children with thalassemia suffering
from low hemoglobin in the blood system will annually
need more than six times per year blood transfusion,”' in
worse cases, some of whom have to do the splenectomy or
experience complications: transfusion allergic reaction,
hepatitis, delayed growth, and malnutrition. In addition,
children with these diseases may need to be hospitalized
for an extended period, causing them to have a lower

quality of life than those with asthma.?’=!

Correlation of Caregiver’s Family
Management and Quality of Life of

Chronic lliness Children

The easy family management comprises a child’s daily
life, condition management ability, and parental mutuality
exhibited a positive correlation in the low level with the
quality of life of the children with chronic diseases. It was
consistent with the findings of the study by Sheng et al,
putting forward that the caregivers with easy family man-
agement provided quality of life to children with a chronic
disease.” This can explain that 157 caregivers were
mothers related to chronic disease children by heredity,
satisfaction in caring for their chronic disease child, and
perception that they are not a burden. They understand and

acknowledge illnesses of children with a chronic disease
whose disease progression lasts for an extended period
because they have had the chronic disease since the age
below one year. Also, 62% of the caregivers had gained
previous experiences caring for other children with
chronic illnesses. Cumulative expertise contributes signifi-
cantly to the confidence they have in caring for children
with chronic conditions more effectively.®*

However, 5-12 years-old children with chronic diseases
have developmentally, to some degree, achieved the physical
strength and capacity to care for themselves without entirely
depending on their caregivers.’® The difference in each
chronic disease may also be the result of the different family
management. Hence, the caregivers or other family mem-
bers could assume their daily routines and efficiently sought
particular treatments and cared for children with chronic
diseases. They administered medications or inhalers for
asthma required in the treatment plan;'® Providing disease-
specific diets or refraining from giving iron-rich food to
those with thalassemia, taking the children to blood transfu-
sion appointments, and consistently keeping track of labora-
tory results. Moreover, the caregivers in this study have been
assisted by health care providers and accessed the health
care service system with specific units to manage their
child’s conditions. Children with chronic diseases might
not exhibit any relapses or complications, meaning they
could go through quite identical daily routines compared to
other children at their age and 38% of them visited the
hospital for treatment only 1-3 times a year. With this, the
caregivers acknowledged that the children had a good qual-
ity of life. It was apparent that the caregiver and the chronic-
disease children, other determinants came into play, affect-
ing easy family management. As a result, the correlation
between easy family management and the quality of life was
low level. Going by aspect, data revealed that easy family
management had a positive correlation with psychosocial
functioning, emotional functioning, and social functioning,
which was consistent with the study by Zhang et al, Im et al
and Chusri et al uncovering that caregivers’ easy family
management was related to a more stable emotional condi-
tion of the children: less frustration, irritability, adequate
sleep, sociability and ability to play with their peers.'>'%*!

Meanwhile, complex family management comprises
a condition management effort, family life difficulty, and
view of condition impact exhibited a negative correlation
in the low level with the overall quality of life. It can
explain that the caregivers acknowledged that the chronic
diseases their children experienced complicated the family

2172

Dove!

Patient Preference and Adherence 2021:15


https://www.dovepress.com
https://www.dovepress.com

Dove

Sutthisompohn and Kusol

due to the diseases’ unpredictability. Additionally, this
study indicated that 28% of the children with chronic
diseases visited the hospital more than ten times annually.
As a result, they experienced a substandard quality of life.
In each aspect, it was evident that complex family man-
agement negatively correlated on a low level with the
quality of life. The condition in which caregivers had
difficult control significantly and negatively impacted the
quality of life of children with chronic diseases. The
children might need persistent hospital visits for treatment,
have their physical movement limited, making them
unable to exercise strength or follow daily routines,
experience fatigue, pain, anxiety, and fear of the proce-
dures incurring crying, tantrum, unsociability, or no inter-

. . . . . . 272931
action with others resulting in behavioral regression.”’%">

Conclusion

This study has demonstrated that caregivers of children
with all types of chronic diseases experience easy family
management. Those caring for children with asthma have
the most accessible family management. In contrast,
those caring for children with thalassemia have the
most challenging family management. Despite being
identically categorized as chronic diseases, the progres-
sion of different diseases forges distinct family manage-
ment approaches. Based on the caregivers’ accounts, the
children’s quality of life is lower than that reported by
the children with chronic diseases. The children with
asthma have the best life quality, followed by those
with anemia and thalassemia—casy family management
results in improved life quality of children with chronic
diseases. Therefore, the healthcare providers should pay
attention to family management, create a family promo-
tion, and optimize the administration regarding its qual-
ity, comprehensibility, and specificity for each type of
chronic disease so that children suffering from diverse
chronic conditions have access to a quality life.
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