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Abstract

The objectives of this research was to assess the relationship between parental capacity and quality of life of
children with cancer. Parental capacity, such as overprotection (OP), perception of child vulnerability (PCV),
and parenting stress (PS), can affect the relationship between parents and their children with cancer. It
influences children’s emotional, behavioral, and social functions. This research was an analytical cross-
sectional research carried out to 74 children in Haji Adam Malik Hospital Medan from November — December
2020. Interviews were conducted to assess children’s quality of life by PedsQL and parental capacity with
Kolmogorov Smirnov test. Correlation tests were done by Pearson and Spearman analysis. The mean value of
PS was 103.32. The median score of OP was 48 (28 — 68), PCV was 17 (10 — 22), and children’s quality of
life was 77.88 (50.55 — 98.15). There was no significant relationship between OP (p = 0.469) and PCV (p =
0.781) with quality of life. However, significant relationship was observed between PS and quality of life (p
<0.001) of children with cancer.
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1. Introduction

Cancer is one of the leading causes of death in children worldwide. The incidence tends to
increase over time. International Association of Cancer Registries stated that there have been at
least over 385 thousand incidences of cancer at the age of 0 — 19 years old in the last decade
(Steliarova et al., 2017). High morbidity and mortality rates in children with chronic medical
conditions, such as cancer, often cause psychosocial difficulties in adults (Sitaresmi et al., 2008).
Psychological pressure from parents to contain their emotions can be manifested as anxiety, worries,
sadness, and even depression.

Wolfe et al. reported that parents taking care of children with chronic medical conditions had
higher risk of having psychological distress, hence having maladaptive parental behavior (Wolfe et
al., 2014) There are three parental capacity variables, such as overprotection (OP), perception of
child vulnerability (PCV), and parenting stress (PS). Overprotection (OP) is a parental attitude that
is very supervising, difficult to part from their children, unable to let the children to be independent,
and often very controlling (Bourdeau et al., 2007; Carpentier et al., 2008) Perception of child
vulnerability (PCV) is a parenting style that takes children as being very sick and vulnerable
(Forsyth et al., 1996). Parenting stress (PS) is a stress that occur due to the relationship between
parents and their sick children, where their different characteristics also cause the occurring stress
(Wolfe et al., 2014; Hullman et al., 2010) Studies have shown that high OP, PCV, and PS values
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can negatively affect children, causing bad emotional, behavioral, and social functions (Mullins et
al., 2007).

Health related quality of life (HRQOL) describes the perception of health level of one
individual after disease diagnosis and treatment from the individual, as well as the family (Davis et
al., 2006). Studies showed that there were cases of younger children with cancer having lower
quality of life due to anxiety about disease procedural, medication, and communication (Sitaresmi
et al., 2008). Parental psychological pressure, coming from the difficulties to cope with emaotions
and cognitions that can manifest as anxiety, worries, sadness, or depression, contributes to the
quality of life and well-being of their children with cancer.

Nowadays, there are many available scales that can clinically help assessing impaired parent-
child relationship. However, only little data is available to validate those scales. The validity of the
data is important, because those scales are able to provide different preventive, diagnostics, and
therapeutic strategies for primary health care providers in supporting children’s awareness of their
health, diseases, and development of the personal autonomy (Thomasgard, 1998). Therefore, it is
important to provide family-based interventions that target parental behavior in children population
with chronic conditions, for instance children group with cancer. The intervention is also expected
to encourage parents to adapt to their children living with medical chronic condition (Steliarova et
al., 2017). This research studied about parental capacity and the relationship with the quality of life
of children with cancer.

2.  Methods

This was an analytical cross-sectional study to assess the variables of parental capacity and
the effects to quality of life of children with cancer. The research was conducted in pediatric
hematology-oncology outpatient and inpatient unit in Haji Adam Malik hospital Medan from
November to December 2020.

Research samples were children with cancer who were receiving treatment in pediatric
hematology-oncology outpatient and inpatient unit in Haji Adam Malik hospital Medan and having
their parents or guardians to accompany them during treatment throughout year 2020. The research
subjects met the inclusion and exclusion criteria. They were selected by consecutive sampling
method. Inclusion criteria were children with cancer aged <18 years old, whose parents and
guardians were able to completely fill in the questionnaire, and they agreed to become the subjects
in the research by signing the consent form. Exclusion criteria were children experiencing decreased
in consciousness or being in critical or terminal conditions, and receiving palliative care. Then,
children and parents or guardians who consumed sedative drugs during the research, and
experienced organic mental disorders or significant development impairment.

Interviews were conducted to obtain demographic data of research subjects, such as gender,
age, type of cancer, duration of diagnosis, type of patients — whether new or relapse patients, and
quality of life assessment by using PedsQL. Whereas for the parents or guardians, there were
assessment for their quality of life, and values of overprotection (OP), perception of child
vulnerability (PCV), and parenting stress (PS).
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2.1. Research ethics

Parents of the research subjects were given explanations about the research and they were
asked for consent to be involved in the study. This study was approved by Health Research Ethical
Committee, Medical Faculty of Sumatera Utara (No. 750/KEP/USU/2020).

2.2. Data analysis

Data collected was analyzed by using a computerized software system. Univariate analysis
was carried out for research subject characteristic data, by presenting categoric data with
percentage, while numerical data was presented in average and standard deviation, as well as
median with minimum and maximum values. Bivariate analysis was used to assess the correlations
among variables of parental capacity with quality of life. Pearson correlation was used for normally
distributed data, otherwise Spearman test was carried out. The significance level and confidence
interval in this study were p <0.05 and 95% respectively.

3.  Results

3.1. Research subject data characteristic

This research was followed by 74 pediatric patients with cancer. There were more male
(51.4%) than female patients. The average age of patients was 8.39 years old, while the average age
of parents was 38.32 years old. There were 32 parents (43.2%) who had graduated from universities
and 30 parents (40.5%) were high school graduates. The majority of research subjects suffered from
hematologic cancer (83.8%) and the rest (16.2%) suffered from solid tumor cancers. There were 8
subjects (10.8%) who had been diagnosed with cancer for <6 months, 20 subjects (27%) for 6
months — 1 year, 24 subjects (32.4%) for >1 — 2 years, and 22 subjects (29.8%) for >2 years. Among
all the subjects, 64 patients (86.5%) were newly diagnosed patients, where 10 of them (13.5%) were
relapse cases. The demographic characteristic of research subjects and their parents is shown in
Table 1.

Table 1. Research subject characteristic data

Demographic Characteristics n=74
Gender, n (%)

Male 38(51.4)
Female 36 (48.6)
Children’s age, average (SD), years old 8.39 (4.24)
Parents’ age, average (SD), years old 38.32 (7.39)

Education level of parents, n (%)
Primary school 4 (5.4)
Secondary school 8 (10.8)
High school 30 (40.5)
University graduates 32(43.2)
Type of cancer, n (%)
Hematology 62 (83.8)
Solid tumors 12 (16.2)
Duration of diagnosis, n (%)
< 6 months 8 (10.8)
6 months — 1 year 20 (27)
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>1-2years 24 (32.4)

> 2 years 22 (29.8)
Type of patient, n (%)

New 64 (86.5)

Relapse 10 (13.5)

3.2. Statistics of parental capacity variables and quality of life of children with cancer

Table 2 shows the average and standard deviation (SD), and median and range (min-max) of
Kolmogorov Smirnov test for parental capacity variables, such as OP, PCV, and PS scores, as well
as quality of life of both parents and children. Data was normally distributed and analyzed by
Pearson correlation analysis. The average score of parental stress (PS) was 103.32, which means
that the score met the criteria of parental stress. While the quality of life of parents was 74.07 that
indicated parents had good quality of life. In this research, overprotection (OP) score was at median
48, in the range of 28 to 68 (min — max). The median of child vulnerability perception (PCV) was
17, with a range of 10 to 22 (min — max). The median of quality of life of children was 77.88, with
arange of 50.55 to 98.15 (min — max).

Table 2. Statistics of OP, PCV, PS of parents and quality of life

Parameter Average (SD) P value
Parental stress (PS) 103.32 (18.54) 0.200"
Parent’s quality of life 74.07 (16.24) 0.200"
Median (range) P value
Overprotection (OP) score 48 (28 - 68) 0.042"
Perception of child vulnerability (PCV) score 17 (10 -22) <0.001"
Children’s quality of life 77.78 (50.55 — 98.15) 0.046"

“Pearson correlation analysis

3.3. Relationship between parental capacity variables and quality of life of children with cancer

Table 3 displays the correlation test between parental capacity and quality of life of children
with cancer. There was no significant relationship between overprotection (OP) and children’s
quality of life (p = 0.469). Similarly, perception of children vulnerability (PCV) was also not
significantly correlated to the quality of life, with p = 0.781. Meanwhile, parental stress (PS) was
significantly correlated to quality of life of children, with p < 0.001 and correlation value of 0.409.
This means that the higher the parental stress, the lower the quality of life of children.

Table 3. Correlation between parental capacity variables and children’s quality of life

Children’s quality of life

Parameter
r P value
Overprotection (OP) 0.085 0.469"
Perception of child vulnerability (PCV) 0.033 0.781"
Parental stress (PS) 0.409 <0.001"

“Spearman correlation analysis
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4. Discussion

In this research, there were more male pediatric patients (51.4%) than female. The study done
by Liu et al., collecting data from International Incidence of Childhood Cancer, concluded that boys
tends to be more prone than girls (Liu et al., 2019). The average age of patients in this research was
8.39 years old. The data from International Agency for Research on Cancer in year 2010, in the
study by Steliarova et al. stated that around 11.4% of children worldwide aged 0 — 14 years old were
diagnosed with cancer (Steliarova et al., 2017). Moreover, the study done by Hilda et al. in Haji
Adam Malik hospital Medan in year 2012 reported the average age of research subjects with cancer
was 9.9 years old (Hilda et al., 2015).

The majority of cancer type in this research was hematologic cancer, with 62 subjects
(83.8%) diagnosed. According to International Association of Cancer Registries in the study by
Steliarova et al. hematologic cancer was the most commonly found cancer type in children
worldwide, at around 36% of total cases (Steliarova et al., 2017). Now, Hilda et al. reported 69.6%
of hematologic cancer cases in their study taking place in Haji Adam Malik hospital Medan in year
2012 (Hilda et al., 2015). As for duration of diagnosis, most patients (32.4%) had been diagnosed
with cancer for about 1 to 2 years. Alves, Guirardello, and Kurashima from Brazil stated that there
was relationship between the time of first diagnosis and stress factor, where parents would have
higher level of stress and anxiety at early diagnosis. Parents whose children had been diagnosed for
over a period of time would have gone through a period of adaptation to the disease (Alves,
Guirardello, and Kurashima, 2013). In this research, most subjects (86.5%) were newly diagnosed
patients with cancer, whereas 10 subjects (13.5%) were relapse cases. According to the data from
Childhood Cancer Survivor Study by Wasilewski-Mas et al., the overall probability of relapses of
cancer in children was 4.4% in the first 5 years. It would increase to 6.2% in 10-year time, which
was influenced by multifactorial factors, such as the severity of previous diseases, child and family
characteristics, and previous treatment history (Wasilewski-Mas et al., 2009).

Parental stress (PS) score in this research was 103.32, which indicated that the score met
the criteria of parental stress. Hung, Wu, and Yeh from China compared the average parental stress
score of patients with cancer to patients with disabilities, and the result showed that parents of
children with cancer had higher average of PS, at an average of 118.3 (Hung, Wu, and Yeh, 2004).
As for quality of life of parents, the average score in this research was 74.07, indicating parents had
good quality of life. Rensen et al. conducted a study and reported an average of 80.1 and 79.1 quality
of life scores in the fathers and mothers of children with cancer respectively (Rensen et al., 2019).
Quality of life score above 70 means that subjects had good quality of life.

There was an increase in overprotection (OP) score in the research subjects, with a median
of 48, within the range of 28 to 68 (min — max). The study done by Hullman et al. about the
relationship between parental overprotection and HRQOL in pediatric cancer reported an average
OP score of 32 in parents of children with cancer, with minimum and maximum score of 17 and 49
respectively. The perception of child vulnerability (PCV) score was at median of 17 in this study,
where the minimum was 10 and the maximum was 22. Whereas, Hullman et al., (2010) reported an
average score of PCV of 7, with min — max value of 0 — 18 (Hullman et al., 2010).

The median value of quality of life of children was 77.88, with minimum value of 50.55 and
maximum of 98.15. The study done by Hilda et al. reported the average quality of life of children
with cancer was 42.1% (Hilda et al., 2015). This research showed no significant relationship
between OP and quality of life of children (p = 0.469). Similarly, there was no relationship between
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PCV and quality of life with p = 0.781. Mullins et al. also reported no relationship between parental
overprotection and quality of life of children with asthma. They also conducted study with diabetic
pediatric patients and reported no significance between OP and depression symptoms in children
(Mullins et al., 2007). However, Hullman et al. reported that the increases in parental OP and PCV
were correlated with the decrease in quality of life of children. However, by controlling the
characteristics of children and parents, as well as disease parameters, there would be adjustments to
children and their quality of life towards their parent’s parental capacity of OP and PCV variables
(Hullman et al., 2010).

In the assessment of parental stress, there was a significant relationship to quality of life of
children observed (p <0.001; r = 0.409). The metanalysis study conducted by Bakula et al. with 14
researches, consisted of 1646 parents of children with cancer, showed moderate scale of correlation
between parental stress (PS) and quality of life of children (r = 0.23; p <0.001). This has stated that
psychosocial functions of parents contributed to children’s psychosocial functions in childhood
cancer cases (Bakula et al.,, 2020). Given the importance of parental function theory in
understanding children’s function, the psychosocial aspects of parents become an important
variable to understand the quality of life of children after cancer diagnosis (Hullman et al., 2010).

5. Conclusion

There was no significant relationship between overprotection (OP) score and quality of life of
children. There was also no significance between perception of children vulnerability (PCV) and
quality of life. There was, however, a significant relationship between parental stress (PS) and
quality of life of children.
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