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Background
Chronic kidney disease has been increasing in recent 
years. In the United States, its prevalence has increased 
six-fold in the last five years (1). Chronic kidney disease 
in children has an incidence of 18 per million individuals 
(2). In Iran, the number of children with chronic renal 
failure is 107 per million individuals (3). According to 
official reports in Iran, the annual incidence rate of chronic 
renal failure is 11 % (4). Chronic renal failure is defined 
as inappropriate and irreversible renal function (5). This 
ultimately leads to end-stage renal disease (ESRD) and 
requires one of the alternative kidney therapies including 
dialysis or transplantation (1). Chronic kidney disease is 
defined as kidney damage or glomerular filtration rate 
less than 60 ml/min per 1.73 m2 of body surface area 
for three or more months (6). Despite the high cost of 
treatment, these patients suffer from depression, stress, 
and family and personal problems (7). Family support 
plays an important role in the acceptance of the disease 
by the patient and is also a strong factor in promoting 
and maintaining their quality of life (8). In children with 

chronic illness, parents are the primary caregiver and thus 
have many challenges in coping with the child’s complex 
problems and tasks (9). 

In children with chronic kidney disease, consistent and 
intensive parental support is needed. Parent’s mental, 
physical, and financial pressures can affect their ability 
to cope with their child’s illness and the quality of care 
provided to their child (10). Parents of children with 
chronic kidney disease are often required to benefit 
from specific home interventions, including dialysis and 
patient-specific nutrition. Their family should constantly 
monitor the child’s health, support appropriate health 
care, prepare for complications such as infection and 
other life-threatening complications, and attend frequent 
hospital visits. The parent’s caregiving ability depends on 
their level of knowledge and awareness (11). Awareness 
of the child’s illness reduces the parents’ stress and 
fear (12). Parental anxiety not only occurs when the 
child is hospitalized but may continue until after the 
child is discharged, which may be related to the child’s 
admission and the parents’ lack of knowledge and their 
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inadequate information about the child’s illness (13). 
Given the importance of family knowledge and awareness 
that improves the quality of life of patients and family 
members, we aimed to determine the level of knowledge 
and awareness of parents of children with chronic kidney 
disease and identify influencing factors.

Participants and Methods
This study was a descriptive cross-sectional study on 
all parents of children with chronic kidney disease aged 
8-12 years referred to nephrology and medical clinics of
Abouzar Hospital. Among the study population, parents
of 42 children were selected based on the inclusion criteria. 
The sample size was calculated based on a previous study
(14). The inclusion criteria were having least six months
of childhood illness, age range of 8-12 years, having no
underlying illness in the child, GFR (should be spelled
out first) between 30-60 ml/min, being in stage three or
four of chronic renal failure, no child hospitalization, and
parents’ willingness and ability to participate in the study.

  After obtaining the Code of Ethics (IR.AJUMS.
REC.1397.323) and introducing a letter from the Vice-
Chancellor for Research Affairs of Ahvaz Jundishapur 
University of Medical Sciences to assess parental 
awareness, the demographic information questionnaire 
was given to the practitioners. 

The demographic questionnaire included information 
on age, child GFR rate, stage of renal failure in the child, 
History of taking blood pressure medication education, 
and duration of the child’s illness, as well as information 
on age, sex, number of children in the family, educational 
level, marital status, and occupational status of the parents. 

A researcher-made questionnaire for assessing 
parental knowledge and awareness about chronic kidney 
disease and related care was compiled by the researcher, 
including items such as definition and cause, symptoms, 
complications, prognosis, treatment, and care. The 
knowledge and awareness questionnaire is a yes/no 
questionnaire consisting of 36 questions that are divided 
into three levels of poor (0-13), moderate (14-27) and 
good (28-36) based on the scores obtained. The mean 
scores of parents in each family were calculated as family 
awareness scores, and in families where only one parent 
completed the questionnaire, their awareness scores 
were considered as family awareness. The researcher-
made questionnaire was designed and completed based 
on similar studies and literature review and under the 
supervision of professors. Content validity was used for 
measuring its validity. External and internal resources 
were used to prepare the questionnaire according to the 
subject under study. The questionnaire was distributed to 
the guidance and counseling professors and 10 nursing 
faculty members who were finally provided with corrective 
and supplementary feedback. It was re-examined and its 
scientific validity was confirmed. The test-retest method 

(10 days interval) was used to assess the reliability of the 
questionnaire. 20 participants who matched the sample 
characteristics of the study were randomly selected 
and completed the questionnaire within 10 days. The 
correlation coefficient for the knowledge questionnaire 
was r = 0.88, indicating good reliability. Content validity 
was used to assess the validity of the questionnaire and 10 
experts were asked to submit their qualitative comments 
after the questionnaire was completed. Cronback’s alpha 
was 0.96 indicating desirable internal consistency.

Results
The study involved parents of 42 children. Their mean±SD 
age was 9.85±1.22 and the mean duration of disease was 
11.18±9.38.

As shown in Table 1, 71.42% of the children were boys 
and most were 9 years old (35.7%). Most were primary 
school children (97.06%), the frequency of children who 
took antihypertensive medication was higher (97.06%). 
The highest percentage of children with the disease was 
6-12 months (80.33%). The highest GFR was less than
60 ml/min and most children were in the third stage of
renal failure (78.57%). Most families had three children
(43.8%). Most fathers were 36-45 years old (54.50%)
most of the mothers were 36-45 years old (57%). All
parents lived together (100%). 18 (42.85%) parents had
elementary school education. In terms of economic
status, most families had an income of 10-20 million IR
Rials (69.04%) and most of the mothers were housewives
(97.06%) (Table 1).

Moreover, 7.14%, 90.47%, and 2.30% of the parents had 
low, moderate, and good levels of awareness, respectively 
(Table 2).

Discussion
In the current study, we examined the level of awareness 
of parents of children with chronic kidney disease. We 
found that the parents’ knowledge level about their 
child’s illness was mostly moderate and poor (97.7%). 
Therefore, to better manage the child’s illness, families 
need to be able to make effective and purposeful decisions 
that are appropriate for and consistent with their 
lifestyle. Moreover, they should consider any physical, 
psychological, social, and individual factors. Because of 
the chronic nature of chronic kidney disease which may 
cause a serious family problem and has physical, economic, 
social and emotional consequences, family education 
can be effective in achieving health goals and reducing 
problems. On the other hand, the high prevalence of 
chronic kidney disease indicates the need to control this 
chronic disease to improve their quality of life, promote 
physical and mental health, and reduce its adverse effects 
in children and reduce the heavy financial burden on the 
health care system, and support the affected children. 
Patients with chronic kidney disease and their families 
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appear to have suboptimal health behaviors in our study, 
unlike Young’s study (15). 

In a study by Tong and et al a review was conducted and 
they found that parents with Chronic Kidney Disease need 
to provide high-level care, problem-solving, information-
seeking, and financial and practical skills in addition to 
their normal parenting role(16). 

 In the Wai-Tong Chien and et al study was shown children with chronic kidney disease need care in addition 
to regular care, which can lead to improved outcomes for 
their children (17). 

However, according to Plantinga et al review study, 
there is little information that shows improved patient 
outcomes with more parental awareness. The importance 
of parental awareness of Chronic Kidney Disease in the 
early stages of the disease for drug regimens cannot be 
underestimated(18). 

Conclusion
In this study, the knowledge and awareness of parents with 
children with chronic kidney disease were insufficient. 
Therefore, it is recommended that parents with children 
with chronic kidney disease be educated. Investigating the 
causes of these deficiencies will require further studies to 
properly plan parental education.

It should be noted that the above article has been 
extracted from the master’s thesis entitled “The Effect 
of Blended Instruction on Improving Knowledge and 
Practice of Parents of Children with Chronic Kidney 
Disease in the Therapeutic Care of Children.
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