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Effect of family empowerment model on quality of life
in children with chronic kidney diseases
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ABSTRACT

Background: Quality of life is a concept, which in recent years is considered as a measure for health in chronic diseases such as
kidney diseases. Complications of chronic diseases can affect the quality of life in children and their families over time. Therefore,
empowerment programs are necessary to improve their quality of life. This study aimed to investigate the impact of the family
empowerment model on the quality of life in children with chronic kidney diseases.

Materials and Methods: This quasi-experimental study was conducted on 64 children with chronic kidney diseases and their
families. The research tools included the questionnaire of demographic characteristics and the quality of life questionnaire
4 edition. After data collection in the first phase, the family empowerment model was implemented in the intervention group and
the test was repeated after 1 month. For comparison of data between the two groups and within each group, independent t-test
and paired t-test were used, respectively.

Results: Independent t-test showed that the mean score of quality of life was not significantly different in the two groups before
intervention. However, after intervention, the differences were significant. Paired t-test showed a significant difference in the
quality of life before and after intervention in the study group.

Conclusions: The findings showed that family empowerment model was effective in increasing the quality of life of children with

chronic kidney diseases. Thus, we suggest this model to be used in inpatient and outpatient children’s health care.
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INTRODUCTION

hronic diseases refer to the diseases which exist for

a long period, usually more than 6 months, and

often to the end of patients’ life.[!! Therefore, these
diseases are expected to affect patients’ interactions with
the physical and social environment they live in.”?! Chronic
diseases include a vast range of heart diseases, respiratory
diseases, asthma, and renal diseases. Among them, renal
diseases, which lead to gradual dysfunction of kidneys
for more than 3 months, are one of the major causes for
mortality and morbidity in the world.®’

Existing statistics show that the number of patients with
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chronic renal diseases is growing, such that 1.5 million
patients out of all patients with chronic diseases have
renal diseases.'¥ The total population of patients with
chronic renal diseases has been reported to be 16,000,
and is predicted to grow by twofold by the end of
year 2012.5! There is no available statistics about
children with chronic renal diseases in Iran. Chronic renal
diseases, as a threatening condition for patients’ health
and socioeconomic status, as well as their families and
society,!¥ can also change the children’s and families’
quality of life (QOL).!®! Based on the World Health
Organization (WHO) statement, QOL includes individuals’
perceptions from their life situation with regard to their
culture, value system, goals, expectations, standards, and
concerns.” Therefore, the point important in treatment of a
chronic disease like renal disease is promotion of patients’
QOL, in addition to control of disease signs. Health and
treatment team members can affect patients’ QOL through
investigation of individuals’ health and its provision. They
can also determine the negative impact of the disease on
individuals’ QOL through measurement of QOL.® One of
the ways to improve QOL in children with chronic diseases
is empowerment of the families. Family empowerment
includes the interaction of health professionals with the
families, so that it causes a sense of control of families’
life and leads to achievement to positive changes in the
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direction of power, ability, and enhancement of skillsin
families.!

Family empowerment is so important. The nature of
renal diseases disturbs the unit of the family and leaves
serious complications since children with renal diseases
receive a major part of their treatment at home and
study in usual schools. Unfortunately, despite there being
numerous researches conducted concerning family-centered
cares and family empowerment, these cares are not
basically administered based on parents—nurses reciprocal
interactions.'”

In Iran, family-centered care and family empowerment
do not seem to be administered, since what is done is just
one-side decision, made and conducted by nurses and
physicians.

The goal of nursing interventions in family empowerment
is to improve the ability of family members so that they can
come over the existing obstacles in health context. Chronic
renal diseases disturb the unit of family and leave serious
complications.

So, family empowerment can diminish hospitalization
costs and number, improve physical and mental function,
and reduce disease signs and school absenteeism of
children with renal diseases. Researcher observations
and experiences in various pediatric wards confirm that
what these children’s parents receive is unstructured and
disorganized information given to them by the physicians
and nurses at the time of discharge, which is often forgotten
due to lack of repetition and the use of medical terms in this
education after discharge. These families should live their
life in peace and physical and mental health from the time
their children’ chronic disease is diagnosed, and have the
ability of decision-making and determination of priorities
for their own needs as well as their children’s. The parents’
skills should be confirmed by nurses, although the families
are deprived of this right. Therefore, the researcher decided
to investigate the effect of family empowerment on QOL of
the children with chronic renal diseases, in order to suggest
appropriate strategies for the promotion of their QOL.

MATERIALS AND METHODS

This was a quasi-experimental two-group two-step study
conducted on 64 children with chronic renal diseases
and their families in two groups of study and control after
obtaining their parents’ written consent. Inclusion criteria
were age 8-12 years, no history of kidney transplantation
and end-stage renal diseases, children’s and their families’
interest to attend the study, ability of reading and writing
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in at least one of the parents, ability to understand Persian,
children not affected withany other chronic diseases, parents
not working as members of health and treatment team,
lack of mental and psychological problems, and ability to
fill the questionnaire. The exclusion criteria were patients’
interest to stop cooperating in the study, events such as
parents’ divorce, parents’ or brother’s or sister’s death, and
change of address during the study. The offices of children’s
renal diseases sub-specialists were selected as the research
environment. Data collection tools were the demographic
characteristics questionnaire and the questionnaire of
Core Ped QoL, version 4. This questionnaire includes 23
questions of which 8 are on physical function and 15 are
on psychosocial function (5 on emotional function, 5 on
social function, and 5 on school function). Persian version
of core Ped QoL was confirmed by Masaeli (2009) with
Cronbach’s alpha of 0.89.1'! The questionnaire was filled
by the child and his/her parents, and if needed, by one of
the researchers in two stages of before and 1 month after the
last family empowerment session in the study and control
groups in identical time points. Researcher, with agreement
of the subjects, held needs assessment sessions of the study
group in a building near one of the offices of children’s renal
diseases sub-specialists, and after detection of resources,
limitations, needs, and weak points of the children and their
parents, designed the content of empowerment program.
Then, family empowerment model was held based on
its steps and stages in six 45-min sessions, according to
children’s needs and tolerance. Three group discussion
sessions were held for the parents too. Control group
received no intervention. Family empowerment model
contains four steps that are discussed below.

First step (knowledge increase)

The level of knowledge was improved in educational
sessions through use of educational assistive materials
such as Power Point, model, poster, group discussion
methods, question and answer, lecture, and presentation.
The subjects were assigned to 3-5 member groups based
on their disease and received educational contents in a
total of six 45-min sessions (four sessions of theory and two
sessions of practical presentation) as follows.

In the first session physiology and anatomy of kidney, the
children introduced themselves, and then, the general and
behavioral goals, the evaluation method, and the duties
of the subjects in educational sessions were explained by
the researcher.

In the second session, the researcher explained the cause,
signs, complications, and prognosis. In the third session,
nutrition and laboratory tests and their normal values were
explained. In the fourth session, medication was discussed
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with the children. For instance, the researcher explained the
effect on nutrition on the disease. Then, the participants
started discussing about it, based on their experiences,
and the researcher conducted the session. Length of each
session, based on children’s desire, was decided to be
45 min. At the end of each session, the given materials
were finalized and the questions were answered, and finally,
the data and goal of the next session were determined. In
each session, two questions were asked to the children in
relation with the subjects of former sessions to evaluate the
level of their learning.

Second step (improvement of self-efficacy)

To increase self-efficacy, two educational sessions were held

by the practical presentation method. It was such that after

explanation of each skill of weight and BP measurement,
the skill was practically presented and taught to the children
as follows:

1. Firstly, the researcher explained to the children about
the related skill and its importance, the complications
that arise due to lack of its control, and normal values
of these measurements

2. Theresearcher presented the ultimate procedure of the
skill in front of the children

3. Then, shedivided the skill into more detailed components(for
instance, concerning weight measurement, voiding before
weight measurement, weight control after getting up in
the morning, wearing identical clothes, tuning the scale’s
gage, standing on the scales with no vertical pressure, and
holding nothing during measurement)

4. The children were asked to do the task

5. The children were given a chance to get skillful by
practice and repetition of the skill to be able to do it

6. The children were asked to obtain self-efficacy in other

components of the skill through practice and repetition

to be able to do it without researcher’s attendance

Finally, the children got completely self-efficient in the skill

8. Children’s learning and the feeling of learning, as
well as the ability of measurement and the feeling
of capability resulted in their encouragement and
increased self-esteem.

N

Third step (increase of self-esteem through
educational participation)

At this stage, the children were asked to participate in
their parents’ education concerning recognition of chronic
disease-related issues and encourage their parents to help
them. They transferred all they had learned in each group
discussion session as well as all through observation in
self-efficacy sessions to their parents. At this stage, the
educational card of each session was given to the children
and they were asked to pass the card to their parents to
study. Parents wrote down their questions in this regard on
a piece of paper after studying the card, concerning what

they had learned from their children. If the parents were
not interested in writing down the materials, they orally
expressed their questions and their children wrote them
down to be delivered to the researcher or to be discussed
in the next session. In cases where the parents did not get
self-efficient through their children’s education and by
studying the educational card, they were invited to discuss
the disease trend, nutrition, physical activity, medication,
and disease complications with the researcher during three
45-min educational sessions. Two weeks after holding the
last session, phone calls were made to the subjects by the
researcher to follow-up the skills and to be assured about
application of the presented materials. In case of any further
questions, researcher’s phone number was given to the
subjects for clarification.

Fourth step (process evaluation)
In empowerment-related sessions, an evaluation was made.

In order to evaluate the knowledge at the beginning of
each session, two oral questions were asked to the children
from the previous sessions. Self-efficacy evaluation was
conducted by asking the children to represent two related
skills correctly and their self-confidence and cooperation
in education was evaluated in the form of returning the
educational card related to their parents’ notes.

Final evaluation

One month after the last empowerment session held in the
study group, core Ped QoL inventory was given to the study
and control groups. Data were analyzed by descriptive and
analytical statistics (Chi-square, paired t-test, independent
t-test) through SPSS.

ResuLTs

In the present study, frequency distribution of the children’s
education, location of residence, father’s education,
mother’s education, father’s occupation, and mother’s
occupation were identical [Table 1]. Subjects’ mean ages
were 9.8 years and 10 years in the study and control groups,
respectively. The mean lengths of disease were 5 years and
4.4 years and the mean ages of disease diagnosis were
5 years and 5.4 years in the study and control groups,
respectively. Results showed no significant difference in
the mean scores of QOL in the physical (P = 0.78) and
psychosocial (P = 0.71) dimensions and the total score of
QOL (P = 0.71) before intervention, but this difference
was significant after intervention in physical (P = 0.02)
and psychosocial (P = 0.01) dimensions and the total
score of QOL (P = 0.007) in the study and control
groups [Table 2]. There was also a significant difference
in the mean scores of QOL in physical (P = 0.02) and
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Table 1: Demographic characteristics of the subjects in the
study and control groups

Table 2: Mean and SD of children’s QOL dimensions scores
before and after intervention in the study and control groups

Variable (%) No. P
Study Control
Sex
Female (56.2) 18 (65.2) 21 P=0.44
Male (43.8) 14 (34.4) 11
Residential location
City (65.6) 21 (71.9) 23 P=0.39
Village (34.4) 11 (28.1)9
Educational level of the child
Second (25)8 (12.5) 4 P=0.96
Third (15.6) 5 (25)8
Fourth (9.4)3 (25) 8
Fifth (31.2) 10 (21.9) 7
Others (18.8) 6 (15.6) 5
Mother’s occupation
Home maker (78.1) 25 (83.9) 26 P=0.56
Employee (21.9)7 (16.1) 5
Father’s occupation
Employee (40.6) 13 (35.5) 11 P=0.33
Worker (28.1)9 (12.9) 4
Self-employed (25) 8 (41.9) 13
Others (6.2)2 (9.7)3
Mother’s education
Primary (9.4)3 (9.4)3 P=0.38
Secondary (15.6) 5 (25) 8
Diploma (40.6) 13 (40.6) 13
Associate degree (6.2) 2 (3.1)1
BS (2197 (18.8) 6
>BS (6.2) 2 (3.1)1
Father’s education
llliterate (3.1)1 (6.2) 2 P=0.2
Primary (9.4)3 (15.6) 5
Secondary (21.9) 7 (25) 8
Diploma (25)8 (28.1)9
Associate degree (3.1)1 0
BS (25)8 (15.6) 5
>BS (12.5) 4 (9.4)3

psychosocial (P = 0.03) dimensions and the total QOL
score (P = 0.02) after intervention, but this difference was
not significant in the control group in physical (P = 0.81)
and psychosocial (P = 0.81) dimensions and the total
score of QOL (P = 0.79) [Table 2]. Results showed that
the mean scores (standard deviation) of QOL in physical,
psychosocial dimensions, and the total score of QOL were
81.1(14),80.2 (13.8), and 80.5 (12.3), respectively, before
intervention and 87.3 (9.4), 86.5 (7.6) and 86.8 (7.4),
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QOL dimensions (SD) Mean Independent
Study Control ttest
t P
Before
Physical 81.1(14) 80(15.9) 0.29 P=0.78
Psychosocial 80.2(13.8) (17.3)78.8 0.37 P=0.71
Total (13.8)80.2 (16)79.2 0.37 P=0.71
After
Physical function 87.3(9.4) 79.4(15.3) 25 P=0.02
Psychosocial function 86.5(7.6) 78.3(16.2) 2.6 P=0.01
Total 86/8 (7.4) 78.7(14.7) 2.8 P=0.007

QOL: Quality of life, SD: Standard deviation

respectively, after intervention. Paired t-test showed a
significant difference before and after intervention. This
difference was not significant in the control group.

DiscussioN

Independent t-test showed no significant difference in the
mean total scores of QOL before intervention in the two
groups, but the difference was significant after intervention.
Teimori et al. (2011), in a study to define the effect of
family-centered empowerment on QOL of the children with
asthma, showed a significant difference in the children’s total
scores of QOL before and after intervention in the study
and control groups.!*?

Allahyari et al., in a study on the effect of family empowerment
model based on the of school-age children with thalassemia,
showed a significant difference in the total scores of children’s
general QOL before and after intervention in the study and
control groups,® which is consistent with our findings.
Independent t-test showed no significant difference in QOL
in the physical dimension means scores between the two
groups before intervention, but the difference was significant
after intervention. Yao et al. (2011) showed no significant
difference in the QOL in children with vesicoureteral
reflux in physical dimension compared to healthy
children (P = 0.9999).14 Buyan et al. (2009), in a study
on QOL in children with a chronic kidney disease, showed
no significant difference in QOL in the physical dimension
between the study and control groups.!'® Marciano et al.
showed that QOL score in the physical dimension was
significantly lower in children with chronic renal diseases
compared to healthy children.!'®! Our obtained results are
not in line with the results of previous studies. One of the
reasons for the significant difference in the QOL score in
physical dimension is that in our study, two identical groups
of patients were compared, and on the other hand, it was
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an interventional study, whereas Yao et al. and Buyan
et al. compared the QOL of healthy and diseased children
in a descriptive study. In the present study, independent
t-test showed no significant difference in the QOL mean
scores in psychosocial dimension before intervention
in the study and control groups, but the difference was
significant after intervention. Mary Banacg et al. (2010), in
a study on family empowerment in stress management and
children’s autism diagnosis acceptance, showed a significant
difference in the empowerment of supportive systems after
intervention!!”? (P > 0.000). Marciano et al. (2011), in their
study on behavioral disorders and low QOL in children
and adolescents with chronic kidney diseases, showed
that the QOL score in psychosocial dimension in these
children was significantly lower, compared to that of healthy
children!’® (P = 0.0001). Graves and Shelton, in a study
on the effect of family empowerment on improvement of
behavioral disorders in children, showed that these disorders
were significantly different before and after intervention,!'®
which is consistent with the above-mentioned studies. Paired
t-test results presented in Table 2 show a significant difference
in the QOL scores in physical and psychosocial dimensions
and the total score of QOL in the study group before and
after intervention, but the difference in the control group
was not significant.

CoNcLUSION

As the results showed, administration of family empowerment
model can increase the QOL of children of age 8-12 years
with chronic renal diseases. It is suggested to conduct further
study in other age groups and for other chronic diseases.
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