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Abstract :Back ground: Effective self-management behaviors program have the potential to improve health
outcomes, quality of life, self-efficacy and diminish morbidity. A better understanding of self-management
interventions that help with managing symptoms, treatment, physical and psychological consequences is
necessary for accomplishing a positive effect on health. Aim of the study was to evaluate the effect of self-
management program on self-efficacy and quality of life for school age children with juvenile rheumatoid
arthritis. Setting: The study was carried out at Inpatient Pediatric Rheumatology unit in Benha University
Hospital and Benha Specialized Pediatric Hospital in association with Ministry of Health and Population. A
quasi experimental design was used for carrying out the present study. Subjects: A purposive sample of (55)
child was chosen from the previously mentioned setting. Tools of data collection: Five tools were utilized;
personal and medical data assessment sheets, knowledge assessment questionnaire, self-management behaviors
questionnaire, self-efficacy scale and quality of life inventory. Results: There was a highly statistical significant
difference in children' knowledge, self-management behavior, self-efficacy and quality of life pre and post
program implementation (p<o.ool). Conclusion: Based on the results of the present study, it can be concluded
that, the self-management program was an eminently effective technique to improve children' self-management
behaviors, self-efficacy and quality of life. Recommendation: Encourage continuous self-management program
for children experiencing juvenile rheumatoid arthritis to improve quality of life, self-efficacy and thus reduce
negative consequences of the disease.

Key wards: Self-management program, self-efficacy, quality of life, juvenile rheumatoid arthritis and school age
Children.
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. Introduction:

Chronically ill children such as those with juvenile rheumatoid arthritis (JRA) must handle with taking
medication, taking part in everyday physical activity, maintaining a healthy diet and an appropriate disease
management to decrease the negative effects of the disease on quality of life'. JRA is a common systemic
inflammatory disease characterized by the presence of destructive polyarthritis with a predisposition for
affecting the small joints of the hand and feet?. According to the International League of Associations for
Rheumatology (ILAR), JRA is any arthritis lasting at least 6 weeks and developing before the age of 16 years in
the absence of a known cause®.

Globally, incidence of JRA ranges between 2 and 22 per 100,000 Children populations, while The
estimated prevalence show figures somewhere in the range of 7 and 150 per 100,000*°. The prevalence among
European and North American children extends from 16 to 150 per 100,000°. In Australian, came to up to
400/100,000". In Sweden, the yearly incidence is around 15 for every 100 000 children. In Chinese children, the
prevalence was 3.8 per 100,000. Outside Africa, the prevalence ranges from 0.0038% to 0.004%® and in Oman,
the prevalence is 20° . This wide distinction is because of the varieties in populations, environment, and
hereditary predisposition’.

The most widely recognized manifestations of all types of JRA incorporate joint pain and swelling,
which may come and go but are most often persistent; joint stiffness in the morning; limping; and unpredictable
changes in symptoms from asymptomatic periods (remission) to flare-ups and pain. The long-term impacts of
JRA incorporate joint contracture and joint damage. Moreover, diagnostic procedures, stays in hospital, and side
effects induced by drugs used in JRA treatment are sources of additional stress™.

Juvenile rheumatoid arthritis is more typical among girls than boys and considered a significant reason
of short and long-term disability. The disease affects physical functioning, mental health, school and home
working. As children arrive at adulthood, they experience a continuous disease activity, medication-associated
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morbidity, life-long disability, an expanded danger of emotional and social dysfunctioning'?.Quality of life
(QOL) is a multidimensional construct covering physical, mental, social, behavioral components of well-being
and function as perceived by the children feelings associated with health®.

Juvenile rheumatoid arthritis has negative consequences for child development, including increased
dependence on parents, problems developing autonomy, inadequate peer relations and adjustment problems™.
Besides, family factors can ruin the child’s adjustment to the illness. In addition, increasingly parental
depression and family pressures predict more psychosocial problems among chronically ill children and this
demonstrated an expansion in the need of child to accomplish adaptation and improve QOL™.

Self-management (SM) is the ‘individual’s ability to manage the symptoms, treatment, physical,
psychosocial consequences and life style changes inherent in living with a chronic condition®®. SM is a task for
the children themselves requires a multidisciplinary approach but in practice is often provided by nurses who
have insight about the impact of a chronic condition on a children’s life and are therefore designated to coach
childrer117lisn self-management for maintaining life roles, as well as address the psychological impact of
disease™"™.

Self-efficacy alludes to personal's judgments or beliefs about their abilities to perform successfully
specified tasks. According to American psychologist Albert Bandura, Self-efficacy theory focused on that
human activity and achievement rely upon how profound the cooperation between one's personal thoughts and a
given task. So, children with greater self-efficacy have been shown to practice more self-management behaviors,
leading to better disease control, better physical function and better quality of life’®.

Significance of the study:

Juvenile rheumatoid arthritis is the most widely cause of chronic arthritis in children®. The prevalence
in Egypt is 3.43 per 100,000%. Despite medical advances in understanding the etiology and treatment of juvenile
rheumatoid arthritis, it can still result in considerable physical, social disability for school-age children and can
have a serious impact on child development®. Furthermore, it places self-care and psychosocial demands on the
child and on the family caregivers. In this regard, effective educational interventions should extensively address
the particular skills and behaviors required of children. One way that has been proved to be successful in
ensuring this focus is to use self-management education that attempts strengthened children's self-efficacy
perception, facilitate the adoption of self-management behaviors, enable them to cope with the disease and thus
to prevent disability?***. Accordingly, improving self-management behaviors, quality of life and self-efficacy
toward JRA through program are fundamental.

Aim of the study
The aim of the present study was to evaluate the effect of self-management program on self-efficacy and quality
of life for school age children with juvenile rheumatoid arthritis.

Research Hypothesis:

There will be a significant improvement of children's self-management behaviors after implementation of
program than before.

There will be a significantly higher children's quality of life after implementation of program than before.

There will be a significantly greater children's self-efficacy after implementation of program than before.

There will be a positive correlation between total self-management behaviors, total self-efficacy with total
quality of life pre and after implementation of program.

Subjects and Methods:
Research design:
A quasi experimental design was used to achieve the aim of the study.

Setting:

The study was conducted at Inpatient Pediatric Rheumatology unit in Benha University Hospital and
Benha Specialized Pediatric Hospital in association with the Ministry of Health & Population. Inpatient
pediatric rheumatology unit in Benha University Hospital is constructed from 2 rooms, each room consisted of 8
beds, while at Benha Specialized Pediatric Hospital; the unit is constructed from three rooms, each room
consisted of 4 beds, so the total bed capacity at both hospitals is 28 beds.

Subjects:
A purposive sample of (55) child from both sex was chosen as follow; (37) of them from Benha University
Hospital and the others (18) from Specialized Pediatric Hospital after fulfilled the following criteria.
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Inclusion criteria:

-Children diagnosed with juvenile rheumatoid arthritis
-Age ranged from 8-12 years

-Capable to comprehend instructions

- Willing to take part in the study

Exclusion criteria:
-Children with other chronic disease or psychological problems.

Tools for data collection:

Five tools were used to collect the data of this study:

Tool (1): Personal and medical data assessment sheet: It was developed by the researchers based on recent
literature review and written in simple Arabic language to assess the children's personal and medical data. It
included two main parts:

Part 1: Personal characteristics of children as; age, gender, level of education, hospital setting, residence and
attend any previous intervention program related to JRA. Part Il: Medical data of children such as; height,
weight, age of onset/ years, time from symptom onset to diagnosis/months, duration of illness/ months and joints
affected by disease.

Tool (I1): Knowledge assessment questionnaire: It was developed by the researchers based on recent literature
review as Kyle and Carman,(2013)”°; Kjeken etal., (2015)?*® and Zuidema etal., (2015)?". Then translated
into Arabic language to assess children knowledge regarding juvenile rheumatoid arthritis. It included (12)
multiple choice questions related to definition, etiology, risk factors, symptoms, diagnostic procedures,
treatment, complications and nursing care.

Scoring system: Children responses were measured by giving a score of (1) for the correct answer and (zero)
for the wrong answer. Total scores were ranged from (0-12), cut point was done at 60%=7.2 grade score and the
value was calculated and scoring system developed by the statistician as follow; Knowledge was considered
satisfactory if the percent score was 60% or more and unsatisfactory if less than 60%.

Tool (111): Self-Management Behaviors Questionnaire (SMBQ):

It was adapted by researchers based on Nadrian etal., (2011)*® to evaluate self-behaviors of

children regards management of JRA. Then translated into Arabic language. It consisted of (12) self-behaviors
related to exercise regimens, joint warming, joint protection, adequate rest, adaptation with disease, food
supplement, healthy diet, massage, stress management, relaxation, drug management, regular follow up.
Scoring system: Using a three point Likert scale as follow: (3) always, (2) sometimes, and (1) never. The total
score were ranged from (12-36), cut point was done at 60%=22. The total scores were summed up and
converted to percent score. Level of self-behaviour is considered Good if the percent (>75%) of total behaviors
score = >27 point, fair (60%- < 75%) score =22-< 27 point and poor (< 60%) score = < 22point.

Tool (1V): Quality of Life Inventory (QOL; version 4.0): It was adopted from Varni etal., (2001)* to assess
quality of life for children suffering from juvenile rheumatic arthritis. It consisted of 23 items covering the four
dimensions; physical functioning (8items), emotional (5items), social (5items), and school functioning (5items).
A physical health summary score was based on eight items and equal to the physical functioning dimension. A
psychosocial health summary score was based on the 15 items from the emotional, social and school functioning
dimensions.

Scoring system: A 5-point Likert response scale from 0= never a problem, 1= almost never a problem, 2=
sometimes a problem, 3= often a problem to 4= almost always a problem. These response scales was converted
to 0-100, being (0=100, 1=75, 2=50, 3=25, 4=0). The score is calculated by counting the points given to the
items for each dimension. The total score was obtained by calculating the sum of the scores and dividing by 23.
In this respect, the higher score was indicative of a higher QOL, whereas the lower score demonstrated a lower
QOL.

Tool (V): Children's Arthritis Self-Efficacy Scale (CASES): It was designed by Barlow etal., (2001)® to
measure children’s perceived ability to control or manage aspects of life with juvenile arthritis. The scale
consists of 11 statements grouped under 3 subscales; self-efficacy of activity (4 items), self-efficacy of
symptoms (4 items), and self-efficacy of emotions (3 items). Internal consistency of each subscale via
Cronbach’s alphas was (0.90) for activity, (0.87) for symptoms and (0.85) for emotion.

Scoring system: 5-point Likert scale ranges from1 (not at all sure) to 5 (very sure). Each subscale is scored
separately, taking the mean of subscale items. Total scores was range from 11 to 55 on each subscale. Higher
scores indicate greater self-efficacy.
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Methods:

The study was executed according to the following steps:

Preparatory phase: It involves the following; looking into the national and international related literatures
using journals, periodicals, textbooks, internet and theoretical knowledge of the different aspects concerning the
topic of the study so as to gather the tools of the study.

Content validity and Reliability:

Tools Validity: Tools of data collection were translated into Arabic and investigated for their content validity
by three juries (two in Pediatric nursing from the Faculty of Nursing Benha University, and one in
Rheumatology from the Faculty of Medicine Benha University) who are experts' in the related field and selected
to test the content validity of the instruments and to Judge its clarity, comprehensiveness, relevance, simplicity,
and accuracy. All of their remarks were taken into consideration; some items were re-phrased to arrive at the
final version of the tools. The tools were regarded as valid from the experts' point of view.

Tools Reliability: The tools were tested for reliability by the test-retest technique by 5 children from the two
hospitals who were interviewed at an interval of one week period and data were analyzed and compared. The
reliability was evaluated in a pilot study by estimating their internal consistency utilizing Cronbach's alpha
coefficient method. This turned to be (o = 0.91) for personal and medical data assessment sheet (o = 0.86) for
knowledge assessment questionnaire, (o = 0. 89) for SMBQ, and (o = 0. 85) for QoL inventory. This indicates a
high degree of reliability for the study tools.

Administrative and Ethical Considerations:

All the relevant principles of ethics in research were pursued. Before starting the practical work an
official letter clarifying the purpose of the study was obtained from the dean of the faculty of nursing to the two
hospitals directors to conduct the study and collect the necessary data. Participants’ (All children and their
parents) consent to participate was obtained after telling them about their rights to participate, refuse, or
withdraw at any time. Total confidentiality of any obtained data was guaranteed. The study maneuver could not
involve any unsafe effects on participants.

The Pilot Study:

A pilot study was conducted to test the clearness and applicability of the study tools and estimate the
time needed for each tool. It was done on 10% of the total subjects, (5) children (3 from Benha University
Hospital, and 2 from Specialized Pediatric Hospital) who excluded in the present study to avoid sample bias and
contamination. In the light of pilot study analysis, modification was done accordingly and the last form was
developed.

Field Work:

The following phases were adopted to achieve the aim of the current study; assessment, planning,
implementation, and evaluation phases. These phases were conveyed from the earliest starting point of October
2018 to the end of July 2019 covering ten months.

Assessment phase:

This phase involved interviews with children to collect baseline data, at the beginning of interview; the
researchers welcomed each child, explained the purpose, duration, and activities of the study and took written
consent from their parents. After that, Pre-test was done to assess personal and medical data, children
knowledge, self-management behaviors, self-efficacy and quality of life regarding juvenile rheumatoid arthritis
by using pre-test tools (I, Il, Ill, IV &V).The data obtained during this phase comprised the baseline for further
comparison to evaluate the effect of self-management program. The average time required for finishing each
questionnaire was around (10-15 minutes).

Planning phase:

Based on baseline data obtained from pre-test assessment and relevant review of literatures, the self-
care management program was developed by the researchers as indicated by children' level of comprehension in
simple Arabic language

Implementation phase:

Self-management program was implemented through sessions. Children were divided into 20 groups
(2-3 children in each group), the program has taken from 4-5 hours for each group, distributed as the following;
5 sessions, each session kept going from 45-60 minutes, 5 days/week in the morning shift, and were
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implemented according to children readiness. These sessions were repeated to each subgroup of children. In this
way, the program took (20) weeks.

The first session of program focused on general knowledge about juvenile rheumatoid arthritis (definition,
etiology, symptoms, risk factor, diagnostic procedure, treatment & complications) and the other sessions
focused on self-care behaviors as the following, the second session included (exercise regimens, joint warming,
joint protection, adequate rest & massage). Then, third session included (importance of healthy diet & food
supplement). After that fourth session included (stress management & relaxation). Finally, fifth session (drug
management & regular follow up). Toward the start of the program sessions, a direction to the motivation
behind program took place and the children were informed about the time and place of sessions which were
carried out at the hematology department lecture room. Different methods of teaching were used such as
modified lecture, and group discussion. Suitable teaching media were included an educational booklet that
distributed to all children in the first day of the program as well as audio-visual aids and role play. The
researchers continued to reinforce the gained information, answered any raised questions and gave clear
explanation.

Evaluation phase:

Children's knowledge was evaluated instantly after implementing the program. While, SMB, Qol and
CASE were assessed after three months of program implementation by utilizing the same tools of the pre-test.
This helped to evaluate the effect of the implemented self-management program.

Statistical design: The collected data organized, tabulated and statistically analyzed using statistical package
for social science (SPSS) version 21 for windows, running on IBM compatible computer. Descriptive statistics
were applied (e.g. frequency, percentages, mean and standard deviation). Test of significance, Chi-square "X*",
paired t test, and correlation coefficient (r) were applied to test the study hypothesis. Reliability of the study
tools was done using Cronbach's Alpha. A significant level value was considered when p < 0.05 and a highly
significant level value was considered when p < 0.001. No statistical significance difference was considered
when p > 0.5.

Result:
Table (1): Personal characteristics of the studied children (n=55)
Personal characteristics No %
Age:
8- <10 years 31 56.4
10-12 years 24 43.6
Mean = SD 10.36 + 1.87
Gender:
-Male 20 36.4
-Female 35 63.6
Educational level:
-Iliterate
4 7.2
-Primary schools 51 92.8
Hospital setting:
-Benha University Hospital 37 67.3
. A . 18 32.7
-Benha Specialized pediatric Hospital
-Residence:
Urban 19 345
Rural 36 65.5
Attend any previous intervention program related
to JRA:
Yes
No 0 0.0
55 100.0

Table (1): shows personal characteristics of the studied children. It was found that more than half of
children (56.4%) were aged ranged from 8 to less than10 years, with a mean of age10.36 + 1.38 years. There
was a slight preponderance of female (63.6%). As far as educational level, the vast majority of them (92.8%)
were enrolled in primary education level. More than two thirds of them (67.3%) were from the Benha University
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hospital. Regarding residence, less than two thirds (65.5%) of children was from rural area compared to 34.5%
from urban one. All of the studied children (100%) not attend any previous intervention program related to JRA.

Table (2): Medical data of the studied children (n=55)
Medical data No | %
Weight of children(kg):
Mean = SD 33.6+5.8
Height of children(cm):
Mean + SD 137.2623
Age at onset (years):
Mean £ SD 9.1 +4.0

Time from symptom onset to diagnosis/months:
< 3 month 7 12.8
3- 6 months 13 236
> 6 months 35 63.6

Mean + SD 8.212.0

Duration of illness (months):
<12 month 10 18.2
12-< 24 months 37 67.3
> 24 months 8 145

Mean + SD 22.8 ¥15.7

Joints affected by the disease:
-Wrist, elbow, or knee 17 30.9
-Ankle, knee, or hip 38 69.1

It is clear from table (2) that the mean weight of the studied children was found as 33. 6+£5.8kg and the
mean height of them were reported as 137.26:3cm.The mean age at onset of disease was 8.1 +4.0years. More
than half (63.6%) of children showed that the time from symptom onset to diagnosis was longer than six months
and the mean was 8.2 £2.0months. The mean duration of illness was 22.8 +15.7months. Concerning the joints
affected by the disease, more than two thirds (69.1%) of children involved ankle, knee, or hip joint, and 30.9%
of them involved Wrist, elbow, or knee.

Table (3): Distribution of the studied children according to their total knowledge level scores about
juvenile rheumatoid arthritis thorough program phases (n=55).

Immediately
Pre-program Post-program
Total knowledge level (n=55) (n=55) X? P- value
No % No %
Satisfactory 12 21.8 41 74.5
36.56 <0.000*
Unsatisfactory 43 78.2 14 255

*A highly statistical significant difference (P <0.001)

Table (3): Illustrates that there was a highly statistical significant improvement in the level of
knowledge scores about juvenile rheumatoid arthritis among the studied children, whereas, whereas, only 21.8%
of the studied children had satisfactory level of knowledge pre-program, and this level increase to nearly three
quarters (74.5%) of them had satisfactory level of knowledge immediately post-program implementation.

Table (4): Distribution of the studied children regarding their self- management behaviors scores thorough
program phases (n=55)

Self-management behaviors Self-management behaviors
Self- management Pre-program(n=55) After 3 months Post-program(n=55) X2
behaviors items Never Sometimes Always Never Sometimes Always P
No | % No % No % N % No % No %
0

Exercise regimen 41 | 745 | 10 | 182 4 7.3 3 55 9 164 | 42 | 764 6.250 <0.005*
Joint warming 24 | 436 | 17 30.9 14 | 255 | 6 | 109 | 15 27.3 34 61.8 18.129 <0.001**
Joint protection 40 | 727 | 10 18.2 5 9.1 9 | 164 | 12 21.8 34 61.8 4.871 <0.005*
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Adequate rest 38 69.1 11 20.0 6 10.9 6 10.9 17 30.9 32 58.2 2.832 <0.005*
Adaption with 40 12.7 8 145 7 12.7 6 10.9 12 21.8 37 67.3 28.767 <0.001**
disease

Healthy diet 41 74.5 8 14.6 6 10.9 4 7.3 9 16.4 42 76.4 2.31 <0.005*
Food supplement 25 | 455 | 18 32.7 12 | 218 | 6 | 109 | 17 | 309 32 58.2 24.762 <0.001**
Massage 41 745 10 18.2 4 7.3 3 55 10 18.2 42 76.4 21.989 <0.001**
Stress management 40 72.8 7 12.7 8 14.5 3 55 14 255 38 69.1 9.227 <0.005*
Relaxation 29 | 52.7 | 17 30.9 9 164 | 4 7.3 19 | 345 32 58.2 19.163 <0.001**
Drug management 45 81.8 7 12.7 3 55 2 3.6 6 10.9 a7 85.5 3.841 <0.005*

Regular follow up 45 | 81.8 3 5.5 7 127 | 4 7.3 9 16.4 42 76.4 7.616 <0.005*

*Statistical significant difference (p<0.05)  **A highly statistical significant difference (P <0 .001)

Table (4): Demonstrates children self-management behaviors about juvenile rheumatoid arthritis. It
was found that (81.8%, 81.8%, 74.5%, 74.5% and 74.5%) of children had never done activities pre-program
regarding (drug management, regular follow up, massage, exercise regimen and healthy diet), these activities
changed to always done with percentage (85.5%, 76.4%, 76.4%, 76.4%, and 76.4%) respectively after 3 months
post-program implementation. There was a statistical and highly statistical significant difference (p<0.05 &
p<0.001) respectively.

65.4
70 - 63.7

60 -

40 -

23.6
20 - 14.6 12.7
10 -

Good Average Poor

M Preprogram  H After 3 months post program

Figure (1): Total level of self-management behaviors among studied children thorough program phases (n=55).

Figure (1): Displays that less than two thirds (63.7%) of children had a good level scores of self-management
behaviors after three months post-program implementation compared to14.6% pre-program.

Table (5): Mean scores for quality of life domains thorough program as reported by children (n=55)

3 months Paired
Quality of life domains Pre-program Post-program Mean + t-test P-Value
Mean + SD SD
Physical health summary 41.7+¢1.99 79.6+0.55 33.29 **0.000
Psychosocial health summary 44,5+0.72 80.8+0.35 87.10 **0.000
Emotional functioning 44.3+0.48 74.9£1.20 40.75 **0.000
Social functioning 43.8+0.78 75.2+1.34 51.44 **0.000
School functioning 37.3£1.27 59.6+0.48 22.80 **0.000
Total 42.32+1.32 74.02+1.12 70.49 **0.000

**A high statistical significant difference (P < 0.001)
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Table (5): Presents that, the total mean scores for all domains of quality of life was statistical
significantly higher among children at three months post-program implementation compared to pre-program
(74.02+1.12 verses 42.32+1.32, P<0.001) respectively, including higher physical health (79.6+0.55),
psychosocial health (80.8+£0.35), emotional functioning (74.9£1.20), Social functioning (75.2+1.34) and school
functioning (59.6+0.48).

Table (6): Mean scores for self-efficacy subscales thorough program as reported by children (n=55)

Pre-program 3 months Paired
Self-efficacy subscale Mean + SD Post-program t-test P-Value
Mean + SD
Self-efficacy in activity 6.32+10.65 12.32+0.55 6.556 **.000
Self-efficacy in symptoms 6.15+0.72 14.85+0.35 7.427 **,000
Self-efficacy in emotions 4.38+0.48 9.49+1.20 5.154 **,000
Total 16.85+4.21 36.66+2.01 9.85 **.000

**A high statistical significant difference (P < 0.001)

Table (6) reveals that, there was highly statistical significant differences in the total self-efficacy mean
scores among children after 3 months post-program implementation compared to pre-program (36.66+2.01
versus 16.85+4.21, p<0.000) respectively. Moreover, the greatest self-efficacy mean scores were respectively
related to symptoms and activity subscales (14.85+0.35 &12.32+0.55), while the lowest self-efficacy mean
scores was related to emotions subscale (9.49+1.20).

Table (7): Correlation between total self-management behaviors, total self-efficacy with total quality of
life through program phases.

Total quality of life Total quality of life
Variable Pre-program 3 months Post-program

r p-value R p-value
Total self-management behaviors 0.383 <0.001** 0.492 <0.001**
Total self-efficacy 0.495 <0.001** 0.538 <0.001**

** Significant at the 0.01 level (-tailed).

It is evident from table (7) that there was a highly statistical significant positive correlation between total
self-management behaviors, total self-efficacy with total quality of life pre and three months post-program
implementation (p <0.001) respectively.

I1l.  Discussion

Effective self-management behaviors program have the potential to improve health outcomes, quality
of life, self-efficacy and reduce morbidity®. A better understanding of self-management interventions that help
with managing symptoms, treatment, physical and psychological consequences is necessary for accomplishing a
positive effect on health®. It was reported that children who actively participated in training benefited more
from these programs than those who did not®. So absolutely, the aim of the study was to evaluate self-
management program on Self-efficacy and quality of life for school age children with juvenile rheumatoid
arthritis.

As for the studied children's age, the findings of the current study demonstrated that more than half of
the children's age ranged from eight to less than ten years and the mean age at onset of disease was 9.1+4.0. This
finding was in the same context with Mendelson etal., (2017)* who studied Comics as an educational tool for
children with rheumatic arthritis and found that the age of the children ranged from8—14years and the mean age
at onset of disease was 9.8 + 4.6 years.

According to gender, the findings of the current study showed that more than half of the children were
females. The researchers noticed a reasonable female predominance of JRA in this study. In this regard, Ellis
and Munro, (2010)* mentioned that gender is a known risk factor, with girls more likely to develop JRA than
boys. This result matched with Abu AL-Fadl etal., (2014)* who evaluated health-related quality of life, anxiety
and depression in patients with early rheumatoid arthritis and found that the majority of patients were female.
Conversely, this result contrasted with another epidemiological study conducted by Malievskiy, (2011)* who
assessed prevalence and incidence of juvenile idiopathic arthritis for children in the republic of Bashkortostan
(Russia), and reported that JRA in boys was higher than in girls.
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As regard children's residency, the present study result show that less than two third of children were
from rural area compared to more than one third from urban one. The inconsistency between urban and rural
children with JIA could be because of numerous variables incorporate geographic distribution, genetic
background, infectious agents and environmental factors. This is in concurrence with Abou El-Soud etal.,
(2013)* who determined the prevalence of juvenile idiopathic arthritis (JIA) in Sharkia Governorate, Egypt and
found that more than half of children with JRA from the rural area compared to two fifth from urban one.

Early diagnosis and treatment of JRA are essential in preventing irreversible joint damage and
accomplishing good long-term outcomes. Evidence shows that the sooner an accurate diagnosis is made and
suitable medication is taken, the better results are probably going to be. In spite of the significance of early
diagnosis, delays in diagnosis and referral for JIA are common®’. In the current study result, more than half of
the children displayed time from symptom onset to diagnosis was longer than six months. This could be due to
lack of parents' awareness about JRA and more than half of the children live in rural area and need to travel
great distances to access pediatric rheumatologists; alternatively, children are overseen by other specialists who
are not ideally prepared to convey best-practice care for JRA and this leads to delays in diagnosis. This finding
is in agreement with survey conducted by Arthritis Queensland (2012)* who showed that the time from
symptom onset to diagnosis for 41% children was longer than six months.

Concerning children's knowledge regarding JRA, the result of present study revealed that there was a
highly statistical significant improvement in the level of knowledge scores. Whereas, nearly three quarters of
them had satisfactory knowledge immediately post-program compared to less than one quarter pre-program.
From the researcher's perspectives, this could be ascribed to the effectiveness of the program in increasing the
ability of children to comprehend and gain knowledge easily. Also, the children show more interest and good
readiness for learning about JRA. The result of present study was in harmony with the study done by Gurjar
etal., (2018)* who assessed the Effectiveness of supportive educational intervention on knowledge, self-care
behavior, disease activity and health status among arthritis patients and showed that there was a highly statistical
significant difference in the mean pretest and post test scores of knowledge among arthritis patients (p-value
<0.001).

Correspondingly, this finding was in agreement with Breedland etal.,(2011)* who studied the Effects
of a group-based exercise and educational program on physical performance and disease self-management in
rheumatoid arthritis and found that most of children showed statistical significant improvement of knowledge
regarding JRA after implementing of the educational program(p<0.001). Similarly, the present result was
consistent with Stinson etal., (2010)*who conducted a study about; An internet-based self-management
program with telephone support for adolescents with arthritis which revealed higher levels of disease knowledge
among adolescents after the program implementation.

On assessing self-management behaviors for children with juvenile rheumatoid arthritis, the present
finding demonstrated that majority and nearly three quarters of children had never done activities before
program implementation regarding (drug management, regular follow up, exercise regimens and healthy diet).
This could be duo to the fact that all of children not attend any intervention program related to JRA and more
than three quarters of them had unsatisfactory level of knowledge pre-program. This finding was congruent with
Seyam etal., (2018)* who assessed health needs and self-efficacy for rheumatoid arthritis patients and revealed
that most of patients have educational needs, especially in areas of disease follow up, medications and diet.
Furthermore, Poh etal., (2015)* mentioned that patients have inadequate information in these areas. Besides,
this result coincided with Zuidema etal., (2015)" who showed that rheumatoid arthritis patients have
informational needs for various topics as exercise and medication.

In any case, the present study finding was in the same context with Smolen etal., (2014)* who
conducted study about; Recommendations for the management of rheumatoid arthritis with synthetic and
biological disease-modifying anti rheumatic drugs and pointed out to the fact that the management of
rheumatoid arthritis for children must adjust more than 90% of self-care behaviors particularly exercise and drug
management which was performed less than the ideal.

Following three months of the program implementation, there was a highly statistical significant
improvement of self-management behaviors which clarified that less than two thirds of children had good level.
This could be due to the capability of the management program to increase children’s knowledge of the
necessity of self-care behaviors modification to achieve a healthy lifestyle. This finding was consistent with

DOI: 10.9790/1959-0806012839 www.iosrjournals.org 36 | Page



Effect of Self-Management Program on Self-efficacy and Quality of Life for School Age Children ...

Gurijar etal., (2018)* who found that 65% of patients in the posttest had good level of self-care behavior, and
there was a highly statistical significant difference (p<0.001). In this respect, Polluste etal., (2014)* added that
the patient education regarding JRA is very important to perform self-care behaviors effectively particularly
medication management. This result was in compatible with Conn etal., (2013)* who assessed the effect of
arthritis self-management program on outcome in African Americans with rheumatoid arthritis and pointed out
that more than half of the children used self-care behaviors especially massage therapy and healthy diet post-
program implementation to decrease the problems associated with rheumatoid arthritis and to improve health
status.

On investigating children's quality of life, the present study finding indicated that all the dimensions of
quality of life mean scores were lower pre-program implementation. This could be due to lack of management
programs that play a significant role in enhancing Qol. The present result was in the same line with Kwon etal.,
(2015)* who assessed relation between functional ability and health-related quality of life of children with
juvenile rheumatoid arthritis and found that health-related quality of life scores were significantly lower in the
JRA group than in the control group (68.39 versus 85.17, p<0.001). Meanwhile, the present finding was similar
with Malm etal., ( 2017)*" who assessed quality of life in patients with established rheumatoid arthritis and
reported a reduction of all QoL dimensions.

On the other hand, the current study result reflected that there was a highly statistical significant
increase in the total quality of life means scores after 3 months of the program implementation. This could be
due to the fact that the improvement of self-management behaviors had the potential ability to make the children
adapt and cope with the effects of the disease which reflected upon improving Qol. This finding was in
accordance with Pilevar etal., (2019)* who studied the effect of implementing family-centered empowerment
model on the quality of life in school-age children diagnosed with rheumatoid arthritis and found that the total
QOL scores were significant increase in the test group post intervention compared to the pre-intervention
scores(p< 0.001). Likewise, Malgorzata etal., (2016)*° who investigated health-related quality of life in
children with rheumatic arthritis; child’s and parent’s point of view and revealed that all quality of life domains
was statistical significant improved after intervention implementation(p<0.05). Additionally, the present finding
was in correspondence with Békési etal., (2011)® who evaluated health-related quality of life changes of
children and adolescents with chronic disease after participation in therapeutic recreation camping program and
showed significant improvement of all Qol dimensions in children and adolescents living with JRA after the
therapeutic recreation camping program (p< 0.001).

Interestingly, the present finding revealed that, there was a highly statistical significant improvement in
the total self-efficacy mean scores among children after 3 months post-program compared to pre-program. This
result could be referred to the effectiveness of management program for enhancing self-efficacy in children with
JRA. This finding was in accordance with Sedghi-Goyaghaj etal., (2019)** who evaluated the effect of self-care
program training on self-efficacy in veteran with spinal cord injury and revealed that self-care program training
is effective in increasing self-efficacy mean scores. Nonetheless, this finding was in agreement with Marks,
(2014)** who studied Self-efficacy and arthritis disability: An updated synthesis of the evidence base and its
relevance to optimal patient care and confirmed that the training courses could enhance the self-efficacy and
subsequently, self-care skills.

Self-efficacy is important for effective disease management. Research has demonstrated that self-
efficacy predicts adherence, health behavior, and disease management which are relied upon to be significant for
quality of life®. Concerning the correlation between total self-efficacy with total quality of life among studied
children with juvenile rheumatoid arthritis, the current study finding indicated that there was a highly statistical
significant positive correlation pre and after 3 months post-program. This might be due to the fact that self-
management program help children gain a satisfactory level of knowledge, modify their self-behaviors as well
as increase their self-efficacy which subsequently has a positive impact on improving the quality of life. The
present finding parallels with Cramm etal., (2013)** who investigated the importance of general self-efficacy
on quality of life outcomes over time among adolescents with type | diabetes or juvenile rheumatoid arthritis
and revealed that there was a highly statistical significant positive correlation between total self-efficacy and
total quality of life (p <0.001).

Importantly, the present study finding revealed that there was a highly statistical significant positive
correlation between total self-management behaviors and total quality of life pre and after 3 months post-
program. This implies that higher self-management behaviors lead to higher children's quality of life. The
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present finding goes in line with Nadrian etal., (2011)> who assessed the relationship between quality of life,
health status and self-care behaviors in patients with rheumatoid arthritis in Yazd and showed that there was a
significant positive correlation between total quality of life and total self-care behaviors of RA patients (p<0.01).

IV.  Conclusion
Based on the results of the present study, it can be concluded that, the self-management program was
an eminently effective technique to improve children' self-management behaviors, self-efficacy and quality of
life. Hence, these results support the proposed hypotheses.

V.  Recommendation
In view of the findings of the present study, the following recommendations can be suggested:
1. Encourage continuous self-management program for children experiencing juvenile rheumatoid arthritis to
improve quality of life, self-efficacy and thus reduce negative consequences of the disease.
2. Encourage children to adopt correct and proper self-care behaviors which contribute to successful
management of the disease.
3. Disseminate a simplified illustrated Arabic booklet about juvenile rheumatoid arthritis to increase children
and parent's awareness for healthy life.
4. Inform parents that early diagnosis, timely referral to proper hospital is most important for better long term
outcomes.
5. Recommend replication of the current study on larger probability sample in different setting to achieve wider
utilization of the program.
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