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Abstract

Background: Sickle Cell Anemia (SCA) is a chronic hematologic disease associated with
many physical, psychological, and social problems that can affect on quality of life. Self-learning
guidelines has a great effect in improving quality of life and health status of adolescent with Sickle Cell
Anemia. Aim of the study was to evaluate the effect of self-learning guidelines on quality of life and
self-reported practice of adolescents with sickle cell anemia. Design: A quasi-experimental study.
Settings: Inpatient and outpatient of pediatric hematology departments at Benha University and Benha
Specialized Pediatric Hospitals. Study subjects: A purposive sample of 50 adolescents diagnosed with
sickle cell anemia in the previously mentioned settings was included in the study throughout a period of
six months. Data collection tools: A Structured interviewing questionnaire sheet, self-care reported
practices and pediatric quality of life scale. Results: There was a statistical significant difference
between total knowledge and total self-reported practices of the studied adolescents regarding to sickle
cell anemia post and follow up self-learning guidelines as compared to pre self-learning guidelines
implementation. There was a statistical significant difference between the total score of quality of life
for the studied adolescents regarding to sickle cell anemia at post and follow up compared to pre self-
learning guidelines implementation. Conclusion: Self-learning guidelines implementation was
effective in improving the quality of life of adolescents with sickle cell anemia through improving their
knowledge and self-care reported practices. Recommendations: In service training program for
adolescents with the sickle cell anemia to enhance their quality of life.Conducting premarital screening
programs for raising awareness of children and adolescents regarding the nature hereditary of SCA&
associated complication.

Key words: Sickle cell anemia, Adolescents, Self-learning Guidelines, Quality of life, Self —Care
Reported Practice

Introduction ulcers, pulmonary hypertension, splenic
Sickle Cell Anemia (SCA) is a recessive infarction, repeated strokes, necrosis of joints,
single-gene  inherited  disorder  causing and renal failure. Adolescents suffering from

significant morbidity and mortality. The main
characteristics of sickle cell anemia are severe
anemia that might require blood transfusion,
repeated chest infections, episodes of pain, leg

Sickle cell anemic usually require repeated
hospitalization due to the associated
complications (Downes, et al., 2019).Sickle
Cell Anemia (SCA) is often associated with
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major complications in the long term, which
may lead to a poor quality of life. The use of
prophylactic antibiotics, such as penicillin,
vaccines, and treatments reduce the severity of
disease such as hydroxyurea have increased the
average life span of these adolescents (Jain, et
al., 2018).The concept of Health-Related QoL
(HR-QoL) is defined as the individual's own
subjective perception of aspects of life directly
related to the state of health. Therefore, this
concept represents the satisfaction and well-
being of an individual as concerns the physical,
psychological, social, economic, and spiritual
domains of his/her state of health a combination
of the state of health and the affective response
to it (Lim, et al., 2019). Self-learning
guidelines are the purposeful performance of
specific learned tasks, skills, activities, and
behaviors to manage the medical, psychosocial,
and life impact of SCA. However, providing
advice to adolescents on certain lifestyle
factors, such as avoiding exposed to cold
weather, dehydration, rigorous exercise and
follow up health instructions is helpful in
reducing crisis and complications (Lori, et al.,
2019).Self-learning guidelines seem to be
essential to improve quality of life and health
status of adolescents with sickle cell anemia to
achieve an acceptable level of quality of life.
Moreover, the adolescents with SCA need a
comprehensive and organized care, including
medical and non-medical services as well as
self-learning strategies. The acquisition or
modification of effective coping strategies can
lead to a reduction in symptoms, promote self-
management behaviors and health outcomes
and achieve a better quality of life (Druye, et
al., 2018)

Signficance of the study:

Sickle cell anemia is a major genetic disease
that occurs more often among children from
parts of the world where malaria is or was
common. Each year over 300,000 babies with

severe forms of these diseases are born
worldwide, the majority in low and middle-
income countries. It is estimated of 250,000
children have sickle cell anemia worldwide and
75%—-85% of the affected children are in Africa,
where mortality rates for those range from 50%
to 80% due to the severity of disease's
complication (Stephen, et al., 2018).

Sickle cell anemia is a chronic autoimmune
disease that can involve any organ system with
a wide range of disease manifestations, and can
lead to significant morbidity and even
mortality. Recent studies showed that positive
progress for adolescents whom participants in
self-learning guidelines courses as it results in
decreased reports of pain, increased functional
abilities and reduce numbers of hospitalization
and physician visits.

Adolescents with sickle cell anemia
suffering from many physical, psychological,
and social problems that can affect their quality
of life. To deal with this chronic condition,
manage  their  disease, and  prevent
complications associated with the disease.
Adolescents must learn skills and behaviors.
Therefore, the aim of this study was to
determine the effectiveness of self-learning
guidelines on quality of life and self-care
reported practice in these adolescents.

Aim of the study

This study aimed to evaluate the effect of self-
learning guidelines on quality of life and self-care
reported practice of adolescents with sickle cell
anemia, through the following objectives:

1. Assess the quality of life and self-care reported
practice of adolescents with sickle cell anemia.
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2. Design and implement self-learning guidelines
for the quality of life and self-care reported
practice of adolescents with sickle cell anemia.

3. Evaluate the effect of self-learning guidelines
on quality of life and self-care reported practice of
adolescents with sickle cell anemia.

Research Hypothesis:

Quality of life and self-care reported practice
of adolescents with sickle cell anemia will be
improved after the implementation of self-
learning guidelines.

Subjects and Methods
Research design:

A quasi-experimental design was utilized
to conduct this study.
Settings:

The current study was conducted at the
inpatient and outpatient of pediatric hematology
departments at Benha University and Benha
Specialized Pediatric Hospitals. The inpatient
hematology department at Benha University
present in the fourth floor at medicine building
and consisted of two rooms each room contains
six beds. The outpatient clinic present at first
floor and consisted of one room with one bed.

In addition, the inpatient hematology
department at Benha Specialized Pediatric
Hospital was in the fourth floor in building (A)
and consisted of two rooms each room contains
four beds. The outpatient clinic present at first
floor and consisted of one room with one bed.

Subjects:

A purposive sample of 50 adolescents
diagnosed with sickle cell anemia in the
previously mentioned settings were included in
the study throughout a period of six months of
data collection from the beginning of June up to
the end of November 2019.

Inclusion criteria:
- Children from 12-18 years old.

- Fully conscious, oriented and able to follow
instruction.

- Free from any other acute or chronic
illnesses, handicapping conditions, and
cognitive problems.

Tools of Data Collection:

Data was collected through using the
following tools:

Tool (I): A Structured Interviewing

Questionnaire

It was developed by the researcher in an
Arabic language after reviewing the related
literature. It was consists of two parts as the
following:

Part (1): Personal characteristics, family
history and medical history of the adolescents
suffering from sickle cell anemia such as:

Data about the personal characteristic of the
adolescents with sickle cell anemia such as
age, gender, level of education, ranking of the
child, residence and number of family member.

Data about the adolescents' family history
such as consanguinity relationship between
parents, the degree of this relation, any
hereditary diseases in the family, another
hematological diseases and presence of another
person have sickle cell in the family.

Past and medical history of the adolescents
such as the onset of the disease, receiving
blood transfusion, frequency of receiving blood
transfusion per weeks, complications from
blood transfusion and number of hospitalization
due to pain crisis during the last six months.

Part (2): Adolescents’ knowledge about sickle
cell anemia to assess;
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1-Adolescents’ knowledge about blood and
its components such as components of the
blood, the place for the manufacture of the
blood and its products, function of red blood
cell (3 questions).

2- Adolescents’ Knowledge about sickle
cell anemia as definition, causes, predisposing
factor of pain crisis, manifestations,
complications, prevention of complication,
diagnosis, prevention, treatment of sickle cell
anemia, the appropriate precautions for dealing
with sickle cell anemia and pain attack
management (11 questions).

The total scoring system of adolescents'
knowledge:

Three levels of scoring for each question was
be as the following:
- Correct and complete answer was scored
(2) grades.

- Correct and incomplete answer was scored
(1) grade.

- Incorrect answer or don't know was scored
(0).
So, the total score of 14 questions were 28
grades (100%).

The total scoring system of adolescents’
knowledge was calculated and classified in
three levels as: For 75-100% was considered
good level of knowledge 21-28 grades, for 60-
<75% was considered average level of
knowledge 17- <Y\ grades and for less than
60% was considered poor level of knowledge
<17 grades.

Tool (I1): Self-Care Reported Practices:

This tool was developed by Hilker et al.
(2006); it was adapted by the researcher to
measure sickle cell anemia self-care reported
practices. The tool was translated in simple

Arabic language and included, self-reported
practices about the prescribed medications (8
items), sanitation (6 items), sleep (6 items),
pain management (12 items), nutrition (5 items)
and follow up (7 items). So the total items were
(44 items).

Scoring system for Self-Care Reported
Practices:

The adolescents' response for each statement
was ranged from 1 (never), 2 (sometimes),
3(always). The total scoring system of
adolescents' self-care reported practices was
calculated and classified in two levels as: For
80% & above was considered satisfactory level
of reported practices (> 35 grades.) and for
below 80% was considered unsatisfactory level
of reported practices (< 35 grades.).

Tool (111): Pediatric Quality of Life Scale:

This tool was developed by Varni et al.,
(2006), be adapted and translated by the
researcher into an Arabic language. It was
formed of 23 items that are designed to measure
the core dimensions of the health as delineated
by WHO. Sickle Cell Anemia Module
(adolescents from 12-18 years) was used to
assess QOL for adolescents with sickle cell
disease. Its’ domains evaluated problems such
as physical capacity (8 items), emotional (5
items) and social aspects (5 items) and school
activities (5 items).

The QOL scoring system:

The items were rated on a 5-point Likert-
type scale from “Never” to “Almost always”.
These items were scored as Never= 0, Almost
Never=1, Sometimes =2, Often=3, Almost
always=4. Likert response scale items are
reverse-scored and linearly transformed to a 0—
100 scale (0=100, 1=75, 2=50, 3=25, 4=0), so
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that the higher Peds QL™ scores indicate better
QoL.

Quality of life for adolescents with sickle
cell disease was classified according to their
response into good (>75%), average (50<75%)
and poor (<50%).

Validity and reliability of the study tools:

The study tools were revised by a panel
of three experts in the field of pediatric nursing
to assess the validity of the study tools.
Accordingly, minor modification was done in
the form of rephrasing, organization, omission
and addition of some questions. The reliability
coefficient for the study tool was calculated
using the correlation coefficient Cronbach's
alpha test as:

Tool No of
questio | Cronbac
ns h's Alpha
Knowledge 11 0.92
Self-reported 44 0.90
practices
QOL 23 0.95

Ethical and legal consideration:

Ethical aspect was considered before
starting the study the researcher explained the
aim, nature and expected outcomes of the
research to the adolescents before their
inclusion. They were informed that the study is
harmless. Also, maintain confidentiality and
privacy was taken into consideration regarding
data collection. Moreover, the adolescents have
the right to withdraw from the participation at
any time. An oral consent was obtained from
each subject to participate in the study.

Pilot study:
A pilot study was carried out during April
2019 on 10% of the studied adolescents (5
adolescents) to evaluate the applicability of

the study tools and estimate the proper time
required for answering the data required. All
participants in the pilot study were excluded
from the sample

Field Work:

The actual filed work started from the
beginning of June 2019 up to the end of
February 2020, 6 months for data collection and
3 months for follow up. The rate of adolescents'
admission to hospital increased during hot and
cold weather because this weather is a
precipitating factor for pain crisis. The
researcher was available in the study settings
three days weekly (Sunday, Tuesday and
Thursday) at morning and afternoon shifts to
collect the data by previous tools.

The researcher started the data collection by
introducing herself to the adolescents and
giving them an explanation about the aim of the
research and its expected outcome. The content
of self-learning guidelines was prepared in the
light of the actual needs assessment of the
studied adolescents.

Self-learning guidelines:

It was designed by the researcher under
guidance of the supervisors according to the
actual needs' assessment of the study subjects
after reviewing the related literature.

The self-learning guidelines was carried out
in six sessions, the time of each session was
ranged from 30-60 minutes. The studied
adolescents were (50) divided into small groups
numbers each group ranged between (5-10)
adolescents. The self-learning guidelines were
implemented for each group (3 days / week).

Different teaching methods were used as
lecture, group discussion and role-play.
Evaluation of the knowledge, self- care
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reported practices and quality of life for the
studied adolescents carried out using the same
pretest format as a post and follow up test. The
researcher motivated the studied adolescents by
encouraging them with words and gave pencils
and notebook as reward to gain their
participation.
1. Assessment phase:

A pretest carried out by using the study tools
to assess the adolescents' knowledge, self- care
reported practices regarding to sickle cell
anemia and quality of their lives. The average
time needed for the completion of each tool was
ranged between 20-30 minutes.

2. Planning phase:

This phase included analysis of the pretest
findings and identification for the actual needs
of the adolescents' knowledge, self- care
reported practices regarding to sickle cell
anemia.  Accordingly, the  self-learning
guidelines were designed by the researcher
using simple Arabic language and different
illustrated pictures in order to facilitate
adolescents' understanding.

3. Implementation phase:

General and specific objectives of self-
learning  guidelines  were  stated and
implemented to satisfy the actual needs of the
studied adolescents. The implementation phase
was achieved through six sessions at period of
three days/ week 2 sessions /day. The time of
each session was ranged from 30-60 minutes at
inpatient and outpatient of pediatric hematology
departments at Benha University and Benha
Specialized Pediatric Hospitals. Each session
started by a summary of the previous session
and objectives the new one. Take into
consideration, the use of the Arabic language
that suit the adolescents’ educational level.
During sessions, each adolescent has an

opportunity to ask questions and share
information with each other. Otherwise, the
researcher answered any questions about the
guidelines as needed. Motivation and
enhancement during sessions were used to
enhance sharing in this study. Lecture and
group discussion were used as teaching
methods, colored posters and handout were
given to adolescents at the end of the session.
Adolescents were evaluated through oral
questions and take feedback about content of
each session.

4. Evaluation phase:

Evaluation was carried out immediately
after the implementation of self-learning
guidelines by using the same pretest format as a
posttest and follow up that was carried out after
3 months. Some data was obtained in follow up
phase using phone calls with study subjects
Statistical Design:

The collected data were organized
tabulated and analyzed by using electronic
computer and statistical analysis was done by
using Statistical Package for Social Sciences
(SPSS, version 26). Personal characteristics of
the studied adolescents were presented in term
of number and percentage. Mean and stander
deviation for quantitative variable. Chi-square
test and paired t test was used to study the
comparison between pre, post and follow up of
self-learning guidelines.

Chi-square test was also used to study the
relation between the personal characteristics
and their knowledge, self-care reported
practices and quality of their life. The
correlation coefficient test was used to study
the correlation between adolescents' total
knowledge score, total self-care reported
practices score and their total quality of life
score.
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Results

Table (1): As regards the personal
characteristics of the studied adolescents this
table shows that, more than three quarters of
them 76% were ranged in their age between
12-<15 years with X +SD 14.04+ 1.152 and
more than half of them 54% were males. In
addition, more than half of the studied
adolescents 54% were in primary school
education, and less than half of them 46% were
ranked as the first child in their family. This
table illustrates that more than three quarters of
them 76% were living in rural areas and less
than two thirds 62% of the number of their
family are three members.

Figure (1) shows that, more than two
thirds of the studied adolescents 68% had poor
knowledge score regarding to sickle cell
anemia at pre of self-learning implementation
while, more than two thirds of them 70 % and
68% had good level of knowledge score at post
and follow up respectively. There was a
statistical significant difference between total
knowledge of studied adolescents regarding to
sickle cell anemia at post and follow up as
compared to pre self-learning guidelines
implementation (p=< 0.05).

Figure (2) illustrates that, the majority of
the studied adolescents 80% had unsatisfactory
level of total self-reported practices regarding
to sickle cell anemia at pre self-learning
guidelines implementation while, more than
two thirds of them 70% & 68% had
satisfactory level of total self care reported

practices regarding to sickle cell anemia at post
and follow up respectively. While, there was a
statistical significant difference observed
between the studied adolescents' total self-
reported practices regarding to sickle cell
anemia at post and pre as compared to pre self-
learning guidelines implementation (p=<0.05).

Figure (3) shows that, almost three
quarters of the studied adolescents 74% had
poor total score quality of life at pre of self-
learning guidelines implementation. While less
than half of them 48% and 46% had good total
score quality of life at post and follow up
respectively. The table represents a statistical
significant difference was observed between
the total score quality of life for the studied
adolescents regarding to sickle cell anemia at
post and follow up compared to pre self-
learning guidelines implementation (p=<0.05).

Table (2) clarifies that, there were a
highly statistical positive correlation between
the studied adolescents' total knowledge
regarding to sickle cell anemia implementation
and their quality of life at pre, post and follow
up of self-learning guidelines implementation
(p=<0.001).

Table (3) clarifies that, there were a
highly statistical positive correlation between
the studied adolescents' total self-care reported
practices regarding to sickle cell anemia
implementation and their quality of life at pre,
post and follow up of self-learning guidelines
implementation (p=<0.001).
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Table (1): Distribution of the studied adolescents according to their personal characteristics

(n=50).
Characteristics No %
Age (in years):
12- 38 76.0
15-18 12 24.0

X +SD 14.04+ 1.152

Gender:
Male 27 54.0
Female 23 46.0
Level of education:
Iliterate 2 4.0
Read and write 11 22.0
Primary education 27 54.0
Preparatory education 7 14.0
Secondary education 3 6.0
Ranking of the child:
First 23 46.0
Second 12 24.0
Third 9 18.0
Fourth 6 12.0
Residence:
Urban 12 24.0
Rural 38 76.0
Number of family members:
3 31 62.0
4-5 5 10.0
5> 14 28.0
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Figure (1): Distribution of the studied adolescents’ total knowledge score regarding to sickle cell
anemia at pre, post and follow up of self-learning guidelines implementation (n=50).
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Figure (2): Distribution of the studied adolescents' total score of self-care reported practices
regarding to sickle cell anemia at pre, post and follow up of self-learning guidelines
implementation (n=50).
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Figure (3): Distribution of the studied adolescents’ quality of life total score regarding to sickle
cell anemia at pre, post and follow up of self-learning guidelines implementation
(n=50).

Table (2): Correlation between the studied adolescents’ total level of knowledge regarding to
sickle cell anemia and their quality of life at pre, post and follow up of self-
learning guidelines implementation (n=50).

Total quality of life score
Total knowledge score Pre Post Follow up
R P r P R P
Pre 0.872 0.000** 0.430 0.002** 0.443 0.001**
Post 0.334 0.018* 0.782 0.000** 0.757 0.000**
Follow 0.370 0.008** 0.813 0.000** 0.804 0.000**

A statistical significant difference (p <0.05%)

r- Pearson Correlation Coefficient

A highly statistical significant difference (p <0.001**)

Table (3): Correlation between the studied adolescents' total level of self care reported practices
regarding to sickle cell anemia and their quality of life s at pre, post and follow up
of self-learning guidelines implementation (n=50).

Total quality of life score
Total self -care reported
. Pre Post Follow up
practices
R P r P R P
Pre 0.375 0.002** 0.436 0.002** 0.302 0.031**
Post 0.343 0.015* 0.654 0.001** 0.654 0.000**
Follow 0.378 0.001** 0.651 0.001** 0.574 0.000**

A statistical significant difference (p <0.05%) A highly statistical significant difference (p <0.001**)

r- Pearson Correlation Coefficient
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Discussion

Sickle Cell Anemia (SCA) is a genetic disorder
of hemoglobin that affects millions worldwide.
Complications of the disease can be severe and
life threatening causing repeated referrals to the
emergency department or hospital to receive
medical care that lead to lower self-esteem,
feelings of frustration, depression, anxiety,
stress and poor quality of life. Therefore, self-
learning guidelines provide adolescents with
SCA with necessary information, skills and
motivation to improve quality of life (Abd
Elmoneim et al., 2019).

In relation to personal characteristics of
the studied adolescents, more than three
quarters of them were ranged between 12-<15
years X + SD age (14.04+ 1.152. This finding
agreed with the study of Kambasu, et al.,
(2019) entitled "Health-Related Quality of Life
of Adolescents with Sickle Cell Disease in Sub-
Saharan Africa" who mentioned that, more than
three quarters of the studied adolescents were
between the age of 12-15 years X + SD 14.25
years.

Regarding the gender of the studied
adolescents, in this study it was found that,
more than half of them were males. This
finding was in the same line with Stephen, et
al., (2018) in the study entitled "Prevalence of
Sickle Cell Disease among Children Attending
Plateau Specialist Hospital" who informed that,
SCD affects males and females equally because
the inheritance is autosomal recessive.

According to the study of Salih, (2019)
entitled "The Impact of Sickle Cell Anemia on
The Quality of Life of Sticklers at School Age"
who reported that, more than half of the
children was male. The researcher could
explain this result as, the SCA occurs in

children of carrier parents in the same
proportion across gender in a ratio of 1:1
between male and female.

More than half of the studied adolescents were
in primary school education. This finding was
in agree with a study carried out by Adgoke, et
al., (2015) about "Sickle Cell Disease Clinical
Phenotypes in Children from South Western
Nigeria™ who found that, nearly half of children
at primary school level. The adolescent still in
primary school despite their age, this may be
related to the recurrent pain crisis require
frequent  hospitalization and  frequent
absenteeism from the school. In addition,
adolescent with SCA may have short attention
span that may leads to, learning difficulties.

Concerning the total knowledge of the
studied adolescents regarding SCA the current
study illustrated that, more than two thirds of
the studied adolescents had poor knowledge
score regarding to sickle cell anemia at pre of
self-learning implementation. This finding was
compatible with the study of Boadu & Addoah,
(2018) entitled "Knowledge, Beliefs and
Attitude towards Sickle Cell Disease among
University Students” who illustrated that,
nearly two thirds of the participants had poor
knowledge about sickle cell disease. This might
be due to that the participants in the present
study didn't engage in any health educational
program.

The study also, supported by Asnani, et al.,
(2016) who conducted a study entitled
"Interventions for and Caregivers to Improve
Knowledge of Sickle Cell Disease and
Recognition of Its Related Complications™ and
stated that, educational programs improved
patient' (aged 15 -18 years) knowledge about
SCD. This may be related to lack of knowledge
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about sickle cell anemia that fulfilled after the
study implementation.

Concerning the total score of self-care
reported practices of the studied adolescents
about sickle cell anemia the current study
revealed that, there was an improvement in self-
care reported practices about SCA at post and
follow up as compared to pre self-learning
guidelines implementation. These findings were
similar to the study of Matthie & Jenerette,
(2017) entitled "Understanding the Self-
Management Practices of Young Adults with
Sickle Cell Disease” who reported that, study
participants indicated a desire to engage in self-
management to optimize health and reduce
incidence of pain crisis.

The present study findings were agreed with
the study conducted by Beverung, et al., (2015)
entitled "Health-Related Quality of Life in
Children with Sickle Cell Anemia: Impact of
Blood Transfusion Therapy" which pointed out
that, regular blood transfusion and follow up
was found to improve health among children
with SCD. This could be attributed to the fact
that, adolescents with SCA delay care-seeking
because of competing time demands related to
family, school, and work so regular self-care
guidelines implementation may be effective in
helpful in managing pain through staying
hydrated and taking medications.

Additionally, the study of the same
researcher was found that, significant
differences in the change in HRQL were
detected between study groups from baseline to
exit in one area. Change in health over time for
the transfusion group was significantly greater
than the increase in change in health over time
for the observation group. This may be

emphasized the importance of self-learning
guidelines for the children with SCA.

Regarding to total quality of life score for
the studied adolescents with SCA, in the
present study found that, there was a statistical
significant difference was observed between the
total score quality of life for the studied
adolescents regarding to sickle cell anemia at
post and follow up compared to pre self-
learning guidelines implementation. These
findings were in an accordance with a study
carried out by Badawy, et al., (2017) entitled as
"Barriers to Hydroxyurea Adherence and
Health-Related Quality of Life in Adolescents
and Young Adults with Sickle Cell Disease" it
was mentioned that, children had better HRQoL
because of the impact of a disease modifying
therapy and regular follow up.

These findings was almost similar to the
study by Ahmadi, et al., (2015) entitled "The
Effectiveness of Self-Management Program on
Quality of Life in Patients with Sickle Cell
Disease” who mentioned that, all dimensions of
QoL score after intervention were significantly
increased compared to those before the
intervention. Repeated measures test showed
that the mean score of all QoL dimensions and
the total QoL score decreased in the thirty-sixth
week, compared to twelfth week. However, it
was significantly enhanced in comparison with
the intervention baseline. This may be due to
children with SCA need continuous learning
guidelines to improve their quality of life.

The present study findings were consistent
with Pandarakutty, et al., (2019) who
conducted a study entitled
"Effectiveness of Nurse Led Intervention on
Health Related Quality of Life among Children
with Sickle Cell Disease in Oman: A Pilot

411



Effect of Self-Learning Guidelines on Quality of Life and Self —Care Reported Practice of

Adolescents with Sickle Cell Anemia

Study" and illustrated that, the participants in
study group had poor HRQOL scores in pre-
test. After nurse led intervention, the HRQOL
score in the study group significantly improved.

Similarly, according to  Al-Azri, et al.,,
(2016) who conducted a study which entitled"
Knowledge and Health Beliefs Regarding
Sickle Cell Disease among Omanis in A
Primary Healthcare Setting” and mentioned
that, the quality of life among children with
SCD remains poor mainly due to lack of
awareness about the disease. Therefore, health
promotion and educational program are needed
in order to increase the public awareness on
SCA to promote quality of life.

Regarding the correlation between the
studied adolescents' total knowledge and total
self-care reported practices score regarding to
sickle cell anemia and their quality of life there
were a highly statistical positive correlation
among total knowledge and total self-care
reported practices score with their quality of
life at pre, post and follow up of self-learning
guidelines implementation.

These findings were in an agreement with
Asnani, et al., (2017) in the study entitle
"Disease Knowledge, llIness Perceptions, and
Quality of Life in Adolescents with Sickle Cell
Disease: Is There a Link?" Who hypothesized
that, higher disease knowledge, and positive
illness perceptions about self-care practice were
positively associated with QoL. This attributes
that the importance of good knowledge and
self-care practices for adolescents with SCA in
improving their quality of life
Conclusion:

Self-learning guidelines implementation
was effective in improving the QoL of

adolescents with SCA through improving their
knowledge and self-care reported practices.
Recommendations

e In service training program for adolescent
with the sickle cell anemia to enhance
their quality of life.

e Conducting premarital screening
programs for raising awareness of
children and adolescents regarding the
nature hereditary of SCA& associated
complication.

e Providing psychological support and
increase the link between adolescents and
their family, school officials and health
workers could help in alleviating
difficulties especially academic
performance.

e Continuous monitoring and evaluating
self-care practices for children with sickle
cell disease for early detection and
solving any problem.

e Emphasizing on the role of nurses as
health educator for adolescents with
sickle cell anemia.
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