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Objective The purpose of this concept analysis is to examine the health-related quality of life in children with sickle cell disease.

Methods Meleis's concept analysis methodology was followed for analyzing health related quality of life concept. This includes defining the
concept, clarifying ambiguities, describing the critical attributes, identifying the observable and measurable empirical referent, delineating
the antecedents, the consequences, and modeling to illustrate the concept in its entirety. Articles focusing on quality of life, health-related
quality of life (HRQOL) in children with sickle cell disease (SCD) were examined.

Results The concept appears well developed and the internal characteristic of HRQOL is delineated. To ensure that its characteristics
maintained contextual relevance, a concept called ‘fine tune’should be done. Since HRQOL concept is a multidimensional concept, a factor
analysis test may be needed to explore the dimensionality and the structure of its meaning. Also, internal consistency reliability needs to
be done to assess the items independence of one another.

Conclusion Successful patient outcomes is an important goal for nursing and it is critical to health care decision making for practical, ethical,
and financial. The analysis of HRQOL concept provided more clarity to the concept definition and also to the underlying outcome measures.
Naming the variables of the concepts clearly facilitates comparing and contrasting the healthcare interventions on various patients’
outcomes. In addition, by examining the concept in children with SCD, pediatric nurses become more cognizant of the concept’s meaning

that would easily facilitate the understanding of the children’s and their parents’ perception of HRQOL.
Keywords concept analysis, health related quality of life, sickle cell disease

Introduction

Sickle cell disease (SCD) is a chronic, inherited hematological
disorder that is associated with life-threatening complications
that affect all major systems (Stuart and Nagel, 2004). Frequent
painful crises, infections, acute chest syndrome, priapism,
splenic sequestrations stroke, and organ failure are the most
common complications affecting children with SCD."*

Sickle cell disease has many complications that impact all
aspects of childrens life, which include the physical, psycho-
logical, social, and mental. Determining health-related quality
oflife (HRQOL) provides an understanding of SCD burden on
those children.”* It helps providing information to families,
and health care providers regarding the impact of the disease
on children with SCD. Measuring HRQOL is considered as an
important indicator to evaluate health care interventions and
treatments.* This in turn, will provide opportunities to identify
patients’ responses to treatment, and tailor appropriate thera-
pies based on the patients’ perspective of their HRQOL.” In
clinical practice, HRQOL information can be useful in identi-
tying and prioritizing health problems for individual SCD
cases as well as facilitates identifying any hidden or unex-
pected health problems. Thus, it aids to decision-making, and
in monitoring the health status of the patients.* It was also
found that, measuring HRQOL has shown to improve com-
munication between patients and providers as well as create a
patient-centered environment. In addition, HRQOL is consid-
ered as an important predictor for morbidity and mortality
outcomes.! Therefore, understanding HRQOL concept and
clarifying its theoretical and practical aspects is very impor-
tant for nursing practice. Concept analysis method will help
clarifying the concept and define its meaning that could be
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clearly understood by pediatric nurses when dealing with chil-
dren having SCD. Also, analyzing HRQOL concept would lead
to the development of disease specific measurement tools for
the concept to be utilized specifically for children with SCD.
The concept “QOL” is a commonly used concept across
different disciplines. Initially, QOL was applied in sociology
but later it was applied to other disciplines. Although QOL is
used in everyday language, it is viewed as a multifaceted
concept.® QOL and HRQOL have been used inter-changeably
and remain vague and unclear concepts. The concept HRQOL
referred and used widely in healthcare literature. It is consid-
ered as a fundamental concept in health care because one of
the nursing goals is to enhance the health outcomes and strive
to provide quality of care for the patients. Therefore, focusing
on QOL and the issues that might affect it can lead to improve
nursing care through recognizing the effect of the diseases,
evaluating treatments, and facilitating resource decision.”
Although HRQOL concept is frequently used, it has still
remained unclear and not well defined and often confused
with QOL concept. Concept analysis is considered as a means
to clarify vague and overused concept and also to distinguish
the concept from other similar concepts. Therefore, the pur-
pose of this analysis is to clarify the meaning of HRQOL
through reviewing the literature. The concept analysis in this
paper will be guided by the guidelines presented in Meleis
model for the concept analysis.” Meleis model has been used
widely in nursing and found to be clear and easy to follow.
First, a literature was reviewed to examine the uses, define
the concept, clarify ambiguities and describe the critical attrib-
utes of the concept. Second, the observable and measurable
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empirical referent of the concept was identified. Third, the
concept was differentiated from other concepts. Then, the
antecedents and the consequences that may result from
HRQOL was delineated. At last, modeling was used to illus-
trate the concept in its entirety.””-*

Search Strategy

Different databases were searched which include PubMed,
CINHAL, PsychInfo, Google Scholar, and ERIC using the key
term “HRQOL’ and “SCD”. There were many articles found on
HRQOL; therefore, the search was limited to include articles
published between 2000 and 2017. Only research articles were
included in this review. Studies done on children with SCD
were included. The studies that did not give a clear definition
of the concept were excluded. Also, one article was chosen
from the articles written by the same author. A total of 16 arti-
cles were included in this review.

Use of the Concept (HRQOL)

Health-related quality of life emerged as an important and dis-
tinct perspective after the appraisal of QOL concept. There-
fore, HRQOL concept was narrowed as a measurable concept
because it was found that, most of the outcomes of QOL have
no corresponding interventions.® Therefore, QOL was given a
new label as HRQOL to facilitate the concept measurement.
Based on the reviewed literature, the concept tends to be
widely used in the healthcare setting; more specifically for
patients with chronic illness.

Definition of the Concept

In the dictionary, life has been defined as “capacity for growth,
existence, and functional activity”, quality is referred as “the
standard of something when compared with other things like
it”” The term quality can have both positive or negative fea-
tures but mostly it is viewed as something superior. World
Health Organization defined QOL as “Individuals” percep-
tions of their position in life in the context of the culture and
value systems in which they live and in relation to their goals,
expectations, standards, and concerns”’ According to Centers
for Disease Control and Prevention (CDC), QOL is a broad,
multidimensional concept that includes subjective evaluations
of the positive and the negative aspects of life.'” On the other
hand, HRQOL-based (CDC) refers to the individual health’
perception of the physical, mental functional status, social,
and socioeconomic status. In the reviewed literature, HRQOL
is being defined as a multidimensional concept which encom-
passes domains related to physical, emotional, social, and cog-
nitive functioning."*'""”

Some literature specified that, HRQOL goes beyond the
direct measures of health, their life expectancy, and the causes
of death.”* It focuses on health impact on the QOL.

Characteristics of HRQOL

Exploring the literature revealed that the concept of HRQOL
was viewed HRQOL in patients with SCD as a multidimen-
sional concept and identified the aspects of it that includes
physical, cognitive, social, and emotional.>*'"""*!>"* Most
of the literature cited the subjective nature of HRQOL as the
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core attribute for this concept and is viewed as the subjective
evaluation of the individuals for their health and lives as well
as the subjective perception of personal thoughts, feelings, and
the meaning of one’s life.>*!"*>"* In addition, HRQOL con-
cept is viewed as the well-being of the individual. Satisfaction
in life is also seen to be associated with HRQOL.>*>1729-22 The
last important characteristic for HRQOL concept is that it is a
dynamic concept, it is changing and depends on the context in
which it is measured.

Dimensions of the HRQOL (Critical Attributes)

The critical attributes are the recurrent characteristics of the
concept.’ The critical attributes of HRQOL are as follows:

Multidimensional

This includes the physical, psychological, social functioning.
Some researchers included the cognitive functioning or the
mental capacity to evaluate ones’ health or life.>!*!>171*?* The
physical functioning domain includes the effect of the dis-
ease on the physical aspect of health such as walking, run-
ning, lifting heaving items, doing exercises, feeling pain, and
energy status. The emotional functioning domain includes
the effect of the disease on the children’s emotions and feel-
ings such as fear, sadness, worry, angry, and sleep distur-
bance. The social domain includes the individual’s interaction
and also the relationship with families, peers, and others.
The cognitive domain includes the children’s memory,
attention, and ability to keep up with the school requirement
and attendance.

Subjective Nature

All of the literature indicated that HRQOL is a subjective eval-
uation and assessment of one’s QOL.!-#!1-1315-1923 Tt depends on
the person’s perception, satisfaction, and well-being. As in
chronic illness like SCD, pain is subjective and can be best
determined by the children and their parents.

Contextual

Health-related quality of life is a dynamic concept, and it
varies based on the context in which it is measured and varies
according to the changes in the circumstances. It depends on
the situation and the time.

Intangible

Health-related quality of life is all about personal perception
of well-being, satisfaction, and the perception of the effect of
the illness on aspects of QOL.

Health-related

This concept is viewed as related to health and it is an important
goal of nursing toward patients with chronic illness.> %15

Empirical Referents

Empirical referents are the categories in the phenomena;
which demonstrate the existence of the concept and that it is
really present. For HRQOL, the empirical referents are the
measures of the attributes. It is the statement of the patients;
for example, statement about their satisfaction or dissatisfac-
tion. The measurement is dependent on the researchers’ con-
ceptualization of HRQOL and also how it is operationalized.
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Therefore, the way it is defined determines what will be
included in the assessment measurement. Generally, HRQOL
measurement it is a subjective assessment of the individuals
well-being and also about one’s perception to what degree be
able to perform different facets of life. The measurements
include the perception of the physical functioning and to
which extent one is able to perform activities and if the roles in
daily activities are impeded; so the QOL is influenced by the
individual’s physical status or condition. The second measure-
ment for HRQOL is assessing to which extent the emotional
status of the individuals limits the daily functioning and the
ability to perform their roles. For the social functioning, the
social activities, the interactions, and relationship with each
other are assessed. At last, the individual’s perception of gen-
eral health is measured. There are many instruments devel-
oped to measure HRQOL, which may reflect the ambiguity of
the concept. Some instruments are so generic that is suitable
for all population. Others are specific tools, either disease-
specific or specific to certain population such as children or
elderly, it is important to identify the rationale behind the
choice of the tool.> ! 1>15-1924

Differentiating HRQOL Concept from other
Concepts

The concept HRQOL is often confused with other concepts
such as the general status of health, functional ability, utility,
mood, and symptoms. Health is being defined by WHO as
“a state of physical, mental, social well-being but not merely
the absence of the diseases” However, there is a recent con-
ceptualization of health that makes it so definite as a state that
including both the wellness and illness. Functional ability is
also confused with QOL. It is considered as a health-related
variable and was defined as the ability of the individuals to
meet their basic needs, fulfill their roles, and maintain their
well-being.” A distinguish was made between the functional
capacity and functional performance to make the concept
more one’s perception of abnormal physical, emotional, and
cognitive status. HRQOL is often negatively correlated with
the physiological abnormality which is an objective measure.*
Mood is the affective domain of the individual which includes
happiness, sadness, depression, and anxiety. Utility is a con-
cept that is not often used in the health care, but it is applied
to health care decision-making to measure the preference for
health status. The decision of the individual is thought to be
based on the anticipated satisfaction of the individual or
QOL. QOL is a multidimensional concept that includes phys-
ical, psychological, social, and cognitive domains of health,
general well-being, satisfaction, and role functioning.>*'*'%17-1%22
However, the term QOL found to be a very broad concept,
and the confusion occurred when many outcomes of this
concept were broad and had no corresponding interventions.
Therefore, when confusion occurred and the same variables
are measured every time by the researchers (functional per-
formance, symptoms, physiological dysfunction), the new
concept “health-related quality of life” or “HRQOL’ has
emerged later in the literature. In response to the confusion of
the measurement related to QOL outcome, a new concept
was developed and narrowed to the QOL that is related to
health status and health care to link some parts of life that is
influenced by health. A new label was given which is “HRQOL”
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that mainly focuses on the physical, psychosocial, and cogni-
tive health dimensions.*

Delineating Antecedents of HRQOL Concept

The contextual condition under which HRQOL is perceived
and is expected to occur is “life”. The concept “QOL” is always
present, but it can occur only when life begins. Since this con-
cept is multidimensional and it is value-based and subjective
in nature, then the ability to evaluate one’s self and make a
decision in regards to life or may be treatments can be consid-
ered another antecedent for the concept HRQOL. Therefore,
the ability of the individual to perform the cognitive evalua-
tion of self or and to be conscious about his status is important
antecedent; for example, sometimes the adolescents with
chronic illness may make a decision regarding their treatments
without the willingness of their parents to find a way to cope
with their illness. Also, they find their own ways of coping to
go on with living.”

Delineating Consequences of HRQOL Concept

Consequences are the conditions that preceded by the evalua-
tion of HRQOL concept. The consequence of HRQOL concept
can be related to the consequences that occur after individual’s
evaluation or individual perception of HRQOL (such as
satisfaction) and the decision that might result in making a
change in the individual’s circumstances; for example, when
the individual evaluates HRQOL as high, it means he is satis-
fied and happy in life. It may also mean that he is empowered
because he has high self-esteem about his life his physical and
psychosocial health is good. However, the negative conse-
quence of individual’s perception or evaluation of HRQOL as
poor is that, it might result in, dissatisfaction, low self-esteem,
low coping abilities, changes in self-concept, depressed, iso-
lated and it may even have extended to risk-taking as in ado-
lescents with chronic illness.

Modeling HRQOL Concept

The author illustrates two exemplars for HRQOL using a
model case and a contrary case.

A model case

Maya is a 12-year-old child diagnosed with SCD. Maya seldom
gets pain and looks physically healthy. She has many friends
and looks satisfied with life.

A contrary case

Dana is a 12-year-old child diagnosed with SCD. Dana gets
frequent pain crisis and required frequent admissions, she is
isolated and does not have friends. She wrote a storybook
recently and won, but she did not want the gift and planned
not to go and get the gift. She is dissatisfied with her life.

Analogizing

Health-related quality of life can be described as the “perception
of well-being or ill-being” So, when the individual perceive
himself as being well it indicates that he remained healthy
(physically, mentally, socially and emotionally) and therefore,
he is seen to have a good HRQOL and when the person per-
ceives himself being ill, it indicates that he thinks that his health
is interrupted either (physically, mentally, socially and emotion-
ally) and, therefore, he can be seen as having poor HRQOL.
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Synthesizing

Health-related quality of life is a multidimensional concept
that describes the physical, emotional, social, and cognitive
health functions of the patients with chronic illness.

Assumptions

In the analysis of this paper, two assumptions have been
made. The first assumption is that the conceptual clarity is
essential to guide high-quality research and for patient care.
Lack of conceptual clarity may lead to chaotic studies on
patient care outcomes.*® Therefore, if HRQOL demonstrates
to be a clear concept then the patient outcomes that the
author’s research will focus on in the future will be accurately
identified and, therefore, appropriate interventions can be
designed responding to those outcomes. The second assump-
tion is that in the measurement tool, the operationalization
of the concept must very closely represent the conceptual
definitions. It is essential that the instrument items must
reflect the whole entirety of the concept emotional.”® In the
literature, there are different instruments developed to measure
HRQOL; therefore, this may affect the coherence of the con-
cepts meaning if all these instruments, in fact, measure
HRQOL. Failure to define HRQOL concept may lead to
chaos in the health care literature and may result in the
development of different tools. Considering these two
assumptions, this paper analysis attempted to capture the
richness of HRQOL concept as it is defined and distinguish
HRQOL concept from other common variables that are
measured under the rubric of HRQOL.

Conclusion

Conducting a concept analysis enhanced the understanding
of HRQOL concept. The examination of its usage, critical
attributes, antecedents, consequences and cases illustration
provided insight into the essence of HRQOL concept. The
concept HRQOL is considered as a very important phe-
nomena in nursing practice. It is significant for nurses
working in pediatric settings. By examining the concept in
children with SCD, pediatric nurses become more cognizant
of the concepts meaning that would easily facilitate the
understanding of the children’s and their parents’ perception
of HRQOL. Successful patient outcomes is an important goal
for nursing and it is critical to health care decision making
for practical, ethical, and financial. The analysis of HRQOL
concept provided more clarity to the concept definition and
also to the underlying outcome measures. Naming the varia-
bles of the concepts clearly facilitates comparing and con-
trasting the healthcare interventions on various patients’
outcomes. In addition, identifying the variables of HRQOL
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and understanding the relationship between them provides
clarity about the effect of the intervention on the outcomes.
HRQOL is an important concept in nursing because patients’
QOL always matters; so being responsive and sensitive to
patients’ perception of their QOL helps to intervene to obtain
a positive impact.

Health-related quality of life concept is helpful for gener-
ating nursing theory because by understanding the nature of
the phenomena and anticipating its occurrence, identifying
the concept antecedents, consequences, variables or attributes
and understanding the relationship between them, this lead to
link the concepts of the phenomena together and serve as a
building blocks to generate a theory. There are many attributes
identified from the concept HRQOL and the relationship
between them can be easily described and explained. There-
fore, linking the variables of HRQOL, the antecedents, and the
consequences and identifying the relationship among them
can set a building blocks for a model or a theory that can serve
as a guideline that influences nursing care.

Health-related quality of life unlike the QOL concept,
HRQOL can be considered matured and a well-developed
concept because there is a consistency present across the
health care literature about its conceptualization of definition.
Also, the conceptual characteristics and attributes of HRQOL
are present and agreed upon. In addition, HRQOL dimen-
sions, boundaries as well as the potential indicators are identi-
fied. However, there are many instruments developed to
measure HRQOL and this in fact suggests that a refinement of
the conceptualization is needed to be done as the validity of
the conceptualization across the population has not been
established yet. Although the concept appears well developed,
the internal characteristics of HRQOL was not clearly deline-
ated. Therefore, to ensure that its characteristics maintained
contextual relevance, a concept called “fine tune” should be
done. Therefore, a further study on this concept would be
refining the HRQOL instrument and test its psychometric
properties using a quantitative approach. Since HRQOL con-
cept is a mutli-dimensional concept, a factor analysis test may
be needed to explore the dimensionality and the structure of
its meaning. Also, internal consistency reliability needs to be
done to assess the items independence of one another.
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