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ABSTRACT

The purpose of this article is to provide an overview of the methods for assessing Health Related Quality of
Life (HRQOL) in children with a focus on both the instruments available for measuring HRQOL in pediatric
patients with asthma and the disease determinants. Adolescents with bronchial asthma often have substan-
tially lower HRQOL. Frequent exacerbations impair children’s normal daily routines such as school activi-
ties, play and sleep. The factors affecting children’s HRQOL largely vary from those affecting the HRQOL in
adults. Chronic diseases in childhood are a risk factor associated with serious psychosocial consequences -
low self-esteem, behavioral problems, and difficulties in learning. Assessment of HRQOL can be successful-
ly integrated in achieving the primary aim of the disease management - to maintain health as a state of com-
plete physical, mental and social well-being.
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INTRODUCTION

“Quality of Life” (QOL) is a concept widely used
to refer to the subjective well-being of individuals.
There is no clearly defined and agreed-upon defini-
tion of QOL. The term “Quality of Life“ is used to re-
fer to individuals’ subjective satisfaction with impor-
tant aspects of their life — their physical and mental
well-being, social relationships, social and individual
activities, individual satisfaction, and health mainte-
nance (8). QOL refers to all aspects of human life, in-

Address for correspondence:

Anna Todorova

Faculty of Pharmacy, Medical University - Varna
55 Marin Drinov Str.

9002 Varna, Bulgaria

e-mail: annitodorova@abv.bg

Received: July 23, 2015
Accepted: December 1, 2015

cluding environmental factors outside the context of
health care. QOL is a broad term that takes into ac-
count a wide range of information and refers to var-
ious aspects of the life style of individuals and their
corresponding subjective assessment. The term en-
compasses the following essential aspects:

% occupation and vocation;

< financial well-being;

« family;

% community integration and social inclusion;

< health status and health care;

+ education and training (19).

There are many interdependent QOL-related
factors, e.g. financial and nonfinancial, health sta-
tus etc. One of the QOL-related components is the
health-related quality of life (HRQL). It is based on
the definition provided by the World Health Orga-
nization (WHO). The Constitution of WHO (1946)
states that “health is a state of complete physical,
mental and social well-being and not merely the ab-
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sence of disease or infirmity” (22). HRQOL depends
on patient’s self-perception and evaluation of dis-
ease-related impairment and measures the impact of
the impairment on patient’s QOL. Schipper’s defini-
tion states that “HRQL can be defined as the func-
tional effect of an illness and its consequent thera-
py upon a patient, as perceived by a patient” (30).
HRQOL focuses on the individual satisfaction with
those aspects that are both influenced by and af-
fecting individuals’ health, e.g. their functional sta-
tus (physical activity, mobility, self-maintenance),
emotional health (anxiety, stress, depression), social
functioning (social relationships, daily activities at
work and at home), long-lasting symptoms, life sat-
isfaction (18). In the sphere of health care, HRQOL
is employed in the studies of medical interventions,
epidemiological studies, pharmacoeconomic evalu-
ations (cost-effectiveness and cost-benefit analyses)
(19). Studies on HRQOL are essential for evaluating
the therapeutic effectiveness and achieving the pri-
mary goal of disease management, which is to main-
tain health as a state of complete physical, mental and
social well-being.

AIM

The aim of this article is to provide an overview
of the methods for assessing the HRQOL in children
with a focus on both the available instruments and
the determinant factors of HRQOL in paediatric pa-
tients with asthma.

MATERIAL AND METHODS

An overview of literature sources and scientif-
ic researches is given to explore the generic methods
for assessing the HRQOL in children. Furthermore,
the overview offers an analysis of the disease-specific
methods for assessing the HRQOL in children with
asthma. The information was collected from vari-
ous electronic databases (Pubmed, Scopus, Medline,
etc.) with the help of a set of predefined keywords:
asthma, children, HRQOL, instruments. As a result,
generic and specific assessment instruments are dif-
ferentiated. Based on the available research results,
the determinants of HRQOL in paediatric patients
with asthma are defined.

Assessing HRQOL

A wide range of various standardized assess-
ment methods can be used for HRQOL assessment.

There is a database with about 700 instruments for
assessing the HRQOL in different population groups
(33). Regardless of the underlying general health con-
cept provided by WHO, there are variations in the
different assessment instruments, as a result of which
the physical and emotional health is often poorly de-
fined. The lack of a well-developed common defini-
tion for HRQOL poses a challenge for the accurate as-
sessment and interpretation of the results. Research
sources indicates that controversial issues are the age
at which children can provide a reliable HRQOL self-
assessment, the validity of their assessment, and the
role of their parents in the questionnaire adminis-
tration (15,38). Some studies have found that chil-
dren aged over 5 years can give an accurate subjec-
tive assessment with the help of suitable survey in-
struments. It is recommendable that parents are in-
cluded as respondents to validate the results and pro-
vide additional information for children under the
age of 9 (38).

Depending on the specificity of the survey in-
strument, there are two main groups of HRQOL
measures: generic and disease-specific.

Generic instruments encompass all aspects
of HRQOL and provide a comparison between
the HRQOL in healthy individuals and those with
chronic diseases, as well as between patients with dif-
ferent diseases (19).

Disease-specific instruments are sensitive to
subtle but significant individual disease variations
that cannot be detected by generic tools. HRQOL
disease-specific instruments have been developed for
the assessment of a medical condition or a therapeu-
tic regimen in patients with chronic diseases (19).

Differences in values, beliefs and perceptions
of people with various diseases, distinct background
and culture underlie the development of different
tools for HRQOL assessment. The fundamental is-
sue in selecting a HRQOL assessment instrument is
its reliability and validity for the surveyed population
group.

Some authors assume that the instruments
chosen for the assessment of HRQOL in children
should have the following characteristics: 1) a clear
and practical conceptualization of HRQOL which
might greatly affect the type of selected instruments;
2) relevance to the theoretical principles of pediat-
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ric HRQOL with regards to the specific assessment
process and its interpretation by pediatric patients;
3) the instruments should encompass important as-
pects of the children’s lives that evidently affect the
evaluation and interpretation of results; and 4) the
separate elements should be suitably assembled since
their wording directly influences the answers given
by children. However, the instruments available for
HRQOL assessment rarely have the above mentioned
characteristics. Furthermore, very little of the avail-
able tools for the assessment of pediatric HRQOL are
based entirely on the theoretical principles (5).

Generic instruments for pediatric HRQOL as-
sessment are used for the evaluation of children’s
physical, mental and social heath, their family and
school environment, the changes in their health sta-
tus, and the disease-related discomfort and limi-
tations (2,4,16,23,29). The available generic instru-
ments for children are CHQ (Child Health Question-
naire), CATIS (Child Attitude Toward Illness Scale),
DisabkidsDCGM (Disabkids Chronic Generic Mea-
sure), KINDL® (Questionnaire for measuring quality
of life in children and adolescents), PEDSQL (Pediat-
ric Quality of Life Inventory 4.0 Generic Core Scales),
QOML (Quality of my life questionnaire) - the visual
analogue scale for HRQOL assessment.

The main aspects measured by the specific in-
struments for HRQOL assessment in children with
asthma are:

% physical distress and sleep disturbance caused
by asthma symptoms;

+ limitations of physical activity;

+ emotional distress (depression, mood swings,
anxiety, fear of experiencing a seizure);

« relationships with parents (parent-child con-
flicts related to the prevention and control of
asthma);

« limitations in social life (relationship with
peers, school performance);

# inconvenience caused by the need to control the
disease (the regular use of medications, frequent
visits to the doctor, injections, blood draw pro-
cedures, avoidance of certain foods and types of
toys) (12,37).

Below are presented the most commonly used
specific questionnaires for the assessment of HRQOL
in children with asthma:

+ Pediatric asthma quality of life questionnaire
(PAQLQ) measures the functional problems
(physical, emotional and social) that are most
common in children with asthma. It examines
three domains — symptoms, limitations in dai-
ly activities and emotional state assessed within
a period of one week. One week is the period for
which children are believed to provide the most
accurate and reliable information (9).
Childhood Asthma Questionnaire (CAQ) as-
sesses the impact of the symptoms, the sever-
ity of asthma, and patients’ attitudes towards
the disease. It has been developed for children
in three age groups: 4-7 years, 8-11 years, and
12-16 years.

0%
<

+ About My Asthma Questionnaire is used to de-
termine the number, intensity and type of stress
factors associated with asthma (5).

The validation of the assessment instruments
shows that children give adequate and precise an-
swers. Minor difficulties may occur only with the
youngest children regarding their understanding of
the temporal interval “the last week”.

The specific questionnaires detect subtle, still
important for the patient, changes in HRQOL. Pa-
tient-tailored, they are suitable for the assessment of
individual clinical outcomes. The generic question-
naires provide a comprehensive HRQOL assessment.
They facilitate the comparison between a health con-
dition and the corresponding therapies and, there-
fore, they can be used for both assessing the impact
of a health condition on specific groups of patients
and comparing the benefits of different therapeutic
approaches. Thus, they can influence the decision-
making process in disease treatment (19).

Factors affecting HRQOL

The essential determinants of HRQOL in adult
patients are their mental health, chronic diseases,
body mass index and physical activity, as well as the
disease-related mortality rate, the cost of treatment,
and the use of health care services (7,9,27,28).

The factors affecting the HRQOL in children
are highly specific. Studies have found that chron-
ic diseases in childhood are a risk factor associat-
ed with serious psychosocial consequences - low
self-esteem, behavioral problems, and difficulties in
learning (17). Some sources report that there is a sig-
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nificant correlation between pediatric patients’ age
and gender and their HRQOL (38). Other authors
have established that girls experience lower mental
well-being than boys, and older pediatric patients ex-
perience better HRQOL than younger pediatric pa-
tients (24). Psychological factors, optimism and pes-
simism are believed to be affecting the HRQOL in
both healthy children and those with chronic diseas-
es (39). Overweight, sedentary lifestyle, depression,
drowsiness and sleep problems are associated with
low HRQOL in adolescents (33,36). A comparative
study on the HRQOL in children with dermatolog-
ical diseases and other chronic diseases has identi-
tied that HRQOL is most impaired in children suf-
fering from cerebral paralysis, followed by those with
kidney diseases, cystic fibrosis, asthma, urticaria,
psoriasis, epilepsy and diabetes. Children with acne,
alopecia, and localized eczema experience high-
er HRQOL in comparison with the rest of the sur-
veyed children with dermatological diseases and oth-
er chronic diseases (14).

The dominant theoretical model relates the de-
terioration of health status to poor HRQOL. Howev-
er, health status and HRQOL are concepts that can-
not be used interchangeably. Studies have provided
evidence of drug therapies yielding improved clin-
ical outcomes and, at the same time, no noticeable
change in HRQOL (10). Other studies have found
self-perceived health effect that has not been detect-
ed by the conventional scoring scales (3). Therefore,
there is a distinction drawn between the assessment
of HRQOL and the assessment of symptoms. Given
the specificity of the worldviews and perceptions of
children, the distinction is particularly relevant to
the assessment of HRQOL in children. The improve-
ment of HRQOL, as perceived by a patient, is associ-
ated with the self-assessment of patient’s private life
and community functioning rather than with the
change in the clinical parameters.

Factors influencing the HRQOL in children
with asthma

Literary sources indicate that the level of disease
control is the main factor influencing the HRQOL
in children with asthma. It has been found that chil-
dren with poorly controlled asthma symptoms expe-
rience lower HRQOL (6,20,21).

The systemic corticosteroids use and asthma-
related hospitalizations depend on the level of dis-
ease control and affect adversely patients HRQOL
(1). According to some authors, poor disease control
in adolescents can affect their emotional, intellectu-
al and physical development (13). A research has pro-
vided evidence on the correlation between asthma
control and the HRQOL in pediatric patients in two
age groups - 6-12 years and 13-16 years. The findings
indicate a statistically significant moderate correla-
tion between the level of asthma control and patients’
HRQOL in the first of the surveyed groups. In the
second group, there is a statistically significant strong
correlation between the two variables (34). Accord-
ing to some authors, asthma-related cough affects
the HRQOL in children aged 8-14, girls particular-
ly, more than any other asthma symptom (21). It has
been found that the limitations in physical activities
(mainly running) affect patients’ HRQOL more than
the disease symptoms and patients’ emotional well-
being (26). Other studies have established variations
in pediatric HRQOL by age and gender (25,38). The
analysis with the generic instrument CATIS in the
age groups 6-12 and 13-16 has indicated a statistical-
ly significant correlation between patients’ HRQOL
and their age and gender. The increasing age is as-
sociated with a decrease in patients’ HRQOL. The
study has evidenced that teenagers are more prone to
disease-related depression. The results suggest that
the reduced HRQOL and the strong correlation be-
tween the measured variable and patients’ age result
from patients’ growing awareness of the chronic na-
ture of their disease and the related limitations. The
survey findings show that girls report HRQOL lower
than the HRQOL reported by boys (35).

Regardless of the disease-related discomforts
and limitations in patients with asthma, the assess-
ment scale of the survey instrument has not indicat-
ed a negative attitude in the surveyed children” to-
ward their disease or lower values in their HRQOL
(35). Children’s perceptions of the world are specif-
ic and, unlike adult patients with asthma, they do
not take much notice of sleep disturbances, they are
less affected by disease-related emotional issues, and
their daily activities are less impaired (32). There
is evidence that the subjective HRQOL is far more
complex than the simple measurement of patients’
physical, emotional and social functions (31).
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CONCLUSION

Both paediatric patients and their parents or
caregivers can provide valuable and relevant infor-
mation for the assessment of HRQOL in childhood.
Therefore, survey tools need to be designed in a way
suitable for adults and children alike.

In the assessment of paediatric HRQOL, the
specific questionnaires have proven to be less dis-
criminative and evaluative than the generic ones.
They are adjusted to the specific health conditions
and are suitable for the assessment of disease spe-
cific changes. However, generic questionnaires can
provide a comparison between distinct population
groups, as well as between healthy individuals and
those with impaired health.

The assessment of HRQOL in children and
their health status is a complex and multi-faceted
process. Patients view their HRQOL and their health
status as two distinct concepts. It holds true for pae-
diatric patients as well, regardless of their specific
perceptions of the world. Patients’ mental health has
a much greater impact on their quality of life than
their physical functions, whereas the health status is
more closely associated with the concept of health.

The instruments for assessing HRQOL are
widely used in disease management and research
work. Though they have proved to be applicable in
disease therapy and scientific work, they need fur-
ther sophistication to provide better therapeutic out-
comes and better understanding of the interdepen-
dencies of all the variables that define the HRQOL,
as perceived by the patients.
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