ABSTRACT

PARENTAL ASTHMA ILLNESS REPRESENTATION
AND CHILDREN‟S HEALTH RELATED QUALITY OF LIFE

By Shane J. Carter
Asthma is the leading cause of chronic illness among children in the United
States, affecting more than 6 million children. It results in an increase in the frequency
of school absences, emergency room visits, and hospitalizations. The affects of asthma
can have a substantial role on the health related quality of life (HRQoL) of children. The
parent‟s illness representation contributes to the proper management and treatment of
asthma in children. The purpose of this study was to assess the parental illness
representation of asthma and compare to an assessment of the HRQoL of the asthmatic
child. The research question was: Is there a relationship between parental illness
representation of asthma and their child‟s HRQoL?
The conceptual framework utilized in this study was the Health Belief Model
(HBM). It established a relationship between the parental illness representation of
asthma, based on knowledge, and the outcomes of perceived health related quality of
life of their asthmatic children, by incorporating the concepts of the model with the
variables of the study.
The methodological approach was a quantitative correlational descriptive study
and included children and parents of a local school district. Permission was obtained
from the administrative team. Human participant approval was obtained from the
University of Wisconsin Oshkosh Institutional Review Board. This descriptive study
used convenience samples of 58 children ages 10 -- 17 with the illness of asthma, as
determined by the parents on school enrollment forms. The study was conducted in the
school setting and included the involvement of the school nurse. Distribution of an
informed consent and the Asthma Illness Representation Scale (AIRS) was mailed to the
parents. The Paediatric Asthma Quality of Life Questionnaire (PAQLQ) was
administered in the school setting. Descriptive and correlational statistics were used to
analyze the data.
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CHAPTER I
INTRODUCTION

Asthma is a major public health problem in the United States (U.S.) and is the
most common chronic illness of children, effecting more than 6.8 million under the age of
18 (American Lung Association, 2009). According to the Centers for Disease Control
and Prevention (CDC), the percentage of children in the U.S. currently diagnosed with
asthma is 9.1% (CDC, n.d.). Pediatric asthma results in 12.8 million missed school days
and is the third leading cause of hospitalization among children under age 15 (American
Lung Association, 2009).
According to the World Health Organization (WHO), asthma creates a substantial
burden to individuals and families and can often restrict activities for a lifetime (WHO,
2009). The frequency and severity of asthma adversely impacts quality of life for the
asthmatic child (Juniper, Guyatt, Feeny, Griffth, & Townsend, 1996). Although asthma
cannot be cured, appropriate management can control the disease and enable
asthmatics to enjoy a good quality of life (WHO, 2009).
Management of asthma consists of the knowledge of the disease process, ability
to recognized symptoms, control of trigger exposure, medication adherence, and
treatment follow-up. The National Heart and Lung and Blood Institute (NHLBI)
developed the National Asthma Education and Prevention Program (NAEPP) to address
the growing problems of asthma in the Untied States (NHLBI, n.d.).
The NAEPP‟s objective for patients and the public is to increase awareness of
asthma as a significant public health problem, increase awareness of the signs and
symptoms, improve the knowledge, attitudes, and skills of patients regarding the
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detection, treatment, and control of asthma, define guidelines for effective asthma
education program, and to promote development, dissemination, and use of patient and
family education materials (NHLBI, n.d.).
The NHLBI established guidelines for the diagnosis and management of asthma
and included the following four key components for achieving control: (a) regular
assessment and monitoring of symptoms, (b) appropriate pharmacologic therapy, (c)
control of triggers and patient education, and (d) partnership with families (PetersonSweeney, McMullen, Yoos & Kitzman, 2003). Healthy People 2010 states that problems
caused by asthma could be controlled if the disease was managed according to
established guidelines (National Institutes of Health [NIH], n.d.).
The study done by Peterson-Sweeny et al. (2003), on the parental perception of
their child‟s asthma, suggested that parents value knowledge about medications, but
often have gaps and seem to accept their limited knowledge. Valerio et al. (2006)
performed a focus group study with parents of children with persistent asthma to identify
barriers to asthma care. “Parents often cited feelings of nervousness, frustration,
anxiety, fear, or anger concerning their child‟s asthma” (Valerio et al., 2006, p. 600).
They concluded that there was a specific gap in the parent‟s level of self-efficacy to
control exposure to asthma triggers, monitoring their child‟s asthma symptoms, and the
knowledge to change medication when symptoms change, all of which impacted
compliance with asthma management strategies (Valerio et al., 2006).
Parental illness representation of their child‟s asthma diagnosis and management
were directly related to the education they received (Peterson-Sweeny et al., 2007).
They concluded, from a study done on the impact of asthma education received from
health care providers on parental illness representation in childhood asthma, that
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knowledge can have a significant positive influence on a parent‟s belief system and a
closer illness representation of asthma to a professional model of care. Such asthma
illness representation would lead to care that more closely follows the NHLBI guidelines,
resulting in better control for children with asthma.
Asthma can have a substantial effect on the health related quality of life
(HRQoL) of children. In review of the literature, studies have been done in relation to
asthma control, severity, and treatment burden on HRQoL. The findings lend support to
the proposition that asthma severity and asthma control, albeit interrelated concepts,
each contribute independently to HRQoL (Chen et al., 2007). If parents and children
believe that the time and hassle associated with recommended treatments adversely
affect the HRQoL of children, they may be less willing to utilize treatment
recommendations, even when these treatments have the potential to reduce the risk of
longer term sequelae of chronic illness (Ziaian et al., 2006).
A review of the literature did not reveal any specific studies in regards to parental
illness representation on asthma and its affect on the HRQoL of their children.
Therefore, this study will be undertaken to establish if a relationship exists between
parental illness representation of asthma and the HRQoL of children.

Significance to Nursing
Asthma is the leading cause of childhood morbidity from chronic disease,
measured by school absences, emergency department visits, and hospitalizations
(Global Initiative for Asthma [GINA], n.d.). Family nurse practitioners (FNPs) play a
major role in the education, management, and treatment of asthma. In providing
evidenced-based practices and proper educational instructions, the FNP can
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significantly improve the knowledge and strengthen the illness representation of parents
with asthmatic children. Asthma knowledge is important, and when patients (parents)
understand the disease and its treatment, their confidence and satisfaction increases
(Musto, 2003). The Peterson-Sweeney et al. (2007) study indicated that asthma
education positively affects the illness representation of parents of children with asthma.
Some researchers have indicated that an effective educational intervention can improve
asthma knowledge and quality of life for asthma patients (Guevara, Wolf, Grum, & Clark,
2003.).

Problem Statement
Asthma typically begins in early childhood, requiring the need for parental
involvement in the management and treatment. According to GINA, for all patients with
a confirmed diagnosis of asthma, the goal of treatment is to achieve control of the
clinical manifestations of the disease, and to maintain this control for prolonged periods.
This requires proper education in order to influence parental illness representation on
asthma. The way in which parents perceive their child‟s asthma disease process can
contribute to the child‟s HRQoL. According to Juniper et al. (1996), both conventional
and HRQoL information are necessary in treating the asthmatic individual. The FNP
often obtains measurable data, such as peak flow rates, spirometry measurements, and
number of acute exacerbations. Few studies have looked at data about HRQoL of
children with asthma, and how it is affected by their parent‟s illness representation of the
disease.
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Purpose of the Study
The purpose of this study was to assess parental illness representation of
asthma in relation to facts about asthma, nature of symptoms, attitudes towards
medications, emotional aspects, and treatment expectations. Parental illness
representation of asthma was correlated with an assessment of the HRQoL of the
asthmatic child to see if a relationship existed.

Research Questions
1. Is there a relationship between parental illness representation of asthma and
their child‟s HRQoL?
2. What are parental illness representations of asthma?
3. What are the most troublesome problems of children with asthma?

Null Hypothesis
There is no relationship between parental illness representation of asthma and
the child‟s HRQoL. Parents who have an illness representation in agreement with the
professional model of asthma towards the disease process, recognition of symptoms,
understanding of medication regimens, and adherence to treatment standards do not
have asthmatic children with a higher perceived HRQoL.

Definitions of Terms
Conceptual Definitions
Asthma: Asthma is an inflammatory condition of the bronchial airways. This
inflammation causes normal function of the airway to become excessive and over-
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reactive, thus producing increased mucus, mucosal swelling, and muscle contraction.
These changes produce airway obstruction, chest tightness, coughing, and wheezing
(American Lung Association, 2009).
Children: Refers to a young person, especially between infancy and youth; a son
or daughter of human parents (Merriam-Webster, 2009).
Parent: A person who brings up and cares for another (Merriam-Webster, 2009).
Health related quality of life (HRQoL): Refers to the specific impact of an illness,
injury, or medical treatment on an individual‟s quality of life (Grootenhuis, Koopman,
Verrips, Vogels & Last, 2007).
Illness representation: When an individual constructs his or her own commonsense model of disease and treatment to deal with illness and/or to prevent disease
(Peterson-Sweeney et al., 2007).
Operational definitions
Asthma: Asthma was determined by information provided by parents on school
enrollment forms obtained from a local school district.
Children: Children were referred to as subjects 10 to 17 years of age.
Parent: Parents were referred to as the mother or father of the children in the
study. Parents will be required to be of age 18.
Health related quality of life (HRQoL): HRQoL was measured by the Paediatric
Asthma Quality of Life Questionnaire (PAQLQ). The PAQLQ uses specific evaluation
criteria to determine the child‟s HRQoL (Juniper et al., 1996).
Illness representation: Measured by using the Asthma Illness Representation
Scale (AIRS) that represents the different domains of parental illness representation of
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asthma and provides a comparison of the professional model of asthma (PetersonSweeney et al., 2007).

Assumptions
1. Children answered questions honestly.
2. Parents answered questions honestly.
3. Assessment of parental illness representation of asthma using the Asthma
Illness Representation Scale (AIRS) was reliable and valid.
4. Children‟s HRQoL was influenced by the parental illness representation of
asthma.

Chapter Summary
Chapter I discussed the significance of asthma and its impact on the lives of
children and their parents. In obtaining the HRQoL from asthmatic children, health care
providers have a better understanding of the impact that parental illness representation
has. The purpose of the study was to establish a relationship between parental illness
representation and HRQoL in asthmatic children. Questionnaires obtained the parental
illness representation via the AIRS. The HRQoL of children was measured by the
PAQLQ. Chapter II presents a discussion of the conceptual framework and a review of
the literature.
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CHAPTER II
THEORETICAL FRAMEWORK AND LITERATURE REVIEW

Introduction
In this chapter, the researcher describes the conceptual framework and a review
of literature related to asthma, parental illness representation of asthma, and HRQoL.
In this study, the conceptual framework of the Health Belief Model (HBM) is the basis for
the proposed relationship between parental illness representation of asthma and the
outcomes of perceived HRQoL of their asthmatic children. The HBM is a psychological
model that attempts to explain predicted health behaviors by focusing on the attitudes
and beliefs of individuals (Family Health International, n.d.). It was one of the first
models that were adapted from the behavioral sciences to predict health behaviors
(McEwen & Wills, 2007, p. 318). A review of literature is discussed on what is all ready
known about parental illness representation and the HRQoL of children with asthma.

Conceptual Framework
Health Belief Model
The HBM was developed in the 1950‟s by a group of social psychologist working
for the U.S. Public Health Services who wanted to improve the use of preventive
services by the public (McEwen & Wills, 2007). It consists of five key concepts that
include the perceived threat, which consist of two parts: perceived susceptibility and
perceived severity of a health condition. Perceived susceptibility is one‟s subjective
perception of the risk of contracting a health condition. Perceived severities are feelings
concerning the seriousness of contracting an illness or leaving it untreated. The second
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concept is perceived benefit, which is the believed effectiveness of strategies designed
to reduce the threat of illness. Perceived barriers, the third concept, are the potential
negative consequences that may result from taking particular health actions, including
physical, psychological, and financial demands. Cues to action are the fourth concept
that includes the occurrence of an event, either a physical symptom of a health condition
or from the environment that motivates people. The fifth concept is self-efficacy. It is the
belief in being able to successfully execute the behavior required to produce the desired
outcome. Finally, the other key concepts that contribute to the HBM are demographic,
socio-psychological, and structural variables that affect an individual‟s perceptions and
thus indirectly influence health-related behavior.

Figure 1. Health Behavior and Health Educations: Theory, Research, and
Practice. (Glanz, Rimer, & Lewis, 2002).

10

The HBM provides a framework for understanding how certain health beliefs
might influence adults‟ adherence to medical regimens or actions on behalf of children‟s
compliance. Such factors include the individual‟s subjective state of perceived
susceptibility to a particular illness; the perception of severity of the illness; and an
evaluation of physical, psychological, and financial benefits and drawbacks for the
recommended health behavior (DePaola, Roberts, Blaiss, Frick, & McNeal, 1997, p.
266).
The conceptual framework of the HBM and its main concepts proposed a
potential relationship between parental illness representation of asthma, evident by the
AIRS and the HRQoL established by the PAQLQ. The key variables associated with
parental illness representation were assessed in the AIRS and represented the different
domains of parental beliefs of asthma. The variables included: (a) facts about asthma,
(b) nature of the symptoms, (c) attitudes toward medications, (d) emotional aspects of
medication use, and (e) treatment expectations. The HRQoL of asthmatic children
establishes three variables, which domains consisted of symptoms, activity limitations,
and emotional function. These variables represented both parental illness
representation of asthma and HRQoL and were linked to all the concepts of the HBM.
Perceived Threat
The perceived susceptibility to asthma is represented by an acknowledgment of
the diagnosis. In relationship to illness representations, understanding the facts about
asthma helps establish knowledge and acceptance of the illness. Assessing the
emotional function, as it is related to HRQoL of children, also provides a better
understanding of their perceived susceptibility by establishing the psychosocial aspects
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related to the diagnosis of asthma. In relating the perceived severity by children,
assessing their understanding of the nature of symptoms and how those symptoms
affect their life, helps establish a basis for further education or change in treatment
plans. “Perceived severity consists of one‟s perception of the seriousness of the health
threat” (DePaola, et al., 1997, p. 267).
Perceived Benefit
The second concept in the HBM is the perceived benefit. This is represented
through illness representation by the parental attitudes towards medications and the
emotional aspects of medication use. Understanding how parents perceived
medications, the effects they had, and what values they put on their use helped health
care providers in understanding medication effectiveness in real-life scenarios. The
perceived benefits component consisted of perceptions about the efficacy of an action
designed to prevent or reduce the threat of illness (DePaola et al., 1997). This included
any positive benefit from medications, as defined by parents or children, such as
decreased hospital visits or decreased the number of absences from school.
Perceived Barriers
The perceived barriers concept relates to illness representation through the same
mode as perceived benefits. However, attitudes towards medication and the emotional
aspects of medication can have a negative impact on the overall achievement of asthma
control. If parents and their children are not compliant with medication management, it is
important to understand why and what those barriers are. Understanding perceived
barriers would enable the health care provider to facilitate a better treatment plan more
specific to the individual. A barrier to treatment expectations also plays a role in the
parental illness representation of asthma. Expectations of asthma control might not be
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achieved and frustration could lead to non-compliance and poor patient-provider
relationships. This component would encompass the negative aspects of medication,
such as side effects, the financial burden, or the inconvenience of the medication
regimen (DePaola et al., 1997)
Understanding treatment expectations of asthmatic children and their parents will
provide goals and specified obtainable outcomes. In relation to HRQoL, assessing the
activity limitations and how children perceive the barriers associated with them is
important to understand the affect that asthma has on their lives. This will also help
establish a more thorough treatment plan and achievable outcomes.
Cues to Action
Cues to action represent strategies to activate readiness. These cues to action
activate the readiness to act and stimulate overt behavior (McEwen & Wills, 2007).
Obtaining correct information and understanding the facts about asthma establishes
knowledge, promotes awareness, and reminds children and parents about asthma.
Assessing the illness representation of parent‟s on the facts of asthma allows for
recognition of the necessity of asthma education.
Self-Efficacy
The final concept of the HBP is self-efficacy. Self- efficacy is the confidence in
one‟s ability to take action (McEwen & Wills, 2007). In order to execute behaviors and
produce desired outcomes, establishing illness representation and parental beliefs is
crucial in effecting change. Understanding the effects on HRQoL also provides
directions for health care providers towards specific treatment plans and medication
regimens.
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The conceptual framework utilized for this study was established from the HBM
and helps propose a relationship between parental illness representations of asthma and
the HRQoL of their children. Through the key concepts of the HBM, perceived threat,
perceived benefit, perceived barriers, cues of action, and self-efficacy a connection is
established through illness representation and HRQoL and their variables.

Case Study
Erin is a 12-year-old girl recently diagnosed with mild persistent asthma, in which
she was originally prescribed an albuterol inhaler for exercise-induced symptoms and
wheezing exacerbations. She comes into the clinic for a recheck of her asthma with her
mother. In doing a history of present illness and review of symptoms, a conclusion is
drawn that the treatment plan is ineffective, medication management is inappropriate,
symptoms are not controlled, and the parental illness representation of asthma are not
representative of the professional model. Most importantly, Erin‟s quality of life in
regards to activity tolerance and exacerbations of symptoms has been affected. Mother
states that she is coughing, with an increase in frequency at night. She occasionally
becomes short of breath during gym class or while playing with friends. She is tired and
seems to be getting worse in relation to her asthma. Upon questioning, both Erin and
her mother state that they don‟t know what wheezing means or what it sounds like, she
does not carry her albuterol inhaler with her to school, and in fact, she does not know
where it is. Her mother has been giving her cough medicine at night, because she is up
all night coughing at times. They are asking for help to control her asthma and want to
know why this is happening and if there is anything else that can be done to improve her
quality of life.
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In utilizing the HBM in this case, you can establish what the perceived threats are
and what the benefits should be. The FNP evaluates the asthma illness representation
scale to assess the mother‟s illness representation of asthma, which helps the FNP
understand her knowledge of asthma and the symptoms, her attitudes towards
medications, and the emotional aspects of their use. It is also a way to assess her
treatment expectations for her daughter‟s asthma. Recognizing an effect on quality of
life, establishing how controlling the symptoms, minimizing activity limitations, and
supporting the emotional function of her illness can greatly improve perceptions about
asthma. This is established through an assessment process and accomplished through
reinforcement of proper training and education.

Review of the Literature
This section includes a review and analysis of the literature. The literature review
consists of the concepts of asthma, parental illness representation, and health related
quality of life. The analysis provides information on what is known about each topic and
its importance to this study.
Asthma
According to the NAEPP Expert Panel Report 3 (2009), more than 22 million
American have asthma, and is it is one of the most common chronic diseases of
childhood, affecting an estimated 6 million children (NHLBI, n.d.). The burden of
asthma affects the patients, their families, and society in terms of lost work and school,
lessened quality of life, hospitalizations, and deaths. Healthy People 2010 has
established objectives for asthma that include a reduction in asthma-related deaths,
hospitalizations, emergency rooms visits and limitations among persons with asthma
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and number of school days or workdays missed due to asthma (Healthy People 2010,
n.d.). A goal to increase the proportion of persons with asthma who receive patient
education, an essential part of the management of the condition, as well as the
proportion who receive appropriate asthma care according to the NAEPP guidelines, is
another objective of Healthy People 2010. Understanding of the severity of asthma,
proper representation of the objectives for treatment, and compliance with the NAEPP
guidelines will ensure proper management and effective treatment for all stricken with
the chronic illness.
The NAEPP has established four essential components of asthma management,
which includes assessment and monitoring, controlling factors contributing to asthma
severity, pharmacotherapy, and educations for partnership in care (Peterson-Sweeney,
2008). The first component, assessing and monitoring, consists of six key clinical
activities, which include establishing an asthma diagnosis, classification of severity,
scheduling routine follow up, assessing the need for a referral to specialty care,
recommending measures to control asthma trigger, and the treatment and prevention of
co-morbid conditions. Pharmacotherapy consists of two key clinical activities, which are
prescribing medications according to severity and monitoring the use of beta2-agonist
drugs. The final component of asthma management is education for partnership in care,
which consists of two key clinical activities, the development of a written asthma
management plan and the provision of routine education and patient self management
agreements (Peterson-Sweeney, 2008).
The components established by the NAEPP and their associated key clinical
activities, provides health care practitioners the resources necessary to ensure quality
care and proper control of asthma. The utilization of these resources has the ability to
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affect parental illness representation of asthma; reflecting on the HRQoL of children with
asthma.
Parental Illness Representation
In review of the literature on parental illness representation of asthma,
reoccurring themes emerged and three essential issues arose. Those issues were
associated with the perceived burden of a chronic childhood illness, the medication and
treatment adherence, and the knowledge and attitude of parents of asthmatic children.
A study conducted by Fiese, Winter, Anbar, Howell, and Poltrock (2008)
examined the family climate of routine asthma care and looked at the perceived burden
of asthma management and the mother-child interaction patterns of the child‟s wellbeing.
Through a quantitative descriptive correlational approach, the researchers concluded
that parents who perceived management of asthma to be a chore would engage in less
supportive interactions with their child. This negative pattern on interactions would result
in greater anxiety and lower quality of life for children (Fiese et al., 2008). Parental
perceptions resulted from their illness representation and impacted the HRQoL of
asthmatic children.
Peterson-Sweeny (2008) conducted a secondary data analysis study of a 150
children to explore the effects of routines (day to day activities) on asthma management
and morbidity outcomes for children with asthma and their parents. The results
concluded that parents who had fewer routines in their homes had lower quality of life
scores and higher burden of asthma scores compared to households with more routines.
Higher numbers of routines were associated with improved asthma morbidity outcomes
(Peterson-Sweeney, 2008). Childhood asthma exerted a large burden on families, and
as they attempted to manage the symptoms, adhere to medication and treatment
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recommendations, control triggers and schedule follow-up, the HRQoL of children was
the focus of concern.
Parental illness representation and related knowledge on childhood asthma
directly relates to medication and treatment adherence. There is an assumption that
basic understanding of asthma pathophysiology and treatment is essential for children
and their parents to effectively treat pediatric asthma, and is widely held and explicit
within the Expert Panel Guidelines (Ho et al., 2003). A correlational descriptive study
conducted by Sin, Kang and Weaver (2005), on the relationship of asthma knowledge,
self- management, and social support in African American adolescents with asthma,
found that both asthma knowledge and social support had positive relationships with
self-management behaviors (Sin et al., 2005). Results of this study supported the view
that if knowledge about the disease was present, one might get more confident in the
managing the disease in a practical situation.
According to Bender and Bender, 2005, in the U.S. studies of medication-taking
behavior indicate that, on average, only about half of prescribed asthma medications are
taken, and the remaining half of medications are taken at incorrect times or with
inhalation techniques that are inconsistent with physician instructions (Bender & Bender,
2005). A study completed by Conn et al. (2005) looked at the parental beliefs about
controller medications among a community-base sample of urban children with
persistent asthma and examined the relationship between parental beliefs and
adherence. The study concluded that when parental concerns regarding the
medications increased, their adherence to the medications decreased (Conn et al.,
2005).
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Asthma management requires adherence to improve patients‟ quality of life, and
it falls to parents of young children to implement and oversee their child‟s prescribed
medical regimen. Thus, child adherence is, in very practical terms, parental adherence
(Orrell-Valente & Cabana, 2008).
Health Related Quality of Life
The term HRQoL is used to describe the broad assessment of children‟s health
based on reports from children or from parents acting as proxy informants (Sawyer et al.,
2005). Health related quality of life is a measure that should be considered in the proper
management of childhood asthma.
A failure by clinicians to regularly assess children‟s broader psychological and
social functioning in the same way that they routinely evaluate children‟s clinical
and biomedical parameters, disadvantages the children for two reasons. First, it
makes it less likely that problems in the former areas will be identified and
appropriately managed. Second, problems in these areas may adversely
influence the effectiveness of treatment regimens use to manage children with
childhood illness (Sawyer et al., 2005, p. 396).
Asthma illness representation is an important aspect of the management of the
disease. Health education can change disease knowledge, attitudes, and possibly even
behaviors and lifestyles (Yang, Chen, Chiang & Chang, 2005). Through education,
HRQoL can be affected. A study on the effects of nursing instruction on asthma
knowledge and quality of life in school children with asthma looked at the relationship
between knowledge about asthma and quality of life. The study, conducted in Tawain,
used a quasi-experimental design with purposive sampling of 66 school children ages 8
to 12 years. They tested asthma knowledge and quality of life through the use of
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questionnaires, and the intervention comprised of instruction for the children with asthma
to enhance their disease management knowledge and skill. The researchers concluded
that with nursing instruction, the asthma knowledge of the experimental group changed
significantly and that they demonstrated an increased level of quality of life (Yang et al.,
2005).
The presence of asthma can influence a child‟s lifestyle and significantly impair
their quality of life, especially when the illness is not effectively controlled. This
measurement can provide valuable information on the significance of intervention from
the child and parents perspective. In pediatric patients, a valid HRQoL instrument
serves as a medium for young children to convey their experience of living with an
illness, instead of relying solely on reports from parents or caregivers (Chong, Chay &
Shu-Chuen, 2006).
Summary of the Literature
A review of the literature supported the need for further research on parental
illness representation of asthma and the effects on HRQoL of children. Parental illness
representation has been associated with the perceived burden of a chronic childhood
illness, the medication and treatment adherence, and the knowledge and attitude of
parents of asthmatic children. Studies support the importance of HRQoL information in
asthma care and its use in management of asthma by health care providers.

Chapter Summary
In this chapter, the researcher discussed the conceptual framework of the study
and its utilization of the HBM. The concepts of the model were discussed and it‟s
relation to how the variables of the study fit within the model were explained. A case
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study was presented to show significance to the model in clinical terms. A review of the
literature in regards to asthma, parental illness representation, and HRQoL was
discussed and its relevance to the study analyzed.
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CHAPTER III
METHODOLOGY

Introduction
In this chapter, the research describes the methodology of the study. The
chapter includes: research design; population, sample, and setting; the data collection
instruments; data collection procedures; and the data analysis procedures. The
anticipated limitations of this study are also discussed.

Research Design
The research design of this study was a correlational descriptive approach. The
study explored a possible relationship among variables rather than inferring a causeand-effect relationship (Polit & Beck, 2008). Appropriateness was based around the
purpose of the study, which was to see if a relationship exists between parental illness
representation of asthma and HRQoL of children with asthma. The variables were
represented by the categories established from parental illness representation to include
facts about asthma, nature of symptoms, attitudes towards medication, emotional
aspects of medication use, and treatment expectations. The dependent variable was the
HRQoL of the asthmatic child and included symptoms, activity limitations, and emotional
function. Control of extraneous variables, which would include asthma severity and
contributing illnesses, were included in the inclusion and exclusion criteria.
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Population, Sample, and Setting
The target population that the researcher drew a sample from was children ages
10 – 17 years diagnosed with asthma and their parents. The accessible population
included obtaining a convenience sample through a local school district. The researcher
worked with the school district administrative team and the school nurse to obtain
participants using the inclusion-exclusion criteria to select an appropriate sample. The
criteria set forth for inclusion into the study included: children are of ages 10 -- 17 years
and diagnosis of asthma, as determined by the local school district student enrollment
form. Exclusion criteria included no contributing chronic illnesses and the ability to read
and write English. Parents were 18 years of age or older and able to read and write in
English. Asthma severity did not affect inclusion or exclusion from the study. The
potential sample size was 93 students with asthma; 58 students met criteria, and a total
of 16 parents returned research packet. Final sample size was 15; one student refused
to participate.

Data Collection Instruments
The data collection instruments included the use of two questionnaires and a
demographic form. The first questionnaire was for the parents of asthmatic children.
The AIRS, a 39-item instrument, consists of five subscales that represent the different
domains of parental illness representation of asthma (Yoos et al., 2007). This
instrument was designed to capture the lay representation of asthma. Parents
responded to items on a 5-point Likert scale (1 = strongly agree to 5 = strongly
disagree). Items were scored so that a higher score indicated a closer agreement with
the professional model of asthma management, as articulated in the NAEPP Expert
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Panel II 2003 (Yoos et al., 2007). Construct validity was supported for each subscale,
and the total instrument„s Cronbach‟s alpha was 0.84. See Appendix H for the AIRS.
Permission to use the AIRS was granted from the author (Appendix G).
The second instrument that was utilized assessed the HRQoL of the child. The
PAQLQ (Juniper, 2001) has 23 questions in 3 domains: symptoms, activity limitation and
emotional function. The activity domain contained three „patient-specific‟ questions.
Children were asked to think about how they had been during the previous week and to
respond to each of the 23 questions on a 7-point Likert scale (7 = not bothered at all,
and 1 = extremely bothered). The overall PAQLQ score was the mean of all 23
responses, and the individual domain scores were the means of the items in those
domains. The higher the overall score, the higher perceived HRQoL. See Appendix J for
the PAQLQ.
The measurement properties and validity of the PAQLQ have been evaluated in
several studies in different countries. “It has strong measurement properties and good
validity, a change in score greater than 0.5, on the 7-point Likert scale, can be
considered clinically important for interpretation” (Juniper et al., 1996, p. 39). Children
as young as age 10 have no difficulties understanding the questions or response
choices and are able to give very accurate responses (Juniper et al., 1997). This
questionnaire has good measurement properties and validity, and can be used in clinical
trials and in clinical practice to assess the impact of asthma on a child‟s life.
The authors documented that the PAQLQ detected quality of life changes in
children who altered their health status due to treatment or natural variations in asthma
symptoms (p < 0.001) and differentiated from those who remained stable (p < 0.0001).
Stable asthmatic had an intra-class correlation coefficient of 0.95, which supported an
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effective evaluative and discriminative instrument among children (Juniper el al., 1996).
Because one of the aims of treatment is to ensure that the children benefit from
treatment, an essential component of clinical assessment of children should be the
evaluation of health-related quality of life (Juniper et. al., 1996). Written permission to
use the PAQLQ was obtained (Appendix I).

Data Collection Procedures
Approval was obtained to conduct the study from the University of WisconsinOshkosh Institutional Review Board (Appendix E). Permission was granted from the
administrative leadership team at the local school district for the conduction of this study
(Appendix F). The parents were required to read and sign a consent form prior to
participating in the research study (Appendix C). The parental consent form required a
signature from one parent and implied consent that they received an explanation of the
study, gave permission to have his or her child participate in the study, and the
acknowledgement of voluntary participation. An assent form was obtained prior to the
conduction of the PAQLQ questionnaire to the children (Appendix D).
The study was conducted in the school setting and included the involvement of
the school nurse. The PAQLQ required the school nurse to conduct the questionnaire
without the presence of parents and with written responses to the questionnaire by the
child.
A research packet included the AIRS, as well as a demographic profile for
parents to complete was mailed to each participating child‟s parent. See Appendix A for
the demographic data form. The packet was completed and returned to the school
nurse. Confidentiality was maintained by the use of a coding system. It contained an
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identification label with a survey identification number. The author distributed the
research packet to the local school district‟s participating schools to include the
elementary school, the middle school, and the high school. Completed packets were
kept in a locked drawer, accessible by the school nurse and researcher only. Once in
possession of the researcher, the research packet was kept in locked file cabinet at
place of residence.
The researcher recruited the school nurse from the local school district, and she
assisted the researcher in the administration of the PAQLQ. She was given personal
instructions regarding the research project, and a review of the questionnaire was
completed. The researcher conducted this.

Data Analysis Procedures
Data were analyzed using the SPSS computer software program at the
University of Wisconsin Oshkosh, with assistance from the Nursing Research
Department. Analysis of the data included descriptive and correlational statistics.
Descriptive statistics were used to describe the demographic data and questionnaires.
Data were organized and presented with the mode, the median, and the mean.
Frequency, percentages, and standard deviation were also utilized.
A relationship between two variables was described through a correlation
procedure (Polit & Beck, 2008). A correlation index using a Pearson‟s r was utilized.
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Anticipated Limitations
1. Generalizability of the study could be limited due to sample size.
2. Generalizability of the study could be limited due to the inclusion, exclusion
criteria.
3. Generalizability of the study could be limited due to the clinical setting.
4. Participants may not provide true representations of answers on the
questionnaires, causing potential bias to the findings.
5. Potential unwillingness of children due to time constraints.
6. Potential unwillingness by parents due to time constraints.

Chapter Summary
In this chapter, the quantitative methodology of the descriptive correlational
design was discussed. The research design; population, sample, and setting; data
collection instruments; data collection procedures; and data analysis procedures were
described. Protection of human subjects was explained, and confidentiality
considerations were clarified. Limitations to the study were acknowledged.
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CHAPTER IV
DISCUSSION OF FINDINGS

In this chapter, the data obtained are analyzed and discussed. The purpose of
this study was to assess parental illness representation of asthma in relation to facts
about asthma, nature of symptoms, attitudes towards medications, emotional aspects,
and treatment expectations and correlate it with an assessment of the HRQoL of the
asthmatic child and see if a relationship exists. The researcher gathered data from a
local eastern Wisconsin school district. A total of 58 research packets were mailed to
parents with children with asthma, according to completed school enrollment forms.
Sixteen packets were returned with completed demographic data forms, consent forms,
and AIRS. Once consent forms were verified, the child was asked to complete an
assent form and then the self-administered PAQLQ. One child chose not to sign the
child assent form and did not participate in the study, leaving a total of 15 child
participants. The research questions were:
1. Is there a relationship between parental illness representation of asthma and
their child‟s HRQoL?
2. What are parental illness representations of asthma?
3. What are the most troublesome problems of children with asthma?

Demographic Characteristics
Reported demographic data included the child‟s gender and age; while
demographic data of the parents asked for the relationship to the child and age. Other
demographic data included the childsand parent‟s ability to read and write English,
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severity of asthma, and contributing illnesses. The sample included 15 children and
their parents. The average age of parental respondents was 40.6 (SD = 5.9) years and
ranged from ages 30 to 50 years. The average age for child respondents was 13.2 (SD
= 2.6) years and ranged from ages 10 to 17 years. The demographics are summarized
in Table 1.
Table 1
Frequency and Percentage of Parental/Child Demographic Characteristics
Child‟s Gender
Male
Female
Parental Relationship
Mother
Father
Asthma Severity
Mild
Moderate
Severe
Contributing Illness
Allergies
Allergies and Eczema
None
Parent‟s Ability to
Read/Write English
Yes
No
Child‟s Ability to
Read/Write English
Yes
No

f

Percent

7
8

46.7
53.3

14
1

93.3
6.7

10
5
0

66.7
33.3
0.0

3
1
11

20.0
6.7
73.3

15
0

100.0
0.0

15
0

100.0
0.0

Results and Discussion
Analysis of the Asthma Illness Representation Scale
Parental asthma illness representation was obtained through the use of the
AIRS. It consisted of five subscales that represented the domains of parental beliefs
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towards their child‟s asthma. The AIRS assessed facts about asthma, nature of
symptoms, attitudes toward anti-inflammatory medications, emotional aspects of
medication use, and treatment expectations. It also evaluated the parent‟s belief on their
relationship with the health care provider (HCP) and their beliefs about when to contact
their HCP. The AIRS was designed to capture both the professional and lay
representation of asthma (Yoos et al., 2007).
Parents responded to items on a 5-point Likert scale (1 = strongly agree to 5 =
strongly disagree). Possible scores ranged from 1 to 5, with a higher score indicating a
greater agreement with the professional model of asthma as articulated by the NAEPP
Expert II guidelines (Yoos et al., 2007). Descriptive statistics were calculated for the
AIRS instrument and each of the subscales, as well as the parent-HCP relationship.
The mean score of the AIRS was 3.21 (SD = .16), which indicated discrepancies
between parental and professional models of asthma management. Table 2 shows the
mean scores of the AIRS and subscales.
Nature of Symptoms
The nature of symptoms subscale of the AIRS assessed the parental perspective
on what they think asthma was like. It asked parents their opinion about asthma
symptoms and whether they come on suddenly, predictability, how you figure out how
bad an asthma attack is, and the ability to control symptoms. The mean score of this
subscale was 3.90 (SD = 0.43), the highest score obtained on the AIRS. This showed a
strong relationship between parental illness representation and the professional model of
asthma in relation to perspectives on asthma symptoms.
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Facts About Asthma
Facts about asthma is a subscale that assessed an understanding of parental
perspectives on what causes asthma and what makes asthma better or worse for their
child. It assessed parental understanding of the pathophysiology, pharmacology, and
triggers of asthma (Yoos et al., 2007). The mean score of this subscale was 2.96 (SD =
0.21), the lowest score of the five subscales of the AIRS, indicated a sufficient deficit in
parental understanding of the facts of asthma and need for further education on asthma
management in this sample.
Parental Attitudes Toward Anti-Inflammatory Medications
The subscale of parental attitudes towards anti-inflammatory medications
assessed the opinion of parents on asthma medications and their use. It assessed
medicines called “maintenance medicines” or “anti-inflammatories,” or “inhaled steroids.”
The means score for this subscale was 3.56 (SD = 0.65). It is possible that the children
in this study were not prescribed anti-inflammatory medications, resulting in a mean
score of 3.56, which indicates parents were “not sure” on the use of these medications.
Treatment Expectations
The treatment expectations subscale asked parents to score statements that
reflect what kind of asthma control they believe they could realistically expect for their
child‟s asthma. The statements included the affect of asthma on the child‟s school
attendance, participation in physical activity, emergency room visits or hospitalizations,
and stressors and expectations of symptoms. The mean score for this subscale was
3.16 (SD = 0.30).
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Emotional Aspects of Medication Use
This subscale assessed the parental opinions about what it is like for their child
to take asthma medications. Again, it is possible that not all children in this study were
prescribed asthma medications. The mean score was 3.68 (SD = 0.48).
Parental and Health Care Provider Relationship
This section of the AIRS assessed the management of the child‟s asthma with
the HCP and what was helpful and not helpful. It asked statements in regards to the
HCP‟s understanding of asthma and its affect on their child. It assessed parental
involvement with asthma management and the relationship with the HCP. The mean
score for this section was 3.02 (SD = 0.14).
Parental Beliefs About When to Contact Health Care Provider
This section of the AIRS assessed the parental beliefs on what would make them
contact their HCP. It asked about length of symptoms, medication use, and activity
limitations that would initiate a phone call to their HCP. The mean score of this section
was the lowest of the entire AIRS at 2.21 (SD = 0.92). This section was reversely
scored from the rest of the AIRS, in which “2” represented that the parents agreed with
the statements and that they would contact their HCP, which is consistent with the
professional model.
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Table 2
Mean Scores of AIRS and Subscales (n = 15).
Subscale
Nature of symptoms
Facts about asthma
Parental attitudes towards anti-inflammatory medications
Treatment expectations
Emotional aspects of medication use
Parent/health care provider relationship
Parental beliefs about when to contact health care provider
Total AIRS

M
3.90
2.96
3.56
3.16
3.68
3.02
2.21
3.21

SD
0.43
0.21
0.65
0.30
0.48
0.14
0.92
0.16

M = mean; SD = standard deviation

Analysis of Paediatric Asthma Quality of Life Questionnaire
The HRQoL of the child was assessed through the use of the PAQLQ. The
PAQLQ (Juniper, 2001) had 23 questions in 3 domains: symptoms, activity limitation and
emotional function. The activity domain contained three „patient-specific‟ questions.
Children were asked to think about how they have been during the previous week and to
respond to each of the 23 questions on a 7-point Likert scale (7 = not bothered at all,
and 1 = extremely bothered). The overall PAQLQ score was the mean of all 23
responses, and the individual domain scores were the means of the items in those
domains. The higher the overall score, the higher perceived HRQoL. An overall HRQoL
mean score was obtained from the sum of all the questions. A child‟s scores on
questions belonging to each domain were summed and divided by the number of
questions in its domain.
The overall HRQoL score of the PAQLQ ranged from 1 to 7. The mean overall
HRQoL score was 5.97 (SD = 0.92). The results of the PAQLQ indicated that the
children are “bothered a bit” or “hardly bothered at all” by their asthma, suggesting a mild

33
degree of impairment related to HRQoL. The means scores of the children‟s total and
domain scores on the PAQLQ are summarized in Table 3.
Symptoms
The PAQLQ‟s domain of symptoms asked children to think about how they have
been bothered by their asthma in regards to waking up at night, difficulty sleeping, taking
a deep breath, coughing, asthma attacks, wheezing, and chest tightness. The low score
for this domain was 3.1, indicating “quite often,” with a high score of 6.9, indicating “not
bothered.” The mean score for the symptoms domain was 5.72 (SD = 1.22), indicating
that children were “bothered a bit” to “hardly bothered at all” in regards to their asthma
symptoms.
Activity Limitations
The domain of activity limitations asked children about how activities, such as
running, swimming, sports, walking, bicycling and going uphill or upstairs, affected their
asthma. Other questions in this domain assessed how children felt when playing with
pets and looking after animals, playing at recess, and doing things with friends and
family. It also asked about their feeling like they couldn‟t keep up the others because of
their asthma and about how much they were bothered by their asthma in relation to
activities that did in the past week. The low score for this domain was 3.8, indicating the
child felt “quite often” to “some of the time” bothered by their asthma. The highest score
obtained was 7, indicating that the child was bothered “none of the time.” The mean
score for this domain was 5.73 (SD = 0.97), indicating that children were “once in a
while” to “hardly any of the time” bothered by their asthma.
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Emotional Function
Emotional function assessed the child‟s frustration of having asthma, their
concern because of their asthma, and whether they feel angry. It also assessed where
they were irritable, felt different or left out, frustrated that they couldn‟t keep up with
others, and uncomfortable and frightened by their asthma. This domain ranged from 1
meaning “all of the time” to 7 meaning “none of the time.” The lowest score for this
domain was 4.63, suggesting the child felt bothered “some of the time” or “once in a
while.” The mean score for this domain was 6.46 (SD = 0.70), the highest of all three
domains. This indicated a higher perception of HRQoL related to the emotional aspects
of having asthma.
Table 3
Mean Scores of PAQLQ and Subscales (n = 15).
Subscales

M

SD

Symptoms

5.72

1.22

Activity Limitations

5.73

0.97

Emotional Function

6.46

0.70

Total PAQLQ

5.97

0.92

Note: M = mean; SD = standard deviation

Correlational Results
The data in this study suggest that there is not a statistically significant
relationship between parental asthma illness representation and the child‟s health
related quality of life. The Pearson‟s correlation was 0.321, which was not significant.
See Table 4 for correlations between total AIRS and PAQLQ.
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Table 4
Correlations Between Total AIRS and PAQLQ (n = 15)
Total PAQLQ

Total AIRS

1.000

0.321
0.244

0.321
0.244

1.000

Total PAQLQ
Pearson Correlation
Sig. (2-tailed)
Total AIRS
Pearson Correlation
Sig. (2-tailed)

There was not a statistically significant correlation between the total AIRS scores
and the three domains of the PAQLQ -- symptoms, activity limitations and emotional
function. For correlations between total AIRS and the PAQLQ domains see Table 5.
Table 5
Correlation Between Total AIRS and PAQLQ Domains (n = 15)

Total AIRS
Pearson Correlation
Sig. (2-tailed)
Symptoms
Pearson Correlation
Sig. (2-tailed)
Activity
Pearson Correlation
Sig. (2-tailed)
Emotional
Pearson Correlation
Sig. (2-tailed)

Total AIRS

Symptoms

Activity

Emotional

1.000

0.304
0.271

0.409
0.130

0.181
0.519

0.304
0.271

1.000

0.875*
0.000

0.839*
0.000

0.409
0.130

0.875*
0.000

1.000

0.901*
0.000

0.181
0.519

0.839*
0.000

0.901*
0.000

1.000

*Correlation is significant at the 0.01 level (2-tailed)

There was not a statistically significant correlation between the total PAQLQ
scores and the seven subscales of the AIRS. There was however, a negative
relationship noted between parental treatment expectations of the AIRS and the total
PAQLQ, suggesting that when parents expectations of their child‟s treatment of asthma
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increases the child‟s HRQoL decreases. See Table 6 for correlations between Total
PAQLA and the subscales of the AIRS.
Table 6
Correlations Between Total PAQLQ and Subscales of AIRS (n = 15)

Nature
Pearson
Correlation
Sig.
(2-tailed)
Facts
Pearson
Correlation
Sig.
(2-tailed)
Attitudes
Pearson
Correlation
Sig.
(2-tailed)
Expectations
Pearson
Correlation
Sig.
(2-tailed)
Emotional
Pearson
Correlation
Sig.
(2-tailed)
Relationship
Pearson
Correlation
Sig.
(2-tailed)
Beliefs
Pearson
Correlation
Sig.
(2-tailed)
Total PAQLQ
Pearson
Correlation
Sig.
(2-tailed)

1

2

3

4

5

6

7

Total
PAQLQ

1.000

0.787**

0.036

0.055

0.064

0.579*

-0.168

0.434

0.001

0.898

0.845

0.821

0.024

0.550

0.106

1.000

0.333

-0.146

-0.156

0.642**

-0.119

0.261

0.226

0.605

0.579

0.010

0.673

0.348

1.000

0.116

-0.241

-0.043

-0.315

0.142

0.682

0.386

0.878

0.252

0.614

1.000

-0.145

0.040

0.079

-0.149

0.605

0.887

0.779

0.596

1.000

-0.271

-0.273

0.056

0.329

0.325

0.842

1.000

0.403

0.281

0.137

0.311

1.000

0.007

0.787**
0.001
0.036

0.333

0.898

0.226

0.055

-0.146

0.116

0.845

0.605

0.682

0.064

-0.156

-0.241

-0.145

0.821

0.579

0.386

0.605

0.579*

0.642**

-0.043

0.040

-0.271

0.024

0.010

0.878

0.887

0.329

-0.168

-0.119

-0.315

0.079

-0.273

0.403

0.550

0.673

0.252

0.779

0.325

0.137

0.434

0.261

0.142

-0.149

0.056

0.281

0.007

0.103

0.348

0.614

0.596

0.842

0.311

0.980

0.980
1.000

**Correlation is significant at the 0.01 level (2-tailed)
*Correlation is significant at the 0.05 level (2-tailed)
Note. AIRS Subscales: 1. Nature of Symptoms, 2.Facts about Asthma, 3. Parental Attitudes Towards Anti-inflammatory
Medications, 4. Treatment Expectations, 5. Emotional Aspects of Medication Use, 6. Parental/Health Care Provider
Relationship, 7. Parental Beliefs about When to Contact Health Care Provider
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Chapter Summary
This study included a sample of 15 children with asthma and their parents from a
local school district, assessed the parental illness representation of asthma, and
correlated it with an assessment of the HRQoL of the asthmatic child, to see if a
relationship exists. Data obtained revealed a mean score for the AIRS of 3.21 (SD =
0.16), which indicated a discrepancy between parental and professional models of
asthma management. The PAQLQ revealed an overall HRQoL score 5.97, indicating
that the children are “bothered a bit” or “hardly bothered at all” by their asthma,
suggesting a mild degree of impairment related to HRQoL.
The data in this study suggest that there is not a statistically significant
relationship between parental asthma illness representation and the child‟s health
related quality of life. However, these results also indicate that there is not a statistically
significant relationship between the AIRS and the child‟s HRQoL, as represented by the
tools utilized.
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CHAPTER V
SUMMARY, CONCLUSIONS, LIMITATIONS,
IMPLICATIONS, AND RECOMMENDATIONS

The purpose of this study was to assess parental illness representation of
asthma in relation to facts about asthma, nature of symptoms, attitudes towards
medications, emotional aspects, and treatment expectations, and correlate it with an
assessment of the HRQoL of the asthmatic child to see if a relationship exists. The
researcher gathered data from a local eastern Wisconsin school district. The data in this
study suggested that there is not a statistically significant relationship between parental
asthma illness representation and the child‟s health related quality of life in the sample
studied. This chapter summarizes the conclusions, limitations of the study, and
recommendations for future research.

Summary and Conclusions
Asthma is a major public health problem in the U.S. and is the most common
chronic illness of children, effecting more than 6.8 million under the age of 18 (American
Lung Association, 2009). And, according to the World Health Organization (WHO),
asthma creates a substantial burden to individuals and families and can often restrict
activities for a lifetime (WHO, n.d.). The frequency and severity of asthma adversely
impacts quality of life for the asthmatic child (Juniper et al., 1996). Although asthma
cannot be cured, appropriate management can control the disease and enable
asthmatics to enjoy a good quality of life (WHO, n.d.). Data collected from this sample of
15 dyads of parents and children with asthma on parental illness representation and an
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assessment of the child‟s HRQoL concluded that a statistically insignificant relationship
existed between the two.
Parental Asthma Illness Representation
Parental illness representation and related knowledge on childhood asthma
directly relates to medication and treatment adherence (Ho et al., 2003). There is an
assumption that basic understanding of asthma pathophysiology and treatment is
essential for children and their parents to effectively treat pediatric asthma, and this is
widely held and explicit within the Expert Panel Guidelines (Ho et al., 2003). In this
current study, the sample researched revealed a total AIRS score of 3.2, demonstrating
that parent‟s are “unsure” about the management of asthma.
Results of this study indicated that the HCP and families may think about asthma
and its treatment quite differently. Areas of greatest divergences were around facts
about asthma and the treatment expectations. A key element for the optimal asthma
management is accurate symptom assessment and ongoing monitoring (Yoos et al.,
2007). Parental illness representation for this sample indicated high levels of similarity
to the professional model of asthma management, scoring the highest in the subscale
“Nature of Symptoms” on the AIRS. Section II and III of the AIRS captured the parental
and HCP relationship and parental beliefs about when to contact the HCP. In this
section, scores were inversely calculated and in this sample revealed low scores, 3.02
and 2.21, respectively. These results indicated that parents were unsure of their
relationship with their child‟s HCP, but were confident about when to contact the HCP
based on asthma symptom knowledge.
The study results designate a parental illness representation that resembles the
professional model towards identifying the nature of symptoms with asthma and the
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ability to recognize and acknowledge these symptoms as serious enough to contact their
HCP.
Health Related Quality of Life in Asthmatic Children
Studies support the importance of HRQoL information in asthma care and its use
in management of asthma by health care providers. In this current study, children with
asthma were asked how it affected their lives. Data obtained revealed a high perception
of quality of life and indicated children in this study were “not bothered at all” or “hardly
any of the time” in regards to their asthma symptoms. The PAQLQ served as a medium
for the children in the study to convey their experience of living with an illness, instead of
relying solely on reports to HCPs from their parents. Because one of the aims of
treatment was to ensure that the children benefit from treatment, an essential
component of a clinical assessment of children should be the evaluation of their HRQoL
(Juniper et. al, 1996).

Conclusions
The following conclusions were reached based on the finding of this study:
1. Parental illness representation of asthma management, evidenced by data
collected from the AIRS, indicated that clinicians and families may think quite
differently.
2. Children in this study indicated that they were “not bothered at all” or “hardly
any of the time” in regards to their asthma symptoms.
3. The data in this study suggested that there was not a statistically significant
relationship between parental asthma illness representation and the child‟s
health related quality of life.
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4. There was not a statistically significant correlation between the total AIRS
scores and the three domains of the PAQLQ: Symptoms, Activity Limitations
and Emotional Function.
5. There was not a statistically significant correlation between the total PAQLQ
scores and the seven subscales of the AIRS.
6. There was a noted negative relationship of parental treatment expectations of
the AIRS and the total PAQLQ, suggesting that when parents expectations of
their child‟s treatment of asthma increases the child‟s HRQoL decreases.
7. The researcher was unable to reject the null hypothesis.
8. There was not a statistically significant relationship between the AIRS and the
child‟s HRQoL, as represented by the tools utilized.

Limitations
Findings of the study could be limited due to the sample it represents. The study
included a sample from a local school district with a potential sample size of 58,
according to the inclusion criteria related to age (10 to 17 years of age). Limitations
related to the inclusion and exclusion criteria enabled for greneralizability of the sample
studied. Another limitation to the study was the limitation of the setting. Parents were
asked to complete and return research packets at their discretion with a set timeframe.
Initial return response was five participants. A reminder postcard was sent 1 week after
the original research packet was mailed, with another 11 responses. This low response
could have been related to the burden of time to complete the research packet or the
responsibility of the parent to return the packet on time. Total potential research
participants was 16; however, one child refused to sign the assent form and participate
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in the study. Limitations in regards to child participation in the study could be related to
unwillingness to complete the PAQLQ because of time to complete or not understanding
the instructions provided in the assent form.

Implications for Nursing
By assessing parents understanding and beliefs on the management of asthma,
FNPs can improve parental asthma illness representation towards the professional
model in regards to facts about asthma and belief on when to contact health care
providers. This routine assessment of parental asthma illness representation in parents
with children with asthma can help the FNP focus educational needs based on the
results and provide specific asthma guidelines for symptom recognition and medication
adherence. Asthma management requires adherence to improve patients‟ quality of life,
and it falls to parents of young children to implement and oversee their child‟s prescribed
medical regimen (Conn et al., 2005).
Routine assessment of HRQoL in children with asthma, via the PAQLQ, could
help the FNP understand the child‟s view on how they are affected by their asthma and
help create a treatment plan that is customized to the individual. The presence of
asthma can influence a child‟s lifestyle and significantly impair their quality of life,
especially when the illness is not effectively controlled. This measurement can provide
valuable information on the significance of intervention from the child‟s and parent‟s
perspective. In pediatric patients, a valid HRQoL instrument serves as a medium for
young children to convey their experience of living with an illness instead of relying
solely on reports from parents or caregivers (Chong et al., 2006). By utilizing the
PAQLQ, the FNP can achieve positive outcomes for children with asthma, to include
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fewer asthma symptoms, fewer limitations in activity, and improved emotional
functioning.

Recommendations for Future Research
1.

Replication of this study using a larger sample would need to be completed to
increase statistical power and external validity.

2.

Inclusion of sample strategies to include educational level of parents, marital
status, living arrangements, employment status, health insurance and
household income could enhance cultural diversity.

3.

Experimental research tailored to parents and children with asthma, by
instituting an asthma educational program and re-evaluation of the AIRS and
PAQLQ.

4.

Future research should be done to identify barriers in optimal asthma care.

5.

Further research to examine if the tools utilized (AIRS & PAQLQ) measure
comparable variables.

6.

Future research to include a qualitative approach to examine parental and the
child‟s beliefs about asthma management and the affect on HRQOL.

Chapter Summary
In conclusion, this study provided an assessment of parental asthma illness
representation and compared it to an assessment of their child‟s HRQoL via the PAQLQ.
The data were gathered from a local eastern Wisconsin school district from parents with
children with asthma in the age range of 10 -- 17 years.
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The study outcomes provided an understanding on parental illness
representation on asthma and how children felt they were affected by the disease. Data
supported the inability to reject the null hypothesis, that there was no relationship
between parental illness representation of asthma and the child‟s HRQoL. Parents who
have an illness representation in agreement with the professional model of asthma
towards the disease process, recognition of symptoms, understanding of medication
regimens, and adherence to treatment standards do not have asthmatic children with a
higher perceived HRQoL. Other pertinent conclusions of the study were provided, as
well as the limitations. The implications for nursing and recommendations for further
research provided a better understanding for the importance of asthma research in
relation to assessing the parental illness relationship and the child‟s HRQoL.
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Demographic Data
To be completed by parents of children with asthma that attends school in the Omro
School District.

1.

Parents age ____________

2.

What is your relationship with the child?

_______ Mother
_______ Father
_______ Other

3.

Childs age ____________

4.

Sex of child

_______ Female
_______ Male

5.

Rate the severity of you child‟s asthma by checking one of the following:
_______ Mild
_______ Moderate
_______ Severe

6.

Does you child have any other diagnosed chronic illness‟ that contribute to
his/her asthma?

7.

Can your child read and write English? No____ Yes ____

Additional Comments:
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Dear Parents,
My name is Shane J. Carter and I am doing a research project on asthma in children. I
am currently a graduate student at the University of Wisconsin Oshkosh in the Family
Nurse Practitioner program. I grew up in XXX and currently reside here with my wife
and three children. Our daughter was diagnosed with asthma at age 5 and it took us
many years to get control of her symptoms and understand her medications and the
diagnosis of asthma.
My research goal is to obtain information from you, as parents with children with asthma
that represents your interpretation of asthma, the symptoms, medication use, treatment
expectations and the management of your child‟s asthma with your health care provider.
To do this, I have enclosed a questionnaire called The Asthma Illness Representation
Scale. This questionnaire should only take about ten minutes to complete. Also
enclosed are a demographic form and consent form, which explains the research project
in more detail.
The XXX School District, with the permission of the District Administrator and the School
Board, has reviewed this material and approved this study. Approval has also been
obtained from the University of Wisconsin Oshkosh Institutional Review Board, which
oversees protection for human subjects for research.
If you agree to participate in my study, please complete the enclosed forms and seal
them in the envelope provided. There will be a drop box for envelopes located in each
office, the XXX Elementary School, XXX Middle School and XXX High School. Once I
have received the envelope, I along with the School Nurse, XXX, will conduct your
child‟s questionnaire. It is a 23 question self-administered questionnaire that captures
your child‟s asthma related quality of life. It is approved for children ages 10-17 years
old and has been used in many research projects throughout the world.
I appreciate your consideration in the participation of this research project. Results will
be available through the XXX School District upon completion.
If you feel you have received this letter and research packet in error, please return it to
your child‟s school office as indicated above.

Thank you,

Shane J. Carter
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Parent and Child Consent Form
Shane J. Carter, a student in the Family Nurse Practitioner Program at the University of
Wisconsin Oshkosh, is conducting a study on the relationship of parental illness
representation of asthma and their child‟s health related quality of life. He would
appreciate your participation in this study.
The study will consist of questionnaires, one for the child to complete with the assistance
of research staff, and one for the parents to complete. Each questionnaire will take
about 10 minutes to complete. Parents will also be asked to fill out a demographic data
questionnaire.
The information on the questionnaires will be recorded in anonymous form. Information
will be kept confidential during data collection and analysis procedures. All
questionnaires will be destroyed upon conclusion of the study, and no information will be
released that could identify the parents or the child.
Participation in this study is completely voluntary and will have no compensation benefit.
If you choose not to participate in the study at any time, you may do so without penalty.
If you have any concerns about your treatment as a participant in this study, please call
or write:
Chair, Institutional Review Board For Protection of Human Participants
c/o Grants Office
UW Oshkosh
Oshkosh, WI 54901
920/424-1415
Although the chairperson may ask for your name, all complaints are kept in confidence.
or
Shane J. Carter
XXXX South Webster Ave.
XXXX WI, XXXXX
Home Phone: XXX-XXX-XXXX
Cell Phone: XXX-XXX-XXXX
Email: shane.carter@aurora.org or cartes87@uwosh.edu
I have received an explanation of the study and agree to participate. I understand that
my participation in this study is strictly voluntary, and I will receive no compensation for
participating.
__________________
(Child‟s Signature)

_ _ _ _ _ _ _ _ _ _ _ _ _ __ _
(Date)

__________________
(Parent‟s Signature)

________________
(Relationship to Child)
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Pediatric Asthma Quality of Life
Assent Form
My name is Shane J. Carter. I am trying to learn about children with asthma and how it
effects their lives because it is a serious condition and important to understand how
children are affected. If you would like, you can be in my study.
If you decide you want to be in my study, you will be asked to answer some questions
about asthma and how it affects your life. It should take about ten minutes to complete.
Your school nurse and I will be the only ones that know you are in my study. I will put
things I learn about you together with things I learn about other children, so no one can
tell what answers came from you. When I tell other people about my research, I will not
use your name, so no one can tell whom I am talking about.
Your parents have to say it‟s OK for you to be in the study. After they decide, you get to
choose if you want to do it also. If you don‟t want to be in the study, no one will be mad
at you. If you want to be in the study now and change your mind later, that‟s OK. You
can stop at any time. Any of your responses that you give before you decide to stop the
study, will be destroyed.
My telephone number is XXX-XXX-XXXX. You can call me if you have questions about
the study or if you decide you don‟t want to be in the study any more. You may also
contact your school nurse, XXX, if you have any questions. You may contact her
through your school office.
I will give you a copy of this form in case you want to ask questions later.
Agreement
I have decided to be in the study even though I know that I don‟t have to do it. Shane
Carter and/or XXX have answered all my questions.

______________________________
Signature of Study Participant

________________
Date

______________________________
Signature of Researcher/School Nurse

________________
Date
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February 8, 2010
Mr. Shane Carter
1432 South Webster Ave.
Omro, WI 54963
Dear Mr. Carter
On behalf of the UW Oshkosh Institutional Review Board for Protection of Human
Participants (IRB), I am pleased to inform you that your application has been approved for the
following research: Parental Asthma Illness Representation and Children’s Health Related Quality of
Life.
Your research has been categorized as NON-EXEMPT, which means it is subject to
compliance with federal regulations and University policy regarding the use of human participants as
described in the IRB application material. Your protocol is approved for a period of 12 months from
the date of this letter. A new application must be submitted to continue this research beyond the
period of approval. In addition, you must retain all records relating to this research for at least three
years after the project’s completion.
Please note that it is the principal investigator’s responsibility to promptly report to the IRB
Committee any changes in the research project, whether these changes occur prior to undertaking, or
during the research. In addition, if harm or discomfort to anyone becomes apparent during the
research, the principal investigator must contact the IRB Committee Chairperson. Harm or discomfort
includes, but is not limited to, adverse reactions to psychology experiments, biologics, radioisotopes,
labeled drugs, or to medical or other devices used. Please contact me if you have any questions (PH#
920/424-7172 or e-mail:rauscher@uwosh.edu).
Sincerely,

Dr. Frances Rauscher
IRB Chair
cc: Dr. Mary Ellen Wurzbach
1733

INSTITUTIONAL REVIEW BOARD
UNIVERSITY OF WISCONSIN OSHKOSH  800 ALGOMA BLVD  OSHKOSH WI 54901
(920) 424-3215  FAX (920) 424-3221
An Equal Opportunity/Affirmative Action Institution  http://www.uwosh.edu/
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Shane,
Enclosed is the requested instrument. You have my permission to use it. Good luck in
your work.
Lorrie
H. Lorrie Yoos, PhD, CPNP
Professor Emeritus, University of Rochester School of Nursing
601 Elmwood Ave. Box SON
Rochester, NY 14642-8404
lorrie_yoos@urmc.rochester.edu

From: Shane Carter [mailto:cartes87@uwosh.edu]
Sent: Friday, July 24, 2009 12:16 PM
To: Yoos, Lorrie
Subject: AIRS
Dr. Yoos,
My name is Shane J. Carter and I am a Graduate Student at the University of Wisconsin
Oshkosh in the Family Nurse Practitioner program. I am doing a research clinical paper
on the relationship between parental beliefs on asthma and their child's quality of life.
After much literature review, I have selected your Asthma Illness Representation Scale
to assess parental beliefs on asthma. I am requesting your permission to use this tool,
and also requesting an English version on the tool to use in my study. I would greatly
appreciate your permission and cooperation.
Thank you, Shane J. Carter
Contact Information
Phone Number: 1-920-420-4045
Address: 1432 S. Webster Ave Omro, WI 54963
Email: cartes87@uwosh.edu, shane.carter@aurora.org
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SECTION I: ASTHMA PARENTAL ILLNESS REPRESENTATION
I‟m going to ask you a number of questions. We ask all of the families the same
questions and therefore some might not really apply to your family, but we need to ask
them anyway so that all families get the same interview.
People have different ideas about managing asthma. We are interested in what you
think. We will ask you to give us your opinion about a number of asthma-related
statements. The responses range from STRONGLY AGREE to STRONGLY
DISAGREE.

Strongly
Agree

Agree

Not
Sure

Disagree

Strongly
Disagree

Nature of Symptoms
In this section we would like your perspective on what asthma is like.

1.1

Asthma symptoms come on suddenly

1

2

3

4

5

1.2

Asthma symptoms are unpredictable

1

2

3

4

5

1.3

Asthma cannot be controlled

1

2

3

4

5

1.4

It‟s hard to figure out how bad an asthma attack
is

1

2

3

4

5

1.5

There is little I can do to control my child‟s
symptoms

1

2

3

4

5
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Facts About Asthma

Agree

Not
Sure

Disagree

Strongly
Disagree

Strongly
Agree

Now we would like to understand your perspective on what causes asthma and what
makes asthma better or worse for children.

1.6

Asthma is caused by weak lungs

1

2

3

4

5

1.7

Inhaled steroids work by fighting infection

1

2

3

4

5

1.8

Asthma is caused by exposure to drafts or wind

1

2

3

4

5

1.9

It‟s more important for children with asthma to be
medication-free than symptom-free

1

2

3

4

5

1.10

If Albuterol controls symptoms then antiinflammatory medications are not necessary

1

2

3

4

5

1.11

Asthma is an emotional or psychological illness

1

2

3

4

5

1.12

Children are more likely to outgrow asthma if they
only take medications when they are in real trouble
with their asthma

1

2

3

4

5

1.13

Inhaled steroids work by fighting inflammation in
the lungs (R)

1

2

3

4

5

1.14

Airway inflammation causes asthma symptoms (R)

1

2

3

4

5

1.15

Treating a child‟s asthma with medication now may
prevent complications when he/she is older (R)

1

2

3

4

5

1.16

Albuterol opens airways when they are constricted
and tight (R)

1

2

3

4

5

1.17

Tobacco smoke can make an asthma episode
worse (R)

1

2

3

4

5

1.18

Exposure to allergens can make an asthma
episode worse (R)

1

2

3

4

5
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Strongly
Agree

Agree

Not
Sure

Disagree

Strongly
Disagree

Parental Attitudes Towards Anti-inflammatory Medications
In this section of the interview, we would like to get your opinion on asthma medications
and their use. The medications we will be talking about are those that are taken every
day whether the child has symptoms or not. Sometimes these medicines are called
"maintenance medicines", or "anti-inflammatories", or "inhaled steroids". They have
names like Flovent, Aerobid, Vanceril, Pulmicort, and Singulair. We realize that your
child‟s asthma may not be severe enough for him/her to be on these medications. We
would nevertheless like your opinion of them.

Children with asthma are taking too many inhaled
steroids

1

2

3

4

5

Parents should try to get their children off inhaled
steroids as soon as possible

1

2

3

4

5

1.20

Daily inhaled steroids can make children behave
differently

1

2

3

4

5

1.21

Doctors are likely to over-prescribe inhaled steroids

1

2

3

4

5

Using inhaled steroids should be a last resort in
treating asthma

1

2

3

4

5

1.23
1.24

I worry about the side effects of inhaled steroids

1

2

3

4

5

1.25

I‟m worried that my child could become addicted to
inhaled steroids

1

2

3

4

5

1.26

After a child has taken inhaled steroids for a while,
they won‟t work when they are really needed

1

2

3

4

5

1.19

1.22
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Agree

Not
Sure

Disagree

Strongly
Disagree

Strongly
Agree

Treatment Expectations
These statements reflect what kind of asthma control you believe you can realistically
expect for your child with asthma.

1.27

I expect that asthma will not affect my child's
school attendance (R)

1

2

3

4

5

1.28

I expect that my child can fully participate in gym
and normal physical activity (R)

1

2

3

4

5

1.29

I expect that my child will have no emergency
room visits or hospitalizations due to asthma (R)

1

2

3

4

5

1.30

I have a lot of stressors related to taking care of
my child‟s asthma right now

1

2

3

4

5

1.31

I expect that my child will have sleep disruption
due to asthma

1

2

3

4

5

1.32

I believe that my child can be symptom-free most
of the time (R)

1

2

3

4

5

1.33

I worry that something terrible will happen to my
child if I‟m not there

1

2

3

4

5

1.34

Children with asthma can expect to have
symptoms several times a week

1

2

3

4

5
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Agree

Not
Sure

Disagree

Strongly
Disagree

Strongly
Agree

Emotional Aspect of Medication Use
In this section we would like your opinion about what it‟s like for your child to take
asthma medications.

1.35

My child thinks that taking daily medicine is a
hassle

1

2

3

4

5

1.36

My child does not like taste of inhaled steroids

1

2

3

4

5

1.37

My child is reluctant to use an inhaler in front of
other children

1

2

3

4

5

1.38

Taking daily medication makes a child feel
different from other children

1

2

3

4

5

1.39

Asthma makes children more likely to have
emotional problems

1

2

3

4

5
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SECTION II: PARENT/HEALTH CARE PROVIDER RELATIONSHIP

Strongly
Agree

Agree

Not
Sure

Disagree

Strongly
Disagree

We are interested in how you work out the management of your child's asthma with the
health care provider and what is helpful and not helpful. Remember, all information you
give us is confidential.

2.1

My child‟s health care provider understands how
asthma affects my child‟s day-to-day life (R)

1

2

3

4

5

2.2

The doctor(s) who treat my child for asthma may
understand asthma in general, but they don‟t
understand how asthma affects my child

1

2

3

4

5

2.3

My child‟s health care provider understands how
my child‟s asthma affects our family’s day-to-day
life (R)

1

2

3

4

5

2.4

I am sometimes reluctant to discuss my worries
about asthma medicines with my child‟s health
care provider

1

2

3

4

5

2.5

My child‟s health care provider is clear about what
medicines my child needs to control his/her
asthma (R)

1

2

3

4

5

2.6

I‟m involved as much as I want to be in making
decisions about when to give what medications
(R)

1

2

3

4

5

2.7

When I call the doctor‟s office, they understand
my concerns (R)

1

2

3

4

5

2.8

I see a different health care provider every time I
go to the office

1

2

3

4

5

2.9

My health care provider‟s office hours are not
convenient for me

1

2

3

4

5

2.10

I worry about “bothering” the doctor when I have
questions or worries

1

2

3

4

5
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SECTION III: PARENTAL BELIEFS ABOUT WHEN TO CONTACT HEALTH CARE
PROVIDER

Strongly
Agree

Agree

Not
Sure

Disagree

Strongly
Disagree

In this section, we are interested in what would make you contact your health care
provider.

3.1

If my child had asthma symptoms more than 2
times per week, I would contact my child‟s health
care provider (R)

1

2

3

4

5

3.2

If my child had asthma symptoms at night more
than 2 times per month, I would contact my
child‟s health care provider (R)

1

2

3

4

5

3.3

If my child needed to use Albuterol more than 2
times per week, I would call my child‟s health
care provider (R)

1

2

3

4

5

3.4

If my child was limited in gym or physical activity,
I would call my child‟s health care provider (R)

1

2

3

4

5
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