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ABSTRACT
Objective

This thesis presents a systematic review of the best available qualitative evidence to understand the
lived experiences of parents and carers caring for and managing asthma in a child or children aged

0-18 years in any setting.
Background

Asthma affects around 14% of children worldwide and despite availability of effective therapies
asthma control is suboptimal and hospitalisation rates high. Mothers predominantly manage their
children’s asthma and experience stress and exhaustion due to complex treatments and external
factors such as managing work and family life. This review provides an understanding of barriers
parents and carers face in managing their child’s asthma and highlights the needs of families

throughout their asthma journey.
Inclusion Criteria

The review considered qualitative studies examining experiences of parents and carers caring for
and managing a child with asthma, wheeze or bronchiolitis. Research designs included, but were not

limited to phenomenology, grounded theory, ethnography, action and feminist research.
Methods

A comprehensive search using PubMed, CINAHL, Embase, PsycINFO, Web of Science and hand-
searching for both published and unpublished studies was completed initially in June 2017 and
repeated in December 2017. Studies published in English with a date range from 1972 to 2017 were
included. The recommended JBI approach to critical appraisal, study selection, data extraction and

data synthesis was undertaken.
Results

A total of 77 studies were identified following appraisal of the literature with 1,161 findings (966
unequivocal and 195 credible) extracted from included studies and grouped into 41 categories based

on similarity of meaning. From 41 categories, seven synthesised statements were produced:
(1) Negotiating the meaning of having a child with asthma,
(2) The process of getting a diagnosis and learning about asthma

(3) Impact on family life,



(4) Relationships with healthcare professionals and the emergency department experience,
(5) Medication beliefs, concerns and management strategies,
(6) With time, parents and carers became more comfortable managing their child’s asthma,
(7) The need for support.

Conclusions

Findings of this review highlight the difficulties parents and carers face when caring for a child with
asthma and managing their child’s condition. Attaining a definitive diagnosis of asthma can be
challenging and parents and carers express uncertainty and fear due to continuing symptoms and
repeated hospitalisations. Healthcare professionals should ensure a clear diagnostic strategy and
treatment plan is communicated so that parents and carers understand the pathway to receiving an
actual diagnosis. Comprehensive asthma education is essential at the onset of asthma symptoms,
with the provision of accurate, easy to understand and culturally relevant information. Supportive
relationships with healthcare professionals are recommended including taking a partnership
approach, ensuring adequate time and regular follow-up, continuity of care and addressing
psychosocial and cultural needs and concerns of parents. Comprehensive training for education staff
is imperative to ensure staff can respond appropriately in an asthma emergency and support
students and parents by providing asthma friendly environments. Support groups for parents and

carers are also recommended to provide ongoing education and psychological support.
Keywords

Asthma; carers; parents; wheeze; qualitative
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CHAPTER 1: BACKGROUND TO THE SYSTEMATIC REVIEW STUDY
1.1 Introduction

Chapter one describes the context and personal motivation for the review. It introduces the research
question that will be investigated and outlines the structure of the thesis, significance of the research

and provides definitions of key terms.

The term “Evidence-based medicine” was first discussed in 1992.! Evidence-based medicine is
defined as “....the conscientious, explicit, and judicious use of current best evidence in making
decisions about the care of individual patients...”'(P") Systematic reviews are particularly important for
evidence-based practice as they aim to identify, critically evaluate and synthesise results of high-
quality studies in order to produce reliable research evidence in a usable form.2 Best evidence often
refers to randomised controlled trials (RCT) and systematic reviews using meta-analysis to describe
the effect of the intervention being investigated.2 In healthcare however, many phenomena are
unable to be captured using quantitative study designs and thus qualitative study designs are
required to investigate how interventions and healthcare services are viewed by those using the
services.2 Qualitative evidence is particularly relevant in the context of healthcare as it seeks to
explore and explain how individuals and communities perceive health, manage their own health and
make decisions regarding health service usage. Furthermore, qualitative study designs are useful to
examine factors that facilitate adherence to treatment by patients’ and encourage health promoting

lifestyles.2
In the context of healthcare, qualitative research:

“...seeks to understand and interpret personal experiences, behaviours, interactions, and social
contexts to explain the phenomena of interest, such as the attitudes, beliefs, and perspectives of
patients and clinicians; the interpersonal nature of caregiver and patient relationships; the illness

experience; or the impact of human suffering.”3()

This thesis adopts the Joanna Briggs Institute (JBI) systematic review methodology for reviewing

qualitative evidence.



1.2 Personal interest in the topic

My personal interest in this topic stems from over nine years working at Asthma Foundation SA as an
Asthma Educator and Coordinator of the Asthma Friendly School Program. During this time | had the
opportunity to work with many individuals with asthma and provide education to school and child care
staff. Throughout my career at Asthma SA | assisted many parents coming into the Asthma
Foundation having undergone multiple hospitalisations with their children and struggling to
understand and manage their asthma symptoms. Many parents also expressed difficulties with
school policies surrounding access to medications and triggers in the school environment. My interest
in this topic derives directly from the desire to understand parents’ experiences managing their

children’s asthma and to identify factors that help or hinder in their management of the condition.

1.3 Statement of research question/issue/problem

The overarching objective of this review was to enhance understanding of the lived experiences of
parents and carers in caring for a child with asthma and the management of the condition in any

setting.

Management of asthma and wheezing disorders in children is based on factors including confirmation
of the diagnosis, assessment of symptoms and triggers, discussion around the goals of asthma
management, treatment choices and provision of information and skills to manage asthma.5 In
children, the management of asthma is primarily the responsibility of parents and carers with children

tending to learn the skills to self-manage their condition as they mature.

Caring for a child specifically relates to the parents’ and carers’ perspectives of how their child’s
iliness is integrated into family life including contextual factors that influence their response to illness
episodes. Furthermore, it incorporates their experiences of living with and caring for a child with a
long-term condition.8 Therefore, managing asthma specifically relates to the medical management of
the condition whereas caring for a child with asthma relates to the family, social and emotional

impacts of the condition.
The primary question to be addressed is:

e What are the lived experiences of parents and carers when caring for a child with

asthma and managing the condition?
Secondary questions to be addressed include:

e What barriers exist for parents and carers in managing their child’s asthma?
10



e What enablers exist for parents and carers in managing their child’s asthma?

1.4 Structure of the thesis
This thesis will be presented in four chapters which involves the following:

Chapter 1 introduces the thesis topic and an understanding of the author’s interest in the topic. It

presents the review objectives, significance of the research and definition of terms.

Chapter 2 provides a review of the related literature, sets the scene for the thesis and provides a

comprehensive overview of the research to date and discusses any existing gaps in the research.

Chapter 3 describes the methodology used for the systematic review presented within this thesis.
The JBI method for undertaking systematic review was followed and the process is explained in detail

as it relates to this review.

Chapter 4, Results and discussion, this chapter details characteristics of included studies and results
from the systematic review which are presented by synthesised findings. Additionally, summaries of
each synthesised finding are presented with associated categories. Finally, recommendations for
clinical practice, education, policy and research are presented which are based upon the synthesised

evidence from this review.

1.5 Significance of the study

A substantial volume of research exists studying the experiences of parents and carers in managing
asthma in children. This systematic review has synthesised findings from 77 qualitative papers to
seek a deeper understanding of the lived experiences of parents and carers in managing asthma in
children. Qualitative evidence is particularly relevant as it contributes to research inquiry by providing
stories and accounts of living and convey richness of meanings through participants words.”
Understanding the lived experiences of primary caregivers may help healthcare professionals to
better target support to these caregivers and to equip them with the skills, knowledge and confidence
needed to empower them to provide better asthma care for their children. Furthermore,
understanding barriers that prevent good asthma management can provide evidence for policy
makers, governments and asthma peak bodies to develop programs and educational interventions to
reduce barriers and ensure high quality care for families and children with asthma. Similarly,
understanding factors that enable good asthma management is essential to ensure that these factors

are incorporated into existing policy and practice.

11



For change to occur, evidence-based recommendations based on systematic review of the literature
should be provided to guide policy makers, healthcare professionals and asthma peak bodies to
improve asthma care and potentially reduce costs associated with poorly controlled asthma. Person-
centred approaches recognising parents’ beliefs, understandings, concerns and information and care
needs should be a central focus in order to dispel myths, improve medication adherence and
enhance asthma care and management. Given the vast quantity of studies that exist, it was identified
as necessary to synthesise the existing qualitative literature that explores parents and carers

experiences of caring for a child with asthma.

12



1.6 Definition of terms

Asthma is defined as a chronic inflammatory condition of the airways associated with episodes of

wheezing, breathlessness and chest tightness.8

Asthma control is defined as the response to treatment, in terms of whether asthma exacerbations

are kept to a minimum.®

Asthma trigger is anything that sets off asthma symptoms and can include colds, smoke, cold air,

exercise, dust mites or pollen.

Barrier is defined as a factor or factors that impede the achievement and maintenance of asthma
control and could include (but is not limited to) factors such as health beliefs, professional barriers,

language and communication, and issues around diagnosis and treatment. 0

Complementary and alternative therapies is the range of medical and healthcare practices and
products that are not generally considered part of conventional medicine provided by doctors and
allied health professionals in Australia. These include “natural” products, “mind-and-body” therapies,

dietary supplements or restrictions, and physical therapies.®

Enabler is defined as a person or thing that enables the achievement and maintenance of asthma

control.10
Flare-up is worsening of asthma control (increase in asthma symptoms).®

Health literacy is defined as an “individual’s capacity to access, understand, communicate, evaluate,

utilize, and make decisions based on health information.”1(70)

Indigenous is defined as first people, aboriginal people or native people and ethnic groups who are
the original settlers of a given region, in contrast to groups that have settled, occupied or colonised

the area more recently.

Inhaled corticosteroids (Preventers) are widely used in the treatment of asthma to reduce
bronchial inflammation and hyper-responsiveness. They reduce symptoms, improve lung function,
and reduce the risk of exacerbations. Inhaled corticosteroids are most effective when used on a
regular basis, either daily or twice daily. In Australian asthma guidelines, inhaled corticosteroids are

termed “preventers”.8
13



Patient-centred care is defined as “an approach to the planning, delivery, and evaluation of
healthcare that is grounded in mutually beneficial partnerships among healthcare providers, patients,

and families.”12(p7)

Peak flow measurement is a quick test to measure air flowing out of the lungs. The measurement is
also called the peak expiratory flow rate (PEFR) or the peak expiratory flow (PEF). Peak flow

measurement is mostly done by people who have asthma.

Reliever medication (bronchodilator) is a type of medication used in the treatment of asthma to
relieve symptoms when they occur. These are fast-acting bronchodilators; their effects are evident
within five minutes and last for about three hours. They are used to relieve bronchoconstriction and

are known in Australia as “reliever” medications.8

Spirometry is a measure of lung function performed using a spirometer. It establishes the presence

of airflow obstruction and its reversibility in response to a bronchodilator.8

Wheeze can be defined as “a continuous high-pitched sound with musical quality emitting from the

chest during expiration”13(p1098),

Written asthma action plan is an individualised set of instructions for a person with asthma (or their
carer) to follow as asthma symptoms change, and which is updated from time to time by their health

professional.>

14



1.7 Conclusion

Asthma is a common condition affecting children. Children are at a greater risk of poor health
outcomes and have a higher likelihood of being hospitalised for the condition than adults. In
particular those from lower socio-economic status groups, culturally and linguistically diverse (CALD)
communities and those with limited health literacy have poorer quality of life and higher rates of
hospitalisations. Diagnosing asthma in children less than 5 years of age is difficult and diagnosis
should incorporate clinical history, family history and clinical response to inhaled preventer or reliever
medication. Asthma medications are fundamental for good asthma control, with preventers required
daily for overall lung health and reliever medications required for rapid relief of asthma symptoms.
Whilst good asthma control is achievable with relatively low doses of preventer medication,
adherence to asthma medications and understanding of asthma control by parents and carers is
generally poor. Understanding the experiences of parents and carers in managing their children’s
asthma as well as the barriers faced by parents and carers can provide evidence to inform and

improve policy and practice.

Evidence-based practice is vitally important for the delivery of high quality, cost effective healthcare.
Quantitative evidence focussing on the effectiveness of healthcare interventions using randomised
controlled trials has traditionally been viewed as “gold standard” research, however it is unable to
provide the answer to some pertinent questions. Qualitative evidence plays an important role in
exploring the complexities surrounding patient preferences, attitudes and beliefs towards healthcare

and can expose barriers and enablers that lead to health promoting behaviours and lifestyles.
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CHAPTER 2: REVIEW OF ASTHMA RELATED LITERATURE
2.1 Introduction

This chapter provides a comprehensive overview of asthma including prevalence, diagnosis and
medications used for the treatment of asthma. It reviews literature around medication adherence and
non-adherence and examines parents’ and carers’ understandings around the term “asthma control”.
Parents’ and carers’ management strategies are described including beliefs, cultural differences and
impact of asthma on families. Furthermore, parents’ choice of where they seek care for their child and
their experiences of care received in the Emergency Department (ED) is described. Health
professional management is then discussed in detail including importance of the relationship with
healthcare professionals, patient-centred care and the role of asthma action plans. Finally, gaps in

the literature are discussed.

2.2 What is asthma

Asthma is defined as a chronic inflammatory condition of the airways associated with episodes of
wheezing, breathlessness and chest tightness.® The underlying process includes chronic
inflammation of the airways, reversible obstruction of air flow in and out of the airways and the
tendency for airways to overreact to triggers.™ Although the underlying causes of asthma are still
widely unknown, asthma can result from genetic, lifestyle and environmental factors and may be

triggered by exercise, infection and exposure to allergens.8

2.3 Prevalence

Asthma is a serious health problem affecting as many as 334 million people worldwide.'* Around
14% of children worldwide experience asthma symptoms and the burden is greatest for children aged
10-14 years.' Interestingly, a study completed between 2000 and 2003 surveyed adolescents aged
13-14 years in 97 countries and found that the prevalence of wheeze varied widely between countries
and centres.” The highest prevalence was reported as = 20% in English speaking countries of
Australasia, Europe and North America and in parts of Latin America. In contrast the lowest
prevalence of <6% was reported in Indian subcontinent, Asia-Pacific, Eastern Mediterranean and

Northern and Eastern Europe. s

2.4 Societal and economic impact

Asthma inflicts an unacceptable burden on healthcare systems and on society through loss of

productivity in the workplace and particularly in the case of paediatric asthma, disruption to family
16



life.®8 A recent Deloitte Access Economics study calculated the total annual costs of asthma

including indirect costs such as lost productivity as A$27.9 billion.'?

Asthma is one of the most common chronic conditions in Australia, affecting one in nine
Australians.® Children have a higher risk of poor outcomes, being much more likely than adults to be
hospitalised for the condition.8 Australian Institute of Health and Welfare (AIHW) National Hospital
Morbidity Database (NHMD) 2014-15 reveal that overall, asthma was the principal diagnosis for
39,502 hospitalisations, representing a hospitalisation rate of 171 per 100,000 populations. In
children aged 0-14 years however, the asthma hospitalisation rate was significantly higher equating
to 451 per 100,000 population and for those aged 15 and over 98 per 100,000 population.??
Furthermore, studies have shown that patients who had a recent asthma exacerbation are at
increased risk of future exacerbations.2? Asthma is more common in populations from lower
socioeconomic regions (13%), compared to 10% from higher socioeconomic regions.2! Among
Aboriginal and Torres Strait Islander populations, asthma is 33% more common amongst 0-14 year

olds than in the general Australian population.2

Uncontrolled asthma is associated with poorer quality of life, impacts on physical and psychological
health and is four times more costly to treat than controlled asthma.® Studies show that patients with
asthma are at a greater risk of depression, with one study reporting 16.3% of children with asthma
also suffered anxiety or depressive disorders compared with 8.6% of children without asthma.23
Importantly, with proper management, control of triggers and the administration of drug therapy the

burden of asthma can be reduced.8

Whilst asthma treatments have improved considerably over the past 20 years, many patients globally
have not benefitted from these improvements.'® For some, this is due to lack of access to low dose
inhaled corticosteroids, which form the foundation of care for asthma patients of all severities.
Furthermore, suboptimal asthma management is widespread due to a variety of reasons including
poor understanding of asthma, medication concerns, cultural factors and poor relationships with
healthcare professionals. These factors need to be addressed to improve asthma management. It is
imperative that evidence-based recommendations be developed, disseminated and integrated into

clinical practice to reduce the burden of asthma.?*

2.5 Diagnosis

Diagnosing asthma can be difficult in children under five and a variety of factors need to be taken into
consideration when making a diagnosis. These include the history of recurrent or persistent wheeze,

17



cough, presence of or family history of asthma and allergies, absence of physical findings suggesting
an alternative diagnosis and a consistent clinical response to inhaled bronchodilator or preventer.5
Therefore, inhalers are sometimes prescribed to inform a diagnosis and good communication
between parents and clinicians is essential to ensure that parents understand that diagnosing asthma
is a process and rarely results from a single acute episode.?> Unfortunately there is no single reliable
diagnostic test “gold standard” for asthma and although treatment guidelines support health
professionals to diagnose and manage asthma, clinical expertise and interpretation is required in

their application.2*

Spirometry is the best lung function test for diagnosing asthma and for measuring lung function to
assess control. It should be performed in children over five years to support the diagnosis of asthma.®
Spirometry is often underused in general practice due to a lack of training in use and interpretation of

results.8, 26

In children under five years, the use of spirometry is generally not feasible because of their inability to
follow instructions and their lack of physical coordination.® Therefore, in this age group a diagnosis of
asthma should be considered in any child with recurrent wheeze.2” Wheeze can be defined as “a
continuous high-pitched sound with musical quality emitting from the chest during expiration”13(r109)

and should be confirmed by a health professional.'3

2.6 Asthma medications
Drug therapy is the foundation of asthma management and the aims for treatment are:

e To improve quality of life
e To minimise symptoms, such as breathlessness and wheezing

e To minimise the risk of adverse outcomes due to asthma, such as flare-ups.'8

Furthermore, taking asthma medications as prescribed and achieving good asthma control is
associated with reduced school or work absences, enables children to live a full and active life and

keeps the lungs as healthy as possible.8
Medications are used to treat asthma in three ways, being to:

1. Relieve symptoms when they occur (“relievers”)
2. Control the disease to minimise symptoms and exacerbations (“preventers”)

3. Treat disease exacerbations®

18



Relievers are used for the rapid relief of asthma symptoms. Additionally they can be used prior to

exercise as a means to prevent exercise-induced bronchoconstriction (constriction of the airways).18

Preventers are medications that are used every day to minimise symptoms and reduce the likelihood
of exacerbations or flare-ups. The most commonly used preventers are inhaled corticosteroids and
some asthma medications include both a preventer and long-acting reliever in a single inhaler.®
Countries other than Australia refer to these medications as “controllers”8 A short course of oral

corticosteroid medications are sometimes used to treat disease exacerbations.8

2.7 Medication adherence

Medication adherence is a voluntary behaviour that is motivated by multiple factors including
medication beliefs, concerns, personality traits and co-morbidities.?® Psychosocial problems and
depression have been associated with non-adherence to asthma treatment.2® A study by Axelsson3
identified the most common reason for medication non-adherence to be “no perceived need”, in that
the population felt well without medicine. “Insufficient routines” is the second-most common reason

for non-adherence to medication.30

Medication adherence can be categorised into two types of behaviours: intentional and unintentional.
Intentional being where non-adherence is a result of a conscious decision and can be related to
concerns or lack of trust in medications.3® Conversely, unintentional relates to non-adherence due to

lack of awareness, poor inhaler technique or simply forgetting.30

Systematic review evidence shows that inhaled corticosteroids are highly effective in reducing
symptoms and preventing asthma exacerbations and for most people only low doses are required.®
However, regardless of availability of effective therapies for asthma, asthma control is often
suboptimal.3'  Poor adherence to preventer medication (anti-inflammatory medication) increases
mortality risk with people tending to over-rely on their reliever medication (bronchodilators).> Whilst
non-adherence is a complex issue, the importance of parents and carers understanding what good

asthma control is and how to achieve it should not be under-estimated.

2.8 Asthma control

Asthma control is defined as the response to treatment, in terms of whether asthma exacerbations
are kept to a minimum.® Well managed asthma or good asthma control is categorised by very mild or
no symptoms, no exacerbations, no ED visits, no limitation to activities, no sleep loss because of

asthma, minimal use of reliever medication (less than two times per week) and few side-effects from
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asthma medication.™ Parents and carers, however, tend to underestimate the severity of their child’s
asthma and overestimate asthma control. For example, parents and carers of children or adolescents
with asthma often perceive multiple symptoms (e.g. wheezing, coughing and chest tightness),
lifestyle restriction and reliance on reliever medication as good control.32 Parents and carers
underestimation of the severity of their child’s asthma is a major barrier to successful management.?
Developing a deeper understanding of parents’ and carers’ concerns, understanding of asthma and

the purpose of medications prescribed to their children may assist in overcoming poor adherence.

2.9 Parent and carer management

Parents and carers play an important role in management of their child’s asthma.®® Research
highlights that before parents and carers can make an informed health decision for their child they
need timely, consistent, up-to-date, individually tailored evidence-based information delivered from
trustworthy sources; they need to talk with and share information and experiences with others in the

same situation; and they need to be an active participant in the decision-making process.*?

Whilst there is currently no cure for asthma, effective asthma management strategies are available to
control the disease and prevent worsening asthma symptoms. Unfortunately, uptake of these
strategies is not optimal.34 In order to reduce the impact of asthma on people and their communities,

a better understanding of reasons behind non-adherence is required.

Families experience multiple challenges in managing a child with asthma. Although healthcare
professionals play an important role in asthma care and are often the first point of call for the

treatment of asthma, much of the burden of treatment lies with parents and primary caregivers. 3%

Parents and carers often encounter difficulties attaining an asthma diagnosis, particularly in young
children.®¢ In the pre-diagnosis period, a qualitative study has shown that caregivers often
experience fear and feelings of uncertainty around managing continuing symptoms with no definitive

diagnosis and as a result many make frequent visits to the emergency department.3

Further studies examining parental experiences found that parents and carers felt they learnt to care
for their child with asthma through “trial and error”, often feeling confused and uneducated regarding
their child's medication.3” Moreover, parents and carers decisions and actions regarding asthma
management were often based on their subjective assessment,3® yet some expressed difficulty
recognising asthma symptoms, causing uncertainty about when to respond to worsening asthma. 39 40
Asthma management focused on treating acute episodes, usually with short-acting beta-agonists

(reliever medications) rather than prevention of future attacks with inhaled steroids (preventer
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medications).® 3. 41 Parents and carers managed asthma using strategies to achieve a “balance” in
order to minimise and “live with” the effects of asthma.®8 This involved adapting professional advice
and using personal judgement based on experimentation, past asthma experiences and family and

lifestyle factors.38. 39

Literature highlights that caring for a child with asthma is stressful. A 2013 systematic review found
that increased parenting stress is associated with poor psychological adjustment in both caregivers
and children and this may contribute to poorer child health outcomes.42 Furthermore, it was found
that parents and carers who had more caregiving responsibilities were often overwhelmed by
treatment demands but encouraging children and parents and carers to manage treatment demands

together showed a decrease in parenting stress and increased adherence.?

Research reveals that even during adolescence, parents and carers play a supportive role, mainly
being involved with reminding their child to take medication and often being responsible for filling
prescriptions and joining them at doctors’ appointments.#® A 2015 systematic review reveals that
medication management decisions are primarily parent and carer driven with preventer medications
sometimes reduced in the absence of observed symptoms.#4 Support from family however, has been
shown to reduce adolescents’ negative attitudes toward asthma medication and to positively

influence adherence.45

2.7.1 Beliefs

Patient's beliefs have a “powerful impact on patient adherence” and are thus important to identify. 46
The literature highlights that people who view their disease as unpredictable do not see the need to
adhere to prescribed medicine.3® Similarly, concerns surrounding side-effects or fear of becoming
dependent on medication influences adherence behaviour.#” In contrast, those who believe in the

effectiveness of medication are more likely to adhere to it.4”

2.7.2 Culturally and Linguistically Diverse (CALD) factors

Differing cultures have varying health belief systems that describe causes of illness, symptoms,

treatment, possible cures and consequences of medical treatment.

A study of Mexican mothers discovered beliefs around asthma being a “cold” disease based on the
notion of humoral balance and thus many treatments are “hot” in nature e.g. teas and keeping
children warm.#8  Puerto Rican families believe in the importance of unclogging air passages to

improve air intake and this is done using herbal expectorants and humidifiers.*8
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Whilst cultural health practices and beliefs are critical to medication adherence, they are frequently
overlooked during the asthma visit.*® Understanding how the caregiver perceives asthma and their
beliefs about medications can lead to effective communication and share decision-making regarding

treatment, whilst respecting cultural sensitivity.

2.7.3 The impact of asthma on families

Children’s health and development occurs within multiple contexts, including the family, school, local
neighbourhood and community environments. Poorly controlled asthma reduces young people’s
participation in school, childcare, sports and social events and, similarly, affects family members and
caregivers. Sleep is disturbed due to recurrent asthma symptoms causing daytime fatigue and

reduced activity levels and the need to take days off school and childcare due to asthma symptoms.23

2.7.4 Where parents seek care for their child

Parents and carers attitudes towards available asthma services influences their decisions about
which healthcare services to use and when. Some choose to go straight to hospital when their child’s
asthma flares up rather than first contacting their GP.%0 Past experience of using these services
plays a role in their decisions, for example if they believe that their general practitioner did not
respond appropriately to worsening asthma or if their asthma could only be relieved in the hospital,

then going to the GP first was further delaying treatment.37. 1

2.7.5 Discharge instructions

A 2017 systematic review investigating parental management of discharge instructions following ED
admission revealed that many parents had difficulty following instructions received when their child
was discharged from the hospital or ED setting.52 Difficulties related to areas such as medication
dosing errors, poor medication adherence, and poor follow-up appointment attendance.52 People
from low-income groups and those with low-health literacy levels had self-reported medication
adherence errors as high as 40% with almost one-third of low income families failing to pick up their

child’s prescriptions.52

Children whose parents have low health literacy levels tend to have worse health outcomes.®3
Providing families with both written and verbal instructions including demonstrating medications,
teach-back strategies and pictorial instruction sheets has been shown to decrease error rates and
assist families to navigate complex instructions.5 Furthermore, tailored education sessions® and
additional time spent with families has been shown to improve their understanding of instructions. 56
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2.7.8 Health literacy

Health literacy is defined as an “individual’s capacity to access, understand, communicate, evaluate,
utilize, and make decisions based on health information.”'(70) The ability to obtain and apply asthma
knowledge is a key factor for good asthma management.5” Research reveals that limited health
literacy is associated with a lower quality of life, poor physical functionality and increased emergency
visits.® The provision of asthma education however is associated with effective symptom control,
improved disease self-management, better asthma control and improved medication adherence.>
Importantly individuals within lower socioeconomic status groups and ethnic minorities have less well
controlled asthma and poor adherence due to low levels of understanding of health related
information, low health literacy and language barriers.8% Furthermore, complex treatment regimens
and lack of understanding of treatment benefits contributes to a lack of trust between patient and

healthcare provider and is a barrier to adherence.

2.7.9 Existing systematic review evidence

Several systematic reviews on similar topics have been undertaken, with one focusing on barriers
and facilitators to asthma management in South Asian children, 0 two focusing on asthma action plan
usage,’ 62 two on medication adherence3d 45 one on parental stress,*2 one on parent and child

illness representations,** and one on decision support needs of parents.33

A qualitative systematic review by Santer35 examining non-adherence in paediatric long-term medical
conditions included 6 papers on asthma and revealed treatment non-adherence to be a complex
issue which caregivers have to balance along with everyday needs of the child and family. It identified
the need for health professionals to simplify treatment regimens and provide support for parents to

minimise impact on family life and overcome non-adherence.3®

A further review in 2016 by Ahmad,*> examined enabling and hindering factors influencing adherence
to asthma treatment among adolescents. Furthermore, it explored the role of caregivers and
healthcare providers in supporting adolescents to manage and live with asthma. Factors identified as
influencing adherence to asthma treatment among adolescents include: behaviour, belief, self-
management, health literacy, role of health provider, assessment of adherence, role of caregiver, role
of peers and national asthma guidelines.*> The role of the caregiver regarding adherence to asthma

treatment among adolescents needs to be explored with further research.

A 2014 systematic review by Lakhanpaul'® included 14 quantitative and 1 qualitative paper examining

barriers and facilitators to improving asthma management in South Asian children. Barriers identified
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included parent and professional knowledge and beliefs, health service utilization including over-
reliance on ED use, language barriers and the impact of prejudice and stigmatisation.'® Poor
communication and low English proficiency was identified as a barrier and the importance of cultural
beliefs and concerns around food and use of complementary therapies highlighted. Healthcare
professionals should take a holistic view of health and see children as existing within their family,
social and cultural setting. This research highlights the need for cultural competence as well as

awareness of and willingness to discuss barriers that impact asthma management. 10

A 2012, cross-study synthesis of 19 qualitative studies and 14 quantitative studies by Ring® and a
2011 systematic review of qualitative literature by Ring®' examined asthma action plan usage and
existing barriers and enablers. Research reveals that some carers view asthma action plans to be
irrelevant, impractical and useful only for those newly diagnosed with asthma and to assist teachers
with asthma management at school. There is evidence of a mismatch between what carers want or
need from their asthma action plan and what is presently provided by professionals. Plans need to
be tailored to needs of carers and address the broader issues of living with a long-term condition.
They need to be jointly negotiated, informed by carers and reviewed and refined over time in light of
combined experience. Other barriers included differences in language used by carers and

professionals specifically around “asthma management” and “asthma control”.6!

A 2013 systematic review by Cousino*? examined parenting stress among caregivers of children with
asthma, cancer, cystic fibrosis, diabetes, epilepsy, arthritis and sickle cell disease. This review
included both quantitative and qualitative analysis and found that general and disease related
parental stress to be associated with greater parental responsibility for treatment management and/or
less child self-care behaviours. The review highlights the importance of a teamwork approach to
disease management and encouraging parents and children to manage the condition together in

order to decrease parental stress and increase adherence.4?

A 2008 systematic review of the decision support needs of parents making child health decisions by
Jackson,33 highlights the need for information that is timely, consistent, up-to-date, evidence-based
informed, tailored to the individual and delivered in a variety of formats from trustworthy sources.
Furthermore, the need to talk with others in similar situations and to be able to share information,
experience and ideas and the need to be in control of one’s preferred level of involvement in the

decision-making process.®
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Finally, a 2016 systematic review by Sonney,* investigated parent and child asthma illness
representations and their impact on parent-child shared asthma management. Symptoms and
controllability appear to have the most impact on parental asthma management practices. Parents
favour symptomatic or intermittent asthma management and commonly express concerns over daily
controller medication use.** Furthermore, parents primarily rely on their own objective observations

rather than the child’s report of symptoms. 44

The findings of the systematic reviews mentioned above provide an important knowledge base for
managing asthma in children. The findings from this systematic review, however contribute additional
information examining the difficulties parents and carers face in obtaining an initial diagnosis of
asthma and highlighting the support requirements from healthcare professionals, family members,
schools and other education staff. This review provides a comprehensive understanding of parents
and carers overall experiences of managing their child’s asthma and the barriers that prevent and
enablers that facilitate good management. The findings of this review will build an evidence base to

inform effective and feasible interventions to support parents to better manage children’s asthma.

2.10 Health professional management

Asthma care is provided by a range of health professionals including GP’s, primary healthcare
nurses, asthma and respiratory educators, Aboriginal health workers, pharmacists, ambulance
services, hospital and emergency department staff and specialists.* GP’s play a pivotal role in
managing asthma in the community. Their role includes diagnosis, assessment, prescribing
medications, education, regular review and management of acute exacerbations.® Healthcare
professionals view asthma as a chronic condition requiring long-term prevention. This is in contrast
to the views of patients and carers, who generally view asthma as an acute intermittent condition
requiring episodic treatment.' Research shows that healthcare professionals see themselves as the
asthma expert and “allow” patients “to take responsibility” for their condition.83 In contrast, patients
and carers see themselves as capable of asthma self-management and experts in their child’s
condition.6! Research reveals that the provider of asthma care can influence asthma outcomes. An
American survey84 found that children under the care of an asthma specialist were significantly more
likely to report current use of anti-inflammatory medication than those managed by other clinicians.
Furthermore, the study showed that when asthma specialists are involved in the child’s care, the care
is more likely to be in line with guidelines and use of controller medication is much higher than when

care is provided by a generalist. Importantly, research shows that children with frequent emergency
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department visits for asthma are more likely to be managed by a primary care physician than an

asthma specialist.5®

The patient-physician relationship is another important factor.6¢ The ability of the physician to explain
asthma management, willingness to spend time with the patient and encourage patient participation
in treatment decisions is associated with higher adherence rates of anti-inflammatory (preventer)
medication.¢ The importance of the healthcare professional having good communication skills was
highlighted in the research. Parents and carers expect to be listened to, feel respected and have
their own knowledge and experience of asthma recognized by healthcare professionals.3’. 3. 41
Furthermore, regular routine review by physicians is an important component of asthma care and has
been shown to reduce school/work absences, reduce exacerbations, improve adherence to anti-

inflammatory medication and improve symptom control.67-69

2.10.1 Patient centred care

Research emphasizes the importance of patient-centred care. Patient-centred care is defined as “an
approach to the planning, delivery, and evaluation of healthcare that is grounded in mutually

beneficial partnerships among healthcare providers, patients, and families.”'2

Patient-centred care comprises healthcare that is respectful of, and responsive to, the preferences,
needs and values of patients and consumers and includes respect, emotional support, physical
comfort, information and communication, continuity and transition, care coordination, involvement of
family and carers, and access to care.’? Research highlights that when health professionals,
managers, patients, families and carers work in partnership, the quality and safety of healthcare

rises, costs decrease, provider satisfaction increases and the patient care experience improves. 12

Concepts commonly included in definitions of patient-centred care include:

¢ Informing and involving patients

e Eliciting and respecting patient preferences

e Engaging patients in the care process

e Treating patients with dignity

e Designing care processes to suit patient needs, not providers
e Ready access to health information

e Continuity of care’®
26



Patient-centred care is particularly important among disadvantaged and vulnerable populations and
those from CALD backgrounds who may find communication and collaboration with health
professionals difficult.’? Patient-centred care can involve carers, friends, family, spiritual and pastoral
advisers, or the broader community to potentially address the inequities these population groups

experience and achieve better health outcomes. 12

Similarly “family-centred care” relates to children’s healthcare encompassing concepts of parental
participation, partnership and collaboration between the healthcare team and parents in decision-
making, family-friendly environments that normalise family functioning within the healthcare setting as

much as possible, and care of other family members.”"

Changing the expectations of patients and consumers, and the dynamics of relationships between
health professionals, patients, families and carers can have significant implications for education and
professional development needs of healthcare professionals.”? In order to promote healthcare
delivery in which power and decision making are shared and relationships are more equal, healthcare
professionals will need to be equipped with skills, further education and training in principles and
application of patient-centred care. Thus, patient-centred care should be a component of

undergraduate and postgraduate education programs for all health professionals. 12

Whilst there is increasing policy emphasis on patient-centred care, many organisations face
difficulties actively changing the way care is delivered, and many struggle to involve patients,

families, carers and consumers and to learn from their experiences.’

2.10.2 Asthma action plans

An asthma action plan is a set of instructions provided to a patient with asthma for use in recognising
and managing deteriorating asthma.” While written action plans are standard in the treatment and
management of asthma, considerable variability exists in the content and format among plans. An
individualised written action plan is tailored to the patient’s individual asthma severity and treatment
needs.” It informs the patient how and when to modify medications and when to seek medical
attention in response to worsening asthma.’”® Other plans are non-specific or generic in nature,

providing general information about the management of worsening asthma.’

The purpose of a written asthma action plan is to facilitate early intervention and prevent or reduce
the severity of acute asthma episodes.® Research reveals ownership of a written asthma action plan

to be associated with reduced mortality due to asthma.” Furthermore, provision of a written asthma
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action plan, self-monitoring and routine review reduces the need for additional medication, urgent

visits to doctors and hospitalisations and has shown a small improvement in lung function.6”

Despite the promotion of written asthma action plans in public education campaigns’ and their
inclusion as a part of national guidelines for the management of asthma in Australia since 1989, only
28% of Australians possess a written asthma action plan.”” Similarly worldwide, asthma action plan

ownership is encouraged but no data on their uptake could be located. 6

GP’s are often the first point of call for the management of asthma in children. In healthcare today,
many GP’s are time poor as they have the responsibility for seeing a high volume of patients.
Unfortunately, for this reason they do not have time to formulate comprehensive asthma treatment

plans.?

Furthermore, systematic review evidence reveals that some professionals overlooked action plans
finding them to be “impractical’, or “unsuitable””® for much of the population, and only useful for those
with “serious” asthma*! and children in the care of schools and others.”® Parents and carers
expressed similar views to those of healthcare professionals with some choosing to adapt the plan
provided by their healthcare professional to suit their needs or develop their own plan based on their

personal asthma knowledge.”

2.11 Research gaps

No research was identified investigating experiences of Indigenous Australians parents. In light of
the overrepresentation of asthma in the Aboriginal and Torres Strait Islander population, with the
condition being almost twice as high as for the non-Indigenous population8, this is an area where
additional research is required. Furthermore, most of the research undertaken in all populations is
from the perspective of the mother and it is possible that fathers’ experiences could be vastly different

and additional research is required.

2.12 Conclusion

Parents experience multiple challenges when managing their children’s asthma. They experience
challenges associated with attaining a diagnosis of asthma and without a definitive diagnosis are
unsure how to manage their ongoing symptoms. They are confused and uneducated about asthma
and express feelings of fear, anxiety and uncertainty, managing acute symptoms usually with reliever
medication alone and as a result experience frequent hospitalisations. Furthermore, research shows

the difficulties parents experience managing instructions on discharge from the ED and this highlights
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the importance of comprehensive asthma education at this time to avoid repeated hospitalisations.
Parents existing beliefs about asthma and cultural factors influence their treatment decisions and
cultural sensitivity and awareness of their beliefs have the potential to influence management.
Asthma not only impacts the child with school absences, reduced activity and day time fatigue, it also
has a considerable impact on parents due to lack of sleep, disruptions to family life and parents’

inability to attend work.

Health professionals play an important role in management of asthma. The patient/physician
relationship is a vitally important factor affecting the ability of parents and carers to manage their
child’'s asthma effectively. Patient-centred care has been shown to improve the quality and safety of
healthcare, decrease costs and improve both provider and patient care experience. Whilst asthma
action plan ownership is associated with reductions in hospitalisations and improvements in lung
function, only 28% of people in Australia own an asthma action plan. Specifically tailoring these plans
to the suit the needs of parents and carers is one way to ensure they meet their needs and reduce

the burden of managing asthma.
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CHAPTER 3: METHODOLOGY AND METHODS

3.1 Introduction

This chapter details the methodological approach used in this study and discusses how the JBI meta-
aggregative methodology fits within the broader context. Additionally this chapter will explain the
methodological basis for the research and provide an overview of the methods used to ensure

transparency of the research process.

3.2 Methodological approach

The aim of a systematic review is to identify, critically evaluate and synthesise the best available
evidence on the specific topic to inform decision making regarding clinical practice, education, policy,
further research and to improve patient care. Systematic reviews are particularly useful in evidence-
based practice as they provide the best available evidence in synthesised form. Evidence-based
practice refers to the use of the best up-to-date information to aid decision-making regarding patient

care.2

The systematic review presented in this thesis is based upon the methodology of synthesis of
qualitative data, known as meta-aggregation developed by the Joanna Briggs Institute (JBI). The JBI
Reviewer's Manual 2017 Edition provides detailed information on conducting a qualitative systematic

review.4

Qualitative research plays a significant role in understanding how individuals and communities
perceive health, manage their own health and make decisions related to health service usage. It can
assist in understanding the culture of communities in relation to implementing changes and

overcoming barriers.
In the context of healthcare, qualitative research:

“...seeks to understand and interpret personal experiences, behaviours, interactions, and social
contexts to explain the phenomena of interest, such as the attitudes, beliefs, and perspectives of
patients and clinicians; the interpersonal nature of caregiver and patient relationships; the illness

experience; or the impact of human suffering.”3(317)

A meta-aggregative approach to the synthesis of qualitative evidence was used in this review. This
approach is aligned with the philosophy of pragmatism. The basis of pragmatism is that the meaning

and truth of thoughts and ideas are determined by criteria of practical usefulness.8® Similarly, meta-
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aggregation is aligned with pragmatism in as much as it helps to understand human experience,

beliefs and ideas and form practical and useful solutions to problems.

Meta-aggregation takes an inclusive approach to searching and selecting studies and is based on the
development of a rigorous protocol. It emphasizes importance of methodological quality of the
included studies in the final synthesis and reduces the risk of bias by eliminating studies with poor
methodological quality.® The JBI approach to meta-aggregation allows combining results of
qualitative studies in a reliable manner.2 Findings are combined into categories and the categories
are then synthesised to form synthesised statements. These synthesised statements then form “lines
of action” to inform decision-making at clinical or policy level.& JBI's meta-aggregation uses methods

that are specifically designed to address the needs of policy makers and practitioners in healthcare.

The ConQual approach! was applied to rate the quality and confidence of each of the synthesised
findings produced in this review. This approach involves ranking synthesised findings based on their
credibility and dependability. Each synthesised statement is initially assumed to be of high quality and

then downgraded for any credibility and/or dependability rating less than high.

3.3 Methods

A qualitative systematic review was conducted according to the methodology of the JBI using a meta-
aggregative approach to the synthesis of qualitative evidence.8! The recommended JBI approach to
critical appraisal, study selection, data extraction and data synthesis was used.®' This review was
conducted according to a priori protocol.82 The protocol was registered with PROSPERO with
registration number: CRD42017059360.

3.4 Review question

The overarching objective of the systematic review was to enhance understanding of the lived
experiences of parents and carers in caring for a child with asthma and the management of the

condition in any setting.

The primary question addressed was: What are the lived experiences of parents and carers when

caring for a child with asthma and managing the condition?

Secondary questions to be addressed included: i) What barriers exist for parents and carers in
managing their child’s asthma? ii) What enablers exist for parents and carers in managing their

child’'s asthma?
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3.5 Inclusion criteria
3.5.1 Participants

The review considered studies that included parents and carers who had been caring for a child 0-18

years with asthma, wheeze or bronchiolitis.

Asthma was defined as a common chronic condition of the airways characterised by episodes of
wheezing, shortness of breath, coughing and chest tightness due to widespread narrowing of the
airways.8 Diagnosing asthma with certainty in a child under five is often difficult as they are unable to
perform lung tests to acceptable standards.® Often children receive a diagnosis of “asthma”,
‘wheezing illness” or alternatively viral bronchiolitis.® For this reason studies that included parents or

carers caring for children with wheeze or bronchiolitis were also included.

Parents and carers were defined as individuals with parental responsibility providing unpaid asthma
related assistance and care for a child or children 0-18 years. Caregivers are defined “as an
individual who provides ongoing care and assistance, without pay, for family members or friends in
need of support due to physical, cognitive or mental health conditions.”3r? The term is sometimes
qualified as family caregiver to differentiate it from providers or healthcare professionals who provide
care.® For the purpose of this systematic review, where the term “caregiver” is used, it refers to
family caregivers. Parents and carers of children with other long-term chronic diseases such as
diabetes and cystic fibrosis or developmental/mental health issues such as opposition defiance
disorder (ODD), attention deficit hyperactivity disorder (ADHD) in addition to asthma were excluded
as their experiences could be entirely different. Other acute respiratory infections such as croup,
pneumonia, influenza and pertussis (whooping cough) were excluded as the focus of this review was
primarily the experiences of parents and carers caring for a child with asthma and the management

of the condition.

3.5.2 Phenomena of interest

The reviewed examined the experiences of parents and carers when caring for a child with asthma,
wheeze or bronchiolitis and the management of the condition. Barriers and enablers to the provision

of asthma care by parents and carers were also examined.

A barrier was defined as a factor or factors that impede the achievement and maintenance of asthma
control and could include (but was not limited to) factors such as health beliefs, professional barriers,

language and communication, and issues around diagnosis and treatment.
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An enabler was defined as a person or thing that enables the achievement and maintenance of
asthma control; however, this may have been defined differently for each study so to be more

inclusive a rigid definition was not provided.

3.5.3 Context

The context for the review focused on all settings, including (but not limited to) the home or
community setting, primary healthcare setting as well as the acute setting. An international

perspective was taken.

3.5.4 Types of studies

The review considered qualitative studies that focused on the experiences of parents and carers
when caring for a child aged 0-18 years with asthma and managing their condition and included
research designs such as phenomenology, grounded theory, ethnography, action research and

feminist research.

3.6 Search strategy

A preliminary search for previous systematic reviews on the topic was conducted using PubMed,
CINAHL, Embase, PsycINFO, Web of Science, Google Scholar, JBI Database of Systematic

Reviews and Implementation Reports and Cochrane Library.

A three-step search strategy was utilized in the review. An initial search of PubMed, CINAHL,
Embase, PsycINFO, Web of Science and hand searching of World Health Organisation International
Clinical Trials registry, the Australian Institute of Health and Welfare, World Health Organisation,
National Asthma Council, Asthma Australia, Australasian Society of Clinical Immunology and Allergy,
Global Initiative for Asthma and Google Scholar for both published and unpublished studies was
conducted in June 2017 and updated in December 2017. Following this, a second limited search of
MEDLINE using PubMed and CINAHL was undertaken followed by analysis of the text words
contained in the title and abstract and the index terms used to describe an article. Thirdly, a search
using all identified keywords and index terms was then undertaken across all included databases. A
search strategy (logic grid) was prepared for the initial PubMed search and this was then adapted for
each additional database (see Appendix I). The reference lists of all articles identified for full text
review was then searched for additional studies. Studies published in English between the periods of

January 1972 and December 2017 were considered for inclusion in the review. This timeframe was
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chosen due to 1972 being the year inhaled corticosteroids were introduced as first line treatment to

control asthma.®

The databases searched included: PubMed, Embase, CINAHL, PsycINFO and Web of Science.

3.7 Study selection

Following the search, all identified citations were collated and uploaded into Endnote X7.8 (Clarivate
Analytics, PA USA) and duplicates removed. Titles and abstracts were screened by two independent
reviewers for assessment against the pre-specified inclusion criteria for the review. Potentially
relevant studies were retrieved in full and their citation details imported into the JBI System for the
Unified Management, Assessment and Review of Information (JBI SUMARI) 2017 (The Joanna
Briggs Institute, Adelaide, Australia). Full text studies that did not meet the inclusion criteria were
excluded and reasons for their exclusion are provided in Appendix Il. Any disagreements that arose

between reviewers were resolved through discussion, or with a third reviewer.

3.8 Assessment of methodological quality

Articles selected for retrieval were assessed by two independent reviewers for methodological validity
prior to inclusion in the review. The standardised critical appraisal instrument from JBI SUMARI was
used to appraise the methodological quality of the articles.8! The critical appraisal process comprised
analysing each individual paper and allocating a response of Yes, No or Unclear to each of the ten
questions on the JBI critical appraisal tool. The reviewers agreed prior to critical appraisal that studies
must meet certain criteria for inclusion. Of the ten criteria it was essential that the study met criteria
two “congruity between the research methodology and the research question or objectives”, criteria
three “congruity between the research methodology and the methods used to collect the data”,
criteria four “congruity between the research methodology and the representation and analysis of the
data”, criteria five “congruity between the research methodology and the interpretation of the results”,
criteria eight “participants voices are adequately represented”, criteria nine “ethical approval of
informed consent” and criteria ten “conclusions drawn flow from analysis or interpretation of the data”.
Any disagreements that arose between reviewers were resolved through discussion, therefore a third

reviewer was not required.

3.9 Data extraction

Data was extracted from included studies using the standardised data extraction tool from JBI
SUMARI.8! Data extraction occurred in two phases. In phase one, details about study design,
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participants, principle experience(s) explored, duration of diagnosis and description of main findings
were extracted onto the standardised JBI data extraction template. In phase two data was extracted
from the results and discussion sections of each study with an accompanying direct quotation. Data
were initially extracted at the theme level as identified by subheadings in the papers, however, after
repeatedly reading the text of some papers it was evident that important subthemes existed under
each theme, and in papers where this was apparent, data were extracted at a sub-theme level. This
was deemed necessary in order to capture a comprehensive understanding of all aspects of parent
and carer experiences. Where data were presented in table format it was extracted directly from the

table with the accompanying direct quotation.

Data extraction was completed by one reviewer and a random sample of included papers reviewed
by a secondary reviewer to provide some quality reassurance regarding the adequacy of data
extraction. Any disagreements were resolved by consensus or a third party if consensus could not

be reached.

Findings were identified by repeatedly reading the results sections of each paper. A finding in this
review was considered to be a verbatim extract of the authors analytic interpretation accompanied by
either a direct quotation or participant voice, fieldwork observation or other data.8" Additionally,
experiences reported by participants in original studies, including the authors’ interpretations of those
experiences, were extracted verbatim and became the data for the synthesis. The reviewer went
back and forth between the original papers, the extracted data and accompanying illustrations

forming the basis for concepts and themes during the analysis. .
All findings were assigned one of three levels of credibility according to the following JBI criteria:

e Unequivocal (U) - Assigned if the findings were accompanied by an illustration that is beyond
reasonable doubt and; and therefore, not open to challenge. These findings were supported
by illustrations in the form of direct quotes from participants that supported the finding.

e Credible (C) - Assigned to those findings that were plausible and could be logically inferred
from the data. These findings were supported by a direct quote from the participant.

e Unsupported (U) - Assigned where the finding was not supported by any identifiable

illustration.

3.10 Data synthesis

Data synthesis was conducted using the meta-aggregative approach. Data synthesis comprised of

three steps. Firstly, each finding was printed out with corresponding illustration and these were
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grouped according to meaning and content. This method provided a basis for some initial
categorisation of themes. Qualitative research findings were then pooled using JBI SUMARL.” This
involved the aggregation or synthesis of findings to generate a set of statements that represent that
aggregation, through assembling the findings rated according to their credibility and categorising
these findings on the basis of similarity in meaning. Furthermore, due to the large number of findings,
an Excel spreadsheet was used to enter and group findings with corresponding illustration. Second,
the findings were then read multiple times by the primary author who developed a further subset of
categories that were then discussed and agreed on with secondary authors. These categories were
then subjected to meta-synthesis to produce a single comprehensive set of synthesised findings that
could be used as a basis for evidence-based practice. Again, this was accomplished through
discussion with secondary authors. Third, conceptual links among subthemes and themes were
identified and analysed. Thematic analysis leads to a more interpretive phase in order to understand
how the themes identified may represent barriers and facilitators faced by parents and carers. Main
themes were summarised and conclusions drawn, about parent and carer experiences of asthma, as

reported in the papers.

3.11 Assessing the certainty of the evidence

The ConQual approach! was applied to rate the quality and confidence of each synthesised finding
produced in this review. Qualitative papers were initially ranked as high and then moved up or down
according to their dependability and credibility score. Dependability was established based on the

following specific questions from the critical appraisal scores:
1. Is there congruity between the research methodology and the research question or objectives?
2. |s there congruity between the research methodology and the methods used to collect data?

3. s there congruity between the research methodology and the representation and analysis of

data?
4. |s there a statement locating the researcher culturally or theoretically?
5. Is the influence of the researcher on the research, and vice-versa, addressed?

4-5 “yes” responses means the paper remains unchanged as high ranking, 2-3 “yes” responses
means the paper moves down 1 level and 0-1 “yes” responses means the paper moves down 2

levels.
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Each synthesised finding is assigned a level of credibility by cross checking how many findings of
each type are included in the categories associated with the synthesised finding. Unequivocal (U)
relates to evidence beyond reasonable doubt, directly reported and not open to challenge, Credible
(C) findings that are plausible in light of data and can logically be inferred from the data and Not

Supported (NS) not supported by the data.

A ConQual score was assigned to each synthesised finding and is presented in the Summary of
findings table (Appendix VII). Each synthesised statement is initially assumed to be of high quality
and then downgraded for any credibility and/or dependability rating less than high. All unequivocal
findings remain unchanged, mix of unequivocal/credible findings are downgraded one (-1) and
credible/unsupported findings are downgraded three (-3) and not supported findings are downgraded
four (-4).

3.12 Conclusion

Using the JBI meta-aggregative approach to the synthesis of qualitative literature ensures that the
final synthesised findings can be used as a basis to make recommendations to inform policy or
improve healthcare practice. Furthermore, the ConQual approach allows users of qualitative
systematic reviews to be confident in the evidence produced and to use the results of the review to

guide their decision making.
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CHAPTER 4: RESULTS

4.1 Introduction

This chapter is comprised of two sections. Section 4.2 describes the search results and study
selection process, the methodological quality of included studies and their key characteristics.
Section 4.3 presents the results from the analysis and synthesis of findings from included studies on

parents’ and carers’ experiences of managing asthma in children.

4.2 DESCRIPTION OF STUDIES

4.2.1 Search and study selection

As shown in Figure 1 (PRISMA [Preferred Reporting Items for Systematic Reviews and Meta-
Analyses] flow diagram), 6,694 articles were identified based on a detailed search strategy. An
additional five articles were identified through hand searching. Articles were imported from databases
into bibliographic software and 780 duplicate titles were removed. A total of 5,919 articles were
screened by title and abstract and 5,722 records excluded as not meeting the inclusion criteria; 197
papers were selected for retrieval and after reviewing the full text 101 were excluded as not meeting
the inclusion criteria. The remaining 96 articles were critically appraised and 19 excluded after critical
appraisal. Studies were excluded if they contained individuals with asthma aged over 18 years or if
they included a range of ages which extended to over 18 years and data was not specific to individual
ages. Studies reporting structured questionnaires or surveys as the sole method for data collection
or other quantitative methodologies were ineligible. Furthermore, studies that did not elicit data
directly from parents and unpaid family caregivers were also excluded. Parents and carers of
children with other long-term chronic diseases such as diabetes and cystic fibrosis or
developmental/mental health issues such as oppositional defiance disorder (ODD), attention deficit
hyperactivity disorder (ADHD) in addition to asthma were excluded as their experiences could be
entirely different. Finally, other acute respiratory infections such as croup, pneumonia, influenza and
pertussis (whooping cough) were excluded as the focus of this review was primarily the experiences
of parents and carers caring for a child with asthma. Following critical appraisal 19 articles were
excluded for reasons including poor methodological quality, uncertainty over collection, analysis and
interpretation of data and results, no clear question or objective stated, lack of parent voice and lack

of a statement of ethics or consent. A total of 77 articles were included in the systematic review.
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Figure 1: PRISMA flow diagram for retrieved studies, excluded and included studies8
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4.2.2 Methodological quality

Overall, the methodological quality of the studies included was sound. Criteria 1, 6 and 7 were not
consistently addressed across the included studies. Criteria 1 related to congruity between the stated
philosophical perspective and the research methodology. Criteria 6 and 7 relate to locating the
researcher culturally or theoretically and the influence of the researcher on the research. In order for
the qualitative researcher to thoroughly explore his or her purpose, role and potential biases they
must locate the study in time, space, and culture, and also locate her or himself in the study.

Therefore, researcher bias is a potential concern and could impact the results.
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Table 1: Assessment of methodological quality

Citation Q1 (Q2 [Q3 @4 Q5 |Q6 Q7 |[Q8 | Q9 | Q10
Abdullah et al85 U Y Y Y Y U U Y Y Y
Archibald et al8® Y Y Y Y Y U U Y Y Y
Arcoleo et al*® Y Y Y Y Y U U Y Y Y
Arroyo and Becker®’ U Y Y Y Y N N Y Y Y
Barrett et als8 Y Y Y Y Y U U Y Y Y
Barton et al®? Y Y Y Y Y N u Y Y Y
Bellin et al®0 Y Y Y Y Y N U Y Y Y
Berg et al*® Y Y Y Y Y U U Y Y Y
Bokhour et al®’ Y Y Y Y Y Y Y Y Y Y
Borhani et al®2 U Y Y Y U N N Y Y Y
Boyle et al® U Y Y Y Y N N Y u Y
Callery et al’8 U Y Y Y Y u u Y Y Y
Carrillo et al®4 u Y Y Y Y u Y Y Y Y
Cashin et al®% Y Y Y Y Y u Y Y Y Y
Chen et al% Y Y Y Y Y u Y Y Y Y
Cheng et al¥’ Y Y Y Y Y U U Y Y Y
Chiang et al% Y Y Y Y Y Y Y Y Y Y
Clark®® Y Y Y Y Y Y Y Y Y Y
Coffey et al'® Y Y Y Y Y u u Y Y Y
Crosland et al01 Y Y Y Y Y u u Y Y Y
Dickinson and Dignam102 Y Y Y Y Y U U Y Y Y
Dixon-Woods et al103 Y Y Y Y Y u u Y Y Y
Dowell104 Y Y Y Y Y u u Y Y Y
Englund et al'% Y Y Y Y Y u U Y Y Y
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4.2.3 Characteristics of included studies

The studies included in the review were published during the period 1999-2017. There were a total
of 1,655 individual participants represented in the 77 studies. Of these participants 1,078 were
mothers, 127 fathers, 44 others including grandparents, aunts or caregivers with parental
responsibility and 406 were unspecified, simply being described as families or parents. Children were
aged between 0-18 years and most articles stated that the child had been diagnosed with asthma by
a doctor or physician, one study discussed asthma and reactive airway disease and one focussed on

the experiences of parents with a child with bronchiolitis.

The stated phenomena of interest within the 77 studies have been broadly categorized into four
phenomena. The four phenomena were identified by reading the papers to identify the overarching
experiences of parents and carers in caring for and managing children’s asthma. Due to the large
number of included papers and 1,159 findings it was deemed necessary to broadly categorize into

groups and then assemble the findings into categories based on similarity of meaning.

e Parents’ and carers’ experiences of caring for a child with asthma including their beliefs,
knowledge, attitudes and information needs

e Parents’ and carers’ relationships with healthcare professionals and using the emergency
department (ED) for asthma care

e Parents’ and carers’ asthma management strategies and medication use

e Parents’ and carers’ experiences with school and educational settings

The settings for the studies included:

e 36 homeor Community Settin9336-39, 51, 85, 87-90, 93, 96, 99, 104, 105, 107, 108, 110, 113, 114, 117, 118, 120, 121, 123,
125-128, 133, 136-138, 144, 147, 151
° 16 hospita| or hea|thcare Settings48, 86, 91, 92, 95, 97, 98, 100, 106, 116, 119, 134, 135, 139, 146, 152

° 20 Studies d|d not report the Speciﬁc Settings50, 56, 94, 101-103, 109, 111, 112, 122, 124, 130-132, 141-143, 145,

148, 150

e 5home or hospital settings 15 129, 140, 149, 153

Twelve different countries were represented in the review:

o USAZ37, 39, 48,50, 51, 56, 87, 88, 90, 91, 93, 94, 100, 104, 107-110, 112, 113, 120, 121, 124, 126, 130, 131, 134-137, 142, 144, 145,
147-149, 153, 154

e Canadas6. 9. 99, 123, 141, 150, 152
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e Taiwan%9%

e Thailand'®

e United Kingdom3. 101, 103, 106, 114,122, 125, 127129, 151
e  Norway?3®. 140

e Sweden?0s. 116, 138

e The Netherlands'8. 119,143

o Saudi Arabia8

o Iran®

e Australig89. 111,133, 146

e New Zealand102 115
A range of qualitative methodologies were represented in the studies and these are listed below:

e Grounded theory 135156, 91,102, 106,107, 118, 126,131, 136, 138, 139, 153

° Phenomenology 748, 88, 95, 100, 105, 133, 140

e Qualitative descriptive & exploratory descriptive 890. 9. 99, 104,117,132, 147, 152
e Ethnography 3112 123, 144

o |Interpretive 386. 114,121

e Participatory action research 1149

e Cross sectional qualitative 1135

e No other information provided 413639, 50. 85, 87, 89, 9294, 97, 98, 101, 103, 108-111, 113, 115, 116, 119, 120, 122,

124,125, 127-130, 134, 137, 141-143, 145, 146, 148, 150, 151

4.3 REVIEW FINDINGS

A total of 1,159 findings (964 unequivocal and 195 credible) were extracted from the included studies
and grouped initially into the four phenomena of interest and then further assembled into 41
categories based on similarity of meaning. Seven synthesised findings were created from the 41
categories and these will form the basis of recommendations for policy and practice aimed at
improving care for families and children with asthma. This section is organised by synthesised finding
and the included categories with supporting illustrations representing participant voice. A table with

synthesised finding, categories and supporting illustrations is included as Appendix VI.
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4.3.1 Synthesised finding 1: Negotiating the meaning of having a child with asthma

The first synthesised finding relates to the emotions and anxieties parents and carers experience
when their child is suffering from asthma symptoms and their felt need to be on guard and constantly

standing by.

Parents and carers experience a range of emotions when caring for a child with asthma. These
emotions include fear, anxiety, uncertainty, panic, denial and guilt. They are fearful of asthma and
worry that their child may die as they struggle to breathe. The unpredictable nature of asthma and
the need for constant vigilance also contributes to their anxiety. Some experience a sense of guilt

and use denial as a coping strategy.

The meaning parents and carers attach to asthma is shaped by their existing knowledge, experience
and beliefs and this influences their approaches to disease management. For example, those with
previous experience managing their own asthma or another family member's asthma were more
familiar with the condition, more comfortable managing it and more trusting of medications.
Alternatively, a higher level of fear was associated in families who had experienced family members
die from an asthma attack, those with severe disease or those with no prior experience of asthma.
Similarly, parents and carers who viewed asthma as a mild condition not requiring treatment tended

to take a dismissive approach to management.

Seven categories generated by 153 findings contributed to this synthesised finding. A summary of
each of the seven categories is provided below, together with a few key illustrations that support

them. Full details of findings and illustrations are presented in Appendix V.

Category 4.3.2: Fear of asthma and the possibility of death

Parents and carers describe emotions of fear, anxiety, uncertainty and panic watching their child
having symptoms of asthma. They worry that their child may die due to their inability to breathe.
Parents emphasized that whilst they experienced feeling scared or panicked, it was important not to
reveal this to the child for fear of upsetting the child. Furthermore, calming the child was often
problematic due to bronchodilator medication (reliever) being given to the child to relieve asthma

symptoms which has the side effect of “hyping up” the child.
lllustrations of the experience described by the findings in this category:

"Scary because | feel like OK; there is nothing else | can do. It is out of my hands when it comes to

breathing. You [are] scared for them because you know asthma can kill."100(p-359)
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"l think the scary part is that you know that people die from this disease and when | look back and

remember seeing my child barely breathing..."123(-3)

Category 4.3.3: Feelings of denial
Some parents and carers are unable to acknowledge the diagnosis of asthma and use denial as a

coping strategy. Some downplay their child’s asthma by referring to it as a mild form of the disease.
"l didn't believe it. | thought maybe they were wrong. 1 just did not believe it."12(p-46)

"One mother denied ever being told of the diagnosis, did not relate the symptoms she described to
asthma and related how her son’s iliness was different from her sister’s, and therefore could not be
asthma."9(-70)

Category 4.3.4: Feelings of guilt

Parents and carers express feelings of guilt and self-blame due to the repeated episodes of asthma
their child suffered, their inexperience and lack of understanding of the condition and the lack of time
available for healthy children in the family. Some parents and carers who had asthma themselves

feel guilty that they may have been responsible for passing asthma on to their child.

"It was our first child. We weren't experienced. We could see the child was coughing all the time and
wasn't eating well, but we didn't take it seriously. If we had taken our child to the doctor sooner this
wouldn't have happened."¥2(p-118)

"And then having asthma myself, | felt a little bit quilty."198(p-98)

Category 4.3.5: Parents’ and carers’ asthma knowledge and beliefs

Parents’ and carers’ have varying levels of understanding of the symptoms and causes of asthma.
Knowledge about asthma and its management appeared more likely if participants already had
someone in the family with asthma. Most define asthma by the way it was experienced: by its
symptoms, of which the most important was having difficulty or not being able to breathe. Many
mothers are aware of the genetic nature of asthma and some believe their child will grow out of the

condition. Some parents and carers see asthma as a sign of weakness or sensitivity.

‘It probably, it probably is that she has weak lungs or | don’t know. They said that that could be it.

They said she has sensitive lungs and she can get sick like that, real fast.”’21(p-117)

Some parents and carers are unable to identify the cause of their child’s asthma. Others are aware

of asthma being caused by environmental triggers, weather, infections, activity, vaccines and use of
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antibiotics during pregnancy. Some feel that it could be contagious and one child could infect the

other.

"The weather gets cold and she gets congested. |think the cold started it and the cigarette smoke

make it even worse."12(p-43)

Cultural variations are evident with Mexican parents and carers supporting the humoral balance

theory of disease in that asthma is linked to hot and cold weather and also hot and cold foods.

“...when it gets cold, in the winter well | have them covered up...I cover them because | don’t want

them to get asthma.™8(p-703)

Parents’ and carers’ underlying beliefs about asthma as well as their prior and personal experiences

shape their approaches to disease management.

"I think it is helpful that | have asthma. | am compassionate to his situation....I can literally sit there
and know exactly....how he feels. | think...that helps me as a parent be able to help him in his

situation."17(p.75)

Category 4.3.6: Religious beliefs

Religious beliefs also play a role with some parents and carers turning to prayer as part of their
asthma care routine before Emergency Department (ED) visits while others express hope for a cure
through spiritual intervention.

“Listening to this lady who had faith in the oil and the onion that healed her child...She has faith in
this and believed that this healed him. Faith moves mountains and | have faith in Jesus Christ and
this is who helped my grand-daughter. He is the main doctor. He listens to our prayers and looks

after our needs.”126(p-480)

"...my brother was preaching..she had an asthma attack...so everybody started praying, they started

praying..." 104(p.846)

"I tell him that God will cure him...we need to ask God to take care of you and to cure you, and he

does it, | teach him to pray."#(-704
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Category 4.3.7: Living with constant concern and worry due to the unpredictable nature of

asthma

Parents and carers experience fear, stress and uncertainty due to the unpredictable nature of
asthma, unrelenting symptoms and the speed of onset. Many view asthma to be an acute and
episodic disease that is only present when their child has symptoms and is described as
unpredictable, dangerous, deceiving, and potentially life-threatening. They find themselves in a
largely unknown world and feel helpless, guilty and frustrated due to their inability to relieve their

children’s suffering.

"Asthma is changing and the child’s condition isn’t always the same either. And with asthma, that’s
another thing, it's so unpredictable and there are so many factors that can cause an attack. It's a
very frustrating disease because you just do not know and what might be a trigger to one child isn’t

for another,"123(p-3)

"To not be able to see it [flare] coming, that is rediculously scary...I think I'm gonna lose my

mind. "0(-4)

Parents and carers express living with constant concern in the background of their lives with this
concern becoming most prominent when their children became acutely ill.
“Your concerns are magnified when the children are not well; they are reduced when they get better.

| think we have the tendency to feel very comfortable as to what we are doing when the children are
responding and you become really aware of...them [concerns] when the children become ill.”95(-378)

The major concern of parents and carers however was in respect to their children being on oral and

inhaled steroid medications.

“Steroid seems to be a bad word.”95(p-378)
Some parents and carers expressed their ability to tell when an asthma attack was beginning and this
permitted a degree of planning ahead in regard to taking time off work and care for other children
should hospitalisations be required. This was mainly however in parents and carers who had gained

experience with asthma over time.

“I've become very good at treating it and hearing it, before it comes.™1(p-381)

Furthermore, some parents and carers understood asthma to be episodic based on seasons and

some felt that their children’s colds and coughs during the winter were prolonged by their asthma.
“They just get colds and can't get rid of them.”93(p-201)
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“...they can be fine from January through August and when August ends | know that it will

come....”8(p-702)

Category 4.3.8: The need for constant vigilance

Due to the unpredictable nature of asthma, parents and carers feel the need to be on guard and
constantly standing by and for many this includes careful planning and control of the child’s daily life.
Parents and carers are alert to the earliest warning signs of asthma so that they can start treatment
as soon as possible. They are also alert to situations or activities in which their child could be

exposed to asthma triggers.

“You have to watch out for many things....like when he [son] wants to be around me....cleaning the

car and stuff like that. | am fearful of atomized sprays that can trigger an attack.”95(-378)

They carefully plan activities and their child’s daily life in order to keep their children safe and avoid

triggers.
“There’s a lot of forethought in planning activities. Vacations have to be well thought out.”%(-378)

Some monitor asthma by keeping a diary of the child’s asthma symptoms, documenting peak flow
measurements and assessing the child’s overall well-being daily. They regularly visited doctors for

medical supervision.

“l used to visit many doctors, | would go anywhere and do anything for my child to get better. Finally,

| was given the address of this place and | brought my child here so that he might get better.”92p-118)

Parents and carers are hesitant to leave the child in the care of others as they do not trust their ability
to take care of their child. The need to be ever vigilant contributes to the anxiety and levels of

exhaustion parents’ face.
"l am always calling to see if he is ok"; "If he runs, | have to monitor his breathing."135(-189)

"l tend to pay attention to my outer surroundings. And certain surroundings put my antenna up. So,
I'm watching her and I'm watching the way she breathes and the way she’s coughing. But with us, it
has a lot to do with our surroundings, where we're at...you have to watch her, know their every

schedule, know certain things, when something’s wrong."0(-4)

Whilst parents and carers maintain vigilance, they want their children to also be vigilant and
encourage children to report symptoms as soon as they become evident. Vigilance also extended to

other children in the family who did not have asthma and it was felt that by being watchful for
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symptoms of asthma in other siblings they would be able to seek medical attention in a timely manner

should the need arise.

“We are trying to teach [son] that he must also be vigilant....and that it is not only us [who need to be

vigilant].”95(p-378)

“‘Because of the older child [who had asthmal], there are things that we would pick up on more quickly

than before...There is a passive vigilance in that area.”%(-378)

4.4.1 Synthesised finding 2: Impact on Family Life

The second synthesised finding relates to the impact of asthma on family life and the disruptions and

limitations families feel as a result.

Family life and activities are restricted due to asthma and parents long for a normal life. Mothers tend
to be the primary caregivers and manage multiple roles including work, household activities and the
demands of asthma management and as a result many suffer from stress and exhaustion. Some
parents and carers face financial hardship due to their inability to work and the costs of medications,

equipment and transportation to hospital.

Five categories generated by 125 findings contributed to this synthesised finding. A summary of

each of the five categories is provided below, together with a few key illustrations that support them.

Category 4.4.2: Mothers managing multiple roles

Mothers tend to be the primary caregivers for children with asthma and many manage their asthma
alone as well as combining household activities and work. The overall sense of responsibility for
primary caregivers permeated most aspects of their lives. Many express feelings of isolation and
sadness. They are occupied by the care of their child and miss their female friends and time with their
husband. The mother longs for other family members to assist them with the care of the child but is
faced with the dilemma of leaving them with someone who may not have the knowledge to manage
an asthma exacerbation. Mothers demonstrate great resourcefulness and resilience in coping with
crisis situations alone. Many find juggling work and caring to be difficult and a substantial source of
stress, however they all put their children’s health above their work. They have little time to actively
cope with their stress. Furthermore, the need to be available for support of their child’s asthma
episodes limited their employment opportunities and some caregivers took extended leave or worked

part-time in order to get their child “through the winter”.
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‘there isn’t any time..I have to work, then | come home and have to clean, wash the boy, etc. It’s like

a challenge. It costs a lot to have time for yourself when you have a child like this.”?49(p-1627)
"....I stopped working. Sometimes I try to work part-time as | have to take care of my son."!11(p-6)

"I'm not going to work, I'm going to take him to the doctor and he couldn’t breathe. And | went to my
job for a little bit, | went to my work for a little bit, and then I left. And, um, I left him with my mother,

came back and he was still breathing funny so I took him into his doctor, his paediatrician."47(p-329)

“Some people may think it sounds ridiculous but it just impacts so much. It effects so much...But
even while you are waiting there is, | suppose there is feeling of anxiety, paranoia or something and

looking for the signs...so it does take over.”115(p-347)

Whilst mothers are predominantly responsible for managing asthma in their children, other family
members also play a role. Fathers roles were felt to be more rational, action-aimed and liberating
than the mothers more emotional role. They endeavoured to build up the child’s physical strength,
increase the possibility of them living a normal life and to encourage the child to manage situations
on their own. Some fathers expressed the desire to be more involved in taking care of their child’s
asthma but were torn between their responsibilities at work to financially provide for the family and
caring for their sick child.

: “ My son was 2 and a half when they discovered he had asthma...[My 2 children, wife, and 1] all
went in the car.....to Cook County Hospital...[My wife stayed with him all week at the hospital], she

slept there every night....and | took my son to work with me.....I went to visit every afternoon when |
got off work.”126(p-480)

Grandparents were very involved in taking care of their grandchild’s asthma and proximity of living

arrangements played a role in the extent of social support provided.

Category 4.4.3: Feelings of having an unusual life

Family life and activities are restricted due to asthma and parents and carers long for a normal life.
Going away on holidays required careful planning including getting asthma medications together,
ensuring that hotels are not dusty or moldy and for some, getting a letter from their respiratory
specialist in case hospitalisation is required. Holiday destinations were limited due to a child’s asthma
with parents and carers expressing the need to be in close proximity to emergency services and have

access to mobile telephone coverage.
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Going away on holiday involved 'getting the kit together' and making sure the child had his or her
inhalers. It involved checking that hotels were not dusty or moldy, and for some parents, it involved

getting a letter from their respiratory specialist, to give to hospital staff if needed.89(-308)

Some mothers’ feel that healthy siblings, partners and their own needs are often overlooked as they
focused on caring for the child with asthma. Parents and carers discussed the significant
psychological burden of having a child with asthma and the need to maintain a vigilant watch over

children due to the unpredictability of the disease.
“Everything is like life is turned upside down just to keep him healthy.”124p-515)

Many children miss school as a result of their asthma and parents and carers are troubled about the
affect asthma has on their school performance, limitations on their physical activity and the ability to
maintain a healthy weight. Some parents and carers recognized these limitations as a source of
emotional distress for their children. Some parents and carers express concern about their child
going away on school camps. Whilst parents and carers expressed a reluctance to make their
children different from their peers by restricting activities, some felt this was necessary to avoid the

risk of asthma.
“You just have to explain it that she can’t, you can’t run without getting out of breath and there’s no
point in pushing it, is there? She’ll only end up ill.”38(r-188)
Many parents and carers restricted their child’s physical activity based on lack of knowledge or

misinterpretation of the advice of healthcare professionals.

“What | wanted to know about is how....how the children act when they are playing. | was watching
this program where they say it is good for a child to exercise while they have asthma. I'd never heard

of that.”124(p-515)
Some parents and carers restrict their child’s outdoor play on windy days.

“Yeah and | feel bad when these days are windy and she wants to cry and cry. She wants to go out.
The air, you know it has too much pollen and that’s what the doctor told me too, that it could be the
air. When | see that it’s sunny and it’s not too much windy. |just let her go out. I let her go out all

the day.” 121(p-231)

In contrast, other parents and carers did not restrict their child’s activities as they worried that

restricting activities would have a detrimental psychological impact on their child. They were
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uncertain if allowing their child to be physically active contributed to increased symptoms in their
child.

“That is why | am allowing him to play football and all. | went through the whole mind set with my
husband - like he shouldn’t be playing that, but if | stop him from living and growing, then | will hinder
him more on the positive state of mind that can really make him physically not want to do

nothlng 7124(p.515)

Furthermore, some parents and carers carefully supervised their children’s contact with other children

for fear of them being exposed to germs.

“We don't really want, | mean it’s not that we don’t want her around kids. It's just that you know kids
have a lot of germs and with her asthma we get scared of her getting sick. So it’s like “Don’t touch
her. Don’t” So nobody never comes over that much. But | mean she does play with her cousins.

When they’re not sick.” 121(p-231)

Parents and carers are also concerned about the child’s future, the duration of the disease and

whether their asthma would become more severe in the future.

“..first when he [son] had asthma....l wondered, ‘How bad is this going to get? Is he going to be on
medication for the rest of his life?...Now that his asthma is under control....it doesn’t bother me as

much as it did....but it still concerns me.”95(p-380)

Parents and carers worried about how their children would manage their asthma when they became
teenagers. They voiced concerns that asthma management may not be given a high priority or may
be neglected by children as they got older. Parents and carers dealt with this concern by educating
their children about asthma and equipping them with necessary skills to effectively self-manage their

asthma.

“And | can see that is going to be an increasing problem. | think that [son] is going to want to
minimise it [his asthma] because it’s not an adventure to go to the hospital anymore because it takes

him away from other things that he’d rather be doing.”%5(r-380)

“One of my biggest concerns...is to make sure that the children are armed with as much knowledge

as possible to be able to cope with their asthma effectively when they are teenagers. "95(p-380)

The worried about the ongoing discomfort their children experience. Many parents and carers do not

feel comfortable leaving their child with others due to the difficulty of their caring role.
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"You see, | don’t only have him to take care of and then rest. | have two other children. Sometimes |
feel sad, | get angry, | don’t know what | get angry at, but | cannot express my feelings. | want relief.
| just want somebody to come and say "It will be all right. Now we will take care of him for a while,

you can relax." This is the way you want it to be."105(p-369)

"That affects us, the fact that it's very difficult for me and my husband to get time together. Which
sounds very selfish but it’s also quite important. | do not really get any time to myself because I'm
either in work or looking after them. It's even silly things like we can’t organize to go out because you
can bet your bottom dollar that would be the night that one or the other of them would decide they’re
going to be poorly. | think we went out last weekend. That is the first time we've been out in nearly a
year because we've arranged to go out and then one or the other of them has got poorly and it just

hasn’t happened. If there’s any doubt in my mind, | won’t leave them."106(p-150)

Category 4.4.4: The labour intensiveness of asthma

Asthma is quite labour intensive for parents and carers due to the extra work of day-to-day asthma
treatments, complex treatment regimens and ensuring triggers are minimised in the home setting
which necessitates extensive cleaning and dusting. The labour intensiveness of asthma impacts on
the time available for other family members including siblings and partners and some parents and

carers are of the opinion that healthy siblings feel resentful.

"Besides the attack, you put him down for 10 to 20 minutes on the nebulizer; | need to keep the
house clean, change the linens weekly; | try to keep her healthy as possible because if she gets

viruses it contributes to her asthma."35(p-189)

"the compliance thing is real tough, it’s a daily ongoing thing. You know that you have to do it
because that’s what is going to prevent him from being sick. You have to just stick with it day in and

day out, 12364

Category 4.4.5: Stress and exhaustion

Mothers experience stress and exhaustion due to asthma attacks frequently occurring at night and
early hours of the morning. They describe staying up throughout the night watching their child
struggle to breathe, and for many, this was a frequent occurrence. Many mothers slept with their

children at night so that they could monitor their condition.
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"I feel so tired because we have a child with this condition at home. It is like he will never recover by
taking medication. We feel powerless and helpless, at midnight, he coughs and cannot sleep. He

often gets up at midnight and consequently has low energy during the day. "7 (r-1966)

"I stayed up with my baby every night when he had problems. | laid him down and he’d start coughing
and wheezing, and then I'd have to lay with him propped up at 45 degrees. Otherwise he didn’t sleep.

And then | never got any sleep because | was waking up every 20 minutes."132(p-29)

Category 4.4.6: Financial Burden

Some parents and carers struggle with the costs of medications and equipment such as spacers,
dust mite protection supplies, nebulizers and transportation to hospital. The cost of recommended
therapies including allergy testing was also discussed as being unaffordable, as well as equipment
such as specific vacuum cleaners and home filter systems. Although affordability of medications and
devices is a common concern raised by parents and carers, they reported willingness to spend
money for medication if there were evident benefits to their child. Some parents and carers made
choices to purchase reliever medication only and forgo preventers when they were short of funds.
The inability to maintain continuous employment due to their intensive caregiving responsibility, food
and insurance insecurity, poor housing conditions and allergen and environmental exposures are for

many, out of their control.

"There’s totally no choice involved. If you have a child you have to get that medication whether you

have to rob a bank to do so. You have to get that medication."141(p-358)
"Sometimes I buy Ventolin only because the money’s short....it helps the most immediately."141(-359)
"We cannot afford anti-mite bed sheets. They are too expensive."¥8(S1)

“That Hepavax” cleaner,” she stated, “is what | wanted, but we just couldn’t afford it. But they told us

to get one. We just couldn’t,”88(p-388)

"I had a car, but | don’t have a car anymore. | was told by a [medical] resident, "Maybe you need to
geta new car." How am | gonna get a new car if | can’t keep hours on the job, if I'm here coming to
see you guys? They say inconsiderate things like that, I'm here. Do you understand that I'm here?

I'm an hourly person, and I'm screwed."0(-7)
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4.5.1 Synthesised finding 3: The process of getting a diagnosis and learning about asthma

The third synthesised finding relates to the expressed difficulties in getting an initial diagnosis and the

process of acquiring information.

Parents and carers express uncertainty in the period prior to their child being diagnosed with asthma
due to lengthy delays in receiving a diagnosis, repeated symptoms and hospitalizations and feeling
that health professionals did not take their concerns seriously. Many parents and carers had
suspected their child had asthma and for many, knowing the diagnosis brought a sense of relief.
Armed with a diagnosis, parents and carers focus on learning about asthma by networking with
friends and colleagues and self-teaching due to a perceived lack of education provided by health
professionals. Parents and carers identify the need for formal asthma education at the time of
diagnosis including information on symptoms, triggers, medications, possible side-effects and how to

achieve good asthma control.

Seven categories generated by 245 findings contributed to this synthesised finding. A summary of
each of the seven categories is provided below, together with a few key illustrations that support

them

Category 4.5.2: The process of getting a diagnosis of asthma

Parents and carers struggle to make sense of the subtle, indistinct, confusing symptoms their child is
experiencing. Parents and carers feel confused and uncertain due to delays in receiving a diagnosis
of asthma and many have multiple respiratory ilinesses and complications before a diagnosis is
made. Parents and carers who perceive their child to have more severe asthma expect a more
expedient asthma diagnosis. Conversely, parents and carers of children with milder perceived illness
felt that diagnosing asthma is a process that evolves over time. Regardless of this, without an official
diagnosis, parents and carers are unsure whether to give medications and how to manage
symptoms. Furthermore, prior to diagnosis, children’s illness is often managed in a fragmented and
reactive manner by treating symptoms as they occur. Additionally, parents and carers feel that

healthcare professionals do not acknowledge or take their concerns seriously.

"It's just getting people to listen, that's what used to get me so angry because nobody would listen to
me. When | used to take him doctors | used to mention my nephew had the same symptoms and
now he is on all these inhalers. 'Because your nephew has got these symptoms don't mean to say

that you have got the same thing, it's just chest infection it's just something it's just common to him’,

that's what | used to get. | used to go in there and come out upset all the time."122(p-6)
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Once a diagnosis is realised a treatment plan is implemented. However, for many parents and carers,
attaining a diagnosis of asthma sometimes took periods ranging from 6 months to 3 years.
Furthermore, families with only one child with asthma and for the first child in the family with asthma it
seemed to take longer to receive a diagnosis than for subsequent children. Once a diagnosis of
asthma is confirmed, parents and carers express a variety of emotions including fear and denial

however for many the predominant feeling is that of relief at finally knowing the diagnosis.

"I think after this first episode it was obvious. And | don’t know what they are waiting for....they tell

me they don’t want to do it that young, but they don’t want to tell me when they want to do it."109(p-706)

"I think | knew, but | was hoping that wasn’t what they were going to tell me. Yet, | was relieved in a

sense because, | didn’t know what was wrong with him. "108(p-97)

Parents and carers described asthma preventer medications being prescribed before they were told

their child had an official diagnosis of asthma and some were happy with early treatment.
“As long as they are treated, | don’t care if | have a name on it or not.”09(p-707)

In contrast however, some parents and carers believed that children who are not diagnosed with

asthma should not be treated for the condition.

“[Referring to asthma medications]...there are so many side effects...are they sure enough that he

has asthma to give that to him?”109.707)

Parents and carers express satisfaction with the diagnostic process when the health professional
communicated a pathway to obtaining a diagnosis, especially in children with severe asthma. They

also express satisfaction when providers were perceived to listen to, and respond to their concerns.

Category 4.5.3: Educational needs at the time of diagnosis

Parents and carers perceive a lack of asthma education provided by healthcare professionals at the
time of diagnosis. They express fear, anxiety, stress and uncertainty due to a lack of the required
knowledge and self-management skills to care for a child with asthma. Parents and carers struggle to
differentiate asthma symptoms from other health concerns and emphasize a need for consistent,

simple, written information on asthma symptoms, triggers, side effects and medications.

"When she gets sick...I can'’t really tell is it a cold, or is it her asthma kicking in? So it’s like | [am]
trying to treat both things. Because it really acts up when she gets sick, and it acts up when the

weather changes....and it’s just so much. So it’s like | can't really tell when it’s her asthma."50(p-4)
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"He never explained to us what the medications do, what the side effects were....it was just here,
give this medication to her."®6(-24)
Parents and carers require information in order to understand the disease and know how to manage
asthma symptoms including during emergency situations. Furthermore, parents and carers require
information about when to seek emergency care for their child with some parents and carers feeling
they waited too long before seeking professional care. Some parents and carers expressed the
desire for information about herbal and alternative medicines and their efficacy in treating asthma.
Face-to face interactions for education and support were preferred by parents and carers. Lack of
education is felt to impede the ability of some parents and carers to identify information deficits and

ask questions during interactions with healthcare professionals.

“So, that's the thing. And that's why sometimes we do wait so long to bring them because we think

we can turn them around.”0(p-4)
“The thing is, what questions do you ask?"86(p-24)

Similarly, parents and carers who attended the ED for an asthma exacerbation expressed the need

for more information about managing their child’s asthma at the time of the emergency department

visit.

"It was like | had stepped into another reality - a black hole. This medical world suddenly became my
reality and | couldn't get my head around it at first. It was so foreign and | didn't know what was

happening. | didn't know if she was going to get better. | didn't understand her iliness, I just didn't

know anything. | felt so ignorant,"33(p-220)

Parents and carers discussed the importance of the provision of written information and educational

materials that use simplified terms and avoid medical jargon on discharge from the ED.

“They’ll give you a printout at the end of the day when you leave about what happened with the visit.
But I know that a lot of times I'll go home and Google because | really didn’t understand like what that
meant...what it really mean in layman’s terms....for me it would be more helpful if it was already

written in those terms, in just like general speaking terms. "56(p-283)

In addition to the provision of written information, parents and carers also emphasized the need for

verbal teaching as well as demonstration.

“Actually show me, so that way | know exactly everything instead of me, you know, guessing or

assuming...I had to give him 5.2mls, and the-what is it called-the medicine tube thing, it only had
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5mls on there, so like | didn’t know like where the two point was at, like 5.2. So if someone would

have showed me like this is where 5.2 is, | would know. "6(p-283)

Furthermore, parents and carers emphasized the importance of adequate time and a suitable quiet

space for discharge communication.

“If we could have just like a room right before we leave, like a nice little room where it’'s quiet and he’s
treated and everything, and we could just actually sit down and just talk with our physician and our
nurse, like what can we do to like make sure this doesn’t happen again, and there’s no

distraction. "56(p-284)

Parents and carers with limited health literacy discussed concerns regarding conflicting information.
In particular, parents and carers described inconsistencies between medication package instructions

and instructions provided by the physician.

‘I think sometimes it can be the doctors or nurses, respiratory...and it’s just like one person can say
this, then the next moment, somebody else is saying this, and sometimes makes you a little

confused. ”6(p-284)

Some parents and carers reported the desire for a follow-up call from the ED provider to check on the
child’s progress or for waiting time in the ED to be used as an opportunity for teaching opportunities.
Additionally, some parents and carers discussed the challenge of learning complex new information
while trying to supervise one or more children. They suggested that child care assistance for a brief
period could improve their ability to focus on the information being provided and thus improve their

retention of this information.

Furthermore, some parents and carers with limited literacy identified concerns about feeling judged

by their healthcare professional.

“Some people, they just don’t want to ask questions because they don’t want to feel like they’re being

like a bother or a pest.”6(p-284)

Some parents and carers did report receiving the information they needed and felt the education
provided by asthma clinics to be of high quality. They appreciated the personalized nature of the
visits and the follow-up they received and their levels of confidence in their asthma knowledge
increased. Some parents and carers however still expressed some information deficits. Inhaler

administration technique and levels of confidence were felt to improve after attending asthma clinics.

“We didn’t know how to use (the inhalers) until we went to the asthma clinic.86(r-25)
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Category 4.5.4: Learning the ropes

Parents and carers focus on learning about asthma, the nature of the disease, triggers, the purpose
of medication, side effects, how to identify symptoms, how to administer a nebulizer and other
treatment strategies. Some parents and carers learned about asthma from their healthcare
professional, asthma educator or their child’s paediatrician. Learning as much as they could about
the condition was a priority for parents and carers. They became “tuned in” to asthma and motivated
to seek information and ask questions in their quest to learn. Furthermore, they had to learn how to

manage their children’s medication regimen and make it part of their everyday routine.

“We had to be more regimented because....the medications that were prescribed for [daughter] were

not part of our daily routine....It took some getting used to."9(p-377)

"I mean it's, [thinking about what | could do] just drove me nuts. It was like, it drove me nuts thinking
about it all the time. It's like God. ... | would always sit there and while the therapist was giving him
treatments. | would sit there a lot of the times and just talk to them. And why is he like, why is it, why,
I would always ask him questions constantly. ... Look if you get tired of me asking you questions you
can tell me to stop. And they're like no no, it's okay. | was always just wanting to learn something
from what happened or why are you guys going to do this or just learn things so that | would

know. "121(p.236)

"And the other thing is don’t wait for information to come and land in your lap. It was hard to realize it
wasn't going to. They gave us a little book for her to read called "You Have Asthma Now" or
something like that. | don't remember what it was. And they gave us one little pamphlet. I'm like,
"Hey, wait a minute. You want to pump my kid full of drugs, but you don't want to tell me about it?"
That’s why we got on the internet... And then there was — | don’t even remember the name of the
place. But there's an 800 number to call that we got from somewhere. | don't even remember what
the 1800 number was for. | just remember | was trying to gather every little ounce of information |

could."32(p-31)

Furthermore, parents and carers learned about their children’s asthma triggers and strategies to
control triggers. They learned about the need to modify their home environment to reduce their

children’s exposure to allergens that could trigger an asthma episode.
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Category 4.5.5: Sources of asthma knowledge

Doctors and health personnel are key sources of information for parents and carers. Many parents
and carers hear about asthma for the first time when their child is diagnosed with asthma, and they
learn about it as they struggle to control their child’s illness. Many parents and carers report not
receiving enough information from their healthcare professional and so commence seeking
information on their own. Lay sources of asthma knowledge were primarily obtained from personal
experience, relatives, friends, the media and self-teaching using the internet. Lay knowledge was felt

to change with caregiving over time.

“....knowledge about asthma changes as you live the experiences of asthma with your

children.™8(-702)

"I've learned from talking to other people who have asthma and who have children with
asthma...Things that have caused triggers for them you are now aware of and you watch for in your

own child. Things that are beneficial for their children you may also try with your child."%5®-377)

"But | myself went out, | researched it. | read books and | sort of became a self made expert because
at that point | figured if they didn’t even tell me at the hospital what was wrong with her | wasn 't going

to count on anybody to inform me."130(p-91)

Some parents and carers expressed a lack of accurate, consistent information provided by their

healthcare professional.

“....I've also done some research, spoken to different doctors, nurses, providers...The frustrating part
is that, depending on who you speak to you get a different answer. There’s no consensus...[for] best

treatments for asthma...."#8(-.702)

Parents and carers generally sought information only when they identified a gap in their knowledge.
Information-seeking behaviour was often motivated by a change in their child’s condition or emotional

responses such as the desire to be comfortable with an aspect of asthma management.

Category 4.5.6: Parents ability to recognise symptoms and determine severity

Parents and carers struggle with the ability to recognize asthma symptoms and determine the
severity of an asthma episode. Generally, this is most common immediately following diagnosis but
for some parents and carers persists for many years. Severity was determined by the frequency and

severity of symptoms and whether they could adequately treat their child at home or if they needed to
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go to the doctor or emergency room. Parents and carers perception of severity is also influenced by

how well controlled their child’s condition is.

“...there are times that at the first dose the whistling goes away, but there are times | have to use 2-3

doses a day so the whistling would go away...there’s very aggressive [asthma]’.48(-703)
Severity was also determined by the extent of the activity limitations faced by their child.

“...It’s a horrible illness for them...to have all of these things prohibited so it doesn’t cause them

asthma...”8(p-703)
Some parents and carers recognize worsening asthma through changes in mood and behavior.

"Oh, he’s wheezy, coughin’, very arrig...., very bad mood he is, you can't really talk to him, (right)

really stroppy he is and then he’ll start on his brothers and sisters for no reason. "38(-188)

Some parents and carers recognize other behavioral signs such as lack of appetite as a sign of

asthma.

‘[H]e has very good eating habits. If he didn't eat, there was really something wrong. Cause he has
very god eating habits. He wouldn't eat at all. He wouldn’t even take a bottle. He’d probably just
hold it in his mouth, but if you go look at it in 30 minutes, he’s still on the same amount of liquid that it
was when you gave it to him. So it was scary because he would have, when he would go to the
hospital he would have, probably mostly, well twice, he had to have an IV, because he had gotten

dehydrated cause he wouldn’t eat or anything.”121(p-142)

Furthermore, parents and carers viewed the use of the “spray” (reliever) to be routine, whereas using

the “machine” (nebulizer) indicated more severe iliness.

“....the doctor decided to not give it to her in the machine...she had a strong reaction....and with the

inhaler she had no reaction...it's asthma but not a strong asthma.”#8(-703)

Parents and carers with less asthma experience demonstrate more uncertainty in recognizing asthma
symptom patterns, identifying triggers and implementing treatments. Parents and carers of young

children also express difficulties due to the young child’s inability to verbalize their discomfort.

"So the things I've asked about asthma is: How crucial is it? How long does he have to get to the
hospital? When would | know when an attack is coming? That's how | know about the ribs. | asked
the doctors that. And they say to keep him away from cigarette smoke, but | don't smoke

cigarettes."21(p-149)
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Category 4.5.7: Learning about asthma triggers and strategies for trigger minimisation

Managing the complex allergies experienced by their children was identified by parents and carers as
a significant caregiving responsibility. Parents and carers identify a range of triggers for asthma
including environmental triggers such as pollen, mold, dust, chemicals, perfumes, pollution, pets,
exercise and smoke. Cold weather, cold liquids or foods are also identified as asthma triggers. Poor
living conditions such as dampness and mold contribute to additional triggers. Some parents and
carers reported having no pets in the home or having given away the family pet. In contrast others

still had the family pet and felt that it did not cause the child any problems.

‘I have a cat. And so the doctor said she was allergic to the cat. But I've had my cat for almost ten

years. So, | know she ain’t allergic to mine.”50(p-3)

Once asthma triggers were identified, parents and carers change their routine in order to help their
children avoid asthma attacks. Parents and carers use a variety of strategies to minimise triggers in
the home environment including keeping their home clean, washing bed linen, damp dusting,
vacuuming, keeping stuffed animals out of their child’s room, banning indoor smoking and the use of

hypoallergenic mattress and pillow covers.

"My house is carpet free and we wash blankets and pillows every week. Everything in the room that
they lay on gets washed"...."We don’t use spray for household cleaning we use oil, and it keeps her
breathing better" "....I noticed when | had those oil scents that you put in a little container that

seemed to make it worse."110(p.246)

"She [sister] smokes like a chain smoker and she’s always embracing and hugging. | have to say to
her, "Girl, you can’t do that." She’ll wash her hands...but it’s in her clothes. It's in her skin. And she
would wear wigs. It's in her wig. And she’s always hugging...I have to explain. "You cannot do that.

You're sending me to the Emergency Room."5%(r-6)

Some parents and carers had eliminated carpets and rugs from their home and replaced curtains
with blinds. They felt hypoallergenic mattress and pillow covers to be effective in reducing dust mite

exposure.

“And | think probably the thing that made the most difference for him was putting his pillow,

hypoallergenic cover on there. That made an immediate difference, in my opinion?”8(p-38)
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Taking preventative action for some parents and carers helped them to assume a sense of control
over the situation, however if their preventative action was unsuccessful they felt a sense of personal

failure.

‘I felt | probably hadn't cleaned enough so | sort of set to...pulling the books out and wiping the tops
so I felt | had...maybe | was just being sensitive about not having cleaned thoroughly

enough 7101(p.112)

Although aware of particular triggers, some parents and carers did not prevent exposure, believing
that a physical barrier like a door, offered adequate protection. This was most commonly the case
with family pets with parents and carers electing not to allow them in the bedroom with their children.
Furthermore, some parents and carers expressed a preference for not knowing too much about

triggers, particularly about house dust mites.

‘I do have a lot, quite a few animals. | raise animals.....but nothing in the room with them....nothing

sleeps with them in bed."86(p-23)

“No | don’t want to know, bad enough looking at the picture without finding out what they actually do

as well.”101-112)
Some parents and carers limit their child’s physical activity in order to prevent attacks.

"When he runs a lot he can't breathe well and....feels pain in his chest and has to use his inhaler

fast...it's not constant, only when he runs."8(p-703)

Many parents and carers recognized the importance of reducing their child’s exposure to second-

hand cigarette smoke and acted as advocates for their child’s health in social situations.

“One time he [adult friend] was about to [smoke], | said no, I'm not trying to go to the hospital, I'm not
trying to be in there for 12 maybe 24 hours. Can you take it across the street?”50(-7)

Category 4.5.8: Challenges in minimising triggers

Parents and carers face a variety of challenges identifying asthma triggers and trying to minimise
these. Some weigh the risks versus benefits of environmental and lifestyle choices. Some parents
and carers are uncertain about the source of triggers for their child’s asthma and others feel helpless
due to failed attempts to reduce their child’s exposure to allergens discussing “no carpet, no dust
mites, no pets”. Thus the ability to minimise environmental triggers is felt for some parents and carers
to be beyond their control and others identify incomplete efforts to minimise triggers. Family poverty

and housing instability was felt to leave children vulnerable to allergen exposures that were out of the
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control of parents and carers. Cooperation from family members in minimising triggers in the home
environment was important; however parents and carers emphasized the difficulties in reducing their
child’'s exposure to triggers whilst still maintaining good family relationships. This is particularly the
case in regards to limiting family members smoking in the vicinity of children. Some parents and
carers smoked themselves and lacked awareness of how smoke permeates the home or used
ineffective strategies to remove smoke from the environment. Parents and carers identified some
level of conflict over family pets and whilst aware that pets were a trigger for asthma, some still

allowed pets in the home.

“Well, I was told to pull the carpet up all over and get rid of the dog, but | just — | don't think that has
enough of — | mean- it doesn't trigger it that much. Now if they was worse-a lot worse-then, yes, we
probably would have done something like that, but we just didn’t feel like they was severe enough to

go to that extent. ”88(p-388)

“The allergy doctor said she didn’t want my sister smoking in the house anymore. So my sister goes
to the kitchen now and turns on the fan, but it still bothers my son. We just give him his breathing

treatments and hope we don’t have to go to the emergency room. 88(p-388)

"Smoking can make it worse, | know....I never smoke in my house ever. Um, | have to quit smoking

in my vehicle."88(p-23)

"I have done everything that | feel like | possibly can...I clean so much because I feel like if I clean, I'll
keep everything out, keep everything away. But I still feel like it's not enough. If | see some dust, I'm
gonna go crazy, and | drive my landlord crazy. "l want my vents cleaned. | want everything to be

cleaned"....I don’t know what else to do."50(r-6)

4.6.1 Synthesised finding 4: Relationships with healthcare professionals and the emergency

department experience

The fourth synthesised finding relates to parents and carers interpersonal relationships with
healthcare professional and their levels of satisfaction with the care received. The decision making
process surrounding parents and carers choosing to seek care at the Emergency Department (ED) is

examined and their levels of satisfaction and dissatisfaction with the treatment received.

Parents and carers express varying levels of satisfaction with the knowledge and quality of the
encounter with the healthcare professional. Parents and carers are satisfied with their healthcare

professional when they consider their opinions, provide high quality care, adequate time, respect,
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culturally appropriate information and resources, are available when they need them and address
their medication concerns. Many parents and carers who are unsatisfied with information or care
received seek a second opinion from a specialist. Parents and carers struggle with the pros and cons
of hospitalisation. Parents and carers seek ED care for acute asthma attacks and some find their
professional guidance reassuring whilst others find the hospital experience to be a difficult one and

traumatic for parents and carers and children alike.

Seven categories generated by 205 findings contributed to this synthesised finding. A summary of
each of the seven categories is provided below, together with a few key illustrations that support

them.

Category 4.6.2: Emergency Department treatment and decisions to go to ED

Parents and carers lack confidence in their ability to manage acute asthma and during an acute
exacerbation many seek ED care. Many seek professional guidance in a situation they felt was
confusing and unfamiliar. Furthermore, they feel that as asthma is a breathing disorder it should be
treated as an emergency, a belief that is reinforced by some healthcare professionals advising them
to take their child to the ED for an asthma exacerbation. The decision to go to the ED is not an easy
one and mothers feel that making this call is primarily their responsibility. Inability to control asthma

symptoms and timing of the asthma exacerbation (often at night) necessitates trips to the ED.

“Um I think | get nervous, scared, cause my son had an attack and | panic. | think | was panicking

more than he was (laughing), so my first reaction was emergency room”.87(p-37)

Deciding when asthma warranted ED treatment is complex and in most cases parents made this
decision alone, however parents and carers with older children discussed a shared decision-making

approach.

“When we get to a hospital is because he’s like mom, | need to go to the hospital. He’s been having
asthma since he was a baby so he is well aware of when he feels like he can manage through it or
when he’s like no, | need to go....I'm like at the first, I'm like let’s go, you know, because that’s how |
was but now I'm learning to allow him — it'’s because | want him to start being more independent and

responsible when it comes to his asthma.”50(5)

Some parents and carers express satisfaction in the quality of emergency care available and feel
comforted that they would be seen quickly by an emergency physician. Transferring the responsibility

to healthcare professionals was reassuring as this meant that they were no longer responsible for the
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child’s care and assisted them to remain calm. Furthermore, some parents and carers felt their child’s

recovery might take much longer without suctioning and IV medications.

“Once you're there [at the ED], you're relieved because you know it’s not your responsibility anymore.

They've got to fix him, you don’t have to anymore. "89(p-308)

"In the hospital, you know, | was a lot more comfortable with them giving him really high doses of the
albuterol ‘cause they could monitor his heart and make sure that he’s doing okay. They seemed to

get it under control and he was sleeping really comfortably."51(-302)

“[It] would have probably made it a little bit easier....To bring her home. But I felt that | wanted her
well quick. Because she had suffered already for two or three days...[Blecause they intravenously
have her steroid in her and they're just constantly suctioning her so she could breathe and that
muscle could open up in her lungs and | mean stuff that we couldn’t do here. We couldn’t do that
here at home. | could have brought her home and it could have taken us three weeks for her to get

well, when it took her five [days]...”121(p-239)

The ED environment is busy and crowded and the acute care system fails to meet the needs of some
parents and carers. Some parents and carers presenting to the ED for the first time discussed that

they were not told their child had asthma.

‘I was a bit scared because my oldest son had never had any of that. Therefore | thought that my
son had something wrong and that would possibly die. Unfortunately, the hospital only told me that it

was a bronchial problem that they were going to treat; they never told me “asthma”.90(p367)

One parent and carer explained that she did not know what was happening with her child in the ED.
Additionally, clinicians and staff may not recognise the extent of the parents’ and carers’ fear and
their inability to comprehend instructions due to high levels of fear and anxiety. Furthermore,
language barriers pose additional complexities, with parents and carers from CALD backgrounds

being unable to explain what they thought was wrong with their child.

“There are some doctors that don’t know Spanish and | cannot speak with this person and say, ‘My

child has this, has that, this happens, take care of him quickly, and things like that.”%0(p-367)

Some parents and carers find the hospital experience to be a difficult one, traumatic for both the child
and parent and carer and as a result try to avoid hospitalisation. Some discussed the use of restraints
on the child and this was felt to be distressing. Some parents and carers express difficulties when

forced to leave their child in the care of healthcare professionals. They feel left out when the care is
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taken away from them, they feel they know their child best and that their explicit knowledge about
their child is not taken into consideration. Conversely, some parents and carers discussed the

pressure they felt from hospital staff to be fully responsible for the care of their child.

“On the ward I find that you are made to feel the pressure’s on, that you have to stay all the time and
sometimes you just want to get out of there, you know both of you. You want to get out of there and

unless we can call on our parents, we can’t do that.”115(p-347)

"So we ended up staying at....for like six, seven hours and he had to have like five breathing
treatments...he was screaming and | didn’t know what was wrong with him because you know, he is
so little, he can't tell you what is wrong. So it was very nerve-wrecking...we ended back up at the
hospital like four time since, before he turned one and a half, because of his breathing. It was

traumatic."17(-77)
“I would do everything I could to avoid going to the hospital.”121(p-179)

“Well she doesn't like to be like strapped down. Probably no kids like that. You confine her and she

snaps. 7121(p.277)
Others discussed stories of cold, rude treatment that they had received in the ED.

“How can I explain it....[it's] as if they are giving the services for free. They just tell you to “Wait a
while” or “We will see you soon,” but they are very cold since they can't feel the pain that one is

experiencing and you feel so hopeless because you can't do anything.”9(e-367)

Parents and carers expressed feelings of helplessness and lacked understanding about the disease
process and required treatments. Parents and carers emphasised the importance of information so

that they know what to do for their child with asthma, including during emergency situations.

“Well the most difficult is to see him [my child] there [in the emergency room] without knowing what to

00, 790(p.367)

Category 4.6.3: Communication issues with health professionals

Some parents and carers find communicating with health professionals difficult and some are
conscious about words and expressions used during conversations with the doctor. Parents and
carers with Low English Proficiency (LEP) express difficulties getting their message across to
healthcare providers and feel dissatisfied with the exchange. Some parents and carers feel the need

to be assertive in order to receive appropriate treatment.
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"you have to struggle to get help from someone and you have to be strong and communicate

well."116(v.188)

"...two days later his condition became worse, and | called again, or was it my sister that told me to

call.....when we arrived, the doctor said that he had to be admitted to the hospital...we might have

said the right things, and that is very important, that you know what to say...we were talking about
inhalation devices, but really, we didn’t have a clue...it is too bad that you have to get the words right,

but | also think it is very important."6(p-303)

“I felt like K could be damaging something internal. | got angry with the doctors because | finally went
in to [the pedatrician] and K was having an attack every 2 weeks, they were lasting 16 hours or so
and the child would turn blue. | said, ‘s it time to go see a specialist or something?’ He says ‘Well

you might want to try that’.113(r-662)

Parents and carers with professional status indicated that their child’s physician “assumed” a level of

asthma knowledge due to their professional status.

“No information of any type was given to me at diagnosis, as | a working in the hospital and when

they see that | am wearing a lab coat, they assume | know everything.”85p-951)

Some parents and carers expressed that their child’s physician had communicated information to
them at the time of diagnosis and indicated that their child’s physician had verbally explained to them

how to respond to an asthma attack.

“The doctor explained to me how to use inhaler, how to change the use of drug based on symptoms,
and how to avoid triggers. He explained that verbally and showed me how to use inhaler. In

addition, he provided me with written materials about asthma. "85(-951)

Category 4.6.4: Language barriers

Parents and carers felt that cultural differences have the ability to distort communication between
parents and healthcare professionals of differing cultures. For this reason, seeking out a health
professional that could speak their language and having access to CALD resources including asthma
action plans is important. Some feel there is a lack of cultural understanding of the importance of the

extended family/kinship network. Some parents and carers lack trust in the use of professional
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healthcare interpreters and find them to be unavailable when they need them. Thus, they prefer to

rely on family members or children to interpret.

"especially in regards to your child’s health...it's better to hear everything well, and that if you have

any doubt you can ask and have it explained in your language."149(r-1628)

"And usually the security guards will walk up and say, “You know what, you guys can't all be here.”
They don't realize just because that isn’t our child, it's a member of our family and we feel deeply,
and | mean we’re very close. | mean you can see that | have a very small house, but come
Christmas time every family member that | have will be in the house, including extended family
members. And we're all very close, and that’s something that a lot of hospitals don’t understand,

and then it's like they stick their security guards on you."37(-6)

Category 4.6.5: Concern about provider judgement

Some parents and carers, particularly those from low socio-economic or CALD communities, feel
misunderstood, inferior and judged by providers and as a result are reluctant to ask questions without
other family members present. Parents and carers discussed the importance of self-advocacy in
encounters with healthcare professionals with many feeling that providers do not value parents and
carers as experts on their child’s life. Some feel accused of neglecting their children, not controlling

their symptoms and delaying seeking emergency care.

"Especially people in specific socioeconomic backgrounds are treated like they don’t have a clue
about what is going on. That is a main concern. People are not treated across the board in terms of

attitude and knowing what is going on....with their child’s body."124(-516)

"It is hard for Indian people to ask for the services they need, because it is our way that you should
have your family members there to help you. If we don'’t ask a question, it’s not that we know it all,

but it's just that we might be afraid to ask the question because of feeling inferior."137(p-7)

Category 4.6.6: Parents and carers dissatisfaction with the knowledge and quality of the

encounter with the healthcare professional

Some parents and carers express a lack of trust in the knowledge and care provided by their

healthcare professional and feel it is important for healthcare professionals to listen to parents’ and
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carers’ needs and respond to their medication concerns. Parents and carers expect to be treated by
a competent healthcare professional, to be provided with consistent information, continuity of care
and regular follow-up. Some feel that it had taken too long to achieve the asthma diagnosis, that a
diagnostic strategy was not communicated and some parents and carers expressed high
expectations from health professionals. Lack of adequate information, not recognizing their expertise

and unclear treatment decisions also contributed to parents’ and carers’ dissatisfaction.

Five mothers in our study, however, expressed frustration when they brought up concerns with health
care providers. They felt that their concems were not taken seriously and that their questions were

dismissed.107(p-51)

"..[Tlhere should be more monitoring of the patient [.....] they get them on a level, you know, you're
issued with your inhaler and that’s it. | think it would be a good idea at least once a year, to call that
patient back, and monitor how he’s going, you know, is the inhaler effective, are you using it too

much, are you doing this and that." 103(p-508)

"I don’t really think they know a lot | was at Wal-Mart one day and they had an asthma clinic set up
there and my interest was, whether there were new medications out that could reduce some of his
other medications. And she didn’t even know what | was talking about. | knew more than the nurse

there and the pharmacist knew."%(r-80)

"Lately, I've been feeling like they aren’t as understanding when it comes to him. | don’t know if
they're just trying to get you in and get you out or what it is. It’s kind of rushed and they are
dismissing what I'm saying as a parent....I just feel like they don't listen as much as they used to

when he was younger."50®-7)

Parents and carers discussed their preference for healthcare professionals to take a more holistic

approach to managing their child’s asthma and include both their physical and mental well-being.

“They deal with medications and treating symptoms, and it’s not holistic approach to managing care.”
124(p.516)
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Category 4.6.7: Parents and carers satisfaction with healthcare professionals

Parents and carers stated that trusting their healthcare professional was imperative to receiving
quality care. Parents and carers are satisfied with their healthcare professional when they are
competent, supportive, have good verbal and non-verbal communication skills, consider their
opinions, provide high quality care, allow adequate time, are available when they need them,
culturally competent, respectful, address parents’ and carers’ concerns and include them in the
healthcare decision-making process. Many parents and carers who were happy with the care
provided by their general practitioner were willing to travel long distances in order to maintain the

relationship with the healthcare professional.

‘It takes the worry off me...The hospital is just down the road [Paediatrician] even gave me his home

phone number, so if we had any questions anytime whatsoever, [we could] give him a call.”9(r-381)

"l think the time changed that doctor’s as the "all-knowing". Therefore, nowadays it is more a

two-way conversation. Again, it is your child, you know the best if he is ill."119(p-250)

Parents and carers expressed satisfaction with their child’s healthcare professional when they

communicated a plan of action to diagnose asthma after multiple respiratory episodes.

“Our doctor laid it out for us what the possibilities were. And then as time went by she would
reevaluate what she felt my daughter’s condition was. And she was reluctant to say that is was
asthma until she was sure that it was asthma but we always had a course of action when we left

there."109(p-706)

"Doctors here are fantastic, we have a really good relationship with them. | just ring them and they
see him straight away....the GP talks to them as a person, you know (son) wasn't taking his
medication one period and so | just marched him in there and | says well (son) seems to think he
doesn’t need this and he goes, "Oh come on (son) you're 14, your mother doesn’t need to tell you or

hold your hand anymore."115(p-346)

Some parents and carers form relationships with specialist respiratory nurses and find that they

provide them with the support they need to manage their child’s condition.
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"And she actually talks to you and asks him to show her exactly how he uses his inhalers and the
spacer as well....The practical side; and how many seconds to wait between puffs and....So he
actually has to do it in front of her so she knows he’s going it properly...I think the asthma nurse is

vital."114(®-5)

Category 4.6.8: Seeking out alternative sources of care

Parents and carers who are unsatisfied with the information or care received shop around for a
second opinion. Many parents and carers view asthma specialist referral as important and feel that
families should be referred to an asthma specialist for their child’s asthma management. Some
parents and carers felt they had to be assertive in order to obtain a referral to a specialist and

expressed concern over wait times and delays in organising follow-up appointments.

"I mean our primary care physician was bumping us off....saying "she doesn’t have that many

asthma episodes...." And nobody did any tests...so | said, "l want to go to an asthma doctor."131(p-77)

"There was one time | wasn’t getting through to the doctor, our eight year old has really bad coughing
asthma, when his is acting up, and we’d go into the office and his lungs would be clear, there’d be no
wheezing, no nothing. He'd walk out of the office, and he’s coughing his lungs out, to the point where
he pulled groin muscles. He burst vessels in his eyes, until then we got no where.... That was
frustrating because | knew he needed prednisone, and | was really ticked off that they thought there
was nothing wrong with him. It was difficult to explain how severe the coughing was. We ended up in

emergency with a different doctor and we got it that way. "%9(r-93)

4.7.1 Synthesised finding 5: Medication beliefs, concerns and management strategies

The fifth synthesised finding relates to parents’ and carers’ beliefs, concerns and confusion over

medications and their reasons for adherence or non-adherence.

Parents and carers express concern regarding the side effects of asthma medications, particularly
preventer medications due to them containing corticosteroids. They are confused over the actions of
different medications and use a variety of strategies to manage asthma according to their medication
beliefs. Parents and carers sometimes struggle to administer medication to young children and
children are at times perceived to resist medications. Some parents and carers understand the
importance of regular inhaled corticosteroids whilst others chose not to adhere to medication
regimens. Reasons for non-adherence included forgetting, hassles with medication administration
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and intentional non-adherence with some parents and carers preferring the use of complementary
and alternative medicine. Some parents and carers found using an asthma action plan to be

beneficial whereas others found them to be confusing.

Six categories generated by 177 findings contributed to this synthesised finding. A summary of each

of the six categories is provided below, together with a few key illustrations that support them.

Category 4.7.2: Confusion over the actions of medications and lack of understanding of

asthma control leads to asthma management driven by parental beliefs

Some parents and carers have difficulties differentiating reliever medication from preventer
medication. They are confused over the actions of different medications and many lack an

understanding of what constitutes good asthma control or how it is achieved.

“To me, it's when you're giving them the Flovent like they’re supposed to have it, when you know
when it’s time for the albuterol, and when you know that it’s time that the albuterol won’t work again,

you know that it's time for the Emergency Room. To me, that’s when it's well controlled.”0-3)

Even parents and carers who had children with long-standing asthma express a lack of
understanding or confusion about how medications worked. Some lack understanding of how to use
inhalers, required dosages and when to administer medications. Parents and carers communicated
that healthcare professionals used different inhaler techniques and rarely checked parents’ and
carers’ inhaler techniques. Some parents and carers felt that hands-on learning with their healthcare

professional would be beneficial.

Some parents and carers equate use of an inhaler with asthma management, often at the exclusion

of other approaches to management and prevention.

"The only thing I really know is the um albuterol If | don’t have that, no then | would be kind of lost in

non

not know what would be the next step.” "we would like to know what cause the episode so we can

keep the child away from it so we’re not constantly giving the child albuterol."8(r-37)

Parents and carers use a variety of strategies to manage their children’s asthma according to their
beliefs about asthma and the perceived benefits from medication use. Some parents and carers try to
reduce symptoms by encouraging their child to use preventer medication and to be physically active

to help build their strength and to try to prevent severe attacks.
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‘I push them to do all the sports as it will build their lungs up rather than them just sitting as couch

potatoes and then the next thing you know they’ve got to run down the street and cannot even

run.”101(p-112)

Some parents and carers wait until an asthma attack occurs before taking action to minimise its
effects. This group is less likely to seek professional advice and even when advice is provided does
not always take it on board. They reported receiving mixed messages from healthcare professionals

and demonstrated a lack of trust in the advice provided.
“Sometimes I feel that they [the doctors] don’t know enough about it.”101(p-112)

Furthermore, they tended to minimise the risks to their children and see their children’s asthma as a

mild form of the disease.

“I've never needed any support, its just very mild asthma and it doesn’t really get in the way of his

daily living so, not that bothered.”101(p-113)

They adopted strategies such as hot baths, chest rubs and keeping their child home from school

should an attack occur.

“l just do, like, what I've always done, if they are bad | keep them in do you know what | mean, lie
them on the settee just give them Calpol or Paracetamol and use the em, the smelly for

them. ’101(p.112)

These parents and carers were more likely to rely on the use of reliever medication and often
expressed confusion over the purpose of other medications. Some parents and carers expressed
concern about the effectiveness of the drugs. Inhaled relievers tend to have immediately noticeable
effects, whereas long-term preventer medications show no or less dramatic effects and mothers

questioned the need to expose children to medications where positive changes are not observable.

“He’s only been taking the blue one like when and if needed. He’s never really needed his brown
one.”101(p.112)

Those who believe asthma to be a chronic disease that children have all the time regardless of
symptoms, practice strategies such as developing routines to ensure children receive their asthma
medication as prescribed, whereas those who view it as an acute condition that comes and goes tend

to wait until an asthma attack occurs before taking action to minimise the effects.

"Well, we leave his puffer by his toothbrush so every morning, ok before school, go brush your teeth

and take your puffer and at bedtime you know obviously brush your teeth and take a puff,
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right?...We've tried calendars, we've tried notes on the mirror and that type of thing. It's you know,

constant monitoring. "152(-9)

Some parents and carers believe that some level of asthma is tolerable and seek to minimise the
physical, psychological and social impacts of asthma and treatments. For example, some families
kept pets, despite knowing that these could worsens their child’s symptoms and there was a sense of

denial as to the harmful nature of these exposures.
“He’s not [allergic] to the dog we've got, but he is allergic to my sister’s dog.”10"(p-113)

Parents and carers use a process of trial and error to test medication regimens and non-
pharmacological interventions. Many use trials without preventer medications to decide whether the
side effects of preventer medication outweigh their effectiveness in precluding asthma. Some parents
and carers view their children as being vulnerable to weakness and sensitivity but believe in the

possibility of the child growing out of their asthma.

Some parents and carers use the Peak Expiratory Flow (PEF) to check their children’s asthma

symptoms and as a tool to determine when it is time to increase medication.

“You can see from the values when she starts to get worse, then it will only reach a level of 90 when
it should be 130 and then you know that it’s time to inhale lots of drugs, because you see that an

infection is on the way.”116(p.188)

Category 4.7.3: Caregiver concerns over medication side effects

Parents and carers are concerned about the amount of medications their children are taking.
Additionally they are concerned about the long-term effects of oral and inhaled steroids and also the
effects of reliever medication. Some parents and carers felt that there was a degree of uncertainty in

the medical community about the effects of long-term use of inhaled corticosteroids.

“...I know they test them [inhaled steroids]...but the effect that something may have over a 2- or 3-
year period many be different than if it is over a 15- or 20-year period. | guess nobody knows the

answers to these questions.”9(p-379)

Some parents and carers refuse to administer daily medications due to concerns about possible side
effects experienced by the child. Asthma medication side-effects included sore throats, heart
palpitations, oral fungal infections, problems with teeth, weight gain and sometimes more severe

effects such as bone problems. Some fear their child will become dependent or immune to steroids.
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Others fear that steroids will inhibit their child’s growth or affect their bones or other organs. Some

parents and carers are also concerned about the side effects of reliever medications.

“If he’s going to use ‘Singulair’ then why give him ‘Zyrtec’ at the same time? And why use ‘Albuterol’
and then ‘Advair’ too and the shots for the allergies, for a kid that’s 10 years old? | understand it's for
his health but it's a lot for a 10 year old child.....like an old man, he takes three types of inhalers,

three types of pills, and shots for his allergies....”#8(-703)

"He has really bad teeth and the dentist thinks it's because of medications he is taking for his

asthma,"11(-9

Many mothers noted that their children became hyperactive after taking the drug. They mentioned
that it negatively affected their children's concentration level in school, interrupted their sleep, and

made them tired, cranky, restless, and jumpy.'07(p-49)

“With time, | noticed that my son started limping. | took him to an orthopedic specialist. He made
some examinations and he said that the laboratory tests showed that the cortisone had affect his [my
son’s] bone and he prescribed Vitamin D drops for him. In the mornings he [my son] complains about

his feet, that he feels some pain.’85(-949)

“The biggest thing with my son would be the weight gain due to the steroids so initially he put on a lot

of weight and we really had to keep after him not to over eat, try to be active and things like
that,”110(p.246)

Although some parents and carers were troubled about their children’s medications, they

acknowledged that their symptoms had improved since using the medications.

Category 4.7.4: Medication issues — Adherence

Although parents and carers do not like giving medications to their children, some understand the
necessity of inhaled corticosteroids and this is generally due to an observed improvement in their
child’'s symptoms. Parents and carers actively evaluate the effectiveness of medications and make

treatment decisions based on the perceived risks versus benefits of medications.

"Her asthma may not disappear, but with the medicines you can suppress it." "The well-being of my

daughter depends on the use of the medication."19(p-250)

"But it's one of those... it's catch 22. You know if you don't take them you hit problems so you know if

I think we can sort this out and then deal with the issues later. You know like they say about weight
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and everything. | just think if she is not on them, she's not well so you really haven't got much choice

rea”y ™M06(p.173)

Category 4.7.5: Medication issues — Non-adherence

There are a variety of reasons for non-adherence to medications. These include: intentional non
adherence, forgetting medications and hassles with medication administration. Lack of family routine
and complicated home circumstances affected the ability of parents to adhere to regular asthma
medications. Home life was described by some as being an endless juggling of competing priorities
such as inadequate housing, financial difficulties and other family illnesses. This is particularly
evident in families of lower socio-economic status. Family life lacked routine, particularly regarding
adherence to medication with some parents and carers discussing that they were not home when the
child needed to take their medication which meant the child was solely responsible for this. Some
parents and carers were of the opinion that children often younger than 10 years of age were old
enough to manage their own medications. Thus, for low-income families daily life complications seem

to be a barrier to consistently administering medications to their children.

Some parents and carers adjust their child’s medication according to what they think is the desired

level of asthma control for their child whereas others lack the drive to achieve good adherence.

"No, | don't follow each of the paediatrician’s recommendations. |look at my child, whether he needs

the meds or not."118(p.109)

Furthermore, some parents and carers try not to use asthma medications even when the child has

symptoms feeling that discontinuing medication would let the body react naturally.

“l just wait and see. | don't give him his inhaler or....none of his medications at first, because I just
kind of want to wait and see if his own body, you know, his own immune system will boot it out and

will take care of it. But it hasn't yet. Always at the end, | have to use his meds.”107(p-51)

Administering daily preventer medications consistently was challenging for parents and carers and
particularly so in the absence of asthma symptoms. Parents and carers understand the concept of
preventing asthma symptoms, but often do not connect the concept of prevention with medication
use. Some prefer non-medical alternatives such as calming techniques, breathing exercises and
dietary manipulation. Some only use preventer medications when their child has symptoms, cease
medications when their child appears well or asymptomatic or use medications intermittently. Others

negotiate with their healthcare professional a season, usually summer, without using preventers and
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then restart them again the following winter. Some parents and carers modify instructions given by
their healthcare professional in order to reduce the amount of medication their child was taking,
particularly when the child was well. Modifications to medications were predominantly based on
health beliefs about the use, safety, and long-term complications of using medications. Often these

beliefs led to suboptimal management of their child’s asthma.

"They were meant to be supposedly on the daily medications....then they'd go through a time where
they were symptom-free...you’re meant to carry on and we get carried away with life and the asthma

inhalers have fallen under beds."86(p-24)

Many parents and carers lack understanding of how to use inhalers and spacers correctly and some
perceive children to resist medications due to difficulties using inhalers, emotional discomfort,
medication side effects and taste or smell of the medication. Some parents and carers chose to

resolve the conflict of giving their child medication by delaying or even omitting treatment altogether.
"He did not like the taste and smell of the medication. "85(p-949)
“Sometimes | would feel so bad to give it to her, that | maybe skip.”121(p-188)

Parents and carers discussed the need for parental assistance with medications and the necessity of
reminding children with asthma to take their medications. Furthermore, a child’s family structure also
affects the taking of medications. Following a divorce, the care of a child had been fragmented and
whilst one parent ensured her child took medication when the child was with her, she was unsure

what occurred during the custodial changeover.

Category 4.7.6: Complementary and alternative medicine

Parents and carers make choices whether or not to use complementary, alternative medicine or
homeopathy. Some parents and carers prefer the use of home and comfort remedies such as
relaxation, steam therapy, herbal medicine and vitamins to traditional medications. These choices are
often based on their level of satisfaction or dissatisfaction with prescribed medications, cultural
backgrounds and beliefs and advice provided by family members and support networks. Some use
complementary and alternate therapies due to the physician’s inability to satisfactorily address
parents’ and carers’ medication concerns. Others use alternative medicines until the child has an
acute attack, when they opt for traditional Western medicine. Furthermore, some parents and carers
chose not to disclose the use of complementary and alternate medicines to their healthcare

professionals.
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Hispanic mothers, fathers, and grandparents all demonstrated strong beliefs in the use of folk
medicines and natural remedies to treat asthma. Some used natural remedies due to their lack of

resources and their inability to access a doctor.
‘I also had asthma symptoms, and they went away with possum oil.”126(p-480)

“We had very few resources and we couldn’t go to the capitol where the doctor was, so people were

cured with herbs.”126(p-480)

The first mother interviewed talked about her great grandmother and the use of herbal treatments:
"...she used to always be creative with ginger (jengibre) and made tea out of ginger and some other

green leaves from Puerto Rico."100(p-359)

"Besides the nebulizer - what do you call it? | don't like putting all that stuff on him. | have a thing
where you filter the air. You put Vicks in the water and let it boil. The humidifier? Right, | don't have
one right now. It's gone. But I put a little pot on the stove and we sit there in the kitchen because it

circulates the air,"45(p-95)

Category 4.7.7: Use of an asthma action plan

Asthma action plan usage varies amongst parents and carers with some expressing their intrinsic
value whereas others find them to be unhelpful. Those who find them unhelpful, lack understanding
of how to follow the plan, find them to be too generic and generally not beneficial. In contrast, other
families feel empowered by the asthma action plan and know how to follow the steps without
hesitation. They feel that the written asthma action plan is easy to follow, is useful for all family

members in the absence of the primary caregiver and improves their child’s care.

"they all reads the same...yea | don't think it's more individualize, | would like for it to be more
individualize per child because whereas like her child has asthma but his trigger is not as bad as her
child’s trigger."87(p-37)

"the doctor gave us the Asthma Action Plan, it is easy to follow. We have stuck it on our fridge, so

that | and my husband can follow it when required."11(r-6)

4.8.1 Synthesised finding 6: With time, parents and carers became more comfortable

managing their child’s asthma

The sixth synthesised finding relates to parents’ and carers’ acceptance of asthma and their ability

over time to accept and manage their child’s condition.
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With time, parents and carers become more comfortable managing their child’s asthma and they use
their initiative to change medications based on symptoms. Parents and carers accept asthma into
their everyday life and establish routines, plan ahead with family activities and encourage children to

self-manage their condition.

Seven categories generated by 119 findings contributed to this synthesised finding. A summary of
each of the seven categories is provided below, together with a few key illustrations that support

them.

Category 4.8.2: Adaptation and coping strategies

Parents and carers adapt to caring for and living with a child with asthma. They make lifestyle
choices such as whether or not to have pets in the home, the decision to smoke or allowing smoking
in their child’s immediate environment, home cleanliness, and the choice to work or be available for
their child. Parents and carers modify everyday life so that children can participate in the same
activities as children without asthma. Parents and carers express hope that their children may “grow
out of the asthma” as informed by healthcare professionals and are optimistic that research would
produce new and improved treatment for asthma. Some express an interest in learning deep
breathing techniques, yoga and mindfulness in order to manage their stress. Finally, they accept

asthma, adjust to life’s situation and try to see positive aspects of their situation.

"It's easier now, it’s second nature. It was hard to learn it, the what to do and how to do it but once
I've learnt it, it’s just do what you have to do not, it’s not that panic situation any more.... You have to
control asthma, you can’t cure it, you have to maintain and control it. | control it by not giving him
foods that are going to set off an allergic reaction., by not having animals, and by trying to keep the

dust bunnies down. "(p-100)

“How to eat right, exercise properly, even, you know, maybe some type of exercising that you could
do with your child. | know they have like yoga and baby-type thing, you know, things like that, maybe
something that you and your child could possibly do together, just to kind of maybe ease some of the
stress or what have you. | think things like that would be definitely helpful...Deep breathing would be

great. My child could use that. Maybe he’ll calm down a little bit. But | would definitely do

that.”149(p.1627)

"...it's a part of life. So you have to say, ‘Fine. That's the cards that were dealt to me..."%5(-381)
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Category 4.8.3: Becoming experienced at managing asthma

With experience, parents and carers become more comfortable managing their child's asthma.
Parents and carers felt that they had a better understanding of the disease process and the
medications used to manage their child’s asthma. They understood the rationale behind the

treatment plan and this helped them to correctly manage their child’s asthma.
“We feel quite comfortable, you know, in dealing with the situation now.”95(-380)

‘I think understanding the disease, understanding why you’re doing what you’re doing makes it a lot

more comfortable to deal with....I think that it is invaluable in your overall acceptance of it.”9%(p-380)

Furthermore as they gained experience treating their children’s asthma, they felt more comfortable
recognising and managing symptoms of asthma, dealing with acute episodes and knowing when to

take their child to the hospital.

“After you experienced it [acute episode] a few times and saw that you knew how to deal with it, you

[became] more comfortable in dealing with it.”95(-380)

Mothers expressed that they could tell when their child was becoming ill by changes in their activity

levels, decreased appetite, the need for additional sleep, or just by the way they looked.

“I'can tell, | can tell, pretty much every time | knew that something was wrong with him, | was always
right all the time. Maybe once or twice | was wrong and they’d send him home, but hardly ever am |
wrong. Practically every time [he’d be hospitalized] unless it was just for an ear infection or
something. You know mainly every time | take him in for his asthma and his wheezing, usually they

admit him. Most of the time. 75 per cent of the time.”121(p-234)

The ability of parents and carers to recognise their information needs improves and some parents
and carers express the need to direct the interaction with their healthcare professional and explicitly

ask for more information.

“I have to do a lot of thinking before we come to make sure that | have all my questions ready to
g0.86(p-24)

Parents and carers take control, become vigilant with medications and begin to feel comfortable
managing their child’s asthma. Parents and carers with experience managing asthma reported that
initially they would present at the ED all the time, but once more confident, they would “try to ride it

out” at home.
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“‘She was sick for about 3-4 days, but she hasn't deteriorated...Like if | could see that it wasn’t
helping her then | would go to the doctor. But if | know that, you've got to ride it through and it will get
better, because everyday it was getting a bit better and then towards the end it just stopped by

itself, 789(p-307)

Additionally, parents and carers felt more comfortable with asthma management when they saw their
children responding favorably to the prescribed treatment plan. Children reported feeling better and

parents and carers felt satisfied that their efforts were having a positive effect.

"After she [daughter] was diagnosed and after she was on medications for a while, she said one
night, "You know, Daddy, it’s like | can breathe again"....She could breathe again and things became

a lot easier for her. That made it a lot easier for me."95(p-380)

Parents and carers find that as children get older they are able to articulate their level of discomfort

and medication needs and this also makes things easier.

Parents and carers emphasize the importance of knowing their child and being in tune to their child’s

behaviour and symptoms in relation to activity, medications, climate changes and seasons.

"And then over this last year, we were able to see better what times of the year she’s more affected.
She’s definitely affected more in the fall... Uh-huh, when all the leaves and stuff are falling and
rotting.... We just medicate her right off. When school starts, we just give her Singulair at night, and

then we try to remember to give her Ceravent before she does running club."132(p-34)

Category 4.8.4: Trial and Error

Once comfortable with asthma management, parents and carers use their initiative to change therapy
based on symptoms. Some work collaboratively with their physician to adjust their children’s
medications in circumstances that could cause a flare-up and at times when early symptoms were
present, and to wean children off stepped-up treatment. Some parents and carers use a “trial and
error” approach to assess the benefits and harms of particular treatments and to increase and
decrease medications as parents deem necessary. Thus, they learn to take a proactive approach to

asthma treatment.

"When he starts getting better, | switch him from the Pulmicort to the Intal. | make those decisions on
my own, but often still get them checked, just pop into the doctors office and have it confirmed. |

pretty much have a handle on it now. "%(p-108)
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"He lived with a runny nose....I was very frustrated, | would try anything on the market....One night we
gave him Sudafed for the first time and he ran up and down the hallway throwing toys...He just went

crazy on us."9(p-360)

"The Ventolin has really cut down since Seretide. It took a few weeks though to kick in and what not,
but I found even now that I'm starting to miss the evening with the preventative whereas | never used

to, it's only been the last 6 weeks or something."89(p-310)

Category 4.8.5: Children and self-management

As children gain more independence, parents and carers educate their children about asthma and
encourage them to take an active role in asthma self-management. Parents and careers identified the
need for their children to become more independent and responsible for recognizing their symptoms,
administering medication and controlling their asthma. They also express the need for children to
take preventative measures by avoiding triggers. Furthermore, they want their children to be able to
recognize a severe exacerbation and verbally express their asthma symptoms and needs to others.

Parents and carers often feel relieved when children can do this.
“Trying to have her watch out for triggers and especially animals because she loves animals.”10(-245)

“Having my children speak up. Teaching them not to be scared to say | need my inhaler or | can’t

breathe.”110(p-245)

"...Now, if he’s feeling crummy, he’ll come and ask for it [medication], the first day that that happened,

| thought this is wonderful. It just takes all the guessing out of all your wondering."9(-105)

Some parents and carers continue to play a supervisory role by reminding their child to take

medications and watching to make sure they take them correctly.
"Not easy to remember to take it by herself, | should remind her",85(-949)

"l often tell him how to use the medicine. Now, he is more active in taking his medication on his own

because | tell him and also because | have trained him to do it. When he goes to school, we cannot

care for him, therefore we tell him to take it by himself. Now, he also sometimes takes medication at
night by himself,"7(p-1965)

Others give full responsibility to the child and some parents and carers and children work together in
the management of the young person’s medication. Parents and carers seemed to attribute their
children’s competence to being able to trust their children to be responsible rather than basing

competence on the children’s age. Girls were seen by carers as being responsible enough to be
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trusted to take their inhalers without supervision and some parents and carers were of the opinion

that coping with a chronic illness resulted in their children being more responsible.

"And she’s a big girl. Like, like literally she’ll go, go take your blue medicine. She’ll go. Twist and

squeeze it, and squeeze it back in the in the mask, and put the mask on, turn the machine on."87(p-39)

“‘Because it's not my body or my husband’s body...and I think largely | do trust her and | think it has
given her a sense of responsibility. | think to be that chronically ill for nearly, most part of her life. |

think it's sad that someone has such a thing but | think it has made her quite sensible.”106(p-183)

Category 4.8.6: Establishing routines with medications

As parents and carers strive for their children to become independent with medications they identify
strategies to help their children develop the necessary skills to manage their medications. Routines
are established to remind children to take medications and to ensure that there is always an
adequate supply of medication available. Some parents and carers use devices, charts, systems or
diaries to keep track of asthma management. Others try to set a good example for their children by
ensuring they have their own medication with them at all times. Furthermore parents and carers try to
maintain continuity of care for their children by seeing the same healthcare professional and

pharmacist.

“We don’t go regularly but we keep the same provider, so that she’s come to know her over the

years. She knows when | call her | can get in that same day.”?10(p-245)

“I lead by example. She sees mine (asthma inhaler) in my purse and she doesn’t see me using it all
the time but because she sees it in my purse she’s like ‘oh okay, so you have it on you.” Kids are

recorders she’s using exactly what I do so that she’ll have it case she needs it as well.”?10(p-245)

“I had his doctor prescribe two at a time, so, like you said, | can have one, and he can have one.

They never tell you they ran out until they’re completely gone. ”50(p-4)

"I've set a routine when my son gets up in the morning. Generally | tell him to take a shower and
immediately use his inhaler that way | know he’s done it before he goes out the door. And then after
hopefully he’s good for the day but if not he’s got an extra one in his pocket that goes to school with

him or in his backpack just in case. | just keep my son’s medication in the cabinet next to the
toothpaste so he brushes his teeth, he takes his medicine. He doesn’t have to take it during the day.

That’s not an issue."!10(p-245)
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"We had to be more regimented because...the medications that were prescribed for [daughter] were

not part of our daily routine....It took some getting used to."95(-377)

Category 4.8.7: Normalising

Whilst parents and carers try to shield their children from situations that can trigger asthma they
endeavor to maintain a normal family life. They are constantly watchful of their children however they
try not to overprotect them. They do not want their children to be treated differently because of their

asthma.

"...80 you try to compromise a little bit and you medicate them when they go, when they come home,
and you monitor the amount of time that they are there....You can be as vigilant as you can, but.you

want them to be like their friends. "95(-378)

One mother made the decision not to tell her daughter or siblings about the daughter's asthma

diagnosis as she did not want to worry them.

‘I don’t know if it’s bad that | haven't told her what she has exactly, since she hasn't had it that strong

[ try not to worry her.”#8(p-704)

Some parents and carers express concerns around deciding appropriate ways to discipline the child

with asthma without upsetting them and triggering another asthma attack.

"Well 'm still afraid to discipline him because | worry whether getting him upset by disciplining him

will bring on another asthma attack."39(r-363)

Category 4.8.8: Planning ahead

Parents and carers plan ahead in regard to making appointments with healthcare professionals, filling
medications, household cleaning and family activities in order to anticipate and avoid triggers and

minimise symptoms.
"There’s a lot of forethought in planning activities. Vacations have to be well thought out."%5(-378)

"But just to make sure you're prepared is the biggest thing. Because | would hate to be somewhere

and not have the machine....and be like stuck with my baby who can’t breathe."117(p-991)

4.9.1 Synthesised finding 7: The need for support

The seventh synthesised finding relates to the support needs of parents and carers, in particularly

mothers as they shoulder the majority of burden of care for their children.
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Mothers are predominantly the primary caregivers for children and many feel alone in managing the
burden of asthma. They rely on family members, healthcare professionals, education setting staff and

other networks for support.

Two categories generated by 135 findings contributed to this synthesised finding. A summary of each

of the two categories is provided below, together with a few key illustrations that support them.

Category 4.9.2: The need for support from family members, the community and health
professionals

Mothers are predominantly the primary caregivers for children with asthma and many feel alone in
managing the burden of asthma. They rely on family, healthcare professionals and other networks for
support. Family members were identified as an important support system for their children especially

in relation to medication management.

“Yeah | just wanted to add that | think it was important for me to tell my family how important it is for

them to keep up with my daughter to take her medicine.”10(p-246)

“‘My sister had it [asthma] when she was younger really bad. So, she had a whole lot of hospital
stays and things like that. So, we, my mother and we know how serious it is. So, my whole family,
they be on it.”0r-5)

"When [my children] are having an attack, it is really hard watching them suffering. Talking helps me
cope. | have a really good support network with my sisters and my mother, family, and friends....you
just don'’t feel so alone and my sisters, 2 of them have kids with asthma, so it helps talking to them be

cause they know what you're going through."1%0

Mothers depend on extended family members, particularly their own mothers for support and
although this solved the problem of child care it sometimes resulted in additional stress due to the
reliance on others to manage their child’s asthma. Furthermore some caregivers limited their child’s

social outings to those where they knew that adults had knowledge of asthma management.

“Their children have asthma too so they know the drill. They got the EpiPens...And | feel actually,
sadly enough, | feel more comfortable with some who do have it and know the drill rather than

someone that don’t,”0(p-5)

Fathers expressed the importance of spousal support. They felt that ongoing discussion and

collaboration with their spouses about asthma provided a sense of togetherness and a feeling of
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teamwork in day-to-day asthma management. Like mothers, fathers too receive support from other

family members and friends, particularly those with personal experience of managing asthma.
“We are in this together. We lean on each other.”%5(r-380)

“l....used my sister as an example...She was doing a good job [in managing her son’s asthma]...|
Jjust saw how she was taking care of her situation...I felt if she could do it, so could I. | didn’t think it

was a big job for her."9%(p-380)

Some parents and carers feel unsupported by family and friends due to their lack of understanding of
the labourious nature of asthma and some feel a sense of blame due to children always being unwell.
Some mothers expressed difficulties in preventing other family members from overreacting to their

child’s asthma.

‘My aunt called me yesterday and said that she was real scared because | had let my little boy go out
of town for the weekend with his daddy. She said she was real scared because he’d been coughing
for three weeks and that medicine don’t seem to be helping. [ told her it's helping for what it is for.
It’s not to help him stop coughing. It is to help him loosen up his chest. And she said, “Well, | don’t

know about that, I'm just worried to death.” | tried to tell her, but it don’t do no good.”93(-201)

“I think that it is very difficult to ask people for help here. People think that when you come here, you

know it all.”26(p-480)

"No one could bring my son to hospital. They always said they couldn’t communicate with doctor. |
was the only one who knew everything about my daughter’s symptoms, all treatments, and her
medications so | had to do this. My husband had to work and couldn’t desert his work so | had to
manage by myself. When my child got worsen, the doctor gave him an appointment during the

month that | was sick so | didn’t have any day off left...| was so stressed."139(p-193)

"l was just by myself... Everybody thought | was always exaggerating about it (crying)."9%(-92)

A lack of an adequate social support system for immigrant mothers of a child with asthma was
expressed. Parents and carers feel that support groups are an important opportunity to connect with

other parents and learn about coping with asthma and stress.

"We need support groups....I really don’t have anybody else to go [to] other than my doctor."150(p-5)
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Although mothers expressed the need to rely on family members for support, some felt sometimes
this proved to be problematic, for example one mother was reluctant to let her child visit her father
because he did not keep his house dusted and he smoked cigarettes and the child would become
sick following each visit.

“Sometimes its just more trouble than it’s worth.”93(-202)

Furthermore, parents and carers need support from their healthcare professionals. They need to feel
that they can readily access their doctor, have a continuing, trusting relationship with one healthcare
provider or clinic, access to asthma education, psychological support and ongoing reassurance that
they are controlling their child’s asthma. Barriers to asthma management include lack of continuity of
staff, difficulties getting appointments, lack of psychological support and lack of education provided

by healthcare professionals.

"I am quite happy about my doctor because the first time | had to give it (Betnesol), this is what
happened: | gave him Betnesol. | gave it at home. | have given it in the morning, and he (the doctor)
said, "well, you’ve done just the right thing." You just need someone to say that to you, to reassure

you exactly about what you need to do."102(p-12)

Category 4.9.3: The need for support from school / childcare

Parents and carers experience a lack of support from education staff and policies that create barriers
to children accessing their asthma medications. Parents and carers are concerned about triggers in
the school environment such as poor indoor air quality, physical education, school cleaning,

maintenance and renovations as well as outdoor trigger such as pollen and cold air.

“...one day when it was cold and raining, he [son] was out at lunchtime. That upset me...because
that [the weather] causes his asthma to act up. So | phoned the school. The principal told me, ‘Well,

there’s lots of children with asthma in the school and it doesn’t seem to bother them.”95(-379)

Parents and carers are also concerned about the social impact of asthma on their child. They worry

about their relationships with their peers and the effect that asthma might have on their learning.

"She’s the only one with the asthma at her little school, it's only such a tiny little school...So what, you

know, it’s just the stigma, isn’t it, it's just the standing out."123(p-421)

They also expressed concern about their children’s safekeeping at school and much of the concern
centred on school policies pertaining to the use of medications. Parents and carers discussed that

their children felt embarrassed taking their medication in front of their peers, and were afraid to
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participate in sports as they felt they would not be able to perform well. Parents and carers
emphasized their children’s limitations in regards to physical activity and the importance of having

medications close by.

‘I told them that he had asthma, and that he can’t participate in gym or something like that. He can
participate in certain things but there are certain things he can’t participate in, like running and
jumping because he gets so excited to where he can’t hardly breathe. Then | tell them that he has to
keep his book bag outside or keep his pump in his pockets just in case he should need it. | ask them

to keep a close eye on him,”%3(p-200)

Parents and carers lack confidence in the ability of school and childcare staff to manage their child’s
asthma and many chose to keep their child at home when their asthma was likely to flare up. Some
parents and carers expressed concern over the perceived lack of adequately trained staff that can
recognize asthma symptoms and the need for prompt treatment with medication. Parents and carers
were also concerned about the lack of credibility given to their teens when reporting asthma

symptoms and this often resulted in ineffective actions by staff.

"l am absolutely not confident about the school to take care of my child when he has asthma attacks.

I forced him to absent himself from school for a week...even though he become better."85(p-950)

"From the time she was little | had to drag this nebulizer to childcare with me, and the childcare
providers that we found, when they saw something like that they looked at you with horror. They did

not want to be responsible for operating this machine."3(-77)

“Well my daughter says | need my inhaler....well they’re not going to let you go to the locker room to

get it or wherever it is. The problem is they won'’t believe the child.”?10(p-247)

Parents and carers are particularly concerned about the lack of access for children to their asthma
medication, with many school and childcare policies stating that they are to be kept at the front office
or in the first aid room. Most parents and carers felt that policies should be flexible regarding inhaled
medications for children with asthma. Conflict sometimes arose between parents and carers and
school personnel when parents and carers tried to intervene to change school policies for their
children. Some parents and carers however admitted to allowing their children to carry their puffers

with them while in school knowing that this was against policy.

"If someone was having an asthma attack and they needed their inhaler right then, | don'’t think it’s

such a good idea to have it at the other end of the school and have to get permission, and sometimes
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it’s a student in the office, and not a person who can get the medicine, and that sort of thing. It’s

unfortunate because it ends up hurting the kids."88(-388)

“‘So we sent him to school with it [the puffer] and said, ‘Just keep it in your book bag and if you got to

use it, just use it, and we’ll take it from there.”95(p-379)

Parents and carers discussed the importance of parent-school communication, with many reporting
this to be lacking. Communication appeared to be superficial, relating to recording a diagnosis of
asthma or alternatively reactive, occurring following an asthma attack, with some schools not

requesting an asthma action plan.

In contrast however, some parents and carers recall positive experiences with asthma care provided
by schools, in particular that the school kept records detailing which children had asthma and allowed
children to bring and use their own inhalers at school. Furthermore, some parents and carers
described positive actions that had been taken regarding caring for their child when they suffered an
asthma attack at school. Parents and carers felt that services provided by school nurses were
excellent, but many felt that they were insufficient due to the part-time nature of their employment.
Parents and carers act as advocates for their child and regularly communicate with education staff to

ensure they have an understanding of their child’s health needs.

"Each year...l would have to go to school and give my standard asthma spiel to the teacher to make

sure she understood what he needed and when he needed it,"108(p-117)

Parents and carers convey the importance of schools adopting a stronger advocacy role in relation to
asthma. They advocate for school policies to be developed involving multiple stakeholders. They
articulate the need for asthma education at schools and that parents and carers, teachers and
students, including those without asthma should be participate in this education. Education should
take the format of workshops and educational programs for teachers, group sessions and online

programs for parents and carers and online games and videos for students.

‘I would suggest going to the school board meeting the one that the superintendent attends or let it
come from the top down because traveling to one school or each school on an individual basis is

going to be troublesome”10(p-247)

“I think the most important need is education to children [students without asthma as well] inside

schools regarding asthma. 85(p-950)
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4.10.1 Conclusion

Caring for a child with asthma and managing their condition is challenging for parents and carers.
Attaining a definitive diagnosis of asthma can be difficult and parents and carers express fear and
uncertainty due to continuing symptoms and repeated hospitalisations. The relationship with their
healthcare professional is vitally important and a clear diagnostic strategy and treatment plan needs
to be communicated so parents and carers have an understanding of the pathway to receiving an
actual diagnosis. Supportive relationships with healthcare professionals taking a partnership
approach, ensuring adequate time, continuity of care, regular follow-up and addressing psychosocial
and cultural needs and concerns of parents and carers is essential. Comprehensive asthma
education is important at the onset of asthma symptoms, with the provision of accurate, easy to
understand and culturally relevant information. Support groups and training for education staff is
imperative to ensure they can support parents and carers, provide asthma friendly environments and

respond appropriately in an asthma emergency.
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4.4 DISCUSSION

4.4.1 Introduction

This section describes a summary of the findings of the review, review limitations, implications for
clinical practice and future research recommendations. This is the first systematic review of
qualitative studies exploring the experiences of parents and carers in caring for and managing

asthma in children. Parents and carers experiences were captured within seven over-arching themes:

1. Negotiating the meaning of having a child with asthma

The process of getting a diagnosis and acquiring information
The impact asthma has on family life

Relationships with healthcare professionals

Medication beliefs, concerns and management strategies

Over time, parents and carers become more comfortable managing their child’s asthma

N o g bk owDd

The need for support.

Several limitations are possible however, and although a systematic search was carried out and
every effort made to identify relevant studies, it is possible that some may have inadvertently been
missed. Furthermore, studies conducted since the search was undertaken have not been included in

the review.

4.4.2 Negotiating the meaning of having a child with asthma

One of the key themes highlighted by the review is the range of emotions experienced by parents
and carers when struggling to understand the meaning of asthma symptoms and negotiate their
child’s asthma care. Emotions such as fear, anxiety, uncertainty, panic, denial and guilt are common
and parents and carers worry that their child may die as they struggle to breathe.%0. 104, 126, 132
Asthma’s unpredictable nature, relentless symptoms and speed of onset contributes to the fear,
stress and uncertainty that parents’ and carers’ experience.®0. 106. 123 Many view asthma as an acute,
episodic disease that is present only when their child has symptoms.®" They find themselves in a
largely unknown world and feel helpless, guilty and frustrated due to their inability to relieve their

child’s suffering.48. 9. 121

The constant concern that parents and carers live with is highlighted in many studies and this
concern becomes increasingly prominent when their children become acutely unwell. They feel the

need to be constantly vigilant, on guard and always standing by so they can administer treatment
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promptly. 115145 They carefully plan and control their child’s daily life in order to keep them safe and
are alert to situations or activities in which their child may be exposed to allergens that trigger their
asthma.'%5 9 Parents and carers are hesitant to leave their child in the care of others as they lack

trust in their ability to care for their child.8e. 115

Parents and carers existing knowledge, prior experience and beliefs about asthma shape the
meanings they attach to asthma and influence their approaches to disease management.5!. % Those
with previous experience managing their own asthma or another family member’s asthma were more

familiar with the condition, more comfortable managing it and more trusting of medications. 106

This is consistent with literature highlighting that caregivers of children with chronic illness exhibit
greater general parenting stress than caregivers of healthy children.42 Research reveals that
improving medication adherence and asthma knowledge in families has been shown to be associated

with less parenting stress. 15

4.4.3 The impact asthma has on family life

The review also highlights the impact asthma has on family life. Mothers are primary caregivers for
children with asthma, and for some, the overall sense of responsibility permeates most aspects of
their lives."® Many express feelings of isolation and sadness.'% They struggle to balance work,
family life, siblings and partners with labour intensive asthma treatments, household cleaning to
minimise triggers and the financial burden of medications.? 135 Mothers experience stress and
exhaustion due to asthma attacks frequently occurring at night and in the early hours of the
morning.8%.97. 113 Mothers often stay up throughout the night watching their child struggle to breathe or

sleep with their child in order to monitor their condition. '17. 147

Furthermore, many mothers feel that siblings, their partners and their own needs are often
overlooked as they focus on caring for the child with asthma.!. % Some parents and carers
experience financial hardship due to their inability to work and the costs of medications, equipment
and transportation to hospital.8 9. 137 Some make choices to purchase reliever medication only and
forgo preventers when funds are short.'#! For low income families, the ability to maintain continuous
employment, food and insurance insecurity, poor housing conditions and environmental exposures
are factors they feel are out of their control.%0 Furthermore, family tensions and disagreements

sometimes arise regarding the correct approach to managing asthma.®
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Family life and activities are restricted due to asthma and parents and carers long for a normal life. %2
156 Meticulous planning is required for family holidays to ensure hotels are not dusty or moldy and
holiday destinations are often limited due to the need to be in close proximity to emergency services
and have mobile phone coverage. % Many children miss school due to their asthma and parents and
carers express concern about the affect asthma has on their school performance, limitations on their
physical activity and ability to maintain a healthy weight.""" Some are concerned about their child

going away on school camps.8®

Parents and carers express a reluctance to make their children different from their peers by
restricting activities however some felt this was necessary to avoid the risks.38 12! Some parents and
carers carefully supervise their children’s contact with other children for fear of them being exposed
to germs.*8 Conversely, other parents and carers did not restrict their child’s activity as they worried
that restricting activities would have a detrimental psychological impact on their child.'?* Parents and
carers are concerned about their child’s future, the duration of the disease and whether it will become
more severe in the future.50. 92. 95 Parents and carers worry about how their child will manage their
condition when they become teenagers and voice concern that their children may not give this a high
priority.% Thus, they educate their child about asthma to ensure they have the necessary skills to
effectively self-manage their condition.®” Healthcare professionals need to understand the
complexities around treatment adherence and support caregivers to develop treatment regimens that

minimise the impact on everyday life and family relationships.

4.4.4 The process of getting a diagnosis and acquiring information

Parents and carers experience considerable difficulty obtaining a definitive diagnosis of asthma. 30 In
the pre-diagnosis period, caregivers often experience feelings of fear and uncertainty around
managing continuing symptoms with no definitive diagnosis and as a result many make frequent
visits to the ED.% Family members feel confused, anxious and frustrated due to the perceived
reluctance of healthcare professionals to make a diagnosis.3. 114.126 Furthermore, without an official
diagnosis, parents and carers feel unsure whether to give medications and how to manage
symptoms.''4 Parents and carers feel that healthcare professionals do not acknowledge or take their
concerns seriously and this contributes to further delays in receiving a diagnosis.'® Therefore,
asthma is often managed in a fragmented and reactive manner and symptoms treated as they
occur.'" Research reveals that parents and carers express satisfaction with the diagnostic process

when the health professional communicated a pathway to obtaining a diagnosis, especially in severe
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asthma.'® This highlights the importance of health professionals providing a plan for managing

symptoms and asthma education even in the absence of a definitive diagnosis.

For many parents and carers, attaining a diagnosis of asthma took periods ranging between 6
months to 3 years. In families with only one child with asthma and for the first child in the family with
asthma it seemed to take longer to receive a diagnosis than for subsequent children.% Although
many parents and carers had suspected their child had asthma knowing a diagnosis brought with it a
sense of relief.’20 Armed with a diagnosis, parents and carers focus on learning as much as possible
about asthma by networking with friends and colleagues and self-teaching due to a perceived lack of

education provided by health professionals.'3!

Parents and carers require information to understand the nature of asthma and know how to manage
asthma symptoms, especially in emergency situations.'® They struggle to differentiate asthma
symptoms from other health concerns and stress the importance of simple, consistent, written
information on asthma symptoms, triggers, medications and their side-effects.®0 They perceive a lack
of asthma education provided by healthcare professionals.®: % Furthermore, their perceived lack of
knowledge and inability to manage their child’s condition contributes to their fear, anxiety, stress and
uncertainty around caring for their child with asthma.®® Lack of education is also felt to impede
parents’ and carers’ ability to identify information deficits and ask questions during interactions with

healthcare professionals.8

Parents and carers who had attended asthma clinics reported receiving the information they required
and felt this to be of a high quality, personalised in nature and provided much needed follow-up.8
This resulted in increased asthma knowledge, improved inhaler technique and improvement in overall

levels of confidence.86

Parents and carers describe difficulties recognising asthma symptoms and determining the severity
of an asthma exacerbation.'® Those with less asthma experience are generally more uncertain in
recognising asthma symptoms, identifying triggers and carrying out treatments.!!” Parents and carers
of young children in particular express difficulties due to the young child’s inability to verbalise their

discomfort.1”

Severity is generally determined by the frequency and severity of symptoms and the ability of parents
and carers to adequately treat the child at home or whether ED or medical treatment is required. 48
Severity is also determined by the extent of limitations of activities for the child and some parents and

carers recognise worsening asthma through mood and behaviour changes.38. 4 Some parents and
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carers view the use of the “spray” (reliever) medication to be routine, whereas the need to use the

“machine” (nebuliser) was felt to be indicative of more severe asthma.*®

Managing the complex allergies experienced by children is identified by parents and carers as a
significant caregiving responsibility.0 Parents’ and carers’ knowledge of asthma triggers includes
environmental triggers such as pollen, dust, mold, chemicals, perfumes, pollution, pets, exercise and
smoke.*8. 50. 97 Cold weather, cold liquids and foods are also identified as triggers for asthma. Once
asthma triggers are identified, parents and carers implement strategies to minimise triggers in the
home environment including keeping their home clean, washing bed linen, damp dusting, vacuuming,
banning indoor smoking, using hypoallergenic mattress and pillow covers and removing stuffed
animals from the child’s room. Some parents and carers limit their child’s physical activity in order to

prevent exacerbations.%. 97

Parents and carers face challenges identifying asthma triggers and trying to minimise their child’s
exposure to them.*® Some weigh up the risks versus the benefits of their lifestyle choices.?® Some
are unsure about the source of triggers for their child’s asthma and feel that it is beyond their control
to reduce exposure.'¥? Family poverty and poor housing in particular leave children vulnerable to

triggers that for many families are out of their control.8”

Parents and carers emphasize difficulties reducing their child’s exposure to triggers whilst still
maintaining good family relationships especially in regards to limiting family members smoking in the
vicinity of children.88 Furthermore, some parents and carers identified conflicts over family pets with
some choosing to eliminate pets from their home whereas others, whilst aware that pets were a

trigger for asthma, still allowed pets in the home. 8

4.4.5 Relationships with healthcare professionals

Another key theme highlighted by the review is the importance of the relationship with the healthcare
professional on overall health experiences. Parents and carers require information about asthma in
order to make an informed decision and many parents and carers perceive a lack of education. 4. 86
Research reveals that whilst parents and carers desire information they are often reluctant to ask
questions.'” Some parents and carers feel intimated by healthcare professionals and unaware of

what questions they should ask.50. 86

Communication issues with healthcare professionals are evident for some parents and carers with

some discussing the need to be conscious about words and expressions used during conversations
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with the doctor.%6 Some parents and carers feel the need to be assertive in order to receive the
appropriate treatment.%. 119 Further parents and carers with professional status, in particular those
working in hospitals indicated that their child’s physician “assumed” a level of asthma knowledge due
to their professional status.85 Healthcare professionals should be mindful not to “assume” that parents
and carers have existing knowledge about asthma and should provide education at every available

opportunity.

Cultural differences add further complexities with parents and carers from CALD backgrounds
expressing that language barriers make communicating with healthcare professionals difficult and
they have difficulty explaining what is wrong with their child.®0. 149 Parents and carers therefore seek
out a healthcare professional who can speak their language and provide them with resources
including an asthma action plan in their language. 14 13 Some parents and carers feel that healthcare
professionals lack cultural understanding of the importance of the extended family/kinship network for
these families including the need to have multiple family members present.'3” Additionally, parents
and carers from CALD communities and lower socio-economic status groups express feelings of
being judged, inferior or misunderstood by providers and reluctant to ask questions without other
family members present.'24. 137 Some feel accused of neglecting their children, not controlling asthma
symptoms and delaying seeking emergency care.'3 Furthermore, some parents and carers lack trust
in the use of professional interpreters, feel they are unavailable when they need them and prefer to
rely on family members to interpret.'3¢ They feel that providers do not value parents and carers as
experts on their child’s life and discussed the importance of self-advocacy in encounters with

healthcare professionals.50. 121,140

Parents and carers lack confidence in their ability to manage acute asthma and as a result many
seek ED care.8 The decision to go to the ED is not an easy one and mothers feel that making this
call is primarily their responsibility.'92 Furthermore, the inability to control asthma symptoms and
timing of exacerbations (often at night) makes trips to the ED necessary.®”. 0 Parents and carers
seek ED care for acute asthma attacks and some parents and carers find professional guidance
reassuring and feel relieved to transfer responsibility for the child’s care to healthcare
professionals.®0. 51. 139, 148 Some feel that their child’s recovery might take longer without IV

medications and suctioning.21. 144

In contrast, however, some parents and carers find the hospital experience to be a difficult one and
traumatic for both parents and carers and children.'?' Parents and carers feel the ED environment to

be busy and crowded and those presenting for the first time discussed that they did not know what
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was happening with their child and were not told their child had asthma.%. 190 Some parents and
carers discussed cold, rude treatment that they received when they presented to the ED.% Some
discussed the use of restraints and this was distressing for both parent and carer and child.'2" Some
parents and carers express difficulties when required to leave their child in the care of healthcare
professionals and feel left out and that their expert knowledge about their child is not taken into
consideration.1% On the contrary, some parents and carers discussed the pressure they felt from
hospital staff to be fully responsible for the care of their child.' This is consistent with literature
highlighting the importance of healthcare professionals understanding the role that parents and
carers prefer to have in decisions about their child’s medical care.” Furthermore, healthcare
professionals may not recognize the extent of the parents’ and carers’ fear and anxiety and their

inability to comprehend instructions due to this fear and anxiety.

Parents and carers discussed the importance of written information and educational materials being
provided on discharge from the ED.% 8 The importance of consistent information is highlighted.48. 56
Parents and carers with limited health literacy discussed concerns regarding conflicting information,
in particular where medication package instructions differed from advice provided by the physician. 152
Their preferences were for written material in a simplified format that avoided the use of medical
jargon.% Parents and carers also emphasized the importance of a suitable quite space and adequate
time for discharge communication.%¢ Furthermore, some parents and carers discussed the challenges
of learning new and complex information in the ED whilst trying to supervise other children and

suggested that access to child care could improve their ability to focus and retain information. 56

Parents and carers have expectations to be treated by a knowledgeable, competent, supportive
healthcare professional, to be provided with consistent information, continuity of care and be provided
with regular follow-up.103. 116. 119 Some parents and carers develop relationships with specialist
respiratory nurses and many feel that they provide them with the support required to manage their
child’s condition.14-116. 129 Tryst in their healthcare professional was crucial to receiving quality care.
Parents and carers discussed the importance of healthcare professionals having good verbal and
non-verbal communication skills, considering their opinions, providing high quality care, allowing
adequate time, being available when they need them, culturally competent, respectful, addressing
parents’ concerns and including them in the decision-making process.'03. 142. 148 This is consistent
with research highlighting parents’ and carers’ desire for healthcare professionals who will listen to

them, acknowledge their concerns and include them in the healthcare decision-making process.!%® A

100



study from Kuethe et al reported that adherence to asthma treatment could be improved with a strong

healthcare professional patient partnership. 19

Healthcare professionals should be aware of the need to initiate discussions with parents and carers
and encourage open communication to ensure all their questions and concerns are addressed.
Referral to a specialist should be offered if parents and carers are unsatisfied with the treatment
outcomes. Literature highlights that for optimal treatment, patients/families and healthcare providers
need to have a shared understanding of the nature of asthma, treatment goals, the role of
medications, and self-management practices.3” Shared decision-making, involves the family and
physician working together to select evidence-based treatment options in line with the family’s values
and preferences.'8 However, not all parents and carers may want shared decision making in all
cases and it is important for healthcare professionals to understand the role that parents and carers

prefer to have in decisions about their child’s medical care.”

Additionally, parents and carers express satisfaction with their child’s healthcare professional when
they communicated a plan of action to diagnose asthma after multiple respiratory episodes. %
Interestingly, parents and carers who were happy with their general practitioner reported being willing
to travel long distances in order to maintain the relationship with the healthcare professional.8?
Furthermore, parents and carers discussed the importance of healthcare professionals taking a more
holistic approach to asthma management and consider not only the child’s physical but also mental

well-being.24

Parents and carers who were unsatisfied with the information and care received reported they shop
around for a second opinion.. 139 Many parents and carers view referral to an asthma specialist as
important and stress that families should be referred to an asthma specialist for management of their
child’s asthma.10% 130 Some parents and carers feel the need to be assertive in order to obtain a

referral to a specialist. 30

4.4.6 Medication beliefs, concerns and management strategies

As documented in the literature and highlighted in the review, parents and carers express concern
over the long term use of asthma medications. Many do not view asthma as a long term condition
requiring continuous preventer medication and many do not perceive inhaled steroids to be a safe
treatment.!9. 143 |n contrast, parents and carers who had observed an improvement in their child’s
symptoms from inhaled corticosteroids tended to adhere to medications.%: 119 Many parents and

carers discuss the challenges surrounding administering daily preventer medication consistently,
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particularly so in the absence of asthma symptoms.®' Although many understand the concept of

preventing asthma symptoms, they do not connect the concept of prevention with medication use. !

Parents and carers express confusion over the actions of the different medications and have
difficulties differentiating preventer medication from reliever medication."" Even those with children
with long-standing asthma express a lack of understanding or confusion about how medications
worked.” Furthermore, many lack understanding of what constitutes good asthma control or how it

is achieved.%0

Parents and carers are concerned about side-effects of asthma medications, particular cortico-steroid
medications (preventers).87. 9. 137 Concern is also expressed over side-effects from reliever
medications.. 107 Preventer side-effects included sore throats, oral fungal infections and weight gain
and side-effects from reliever medications are generally related to heart palpitations or
hyperactivity.'0. 122 Parents and carers express concern that their child will become dependent or
immune to steroids (preventer medication) and others fear that steroids will inhibit their child’s growth
or affect their bones or other organs.'2 They feel there is a degree of uncertainty in the medical
community about the side effects of long-term use of inhaled corticosteroids.? As a result of their
concerns about medications, some parents and carers refuse to administer daily medications to their

children.

Parents and carers also express concern about the effectiveness of medications.® Inhaled relievers
tend to have immediately noticeable effects, whereas long-term preventer medications show no or
less dramatic effects and mothers queried the need to expose children to medications where positive

changes are not immediately obvious. 24

Although parents and carers do not like giving daily medications to their children, some understand
the necessity of inhaled cortico-steroids and this is primarily due to an observed improvement in their
child’'s symptoms."'® Parents and carers tend to weigh the risks versus benefits of medications and
make treatment decisions based on whether the effectiveness of medication outweighs the perceived
risks.1% Some use a process of trial and error to test medication and non-pharmacological

interventions. 0"

Parents and carers who believe that asthma is a chronic disease that children have all the time
regardless of symptoms, practice strategies to develop routines to ensure children adhere to their
medication as prescribed.®!. % They try to reduce symptoms by encouraging children to use preventer

medication and by being physically active to help build strength and try to prevent severe attacks. 106
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Some use Peak Expiratory Flow (PEF) to check their children’s asthma symptoms as a tool to

determine when they need to increase medication. 16

In contrast, those who view asthma as an acute condition that comes and goes tend to wait until an
asthma attack occurs before taking action to minimise the effects.®" Some equate the use of inhaler
with asthma management, often at the exclusion of other approaches to management and
prevention.™5 Some parents and carers try not to use asthma medications even when the child has
symptoms believing that discontinuing medication would let the body react naturally.'?* Some parents
and carers attempt to minimise the physical, psychological and social impacts of asthma and

treatments and view some level of asthma to be tolerable.38

There are a variety of reasons for non-adherence to medications. These include intentional non-

adherence, forgetting medications and difficulties administering medication. 8. 91. 118

Some parents and carers only use preventer medications when their child has symptoms, cease
medications when their child appears well or asymptomatic or use medications intermittently.48. 119
Others negotiate with their healthcare professional a season, usually summer, without using
preventers and then restart again the following winter.#8  Some modify instructions given by their
healthcare professional in order to reduce the amount of medication their child was taking,
particularly when the child was well.”® These modifications were primarily based on health beliefs and
the use, safety and long-term complications of using medications.'?* Often these beliefs led to

suboptimal management of their child’s asthma.

Lack of family routines and complicated home circumstances affect the ability of some parents and
carers to adhere to regular asthma medications.52 Some mothers discussed that they were not home
when their child needed to take their medication leaving the child responsible for managing their
medication.'®® Some parents and carers believed children often younger than 10 years of age were
old enough to manage their own medications.'® For some, home life was described as an endless
juggling of competing priorities including inadequate housing, financial difficulties and family
ilinesses.'2  Furthermore, family structure also affects the taking of medications with one parent
discussing that following a divorce, the care of her child had been fragmented and whilst she ensured
the child took medication when they were with her, she could not be sure of what happened when

she stayed with her father.8

Parents and carers sometimes struggle to administer medication to young children and children are

sometimes perceived to resist taking their medications due to medication side-effects, taste or
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smell.""" The emotional discomfort and conflict of giving their child medication is sometimes resolved
by delaying or omitting treatment altogether.!'® Furthermore, some parents and carers lack
understanding of how to use inhalers, required dosages or when to administer medications.®
Parents and carers communicated that healthcare professionals used different inhaler techniques
and rarely check parents’ inhaler technique.® Some felt that hands-on learning with their healthcare

professional would be beneficial .8

Parents and carers make choices whether or not to use complementary, alternative medicine or
homeopathy. Some parents and carers adopt home remedies such as hot baths, steam therapy,
chest rubs, breathing exercises, dietary restrictions, herbal medicine in preference to using
medications.'97. 17 These choices are often based on their level of satisfaction or dissatisfaction with
prescribed medications, cultural backgrounds and beliefs and advice provided by family members
and support networks.’ Some use complementary and alternate therapies due to the physician’s
inability to satisfactorily address parents’ medication concerns.’3® Others use alternative medicines
until the child has an acute attack and then adopt traditional Western medicine.®® Interestingly, some
parents and carers choose not to disclose the use of complementary and alternative medicine to their

healthcare professional. 1%

Hispanic mothers, fathers and grandparents have strong beliefs in the use of folk medicines and
natural remedies for the treatment of asthma.'? Some used natural remedies due to lack of

resources and their inability to access a doctor.%

Asthma action plan usage varies amongst parents and carers with some expressing the intrinsic
value of using a plan, whereas others find them to be unhelpful.8”. ''* Those who find them unhelpful
lack understanding of how to follow the plan, find them to be too generic and generally not
beneficial.8” In contrast, other families feel empowered by the asthma action plan.5" They have a
good understanding of how to follow the steps, feel the plan is easy to follow, useful for all family

members in the absence of the primary caregiver and improves the child’s asthma care.>!

4.4.7 Over time parents and carers become more comfortable managing their child’s asthma

Over time, parents and carers accept their child’s asthma and become more comfortable managing
the condition.% They express a better understanding of the disease process and medications used
to manage their child’'s asthma, understand the rationale behind the treatment plan and take a
proactive approach to asthma treatment.®> Some work collaboratively with their physician to adjust

their children’s medications in response to changes in their asthma and others use “trial and error”
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approaches to assess benefits and harms of treatments and increase and decrease medications as
deemed necessary.38 They feel more comfortable recognising and managing symptoms, dealing with
acute episodes and knowing when to seek emergency care.®' They accept asthma into their
everyday life, establish routines, plan ahead and encourage children to self-manage their condition.%
They find that as children get older they are able to articulate their level of discomfort and medication
needs and this makes things easier.""” Parents and carers make lifestyle choices regarding pets in
the home, allowing smoking in their child’s immediate environment, home cleanliness, environmental
exposures and the choice to work or be available for their child.?® They modify everyday life so that
children can participate in the same activities as children without asthma.? They hope that their child
may “grow out of the asthma” and are optimistic that research will produce new and improved asthma
treatments.'* Finally, they accept asthma, adjust to life’s situation and try to reflect on the positive

aspects of their situation.48. 9

As children gain more independence, parents and carers educate them about asthma and encourage
them to take an active role in managing their asthma.5® Parents and carers feel that children need to
become more independent, responsible for recognizing symptoms, administering medication,
avoiding triggers and controlling the condition.®” They want children to be able to recognize a severe
exacerbation and to verbally express their needs to others and parents often feel relieved when

children can do this.%. 110

Some parents and carers however continue to play a supervisory role, reminding their child to take
medications and watching to make sure that they do this correctly.85 In contrast, others give full
responsibility to the child and some work together in the management of asthma.28. 144 Parents and
carers assess the child’s competence to manage asthma on their ability to be responsible rather than
being related specifically to age.'% Girls were seen by carers as being responsible enough to be
trusted to take their medication without supervision and some parents and carers feel that coping with

a chronic illness has made them more responsible. 14

Over time as the illness symptoms and treatments are better understood, strategies are implemented
to deal with events that emerge and parents and carers establish routines and plan ahead with family
activities to maintain a normal family life.""® Routines are established to remind children to take
medications and ensure that adequate supplies of medication are always on hand.?> Some parents
and carers use devices, charts, systems or diaries to keep track of asthma management.3” Whilst
parents and carers try to protect their children from situations that could trigger asthma, they also try

to maintain a normal family life.% They do not want their children to be treated differently because of
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their asthma.% This is consistent with literature on parenting interaction styles which include:
compensating, restricting or normalizing.'® The normalising style involves parents and carers giving
their child every opportunity to be like other children despite their illness.'®2 In contrast, some parents
and carers adopt the compensating style, reducing age-appropriate demands and doing extra things

for their child."%®

4.4.8 The need for support

The need for support was expressed by parents and carers, in particular mothers who tended to carry
the majority of the caring role.3” They rely on family members, healthcare professionals, education
setting staff and other networks for support.’3® Family members are identified as an important
support system for their children particularly in relation to medication management. 1%+ Whilst mothers
depend on extended family members, particularly their own mothers for support this can in itself be
stressful due to the reliance on others to manage their child’s asthma.'> Some caregivers limited
their child’s social outings to those where they knew that adults had knowledge of asthma
management.50  Similarly, fathers express the importance of spousal support and how ongoing
discussion and collaboration about asthma provides a sense of togetherness and feeling of teamwork

in day-to-day asthma management.®2

Some parents and carers discussed feeling unsupported by family and friends due to their lack of
understanding of the arduous nature of asthma, difficulties preventing family members from
overreacting to their child’s asthma and their child being continually unwell.?3. 138 Immigrant mothers
in particular express lack of adequate social support and feel the need for support groups to connect

with other parents and carers and learn about coping with asthma and stress management skills. 1%0:
151

Parents and carers require support from their healthcare professional. In particular they need to feel
that they have ready access to their doctor, have a continuing, trusting relationship with one provider
or clinic, access asthma education, psychological support and ongoing reassurance that they are

controlling their child’s asthma.92. 99. 148

Finally, parents and carers require support from school and child care staff. Many feel a lack of

support from education staff and policies that create barriers to children readily accessing the asthma

medication.88 131 Parents and carers are concerned about their children’s safekeeping at school due

to school policies requiring asthma medications being kept in the front office or first aid room.% Most

parents and carers expressed the need for flexible policies regarding inhaled medications for children
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with asthma and conflict sometimes arose between parents and carers and school personnel around
this.39 Some parents and carers, whilst aware of it being against school policy, admitted to allowing

their children to carry their puffers with them while in school. 10

Additionally, parents and carers are concerned about the school environment and the potential
triggers including poor air quality, physical activity, cleaning chemicals, maintenance and renovations,
pollen and cold air.8%> They also express concern about the social impact of asthma on their child and
worry about their relationships with peers and the effect asthma may have on their learning.9
Parents and carers discussed that children felt embarrassed taking their medication in front of their

peers and were afraid to participate in sports for fear of not being able to perform well. "

Parents and carers lack confidence in the ability of school and childcare staff to manage their child’s
asthma and many chose to keep their child at home when their asthma was likely to flare up.85 Some
parents and carers express concern over the perceived lack of adequately trained staff that can
recognize asthma symptoms and the need for immediate treatment.'0 They also expressed concern
about the lack of credibility given to their teens when reporting asthma symptoms resulting in

ineffective actions by staff.10

Parents and carers act as advocates for their children and regularly communicate with education staff
to ensure they have an understanding of their child’s needs.''® The importance of parent-school
communication was discussed, however many felt that this was lacking.3% 110 They discussed the
superficial nature of communication, often relating to recording a diagnosis of asthma.'© They feel
that a reactive approach is taken following an asthma attack with some schools not requesting an

asthma action plan.110

In contrast, some parents and carers recall positive experiences with asthma care provided by
schools. Schools with asthma nurses were felt to provide excellent service, however they were

insufficient due to the part-time nature of many of the school nurses. 53

Parents and carers express the need for schools to adopt a stronger advocacy role in relation to
asthma.8>  School policies should be developed involving multiple stakeholders.'® The need for
asthma education at schools was discussed and it was felt that parents and carers, teachers and
students, including those without asthma should participate.8> Education should be provided in
multiple formats including workshops, educational programs, group sessions, online programs,

videos and games. 48
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The process of becoming comfortable with asthma management tends to follow a cycle as outlined in
Figure 2 below:

Negotiating
the meaning of
having a child

/ with asthma \

Figure 2: The process of becoming comfortable with asthma management
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4.4.9 Barriers to asthma management

Difficulty obtaining a definitive diagnosis of asthma is a barrier to asthma management. Prior to
receiving a diagnosis caregiver's experience fear and feelings of uncertainty around managing
continuing symptoms and many make frequent visits to the emergency department. Parents and
carers express that a diagnostic strategy was not communicated to them and that health
professionals had high expectations of them regarding treatments. Furthermore, the time taken to

achieve a diagnosis of asthma was felt to be too long, sometimes between 6 months to 3 years.

A frequently mentioned barrier identified by parents and carers was relating to the amount and quality
of the information they received about asthma. In many cases, parents and carers felt the information
provided by healthcare professionals was inadequate and unclear. Parents and carers are confused
over the actions of different medications and concerned about the long-term side-effects of
medications. They discuss inadequate time with their healthcare professional and lack of continuity,

with many parents and carers seeing multiple healthcare professionals. 37

The relationship with the healthcare professional is important for good asthma management. Some
parents and carers lacked trust in the knowledge and care provided by the healthcare professional.
They feel mistreated or misunderstood by healthcare professionals and some felt that healthcare
professionals talked down to them and did not listen to them.'3” Some described feeling inferior in the
presence of healthcare professionals and reluctant to ask questions without other family members

present.1%7

Parents and carers identified barriers associated with ED healthcare professionals including the use
of medical terminology and the lack of adequate time or opportunity for discharge communication.
Furthermore, parents and carers with limited health literacy identified conflicting information from

healthcare professionals as a barrier to the discharge process.%

Language can be a barrier to asthma management. Parents and carers from CALD backgrounds
have difficulty communicating with healthcare professionals and find it hard to explain what is wrong
with their child. Parents and carers describe a lack of cultural understanding with healthcare
professionals not understanding the importance of the extended family network.!37 Additionally,
parents and carers from CALD communities and lower socio-economic status groups express
feelings of being judged, inferior or misunderstood by providers and reluctant to ask questions
without other family members present. Some feel accused of neglecting their children, not controlling

asthma symptoms and delaying seeking emergency care. Furthermore, some parents and carers
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lack trust in the use of professional interpreters, feel they are unavailable when they need them and

prefer to rely on family members to interpret.

4.4.10 Enabling factors

Whilst numerous barriers exist for parents and carers in managing asthma, this review also highlights
factors that enable good asthma management. Caregivers feel satisfied with the diagnostic process
when their doctor communicated a plan of action to diagnose asthma after the child experienced
respiratory symptoms.’® The provision of accurate, consistent information*® and educational
opportunities'#® to learn about asthma including recognizing symptoms, assessing severity, asthma
triggers, medications, side effects and how to achieve good asthma control is a fundamental learning
need to enable parents and carers to manage their child’s asthma."?. 137. 142 Understanding asthma
to be a chronic condition that children have regardless of whether they are actively symptomatic and
the need for daily medications in order to keep the airways healthy is essential.®’ In addition,
minimising asthma triggers in the home environment is shown to decrease the child’s chance of

having an asthma exacerbation and lead to improved management.88. 94

Supportive relationships with healthcare professionals are essential''® including culturally competent
providers'%* who have good verbal and non-verbal communication skills, are good listeners, willing to
spend time with both the caregiver and the child with asthma,'42 acknowledge parents and carers
concerns and include them in the decision-making process.'® The availability of healthcare
professionals, access to appointments,'93 continuity of care,'32 regular follow-up%2, having an asthma
action plan'. 145 and providers considering the psychosocial and socioeconomic needs of families are
also important factors.8. 11" Specialist respiratory nurses were also felt to provide the support parents

and carers needed to manage their child’s asthma. 15 116

Furthermore, supportive family and spousal relationships have been shown to lead to better asthma
management.'%4 110 The establishment of routines to ensure consistency with medications®”- 10 and
planning ahead for family activities in order to anticipate and minimise triggers has been shown to
result in improved asthma management.® 198 Encouraging children to take an active role in
managing medications with parents and carers overseeing this has also been shown to allow children

to become more autonomous and relieve the burden on parents and carers.3. 110

Supportive school environments, including school policies that allow children to carry medications
and for staff to have access to comprehensive asthma training in order to provide safer, more
supportive environments is recommended.50. 131
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This review includes the experiences of parents and carers caring for and managing asthma in
children from 0-18 years of age and it is likely that the experiences of parents and carers vary
according to the child’s age. However, due to a lack of uniformity of children’s ages reported in
included studies, it is difficult to ascertain with certainty if this is the case. Nine studies however,
examined experiences of parents and carers of preschool aged children and these have been

analysed separately for similarities.

Parents expressed difficulty recognising asthma symptoms in young children compared to older
children due to young children being unable to verbalise their discomfort.""” It is possible however
that this could also be due to the parent's lack of experience with the condition. In younger children,
parents identified the need for constant vigilance and the desire to watch the child’s activities during
the day in order to anticipate asthma symptoms early and begin treatment.%2 108 Furthermore, the
young age of the child and the need to provide medications on a regular basis meant that child care
was a concern, work was disrupted and some parents were reluctant to allow the child to be away
from their supervision at all.8. 9. 112 |mportantly, many of these families were either single parent
families or had low incomes. The emergency department experience was particularly traumatic for
parents and carers of young children. It was viewed as a life-threatening crisis and compounded by

their lack of information and understanding, long waits and fear that their child might die. 109 121,133

The experience of parents and carers changes as children become more independent and able to
recognise symptoms and self-administer medication. This transfer of responsibility from parent to
young person most commonly occurred in response to specific occasions or circumstances. 2 Many
parents and carers take on a supervisory role, reminding children to take medications8 and

supervising asthma care.

As this review contained studies from 12 countries, analysis was undertaken to identify similarities
and differences in findings across countries and cultures. Thirty nine papers were from USA, seven
from Canada, three from Taiwan, one from Thailand, 11 from United Kingdom, two from Norway,
three from Sweden, three from The Netherlands, one from Saudi Arabia, one from Iran, four from
Australia and two from New Zealand. The majority of papers in this review were from the USA so this

country is over-represented.

Studies from USA, UK and Norway reveal that parents and carers feel confused and express that
physicians did not give them a clear diagnosis.36. %0.126. 131 A Canadian study by Cashin reveals that it

took periods ranging from between six months to three years before a diagnosis was confirmed and
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fathers were of the opinion that it took longer to receive a diagnosis among families with only one
child with asthma and for the first child in a family of three than for subsequent children.% Studies
from USA, Thailand and Canada reveal that parents and carers express feelings of relief at knowing
the diagnosis and obtaining a management plan.%. 120. 132,139 |n contrast, some parents and carers
from USA, Canada, Australia and Taiwan describe negative emotions and feelings ranging from
anger and frustration to fear and devastation on receiving a diagnosis''': 13* and some parents and
carers express difficulties accepting the diagnosis.®: 9 This highlights the importance of healthcare
professionals providing support, education and information for parents and carers at this time to

ensure they have the necessary skills, information and support to manage their children’s condition.

Parents and carers from USA, Canada, Taiwan, The Netherlands, Australia, Saudi Arabia and UK
report receiving little or no education at the time of asthma diagnosis or during subsequent medical
visits.85. 86, 94, 96, 99, 119, 126, 133 Many parents and carers in Australia, Norway, USA and Canada
however, express satisfaction with medical care and are comfortable with the care their children
receive.!" 36, 93, 95 However, whether or not caregivers had received asthma education, they
expressed a desire for continuous educational information on medications, asthma triggers and
symptoms’#2 and the importance of written information® and demonstration of medications at the
time of emergency department discharge.%® Studies from UK, New Zealand and Sweden reveal the
high levels of confidence parents and carers had in asthma nurses who could provide them with more

dedicated time.114-116

Overall, parents and carers experiences of caring for and managing asthma in a child across
countries is similar in that they all experience living with constant concern, fear and frustration due to
the unpredictable nature of asthma. In Australia, caregivers reported that asthma often left them
feeling frustrated.8® Parents and carers in Taiwan discussed the inability to control the symptoms of
the disease often results in feelings of sadness, anxiety, helplessness and frustration.% Similarly a
Swedish study discussed parents feelings of inadequacy and frustration when their child had
exacerbations'® and a USA study described parents and carers feelings of desperation or
hopelessness.*8 Ongoing education is important so that parents and carers can understand the
importance of preventer medication on a daily basis, recognise early symptoms, treat exacerbations

and know when to seek emergency assistance.

Similarly parents and carers from a variety of countries express feelings of having an unusual life.
Studies from the UK, USA, Australia and Canada reveal that parents and carers are highly conscious

of the impact of asthma on the whole family8?. 198 and on the limitations of the child’s activities.*8 9.
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12,121 A study by Borhani reveal that mothers are saddened by the fact that they cannot have a
comfortable life like others and are stressed by their child’s illness.9 Similarly Swedish studies reveal
the dominant feeling for mothers was one of sadness and they long for a relationship between mother
and a healthy child and a life with less restraint. 0. 138 Australian parents express concerns over their
child missing school due to acute asthma exacerbations and the effect that asthma has on their
performance in class.!"! Healthcare professionals should be mindful of the impact of asthma on

family life and provide simplified treatment plans that minimise the impact on family life.

Studies from USA reveal that parents and carers emphasise their child’s limitations with physical
activity and the importance of access to medication particularly at school.93.94.97. 110,124,131 Qne study
from Saudi Arabia reveals that children are afraid to play sports at school as they feel they will not be
able to perform well.8 In contrast, in a UK study parents and carers encourage children to be
physically active to build strength in order to prevent attacks.'0 A further UK study describes parent
and carer reluctance to make their children different from their peers by restricting activities, however
some describe this as necessary to avoid risks of asthma.3 Furthermore, another UK study reveals
that GPs encourage children to exercise stressing that asthma should not prevent the child engaging
in physical activities.’s! The child’s willingness to take part in exercise, parent and carer beliefs about
the child’s physical capability and the safety of exercising in the presence of perceived triggers
seems to influence parent and carer support of the child being physically active.'®' Healthcare
professionals should educate parents and carers on the importance of their children being physically

active and that if their asthma is well controlled it should not impact on their performance.

Financial burden due to costs of medications, equipment and transportation to hospital was
expressed in a number of studies across countries. In particular, an Australian study discusses the
struggle for many families to find the money needed to replenish medications on a regular basis.®
Similarly, a Canadian study expresses parents and carers feelings of helplessness regarding
obtaining financial help to cover drug costs.'#! A Taiwan study highlights the costs of supplies like
anti-mite sheets as being too expensive,® hospital treatment in Thailand being expensive'®® and the
high cost of asthma friendly materials in Saudi Arabia.8> USA studies however focussed more on
socio-economic barriers such as finding and paying for transportation to the hospital or primary care
clinic,’3 insurance instability, food insecurity,™ poverty and housing instability® as impacting on

parents and carers ability to provide care for children with asthma.

Use of complementary and alternative medicines was examined for differences across countries and

cultures. Some parents and carers had concerns over healthcare professionals’ treatment of their
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child’s asthma and chose to use complementary and alternative medicines. Studies of Puerto Rican,
Hispanic, Hawaiian, African American, Mexican and Taiwanese parents and carers reveal strong
beliefs in the use of folk medicine and natural remedies in the treatment of asthma. 97 98. 100, 117, 126, 145
48, 107 Taiwanese parents and carers tend to use alternative treatments and traditional Chinese
medicine until the child had an acute attack and then they opt for Western medical care. Herbal

medicines, vitamins and steam therapy were used by parents and carers in one Australian study. "

4.4.11 Limitations

There are several potential limitations with this review. Although a systematic search was carried out
and every effort made to identify relevant studies, it is possible that some may have inadvertently
been missed. However, the systematic approach involving review of the literature by two independent
reviewers coupled with a search of multiple databases including searches of several “grey sources”

of potential evidence, does provide a comprehensive search platform to answer the review questions.

Additionally, studies may have been conducted since the search was undertaken and subsequently
have not been included in the review. Only studies published in the English language were included
in the review and the review was limited to the following geographical areas: USA, Canada, Taiwan,
Thailand, UK, Norway, Sweden, The Netherlands, Saudi Arabia, Iran, Australia and New Zealand. In
addition, the participants are predominantly female so may not be representative of the full diversity

of men’s experiences.

4.4.12 Recommendations for Practice

The collation of the voices of parents’ and caregivers’ from the 77 research papers reinforce that the
needs of parents and carers in caring for a child with asthma are still not being adequately met. The
synthesized findings have been carefully considered and recommendations for practice developed
from these findings in order to reduce the barriers faced by parents and carers in the management of
the condition. It is evident however that many of the synthesized findings crossover into more than
one of the recommendations for practice. The way the recommendations for practice were

developed from the synthesized findings will now be discussed.

Synthesized findings 4.4.2 Negotiating the meaning of having a child with asthma and 4.4.3 The
impact asthma has on family life both emphasize the difficulties parents and carers face and the
emotions they experience as they struggle to understand asthma symptoms and negotiate family life

in light of the restrictions and limitations asthma imposes. From these two synthesized findings
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recommendation one was developed highlighting the need for information and education to help
parents and carers to prepare for and adjust to this new situation. These findings also contribute to
recommendation three and the need for health professionals to link parents and carers to support

networks such as asthma clinics for ongoing support.

Synthesized finding 4.4.4 The process of getting a diagnosis and acquiring information discusses the
difficulties parents and carers face in obtaining a definitive diagnosis of asthma and from this finding
recommendation two was developed highlighting the need for health professionals to communicate a
clear pathway to attaining a diagnosis. This finding also contributes to recommendation one

focussing on the need for education at first hospitalisation or GP visit for the condition.

Synthesized finding 4.4.5 Relationships with healthcare professionals leads into recommendation two
and the importance of a supportive relationship, good communication and partnership approach to

healthcare decision making.

Synthesized finding 4.4.6 Medication beliefs, concerns and management strategies similarly leads to
recommendation two and the need for healthcare professionals to acknowledge parents and carers

concerns and recognize their expertise.

Synthesized finding 4.4.8 The need for support leads to the development of recommendation three

(health professional support) and recommendation four (support at school and child care).

Synthesized findings 4.4.9 Barriers and 4.47 Over time parents and carers become more comfortable

highlights the barriers and enablers to asthma management.

The Summary of findings table (Appendix VII) provides an indication of the level of confidence we
have in the synthesised findings outlined in the review. Given the multitude of barriers parents and
carers face in managing their child’s asthma, a variety of recommendations are suggested to help

breakdown these barriers.

(1) Asthma is a major disruption in family’s lives and parents and carers value information and
education that helps them prepare for and adjust to this new situation. Education should be
provided at first hospitalisation or GP presentation for the condition and include information
on the chronic nature of the condition, symptoms, assessing severity, triggers, medications
and ongoing management. Information should be provided in simplified language and include

visual learning aids and demonstration. (Grade A)
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(2) A partnership approach to the management of asthma with families being included in the
healthcare decision-making process. In the absence of a diagnosis, communicating a clear
pathway to attaining a diagnosis and an immediate treatment plan for current management
should occur. There is a need for supportive relationships with healthcare professionals, for
them to be readily available, take time to listen to parents and carers, be culturally sensitive,

acknowledge their concerns and recognize their expertise. (Grade A)

(3) Healthcare professionals should assist parents and carers to identify support networks
including specialist respiratory nurses, asthma clinics or asthma foundations for ongoing
support and to access asthma education programs to develop knowledge and skills. (Grade
A)

(4) Schools and educational settings should provide supportive environments including asthma
friendly school policies ensuring students have quick access to asthma medications. Staff
training is essential to increase staff knowledge in asthma management, how to minimise
triggers in the school environment and asthma first aid to treat an asthma exacerbation.
(Grade A)

Overall, the evidence-based findings from this systematic review are valuable and should be used to
inform and improve both existing services, supports and programs as well as develop new supports
to ensure that parents and carers receive high quality care and education. Healthcare professionals
need to have the necessary skills to diagnose and manage asthma appropriately and parents and

carers need to receive adequate support from schools and educational settings.

4.4.13 Recommendations for Research

There has been no research investigating the experiences of Indigenous Australians parents. In light
of the overrepresentation of asthma in the Aboriginal and Torres Strait Islander population, with the
condition being almost twice as high as for the non-Indigenous population8, this is an area where
additional research is required. Furthermore much of the research is undertaken from the perspective
of the mother and it is possible that fathers’ experiences could be vastly different and additional

research is required.
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4.4.14 Conclusion

Childhood iliness places extreme stress and burden on the primary caregiver. This review highlights
the emotional and psychological pressures faced by parents and carers and the worry, fear,
frustration and helplessness they experience as they negotiate their child’s asthma. They express
fear that their child might die during an asthma attack and nocturnal asthma attacks contribute to
poor sleep quality and adversely impacts their own quality of life. Daily life is disrupted as they
attempt to minimise triggers in the home environment, control symptoms, administer medications and
manage attacks. Many feel helpless and unable to provide what their children require in an
emergency or know how to relieve their suffering. Furthermore, many mothers are juggling work
responsibilities, household tasks, other children and family responsibilities. The unpredictability of the
disease necessitates keeping a watchful eye over their children and this results in limitations in

children’s physical activity and social interactions.

Economic hardship is faced by many parents and carers due to costs of treatments and products to
maintain their child’s health and an allergen free environment. Furthermore, many experience
income losses due to the inability to maintain continuous employment whilst caring for a chronically ill
child.

Children who have had a previous hospital admission for asthma are at higher risk of subsequent
hospital visits. This highlights the importance of the provision of information and education at the time
of discharge from the ED or alternatively referral to an asthma educator for education. The perceived
lack of information about asthma, difficulty attaining a diagnosis and the unpredictability of its
outcomes impair the ability of caregivers to cope with the illness. Healthcare professionals should
provide consistent information in simplified language as well as combining visual learning aids and
demonstration. Additionally, parents and carers need to feel heard by providers and families be

engaged in discharge teaching.

Parents and carers require the provision of information regarding the iliness, its management,
medications and side-effects as well as coping and decision-making strategies. Instructions need to
be clear and individualized to assist them in the planning and management of future asthma
episodes. As families learn through experience of caring for a child with asthma, it is important to

consider past experiences and observations of the caregiver.

The importance of the parent/healthcare professional partnership based on mutual respect,

acknowledgement of expertise, sharing of information, open communication, affirmation and

117



reassurance cannot be underestimated. This partnership approach between healthcare professionals

and families holds the key to improving the health outcomes for children and their families.
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APPENDICES

Appendix I: Search Strategy

PubMed: 1+2+3 = 3,013 results
Search on 31st December 2017

Search

Query

#1

‘parents” [mh] OR “parenting” [mh] OR “family” [mh] OR Famil* [tw] OR “caregivers”
[mh] OR Caregiver* [tw] Parent* [tw] OR Caregiver* [tw] OR Father* [tw] OR Mother*
[tw] OR Carer* [tw]

#2

“Qualitative research” [mh] OR qualitative research [tw] OR “interviews as topic” [mh]
OR interviews [tw] OR “attitude to health” [mh] OR attitude to health [tw] OR attitude*
[tw] OR lived experience* [tw] OR perception* [tw] OR perceived [tw] OR
understanding [tw] OR ethnograph* [tw] OR phenomenol* [tw] or feminist and research
[tw] OR critical and research [tw] OR action and research [tw] OR focus groups [tw] OR
“focus groups™ [mh] OR illness perceptions [tw]

#3

‘asthma” [mh] OR asthma* [tw] OR “respiratory sounds” [mh] OR respiratory sounds
[tw] OR bronchial asthma [tw] OR bronchiolitis [tw] OR wheez* [tw] or respiratory
sounds [mh:noexp] OR bronchial spasm [mh] OR bronchial spasm [tw] OR
bronchospasm [tw] OR bronchoconstriction [tw] OR “Respiratory hypersensitivity” [mh]
OR medication use [tw] OR adheren* [tw] OR “dyspnea”’ [mh] OR dyspn* [tw] OR
shortness of breath [tw] OR breath shortness [tw] OR breathlessness* [tw]

#4

#1 AND #2 AND #3

Limit to 1972-2017, English language
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Embase: 1+2+3 = 1,512 results

Search Query

#1 parent/exp OR caregiver/exp OR “care giver":tiab OR caregiver*tiab OR carer:ti,ab
OR “family caregiver”:ti,ab OR
family/exp OR
“family attitude’/exp OR parent*:tiab OR care*:tiab OR “parental behavior’/exp OR
‘parental behaviour’/exp OR
Father:ti,ab OR
Mother:ti,ab OR “parent* experience*”:ti,ab

#2 ‘qualitative analysis”/exp OR
Qualitative:ti,ab OR “qualitative research’/exp OR
‘health behavior’/exp OR “health behaviour’/exp OR interview/exp OR “attitude to
health’/exp OR “lived experience”:ti,ab OR experience*:ti,ab OR
Perception:tiab OR “perceived understanding™tiab OR ethnograph*tiab OR
phenomeno™*:ti,ab OR “feminist research”:ti,ab OR “critical research™tiab OR “action
research”tiab OR “focus groups™tiab OR “thematic analysis™tiab OR “lllness
perception*”:ti,ab OR experience*:ti,ab

#3 asthma/exp OR asthma*:ti,ab OR bronchiolitis/exp OR
bronchiolitis:ti,ab OR
wheezing/exp OR wheez*:ti,ab
bronchoconstriction:ti,ab OR bronchospasm:ti,ab OR “bronchial asthma™.ti,ab OR
‘respiratory  sounds”™tiab OR  “bronchial spasm™tiab OR  “respiratory
hypersensitivity”:ti,ab OR dyspn*:ti,ab OR
“shortness of breath”:ti,ab OR “breath shortness*”:ti,ab OR breathlessness*:ti,ab

#4 #1 AND #2 AND #3

Limit to 1972-2017, English language
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CINAHL: 1+2+3 = 647 results

Search Query

#1 MH parents+ OR
Tl parent® OR AB parent* OR MH caregivers+ OR Tl caregiver* OR AB caregiver* OR
Tl father* OR AB father* OR TI mother* OR AB mother* OR Tl carer* OR AB carer*
OR TI family attitude OR AB family attitude OR TI parental behavior OR TI parental
behavior OR AB parental behavior OR TI parental behaviour OR AB parental
behaviour

#2 MH qualitative studiest OR Tl qualitative stud®* OR AB qualitative stud®* OR MH
interviews+ OR TI interviews OR AB interviews OR MM health beliefs OR MH
phenomenological research+ OR Tl phenomenological research OR AB
phenomenological research OR Tl focus groups OR AB focus groups OR MH
interviews+ OR Tl interview* OR AB interview* OR MH health behavior+ OR Tl lived
experience* OR AB lived experience*
OR Tl parental attitudes OR AB parental attitudes

#3 MH asthma+ OR TI asthma* OR AB asthma* OR MH respiratory sounds OR Tl
respiratory sounds OR AB respiratory sounds OR
MM Dyspnea OR MM Work of Breathing OR
TI' bronchiolitis OR AB bronchiolits OR Tl wheez* OR AB wheez* OR TI
bronchospasm OR AB bronchospasm OR Tl bronchoconstricion OR AB
bronchoconstriction OR Tl shortness of breath OR AB shortness of breath

#4 #1 AND #2 AND #3

Limit to 1972-2017, English language
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PsycINFO: 1+2+3 = 1,352 results
Search Query
#1

caregiver$.ti,ab OR

caregiver$.sh OR

parent$.ti,ab OR parental attitudes.sh,ti,ab OR

caregiver burden.tw OR

caring behavio$.tw OR father.tw OR mother.tw OR famil* ti,ab OR carer.ti,ab

#2 Qualitative stud$.ti,ab OR
Exp Qualitative research OR lived experience.sh,ti,ab OR
Interview$.ti,ab OR
Attitude to health.tw OR
Experience$.ti,ab OR
Quality of life.ti,ab OR
Health behavio$.tiab OR focus group$.tw OR phenomenol$.tiab OR
ethnograph$.ti,ab OR feminist research.tw OR action research.tw
#3 Exp asthma OR Asthma$.mp,ti,ab OR
Bronchiolitis.ti,ab OR respiratory tract disorders.sh,tiab OR
Wheezing.mp OR
Wheez$.ti,ab OR
Disease management.sh OR
Treatment barriers.tiab OR bronchial disorders.tw OR bronchospasm.tw OR
bronchoconstriction.tw OR dyspn$.ti,ab OR breathlessness.tw
#4 #1 AND #2 AND #3

Limit to 1972-2017, English language
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Web of Science: 1+2+3 = 170 results

Search Query

#1 Tl=caregiver* Tl=parent* TI=mother* TI=father* Tl=carer* TI=famil*

#2 Tl=qualitative* Tl=interview* Tl=experience* TI="quality of life” TI="life experience*”
TI="lived experience*” TI=Ethnograph* TI=Phenomenol* TI="focus group*”
TI="attitude to health” TI="feminist research” TI="action research”

#3 Tl=asthma* Tl=bronchiolitis TI=wheez* TI=bronchospasm Tl=bronchoconstriction
TI="bronchial spasm” TI="bronchial asthma*” TI="work of breathing”
TI="childhood asthma” TI="chronic asthma” T|=breathless* TI=dyspn*

#4 #1 AND #2 AND #3

Limit to 1972-2017, English language
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Appendix lI: Studies excluded after full text review

1.

10.

11.

Alijani Renani H, Hajinejad F, Idani E, Ravanipour M. Children with asthma and their families’
viewpoints on spiritual and psychological resources in adaptation with the disease. J Relig
Health. 2014;53(4):1176-89.

Reason for exclusion: Not parents experiences

Asher M, Price J. Childhood asthma: parents’ views of professional advice. Community
Practitioner. 1998;71(5):177-8.

Reason for exclusion: Very limited parent voice

Barton CA, Sulaiman ND, Clarke DM, Abramson MJ. Caregivers’ use of, and attitudes towards,
written asthma action plans in North-West Melbourne. Prim Care Respir J. 2005;14(3):143-6.

Reason for exclusion: Not parent experience - solely use of Asthma Action Plans

Bialostozky A, Barkin SL. Understanding sibilancias (wheezing) among Mexican American
parents. J Asthma. 2012;49(4):366-71.

Reason for exclusion: Children with and without asthma

Biksey T, Zickmund S, Wu F. Disparities in risk communication: a pilot study of asthmatic
children, their parents, and home environments. J Natl Med Assoc. 2011;103(5):388-91.

Reason for exclusion: Not parent experience - understanding of environmental risks

Buetow S, Adair V, Coster G, Hight M, Gribben B, Mitchell E. GP care for moderate to severe
asthma in children: what do infrequently attending mothers disagree with and why? Fam Pract.
2003;20(2):155-61.

Reason for exclusion: Not parent experience

Buetow S, Adair V, Coster G, Hight M, Gribben B, Mitchell E. Reasons for poor understanding of
when and how to access GP care for childhood asthma in Auckland, New Zealand. Fam Pract.
2002;19(4):319-25.

Reason for exclusion: Exclude expert views

Buford TA. Transfer of asthma management responsibility from parents to their school-age
children. J Pediatr Nurs. 2004;19(1):3-12.

Reason for exclusion: Exclude - children have comorbid conditions

Bulbul A, Jones CJ, Mukhopadhyay S, Smith HE. Parents’ experiences of administering asthma
medications to their children thematic analysis of online forum discussions and blog entries.
Allergy. 2015;70:639-40.

Reason for exclusion: Exclude - poster only

Buu MC, Carter L, Bruce JS, Baca EA, Greenberg B, Chamberlain LJ. Asthma, tobacco smoke
and the indoor environment: a qualitative study of sheltered homeless families. J Asthma.
2014;51(2):142-8.

Reason for exclusion: Shelter staff views

Callery P, Milnes L. Communication between nurses, children and their parents in asthma review
consultations. J Clin Nurs. 2012;21:1641-50.

Reason for exclusion: Exclude - asthma review consultations
133



12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

Cane R, Pao C, McKenzie S. Understanding childhood asthma in focus groups: perspectives
from mothers of different ethnic backgrounds. BMC Fam Pract. 2001;2:4.

Reason for exclusion: Mothers did not have to have children with asthma

Carpenter LM, Lachance L, Wilkin M, Clark NM. Sustaining School-Based Asthma Interventions
Through Policy and Practice Change. J School Health. 2013;83(12):859-66.

Reason for exclusion: School based interventions - children to 19 yrs

Cheezum RR, Parker EA, Sampson NR, Lewis TC, O'Toole A, Patton J, et al. Nightwatch: Sleep
Disruption of Caregivers of Children With Asthma in Detroit. J Asthma Allergy Educ.
2013;4(5):217-25.

Reason for exclusion: Exclude - caregiver sleep

Chernoff RG, List DG, DeVet KA, Ireys HT. Maternal reports of raising children with chronic
ilinesses:the prevalence of positive thinking. Ambul Pediatr. 2001;1(2):104-7.

Reason for exclusion: Multiple comorbidities

Chiang L. Exploring the health-related quality of life among children with moderate asthma. J
Nurs Res (Taiwan Nurses Association). 2005;13(1):31-9.

Reason for exclusion: Children's experiences

Cicutto L. Mothers of ill children experienced uncertainty before asthma was diagnosed in their
children [commentary on Horner SD. Uncertainty in mothers’ care for their ill children. J Adv Nurs
1997,26(4):658-63]. Evidence Based Nursing. 1998;1(3):92-92.

Reason for exclusion: Commentary on another paper already included
Clark BA, Chalmers K. Helping parents cope. Canadian Nurse. 2003;99(2):19-22.
Reason for exclusion: Details outlined in a thesis by the same author

Clay D, Farris K, McCarthy AM, Kelly MW, Howarth R. Family perceptions of medication
administration at school: errors, risk factors, and consequences. J Sch Nurs. 2008;24(2):95-102.

Reason for exclusion: Quantitative

Coffey JS, Cloutier M, Oliver MM, Terrazos C. The Experience of Puerto Rican Families Who
Bring Their Children to The Emergency Department for Asthma Care. Int J Qual Methods.
2012;11(5):883-4.

Reason for exclusion: Exclude - this is a thesis - article included by same author with
same conclusions

Dawson C. The lived experience of caregivers for children with asthma. Dissertation. Submitted
to University of Albany, State University of New York; 2017.

Reason for exclusion: Child comorbidities, developmental/mental health issues

Deaton AV. Adaptive noncompliance in paediatric asthma: the parent as expert. J Pediatr
Psychol. 1985;10(1):1-14.

Reason for exclusion: Exclude quantitative
Dellve L RK. Parents’ coping with their child’s asthma. Scan J Dis Res. 2000;2(2):100-13.
Reason for exclusion: Children with asthma and allergy not separated
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24,

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

Desai PP, Rivera AT, Backes EM. Latino Caregiver Coping with Children’s Chronic Health
Conditions: An Integrative Literature Review. J Pediatr Healthcare. 2016;30(2):108-20.

Reason for exclusion: Exclude - literature review

Duffy JF. Asthma: A phenomenological evaluation of family and child perspectives. Dissertation
Abstracts International. 1982;42:4573.

Reason for exclusion: Exclude - illness

Egginton JS, Textor L, Knoebel E, McWilliams D, Aleman M, Yawn B. Enhancing School Asthma
Action Plans: Qualitative Results From Southeast Minnesota Beacon Stakeholder Groups. J Sch
Health. 2013;83(12):885-95.

Reason for exclusion: Not parent experience

Fereday J, MacDougall C, Spizzo M, Darbyshire P, Schiller W. “There’s nothing | can’t do-- just
put my mind to anything and | can do it": a qualitative analysis of how children with chronic
disease and their parents account for and manage physical activity. BMC Pediatr. 2009;9:1.

Reason for exclusion: Not parent experience

Fiese BH, Wamboldt FS. Coherent accounts of coping with a chronic illness: convergences and
divergences in family measurement using a narrative analysis. Family Process. 2003;42(4):439-
51.

Reason for exclusion: Exclude - quantitative

Gallo AM, Knafl KA. Parents’ reports of “tricks of the trade” for managing childhood chronic
iliness. J Soc Pediatr Nurses. 1998;3(3):93-100.

Reason for exclusion: Exclude - chronic illnesses

Garnett V, Smith J, Ormandy P. Child-Parent shared decision making about asthma
management. Nurs Child Young People. 2016;28(4):16-22.

Reason for exclusion: Not parent experience - shared decision-making

Gates L, Akabas S. Meeting the demands of work and responsibilities of caring for a child with
asthma: Consequences for caregiver well-being. J Social Serv Res. 2012;38(5):656-71.

Reason for exclusion: Exclude - quantitative
Gehring LL. Focusing on my child: weaving the web of asthma care. 2002. p. 248 p-248 p.

Reason for exclusion: On page 87 talks about children with other chronic illnesses does
not meet inclusion criteria

Gilchrist FJ, Brady M, Gallop K, Wild DJ, Tabberer M, Jacques L, et al. How do children and their
caregivers perceive the benefits of inhaled asthma therapy? J Asthma. 2012;49(5):552-6.

Reason for exclusion: Not parent experience - benefits of treatment change

Givens PL. A study of parents’ perceptions of access to care for paediatric asthma. Dissertation
Abstracts International: Section B: The Sciences and Engineering. 2010;70:7474.

Reason for exclusion: Not parent experence

Grover C, Goel N, Chugh K, Gaur SN, Armour C, van Asperen PP, et al. Medication use in Indian
children with asthma: the user’s perspective. Respir. 2013;18(5):807-13.

Reason for exclusion: Exclude - no parent voice
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36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

Hafetz J, Miller V. Child and parent perceptions of monitoring in chronic illness management: A
qualitative study. Child Care Health Dev. 2010;36(5):655-62.

Reason for exclusion: Exclude - chronic illnesses - does not single out asthma in parent
voice

Halterman JS, Fagnano M, Conn KM, Lynch KA, DelBalso MA, Chin NP. Barriers to reducing
ETS in the homes of inner-city children with asthma. J Asthma. 2007;44(2):83-8.

Reason for exclusion: Exclude - knowledge of environmental tobacco smoke

Heyduck K, Bengel J, Farin-Glattacker E, Glattacker M. Adolescent and parental perceptions
about asthma and asthma management: a dyadic qualitative analysis. Child Care Health Dev.
2015;41(6):1227-37.

Reason for exclusion: Adolescents with pneumological or other chronic somatic or
psychosomatic diseases

Hookham V. Family constellations in relation to asthma. J Asthma. 1985;22(2):99-114.
Reason for exclusion: Exclude - parent voice not adequately represented

Horner SD. Catching the asthma: family caring for school-aged asthmatic children. 1992. p. 206
p-206 p.

Reason for exclusion: Exclude thesis - Primary paper from this author included already

Houle CR. Towards a balanced view of asthma in adolescence: Understanding the quality and
divergence of self- and proxy-reports from African Americans adolescents and their caregivers.
Dissertation Abstracts International: Section B: The Sciences and Engineering. 2009;69:5347.

Reason for exclusion: Exclude - agreement between adolescent report and parents report
of asthma

Jones B, Ingham TR, Cram F, Dean S, Davies C. An indigenous approach to explore health-
related experiences among Maori parents: the Pukapuka Hauora asthma study. BMC Public
Health. 2013;13.

Reason for exclusion: Exclude - research process rather than parent experience of asthma

Kelo M, Eriksson E, Eriksson . Perceptions of patient education during hospital visit - described
by school-age children with a chronic illness and their parents. Scan J Caring Sci.
2013;27(4):894-904.

Reason for exclusion: Asthma and allergy - not able to separate

Kieckhefer GM, Ratcliffe M. What parents of children with asthma tell us. J Pediatr Healthcare.
2000;14(3):122-6.

Reason for exclusion: Exclude children up to 19 years

Knestel A, Raymond KP, Fiese BH. Perceived caregiver barriers in the management of children’s
asthma: A qualitative study. Int J Psychol. 2008;43:499-499.

Reason for exclusion: Poster

Koenig K, Chesla CA, Kennedy CM. Parents’ perspectives of asthma crisis hospital management
in infants and toddlers: an interpretive view through the lens of attachment theory. J Pediatr Nurs.
2003;18(4):233-43.

Reason for exclusion: Thesis - primary paper included already
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47.

48.

49.

50.

51.

92.

53.

94.

95.

56.

57.

Kueny A, Berg J, Chowdhury Y, Anderson N. Poquito a poquito: How Latino families with children
who have asthma make changes in their home. J Pediatr Healthcare. 2013;27(1):e1-11.

Reason for exclusion: No - barriers to making changes in homes

Lapillonne A, Regnault A, Gournay V, Gouyon JB, Benmedjahed K, Anghelescu D, et al.
Development of a questionnaire to assess the impact on parents of their infant’s bronchiolitis
hospitalisations. BMC Health Serv Res. 2013;13:272.

Reason for exclusion: No quantitative

Laster N, Holsey CN, Shendell DG, McCarty FA, Celano M. Barriers to asthma management
among urban families: Caregiver and child perspectives. J Asthma. 2009;46(7):731-9.

Reason for exclusion: Children with asthma and comorbid psychosocial conditions.
Findings not separated.

Lauritzen SO. Lay voices on allergic conditions in children: parents’ narratives and the
negotiation of a diagnosis. Social Science & Medicine. 2004;58(7):1299-308.

Reason for exclusion: Exclude - allergic conditions - not specifically asthma

Littlejohn-Blake SM. Family patterns in African-American families who are coping with childhood
asthma. Dissertation Abstracts International Section A: Humanities and Social Sciences.
1997:57:4947.

Reason for exclusion: Family patterns not experiences - other comorbid conditions eg
cerebral palsy

Lyte G, Milnes L, Keating P, Finke A. Review management for children with asthma in primary
care: a qualitative case study. J Nurs Health Chronic llin. 2007;16(2):123-32.

Reason for exclusion: Not parent experience - primary care needs

Mammen J., Rhee H, Norton S., Butz AM. Perceptions and experiences underlying self-
management and reporting of symptoms in teens with asthma. J Asthma. 2017;54(2):43-152.

Reason for exclusion: Teens experiences only

Mammen JR, Rhee H, Norton SA, Butz AM. Perceptions and experiences underlying self-
management and reporting of symptoms in teens with asthma. J Asthma. 2016;1-10.

Reason for exclusion: Not parent experience

Martin M, Beebe J, Lopez L, Faux S. A Qualitative Exploration of Asthma Self-Management
Beliefs and Practices in Puerto Rican Families. J Healthcare Poor Under. 2010;21(2):464-74.

Reason for exclusion: Exclude - self management in youth

Martin MA, Floyd EC, Nixon SK, Villalpando S, Shalowitz M, Lynch E. Asthma in children with
comorbid obesity: Intervention development in a high-risk urban community. Health Prom Pract.
2016;17(6):880-90.

Reason for exclusion: Exclude - parent inclusion just based on overweight or obese child
(doesnt have to be one with asthma)

McClelland M, Wenz C, Sood K, Yono A. Perceptions of paediatric asthma in African American
underserved families using metaphorical analysis. J Spec Pediatr Nurse. 2013;18(4):342-53.

Reason for exclusion: Parent voice not separated from child
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58.

59.

60.

61.

62.

63.

64.

65.

66.

67.

Meng A, McConnell S. Decision-making in children with asthma and their parents. J Am Acad
Nurse Pract. 2002;14(8):363-71.

Reason for exclusion: Exclude - no parent voice

Miller VA, Miller VA. Parent-child collaborative decision making for the management of chronic
liness: a qualitative analysis. Families, Systems & Health: J Collab Family HealthCare.
2009;27(3):249-66.

Reason for exclusion: Exclude - collaborative decision making - chronic illnesses does
not really separate asthma

Morawska A, Gregory C, Burgess S. Parental beliefs about behaviour problems of their asthmatic
children and interventions to support parenting. J Child Healthcare. 2012;16(1):75-90.

Reason for exclusion: Child comorbidities, developmental/mental health issues

Mudd SS, Ogborn CJ, Bollinger ME, Morphew T, Kub J, Lewis-Land C, et al. Parental decision
making associated with paediatric emergency department use for asthma. Ann Allergy Asthma
Immunol. 2016;117(5):490-4.

Reason for exclusion: Exclude - quantitative

Munro S.J. Learning to Live with Uncertainty: Exploring Mothers’ Perspectives and Experiences
of Caring for a Child with Asthma. Reno: University of Nevada; 2005.

Reason for exclusion: Exclude children over 18 also

Neufeld A, Harrison MJ, Hughes K, Stewart M. Non-supportive interactions in the experience of
women family caregivers. Health Soc Care Community. 2007;15(6):530—41.

Reason for exclusion: Exclude - does not separate asthma from diabetes

Ngo G, Kilgore DB, Tran JH, Galant SP. Using community-based participatory research to
assess the asthma needs of Vietnamese American children. Prog Community Health Partnersh.
2014;8(4):453-64.

Reason for exclusion: Not parent experience

Panzera AD, Schneider TK, Martinasek MP, Lindenberger JH, Couluris M, Bryant CA, et al.
Adolescent Asthma Self-Management: Patient and Parent-Caregiver Perspectives on Using
Social Media to Improve Care. J Sch Health. 2013;83(12):921-30.

Reason for exclusion: Exclude - teens 13-19 years

Pelaez S, Lamontagne AJ, Collin J, Gauthier A, Grad RM, Blais L, et al. Patients’ perspective of
barriers and facilitators to taking long-term controller medication for asthma: a novel taxonomy.
BMC Pulm Med. 2015;15:42.

Reason for exclusion: Study includes patients with asthma as well as parents of children
with asthma - does not really separate into two groups. Parent experience intertwined
with other patient's experiences.

Peterson JW, Dobie S. Community’s voice in managing childhood asthma: the assessment
phase of research. J Healthcare Poor Underserved. 2005;16(4):747-59.

Reason for exclusion: Exclude - limited parent voice
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68.

69.

70.

7.

72.

73.

74.

75.

76.

17.

78.

Pradel FG. The social environment and management skills of children with asthma. Dissertation
Abstracts International: Section B: The Sciences and Engineering. 2000;60:3883.

Reason for exclusion: Exclude - children's experiences

Rodehorst-Weber TK, Wilhelm SL, Stepans MBF, Tobacco R, delaPaz F. Screening Native
American children for asthma: findings from focus group discussions. Issues in Comprehensive
Paediatric Nursing. 2009;32(4):200-9.

Reason for exclusion: Exclude - screening methods

Rydstrom |, Dalheim Englund A-C. Meeting Swedish healthcare system: Immigrant parents of
children with asthma narrate. Clin Nurs Res. 2015;24(4):415-31.

Reason for exclusion: Exclude Swedish health system

Sampson NR, Parker EA, Cheezum RR, Lewis TC, O'Toole A, Patton J, et al. A life course
perspective on stress and health among caregivers of children with asthma in Detroit. Fam
Comm Health. 2013;36(1):51-62.

Reason for exclusion: Exclude - focuses on caregiver health

Sampson NR, Parker EA, Cheezum RR, Lewis TC, O'Toole A, Zuniga A, et al. “I wouldn’t look at
it as stress”: Conceptualizations of caregiver stress among low-income families of children with
asthma. J Healthcare Poor Under. 2013;24(1):275-88.

Reason for exclusion: Exclude - caregiver stress

Samuels-Kalow M, Hardy E, Rhodes K, Mollen C. “Like a dialogue™ Teach-back in the
emergency department. Pat Educ Couns. 2016;99(4):549-54.

Reason for exclusion: Exclude teach back

Schwartz NA, von Glascoe CA, Torres V, Ramos L, Soria-Delgado C. “Where they (live, work
and) spray”: pesticide exposure, childhood asthma and environmental justice among Mexican-
American farmworkers. Health Place. 2015;32:83-92.

Reason for exclusion: Exclude - environmental issues

Seare A, Jago R, Henderson J, Turner KM. Children’s, parents’ and health professionals’ views
on the management of childhood asthma: a qualitative study. Prim Care Respir Med. 2017;53.

Reason for exclusion: Talks about parent child dyad but only presents child voice

Seeleman C, Stronks K, van Aalderen W, Bot ML. Deficiencies in culturally competent asthma
care for ethnic minority children: a qualitative assessment among care providers. BMC Pediatr.
2012;12:47.

Reason for exclusion: No care providers views

Shaw A, Thompson EA, Sharp D. Complementary therapy use by patients and parents of
children with asthma and the implications for NHS care: a qualitative study. BMC Health Serv
Res. 2006;6.

Reason for exclusion: Exclude - complementary therapies - unsure of age of children

Shaw A, Thompson EA, Sharp DJ. Expectations of patients and parents of children with asthma
regarding access to complementary therapy information and services via the NHS: a qualitative
study. Health Expect. 2006;9(4):343-58.

Reason for exclusion: Exclude - Comp Medicines - unclear parents of what age children
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79.

80.

81.

82.

83.

84.

85.

86.

87.

88.

89.

Silva MDB, Silva LR, Santos IMM. Maternal care in the management of child asthma: the
contributions of transcultural nursing. Anna Nery Sch J Nurs / Escola Anna Nery Revista de
Enfermagem. 2009;13(4):772-9.

Reason for exclusion: Exclude - not English

Sodi T, Kgopa B. Coping strategies of mother carers of children living with chronic iliness and
disease in a rural South African community. J Psychol Africa. 2016;26(5):432-5.

Reason for exclusion: Exclude - chronic iliness does not separate asthma

Spagnola M, Fiese B. Preschoolers with asthma: narratives of family functioning predict behavior
problems. Fam Process. 2010;49(1):74-91.

Reason for exclusion: Exclude quantitative

Sterling YM, Peterson JW. Lessons learned from a longitudinal qualitative family systems study.
Appl Nurs Res. 2005;18(1):44-9.

Reason for exclusion: Not parent experience - explanatory modes underpinning decision
making

Stevens E, Cullinan P, Colvile R. Urban air pollution and children’s asthma: what do parents and
health professionals think? Pediatr Pulmonol. 2004;37(6):530-6.

Reason for exclusion: Exclude - pollution and asthma

Stewart M, King M, Blood R, Letourneau N, Masuda JR, Anderson S, et al. Health inequities
experienced by Aboriginal children with respiratory conditions and their parents. CJNR: Can J
Nurs Res. 2013;45(3):6-27.

Reason for exclusion: Exclude - 6-19 year olds

Stewart M, Letourneau N, Masuda JR, Anderson S, Cicutto L, McGhan S, et al. Support Needs
and Preferences of Young Adolescents With Asthma and Allergies: “Just No One Really Seems
to Understand.” J Pediatr Nurs. 2012;27(5):479-90.

Reason for exclusion: Asthma and allergies - not able to separate

Stewart M, Letourneau N, Masuda JR, Anderson S, McGhan S. Online solutions to support
needs and preferences of parents of children with asthma and allergies. J Fam Nurs.
2011;17(3):357-T19.

Reason for exclusion: Parent preferences not experiences

Stewart M, Masuda JR, Letourneau N, Anderson S, McGhan S. “| want to meet other kids like
me”: Support needs of children with asthma and allergies. Issues in Comp Pediatr Nurs.
2011;34(2):62-78.

Reason for exclusion: Exclude - lack of parent voice
Sullivan CE. Cybersupport: empowering asthma caregivers. Pediatr Nurs. 2008;34(3):217-24.
Reason for exclusion: Exclude - children had other health conditions

Thompson L, Diaz J, Jenny A, Diaz A, Bruce N, Balmes J. Nxwisen, ntzarrin or ntzo'lin? Mapping
children’s respiratory symptoms among indigenous populations in Guatemala. Soc Sci Med.
2007;65(7):1337-50.

Reason for exclusion: Exclude - children without asthma also - understanding of terms
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90.

91.

92.

93.

94.

95.

96.

97.

98.

99.

Timmermans S, Freidin B. Caretaking as articulation work: the effects of taking up responsibility
for a child with asthma on labour force participation. Soc Sci Med. 2007;65(7):1351-63.

Reason for exclusion: No - women's caretaking role

Timmermans S. Why modest geographic effects for asthma? Pharmaceutical treatment as
neutralizing mechanism. Health (London). 2007;11(4):431-54.

Reason for exclusion: Exclude - minimising effects of asthma

Tod AM, Nelson P, Cronin de Chavez A, Homer C, Powell-Hoyland V, Stocks A. Understanding
influences and decisions of households with children with asthma regarding temperature and
humidity in the home in winter: a qualitative study. BMJ Open. 2016;6(1):009636.

Reason for exclusion: Home temperature not parent experiences

Trollvik A, Severinsson E. Influence of an asthma education program on parents with children
suffering from asthma. Nurs Health Sci. 2005;7(3):157-63.

Reason for exclusion: Exclude - educational intervention

Tumiel-Berhalter L, Zayas LE. Lay experiences and concerns with asthma in an urban Hispanic
community. J Natl Med Assoc. 2006;98(6):875-80.

Reason for exclusion: Exclude - parents of children with asthma and also adults over 18
years. There are some quotes from parents but others | am unsure who they are from.

Van Sickle D, Morgan F, Wright AL. Qualitative study of the use of traditional healing by
asthmatic Navajo families. Am Indian Alsk Native Ment Health Res. 2003;11(1):1-18.

Reason for exclusion: Exclude - not children

Vasek P.S. What do Parents really know? A Qualitative Study to Assess Asthma Education.
2004.

Reason for exclusion: Education focus not overall experience

Vincent SD, Toelle BG, Aroni RA, Jenkins CR, Reddel HK. Exasperations" of asthma: a
qualitative study of patient language about worsening asthma. Med J Aust. 2006;184(9):451-4.

Reason for exclusion: Exclude - not specifically parents

Wind S, Van Sickle D, Wright AL. Health, place and childhood asthma in southwest Alaska. Soc
Sci Med. 2004;58(1):75-88.

Reason for exclusion: Not parent experience - perception in comparison to other
respiratory ilinesses

Yinusa-Nyahkoon LS. Managing childhood asthma within the inner-city: The perspective of
African-American parents. Dissertation Abstracts International: Section B: The Sciences and
Engineering. 2009;70:240.

Reason for exclusion: Exclude another article by same author with these results
dissertation

100. Young B, Fitch GE, Dixon-Woods M, Lambert PC, Brooke AM. Parents’ accounts of wheeze
and asthma related symptoms: a qualitative study. Arch Dis Child. 2002;87(2):131-4.

Reason for exclusion: Recognizing asthma and wheeze - rather than parents experiences
of managing
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101. de Souza NS, Neves ET, de Borba RIH. Family care for children with asthma: a descriptive
study. Online Braz J Nurs. 2013;12:659-61.

Reason for exclusion: Contacted author for full text - sent - not English
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Appendix lll: Studies excluded after critical appraisal

1.

Buford TA. School-age children with asthma and their parents: relationships with healthcare
providers. Iss Comp Pediatr Nurs. 2005; 28(3):153-162

Reason for exclusion: No clear question or objective stated. Participants voice not
adequately presented. The interpretation of the results unclear.

Maltby HJ, Kristianson L, Coleman ME. The parenting competency framework: Learning to
be a parent of a child with asthma. IntJ Nurs Pract. 2003; 9(6):368-373

Reason for exclusion: No ethics approval

Bearison DJ, Minian N, Granowetter L. Medical management of asthma and folk medicine in
a Hispanic community. J Pediatr Psychol. 2002; 27(4):385-92

Reason for exclusion: Uncertainty on how research collected, analysed and
interpreted

Ou Liang-Shiou, Peng Siao-Yun, Yu Ching-Yi, Huang Jing-Long, Lin Hsih-Fong, Hsu Chih-
Chieh, Yeh Kuo-Wei, Chen Li-Chen, Mo Li-Li. A study on the stressors of primary caregivers
of children with asthma. Health Soc Work. 2015; 40(3):e110-e116

Reason for exclusion: Methodology and methods not well presented and no ethics
approval stated

Peterson JW, Sterling YM, Stout JW. Explanatory models of asthma from African-American
caregivers of children with asthma. J Asthma. 2002; 39(7):577-590

Reason for exclusion: No statement of informed consent or ethics

Robinson EA. Parents' attitudes to self-medication by their asthmatic children. Brit J Nurs.
1994; 3(13):651-656

Reason for exclusion: Poor methodological quality, no clear objective, very limited
patient voice

Cuffwright M. Childhood asthma: influencing parent's perceptions of disease. Comm Pract.
1999; 72(2):25-26

Reason for exclusion: Overall methodological quality poor

Grineski S. Coping with asthma in the central city: Parental experiences with children's
healthcare. J Healthcare Poor Under. 2008; 19(1):227-236

Reason for exclusion: No statement regarding informed consent or ethics
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10.

11.

12.

13.

14.

15.

16.

17.

Handelman L, Rich M, Bridgemohan CF, Schneider L. Understanding paediatric inner-city
asthma: an explanatory model approach. J Asthma. 2004; 41(2):167-77

Reason for exclusion: The way data analysed and presented questionable

Jerrett MD, Costello EA. Gaining control: parents' experiences of accommodating children's
asthma. Clin Nurs Res. 1996;5(3):294-308

Reason for exclusion: No statement regarding ethical approval or informed consent

Jones SL, Weinberg M, Ehrlich RI, Roberts K. Knowledge, attitudes, and practices of
parents of asthmatic children in Cape Town. J Asthma. 2000;37(6):519-28

Reason for exclusion: No ethics or informed consent. Participant voice not
adequately represented

Koenig K. Families discovering asthma in their high-risk infants and toddlers with severe
persistent disease. J Fam Nurs. 2006;12(1):56-79

Reason for exclusion: Full thesis included. No ethics statement / infomred consent.
Only selected families included in the results. Methodological quality inconsistent with
phenomenology

Mesters |, Pieterse M, Meertens R. Paediatric asthma, a qualitative and quantitative
approach to needs assessment. Patient Educ Couns. 1991;17(1):23-34

Reason for exclusion: No informed consent or ethics

Ostergaard MS. Childhood asthma: reasons for diagnostic delay and facilitation of early
diagnosis--a qualitative study. Prim Care Respir J. 2005;14(1):25-30

Reason for exclusion: Interpretation of results do not appear to align well with
methodology. Conclusion do not always flow from findings.

Ostergaard MS. Childhood asthma: parents' perspective - a qualitative interview study.
Family Practice. 1998;15(2):153-157

Reason for exclusion: No statement of ethical approval or informed consent

Park ES, Martinson IM. Socioemotional experiences of Korean families with asthmatic
children. J Fam Nurs. 1998;4(3):291-308

Reason for exclusion: No ethical statement or informed consent obtained
Soo WF, Tan NC. The influence of caregivers' knowledge and understanding of asthma

aetiology on domiciliary management of children with asthma. Singapore Med J.
2014;55(3):132-6
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18.

19.

Reason for exclusion: Poor methodological quality. Poor description of methods and
presentation of findings

Trnka S. Domestic experiments: familial regimes of coping with childhood asthma in New
Zealand. Med Anthropol. 2014;33(6):546-60

Reason for exclusion: No description of methodology or methods
Koenig K, Chesla CA. Asthma management among low-income Latino and African
American families of infants and young children. Family Relations: An Inter J of App Fam

Stud. 2004;53(1):58-67

Reason for exclusion: Methods are not well described and the interpretation of results
do not appear to align with the question. No ethics statement found
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Appendix IV: Characteristics of Included studies

Study | Methods for | Country | Phenomen | Setting/cont | Participant | Description of
data a of ext/culture | characteristi | main results
collection interest cs and
and analysis sample size

Mosnai | Grounded Chicago, | To Lowincome |n=24 All the

m et theory. lllinois understand | Spanish immigrant participants

al.1% Focus groups | USA Hispanic speaking Hispanic reported strong
(face-to- families and | immigrant families beliefs in using
face). Semi- their Hispanic involved in folk medicines.
structured, experience | families. the care of a | Barriers identified
open-ended with Focus groups | child with included
questions. children completed asthma. 9 language,
Thematic who have between mothers, 6 culture, poverty,
analysis. asthma. October and | grandparents | lack of health

November and 9 insurance, and
2003 in fathers. poor living
community conditions.
centres and Results highlight
churches in the lack of
Hispanic asthma self-
neighbourhoo management
ds. 14 skills, diagnostic
female and uncertainty, and
10 males. the use of folk
medicine as
factors that
should be taken
into consideration
when tailoring
interventions to
improve asthma
outcomes in this
vulnerable
population.

Cheng | Semi- Taiwan | Experience | Interviewed |n=15 There were four

etal.% | structured s of in hospital mothers of themes that
face-to-face mothers of | room. children with | formed part of
in-depth 7-11 year Mothers all asthma. the mothers'
interviews. old children | married, four | Children with | experiences.
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Analysed with asthma | educated to | asthma Those were: 1.
using content who were | college level | consisted of | Being concerned
analysis. assisting or higher. eleven boys | about the child's
their child's | Five mothers | and four girls | adaptation to
adaptation | notworking. | andhadan | school life, 2.
to school Fathers' average age | Improving
life. average age | of 8.3 years. | attitudes and
was 38.9 Eight had relieving
years and been symptoms, 3.
nine were diagnosed Establishing the
educatedto | with asthma | child's self-
college level | before the management
or higher. All | age of five abilities and 4.
fathers were | years. Eight | Bearing role
employed. children had | strain and
received normalizing the
treatment for | life of a child.
asthma.
Coffey | Hermeneutic | Hartford, | The aim of | Interviews N=10 Six themes were
etal.’% | phenomenolo | Connecti | this study | conducted at | womenand | generated from
gical cut USA | was to Connecticut | one in-depth
approach. describe Children's grandmother | interviews with
Initial face-to- the lived Medical (who was 10 Puerto-Rican
face in-depth experience | Centreina child's legal | caregivers: (1)
interviews of Puerto private guardian) The Folklore of
(45 mins). Rican setting. Hispanic Asthma, (2)
Second families Hispanic Puerto Rican | Culture and the
interviews caring for Puerto Rican | 18 years of Medicine
conducted their child's | 18 years of | age orolder | Woman, (3) In
via telephone asthma and | age or older. | ofa child 6 Awe of Asthma,
(30 mins). using the Tenwomen | months (4) Praying to
Thematic ED for (nine mothers | through 18 God, (5) The
analysis. asthma and one years Decision-Time to
care. grandmother | diagnosed Go, and (6) The
who was the | with asthma | ED Environment.
child'slegal | and had an The findings
guardian). ED visit for emphasize the
asthma care | necessity of
in the past establishing and
year. maintaining a
therapeutic
partnership
between primary
care providers
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and families of
children with
asthma. The
results may be
used as a
foundation for
understanding
motivations for
seeking asthma
care in the ED.

Dowell.!
04

Qualitative,
descriptive
design.
Semi-
structured
face-to-face
interviews
60-90
minutes
duration.
Data
analyzed
using content
analysis
techniques
with aid of
ATLAS.tiv7
Scientific
Software.

North
Carolina

County
USA

To explore
experience
s, needs
and
functioning
of low-
income
African
American
caregivers
of children
with asthma
in order to
better
understand
symptom
manageme
nt.

Home
setting,
McDonalds
and the
public library.
Recruitment
for study took
place in two
locations in a
central North
Carolina
county: a
child
development
center and an
allergy and
asthma clinic.
Low income,
African
American
mothers. All
had at least a
high school
education,
and nine
mothers had
1-2 years of
college
education.
Half were
employed, a
few were
unemployed
and receiving

N=15
African
American
mothers or
primary
caregiver as
legal
guardian (eg
grandmother)
of a child
aged 2 to 14
years who
had been
diagnosed
with asthma
within the
past 5 years.

Three main
themes were
identified:
managing the
symptoms;
cultural beliefs
and values; and
culturally
competent
healthcare
provider. For the
caregivers
cultural disparity
is not just about
access to health
services, but
instead the
healthcare
providers’
understanding of
the complexity of
symptoms
management.
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subsidies and

one mother
reported no
income.
Mean age of
mothers was
32.4 years.
Borhani | Qualitative Kerman, | Exploring Asthmaand | 10 Iranian The analysis of
etal%2 | study. Iran the Allergy Clinic | mothers of the data showed
Unstructured, experience | - Besat children with | five main themes
face-to-face s of Health asthma. All | including
(30-90 mothers of | Centre - Iran. | married and | constant
minute) in- an living with concern, feeling
depth asthmatic their of having an
interviews. child. husbands. unusual life, the
The All had at need for help
Graneheim least from others,
and elementary | feeling of guilt,
Lundman's level of and the desire to
qualitative education. constantly
content Children monitor the child.
analysis were younger
method was than school
used for age and their
analyzing the asthma was
data. not severe.
Specialist
diagnosis of
asthmain
children at
least 6
months prior
to study.
Berg et | Qualitative Inner Latino Community | n=12(7 Several common
al.% exploratory | city Los | family and home mothers and | themes emerged
approach. Angeles | experience | settings. 2 fathers) from the data: (a)
Ethnographic | USA s and Interviews age range fear, "l got
group and needs in conducted in | 28-51 yrs - scared"; (b) the
individual in- caring fora | Spanish. Preschool acute care
depth child with Low income - | children experience, "l
interviews. asthma Latino diagnosed was not told what
Thematic parents. with asthma | to do, nothing";
content Predominantl | before 5 (c) knowledge, "
analysis. y Mexican, years of age. | did not know
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two born in El anything about
Salvador, asthma"; and (d)
one in parent alternative
Honduras strategies or
and one in strengths, "We
United want to do what
States. Eight is best...we need
participants to be prepared".
had
immigrated
recently
withina 3
year period.
Barton | Single semi- | Northern | To describe | All but one n=21 Six themes
etal® | structured and the interview was | caregivers - | emerged from
face-to-face | Western | experience | conducted in | predominantl | the interviews:
in-depth suburbs | s of participant's | y mothers of | emotions and
interviews of Australian | home. children aged | behaviours,
Thematic Melbour | parents Median 2-14 years coping strategies,
analysis ne, caring for household with disruption to
aided by Australia | children income for diagnosed activities, health
QSR NVivo with families was | asthma-on | and treatment
asthma. $30,000 to several beliefs, problems
$50,000 and | occasions with asthma
roughly equal | however both | management,
numbers of parents and relationships
caregivers participated | with doctors.
had in the Parents'
completed interview. experiences and
high school | Children health beliefs
oratertiary | experienced | impacted on their
degree. predominantl | management of
y mild to asthma. These
moderate may act as
episodic barriers to
asthma. optimal asthma
care in some
families. The

overriding theme
to emerge was 'it
gets easier'’. It
got easier with
time because the
children could
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communicate
more effectively,
and were better
able to take care

of themselves,
and their asthma
became less
severe or less of
a problem
Arcoleo | Semi- Phoenix, | Mothers Two school- | n=20 Mothers
etal#® | structuredin- | Arizona | experience | based health | Mexican expressed a
depth USA s of living clinics. mothers ofa | symptomatic
interviews with a child | Mexican child 5-17 perception of
with mothers. with mothers. years old asthma and
Phenomenol asthma. Over half diagnosed limited
ogical Their (11/20) rated | with asthma. | understanding of
thematic understandi | their standard | 11/20 the disease.
analysis ng of the of living as reported their | Most believe the
using NVIVO nature of "just getting | child's disease is
9. asthma and | by" or "poor". | asthmato be | present only
how their well- when their child
cultural controlled. is symptomatic.
beliefs Many are
influence surprised and
asthma puzzled by the
manageme unpredictability of
nt. their child's
asthma attacks,
which they report
as sometimes
"silent". The

inconsistency of
triggers also
leads to
frustration and
worry, which may
reflect their
concerns around
daily controller
medication use
and preference
for alternative
illness
management
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strategies. Our
clinical
encounters
should be
refocused to
better understand
the context of
these families'

lives and the
cultural lens
through which
they view their
child's asthma.
Dickinso | Exploratory | New Experience | Mothers24- | n=5 The study
n and descriptive Zealand | ofa 40 years — caregivers reveals that
Dignan. | study caregiver in | self reported | with a child mothers perceive
102 informed by relationto | ‘European between 2-5 | that they are
grounded the New years who responsible for
theory. Face- manageme | Zealanders’. | hadhada the management
to-face - One nt of their English as recent acute | of their pre-
hour long child aged | primary asthma school child
open-ended two to five | language. episode not | during an acute
interviews years Three were requiring asthma episode,
conducted during an employed in | hospital a process they
overa3 acute either part- admission. described as
month asthma time or full- Children ‘managing it’.
period. episode. time paid diagnosed as | This process
Field notes employment. | having involves mother
were also Three asthma in ‘working on
taken to families had | between 15- | treatment’,
record a family 30 months of | ‘making the call’,
participant’s history of age. Allon | ‘watching’ and
behaviour asthma, and | regular ‘calming’, while
during the two of the preventer the
interview. mothers had | medication. | husband/partner,
Data was older children | Four had family, friends
analysed also affected | been and health
using the by the admitted to professionals are
constant disease. hospital in ‘supporting
comparative There were 5 | the last 12 treatment’. This
method of pre-schoolers | months. study suggests
analysis as with asthma that nurses and
described by age 2-4 years doctors need to
Glaser and had been move away from
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(1978).

diagnosed as

the current

having paternalistic view
asthma of healthcare
between 15 delivery in acute
months and settings and
30 months of embrace the
age. All the concepts of
pres- support and
schoolers partnership in the
were on care of the
regular preschool child
preventer with asthma and
medication. their family.
Archibal | Interpretive | Canada | To gain Two asthma | n=20 Participants
detal. | descriptive - large insightinto | clinics and families knowledge did
8 study using | Canadia | how one including 20 | not always reflect
semi- nurban | parents paediatric mothers and | time since
structured centre understand | emergency one father of | diagnosis, and
interviews. their departmentin | 23 children information
lterative data asthma- alarge with asthma. | needs and
collection related Canadian Child had deficits persisted
and analysis information | urban centre. | any form of | for years.
using NViVO. needsand | One clinic asthma (eg Parents often
identify located in a mild episodic | reported
lingering lower-income | or severe receiving little or
information | area with a persistent). no education
deficits larger Data about asthma
relevantto | number of classified by | and its
childhood immigrants. | "time since management.
asthma. A Paediatric | diagnosis" - | An asthma
EDanda inexperience | management
second clinic | d (2.5years | information
on the or less), hierarchy was
opposite end | moderately identified, starting
of the city. experienced | with the most
Diverse 2.5-5 years) | foundational,
income and recognising
brackets and | experienced | severity; followed
socio- (5 years or by acute
economic more). management;
status. prevention

Versus crisis
orientation; and
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knowing "about"
asthma. In the
absence of
adequate and
accurate
education,
parents' beliefs
about the nature
of asthma as an
acute rather than
chronic condition
shaped their
asthma
management
decisions and
information-
seeking
behaviors.
Information
deficits were
affected by
interactions with
health-care
providers. These
parents'
pervasive unmet
information
needs and
deficits highlight
the need for
comprehensive,
problem-oriented
asthma

education.
Barrett | Face-to-face | Tuscalo | Experience | Home Six primary Parental
etal.® | interviews sa, s of rural setting. caregivers - | knowledge about
with primary | Alabama | families Rural Five mothers | asthma and
caregivers of | USA caring for location. Low | (three African | asthma
children with children socio- American management
asthma with asthma | economic and two strategies was
Qualitative status. Caucasian) | quite good. The
phenomenolo One Father | cost of asthma
gical study (African regimens and
with thematic American). school policies
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analysis Children about
aged 6-12 medications were
yrs (mean major barriers to
6.7 yrs). better control.
Duration of Other
asthma from | management
Syearsto 11 | strategies were
years (mean | directed at
6.2 years). maintaining
normality of
family life.
Chenet | Exploratory | Taiwan | Thisstudy | Recruitment | N=17 The findings are
al.% and explores via allergy primary described in
descriptive the clinics of two | caregivers of | three themes
research experience | medical children covering 10
methods. s of primary | centersand | between 5 categories.
Individual caregivers | one regional | and 11 years | These themes
qualitative in- in providing | hospital in old who had | and categories
depth semi- care to northern been include feelings
structured children Taiwan. diagnosed of uncertainty
interviews with Interviews with asthma | during illness
using open- asthma. were more than 1 | (disease as
ended conducted in | year before perception
questions. private the study and | related, lack of
Interviews locations. had no other | information),
were Mean age of | uncontrolled | feelings of chaos
analyzed participants | chronic and instability
using content 40.9. 70.6% | health (worry, fear,
analysis. mothers, problems. frustration,
Interviews 5.9% fathers, helplessness,
were 23.5% physical
conducted in grandmother distress), and
private s). Seven social tension
locations and had high and family
lasted 30-40 school conflict
minutes. education, 11 (disorientation of

were
currently
employed.
Mean age of
children with
asthma was
6.65 years.
35.3% of

daily activity and
burden of care,
economic
burden, family
tensions and
disagreements).
Negative
experiences with
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children had
severe
asthma and
64.7% had
moderately
severe
asthma.

asthma care and
the
unpredictability of
the disease
outcomes impair
the ability of
caregivers to
adapt
successfully to
their caregiving
role and
encourage
perceptions that
they cannot cope
with this illness.
Better
understanding of
the caregiver
experience may

assist healthcare
providers to
better target
support to these
caregivers so
that they are
better able to
care for children
with asthma.
Boyle et | One focus Southea | This study | Focus groups | n=4 Parents
al.® group was stern explored were mothers described

conducted United beliefs conducted aged 25-31 complex lifestyles

with parents | States about during 1997- | years and the

of children asthma and | 1998 school | participated | challenges of

who had asthma year. African | in the asthma

been manageme | American parents' management.

identified with nt among participants. | focus group.

asthma or parentsin | All

breathing an African | associated

problems. American with an

Semi- school. elementary

structured school

interview located in a

guide primarily low-

consisting of income
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open-ended residential
questions. area. Focus
Data groups were
analysed by conducted in
content the library of
analysis; the
segments of elementary
information school.
were
categorized
into groups
that were
later
abstracted
into themes.
Bokhour | Qualitative Boston | Exploring Parents were | N= 37 Three types of
etal9 | studyusing | USA patterns of | recruited African- non-concordance
semi- parents’ from three American, were identified:
structured reported socio- Latino and Unintentional -
interviews. behaviors economically | white parents | parents believed
Grounded regarding and ethnically | of children 5- | they were
theory giving diverse sites: | 12 years with | following
analysis children aninner-city | persistent recommendation
identified medication, | academic asthma. s Unplanned -
recurrent and how medical Children had | parents reported
themes. these center, a persistent intending to give
behaviors | neighborhood | asthma in the | controller
were health center, | last year and | medications but
interconnec | and a multi- | were could not.
ted with specialty prescribed Intentional —
explanatory | clinician controller parents stated
models and | group. medications, | giving medication
other African- defined as was the wrong
features of | American, inhaled anti- | course of action.
family life. | Latino and inflammatorie | Analysis revealed
white s, inhaled two explanatory
parents. cromones, models of
and oral asthma: chronic
leukotriene — parents
modifiers. believed their

child always had
asthma; and
intermittent —
parents believed
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asthma was a
problem their
child sometimes

developed.
Jonsson | Semi- Stockhol | To describe | Child N =11 Three themes
etal."® | structured m, the Outpatient parents (7 relevant to the
focus group | Sweden | experience | Clinic. 7 mothers and | participants’
interviews s of living females and | 4 fathers) of | experiences of
were with asthma | 4 males. children aged | living with
performed. among 2-12 years asthma were
60-90 parents of with a presented;
minutes in young doctor's strategies,
duration. children diagnosis of | frustrations and
Open-ended with asthma since | expectations.
questions. asthma. atleast 2 Parents
Two with years. emphasized
parents of Children with | frustration
children 2-12 on daily regarding not
years . Data treated with | being believed,
were inhaled lack of
qualitatively corticosteroid | understanding,
analyzed S. feelings of
using loneliness or
Systematic anxiety. One
Text identified
Condensatio expectation was
n. that the

participants
wanted to be met
with competence
and
understanding in
asthma care from
health
professionals.
Another
expectation
expressed
among parents
was that teachers
in nursery and
primary schools
should have
more knowledge
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and
understanding on
how to care for
children with
asthma.
Developing a
partnership
between patients
and healthcare
professionals
could be a
successful way to
improve the care
of patients with
asthma.

Klok et
al 118

Six semi-
structured
focus groups
using open-
ended
questions, 2
hours in
duration.
Verbatim
transcripts
were
analysed with
standard
qualitative
research
methods.
Thematic
analysis

The
Netherla
nds

This study
aimed to
explore
how
differences
in asthma
care
(primary
versus
specialist
care)
influence
parents’
perceptions
about
asthma, its
treatment
and how
they qualify
the
relationship
with their
healthcare
providers.

Primary care
practices or
paediatric
asthma clinic
(specialist
care).
Caucasian -
most from
(upper)
middle class

backgrounds.

N=44
parents of
asthmatic

children aged

2-12 years.
Mean age of
children was
5.7 years
ranging from
2-12 years.
Fourteen
children
under 5
years had
primarily
viral-induced
wheeze
exacerbation

s. Children 5

years and

over had mild

to moderate
persistent
asthma; the

large majority

were atopic.

Parents decided
deliberately
whether ongoing
ICS use was
useful for their
child. This
decision was
based on their
perceptions
about illness and
medication. In
primary care, this
issue was hardly
ever discussed
with the
healthcare
provider because
regular
scheduled follow-
up was unusual.
In specialist care,
regular
scheduled follow-
up was usual,
and parental
perceptions
about illness and
medication were
discussed and
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modified when
needed. Parent-
reported
adherence was
lower in primary
care thanin
specialist care.
This study
illustrates how
strongly parental
perceptions of
illness and
medication
influence
adherence to
healthcare
providers’ advice
and that such
perceptions can
be modified
within a strong
doctor-patient

partnership,
improving
adherence.
Dixon- | Semi- Leiceste | To 16 mothers, 3 | N=20 Parents
Woods | structured rUK investigate | mothers and | families (16 | emphasized
etal’% | interviews. the views of | fathers mothers, 3 outcomes,
Data children, together and | mothers and | quality,
analysed young one father. fathers organization and
using people and togetherand | access to
constant their one father) of | healthcare as
comparative parents on children aged | important and
method. primary 8-16 years. drew attention to
Analysis was care The majority | the complex and
assisted by services for (17) had challenging
use of QSR childhood moderate nature of the
NUD*IST asthma. asthmaand | professional-
computer (3) had very | parent
software. mild asthma. | relationship.

Parents had
several roles,
seeing
themselves as
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carers and
advocates as
well as users of
health services.

Finnvold | Interpretive Norway | Parental Home n=14 parents | The pre-

36 perspective | - two experience | setting, via of children diagnosis phase
Semi- counties | sofan telephone. between 3 is often recalled
structured in- | insouth | asthmatic | Conference | and 9 years | as a period of
depth eastof | child's room for old. Allwere | frustration and
interviews 5 | Norway | diagnostic | focus group. | women, but | uncertainty for
facetoface | andone | process. Data inone case | parents. Results
and 5 via northern collected in both the show that instead
telephone county. 1999. father and of accepting the
Focus group | Focus mother were | authority of the
with 4 group interviewed. | professional,
participants | participa parents
Thematic nts eventually
analysis recruited acquire

from knowledge

capital elsewhere about

region. the diagnosis and
the healthcare
system, and act
according to that
knowledge. As a
fundamental
uncertainty
appears involved
in the diagnostic
process, parents
dealing with this
uncertainty use a
number of
strategies to gain
control of the
process of
alleviating their
child's disease.

Hudson | Face-to-face, | United To explore | Interviews n=49(29 Healthcare

etal.”4 | semi- Kingdom | the were carried | mothers; 15 | systems have a
structured experience | outin fathers and 5 | responsibility to
interviews. s of parents | families' secondary develop services
Interpretive living with a | homes with carers) of that are sensitive
thematic child with South Asian | children aged | and appropriate
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analysis
using NVivo.

asthma.

(Indian,
Pakistani and
Bangladeshi
origin)
parents and
carers.

between 5
and 12 years
old with
asthma .

to the needs of
their
communities. In
South Asian
communities,
further efforts are
required to raise
awareness of
symptoms and
effectively
communicate
how, when and
where to seek
help for children.
There is a need
for improved
diagnosis and
consistent
effectively
communicate
information,
especially
regarding
medication.
Parents made
several
suggestions for
improving
services:
presentations
about asthma at
easily accessible
community
venues; an
advice centre or
telephone
helpline to
answer queries;
opportunities for
sharing
experiences with
other families;
having
information
provided in South
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Asian languages,
longer GP
appointments;
extended use of
asthma nurses;
and better
education for
healthcare
professionals to
ensure
consistency of
care and advice.
Nichol | Semi- Bristol Exploration | 8 families N =9 families | Key themes were
etal.”?® | structured UK of families’ | were of children identified: the
interviews experience | interviewed | aged 7-14 complexities of
face-to-face. of asthma, | attheir years (3 girls | asthma and
Interviews the homesand 1 | and 6 boys) | asthma
lasted homeopathi | family was with asthma. | management; the
between 20 c package | interviewed Mothers were | potential for
and 50 and study | atthe the main homeopathy to
minutes. participatio | homeopathic | parental improve asthma
Data analysis n. hospital. participants. | management.
was
thematic.
Arroyo | Semi- Urban Understand | Focus group | N =5 parents | Five major
and structured Midwest | ing parental | held in youth | or caregivers | themes:
Becker.8 | interview in ern concerns centre. 4 of a child environmental
7, focus group | Chicago, | prior to female and 1 | who attended | triggers, asthma
format. USA holdingan | male the local self-
Thematic educational | participant. youth centre | management,
analysis. session and | All who had emotional
to participants | been response to
determine | obtained a diagnosed emergency
how to best | high school | with asthma | situations as well
design and | education, or had as confusion
marketan | with one asthma-like | about the actions
asthma having some | symptoms, of medications
education | college child age and their proper
program education. between 1 administration.
that parents and 18 years | Most children
would want and ability to | experienced
to attempt. communicate | tobacco smoke
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in English..

exposure at
home. Designing
asthma programs
that address
these common
themes may help
asthma
educators
engage
caregivers in
asthma
education and
result in better
asthma control
for their children.

Horner.3
9

Three in-
depth
interviews
each lasting
60-90
minutes were
conducted in
the families’
homes. Data
Analysis to
identify
substantive
codes.

United
States

To explore
how
families
with school-
aged
children
diagnosed
with asthma
incorporate
asthma
care into
their daily
lives.

12 families —
7 from a rural
areaand 5
froma
densely
populated
urban centre
of a southern
state. The 12
families had
15 children
with asthma
ranging from
6-18 years.
Three single-
parent
families, one
extended
family and
eight nuclear
families: 12
mothers, 6
fathers and 1
great-aunt.
Three
families were
of African
descent and
nine families

N=12
families (12
mothers, 6
fathers and 1
great-aunt)
with 15
children with
asthma
ranging in
ages from 6-
18 years.

Exploration of
families’
experiences with
asthma in school-
aged children
revealed the
work of parents
and children as
they sought to
Catch the
Asthma Before it
Got Out of Hand.
The process of
Catching the
Asthma
consisted of the
overlapping
phases of
learning the
ropes, dealing
with asthma, and
coming to terms
with asthma.
Asthma episodes
were a central
focus of family
life while families
were engaged in
learning the
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were of
European
descent.

ropes of asthma
management.
Over time, as
families became
more adept at
recognizing
presumptive
signs of asthma
and potential
triggers for
asthma attacks
and began
dealing with
asthmain an
efficacious
manner, asthma
moved from the
center of families’
attentionto a
more peripheral
position.
Throughout the
process of
Catching the
Asthma, the
families began
coming to terms
with asthma, and,
as the children
matured, the
primary
responsibility for
daily
management of
asthma was
shifted from
parents to
children.

Horner."
13

Three rounds
of face-to-
face in-depth
interviews,
each lasting
60-90

Texas,
USA

Exploration
of the
mothers’
experience
as they
cared for

12 families
with 15
children with
asthma
ranging in
age from 6 to

N=12
families with
children with
asthma
range from 6
to 18 years.

Mothers revealed
that the pre-
diagnosis phase
of their children’s
illness was an
overwhelming
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minutes, their young | 18 years. time for them.
conducted in children Three were Groping in the
the families’ during single-parent dark is the core
homes. illness families, one variable that
episodes, | extended reflects (a) the
priorto a family and harrowing
diagnosis of | eight nuclear experiences of
asthmain | families. sleepless nights
the Three of the while mothers
children. families were watched their
of African children struggle
descent and to breathe (b) the
the other nine wearing toll
families were incurred while
of European helping their
descent. children through
seemingly
unending
illnesses, and (c)
their increasingly
intensified search
for answers to
resolve their
children’s health
crisis.
Grover | Semi- Sydney, | Thisstudy | 26 N =26 Parental or carer
etal.”"" | structured in- | Australia | aimed to parents/carer | Parents/carer | issues included
depth carry outan | s interviewed | of a child lack of clear
qualitative in-depth between between 7 understanding of
interviews exploration | November and 12 years | how medications
using open- of the views | 2011 and of age witha | worked, as well
ended of April 2012. diagnosis of | as administration
questions. parents/car | 22 mothers, 2 | asthmaand | difficulties, cost
Some of the ers on fathers and 2 | using a constrains, and
interviews medication | caregivers. preventer beliefs about
were use. 96% of medication medications
conducted fathersand | foratleast3 | contrary to
over the 65% of months in the | quality use.
telephone. mothers were | last 12 There seems to
Thematic working full months with | be a lack of
analysis. time. no other depth in terms of
comorbid what parents
chronic understand about
illness. their child’s
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asthma.

Effective
communication
about medication
usage, especially
the inclusion of
the child in the
consultation to
empower them to
be involved in
their own asthma
care, may be the
answer.

Meah et
a|_125

Open-ended,
face-to-face,
conversation
al-style
interviews.
Interviews
were carried
outin
participants’
homes.
Qualitative
analysis of
the data was
carried out
using
Framework.

North-
west
England

To explore
self-
manageme
nt
experience
sof 7-12
year olds
and their
parent/care
r.

North-west of
England.
Inner city and
suburban
areas.
Varying
cultural
backgrounds

Bangladeshi,
Pakistani,
White and
Black
Caribbean
backgrounds.
Data were
collected
overa 13
month period
during
2004/2005.

N=18
Parent/carers
of children 7-
12 years.
Thirteen
children were
prescribed
regular
preventive
therapy of
inhaled
steroids and
five children
were also
prescribed
add on
therapy
indicating
more severe
asthma.
Mean length
of time since
diagnosis
was 6.5
years.
Children
were from
varying
cultural
backgrounds
including

Parents’
accounts
revealed a keenly
felt tension
between giving
children
opportunities to
take
responsibility for
their own asthma
management and
fear of the
(potentially life
threatening)
consequences of
failure to prevent
or manage a
serious asthma
attack —
highlighting the
absolute nature
of parental
responsibility.
Parent —
particularly
mothers — are
caught between
the dilemma of
preparing their
children for
independence
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Bangladeshi, | and equipping
Pakistani and | them with the
White and skills to make
Black autonomous
Caribbean healthcare
background. | decisions, whilst
simultaneously
unable to escape
the moral
expectation to
confirm to good,
responsible
motherhood.
Koenig." | Face-to-face | Northea | To describe | Low-income, | N =5 families | The parents, all
2 interviews stern low-income | single of children single mothers,
from1to5 United parents’ mothers, younger than | struggled to
times in their | States perspective | African 3 years of manage asthma
homes over sonthe American or | age, in crowded
periods that challenges | Latino and diagnosed conditions, with
varied from 3 of Medicaid with asthma | limited
- 22 months managing | eligible. or on daily transportation for
following asthmaiin Interviews inhaled or frequently
hospitalisatio their conducted in | oral steroids | needed
ns of their children their homes. | in additionto | emergency care,
child. younger Children had | albuterol and | and in face of the
Interviews than 3 been had no other | complicating
lasted 1.5 to years. hospitalized | chronic needs of other
2 hours. for wheezing | illnesses. children and
orasthmain | Families family members.
northeastern | were all low- | Not knowing then
United States | income, knowing the
from African diagnosis, and
November American or | provider
2002 to July | Latino and availability and
2003. headed by lack of availability
single were two
mothers. dichotomous
challenges
mothers faced
when managing
asthma in their
very young
children.
Newbou | Semi- United Partnership | Recruitment | n=43 In this study,
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Id et
a|_128

structured
face-to-face
interviews,
structured
and open
questions
conducted in
participants’
own homes
with parents
of young
people aged
8-15 years
with asthma
recruited
through GP
surgeries.
Data
analysed
using
thematic
analysis
using
NUD*IST.

Kingdom

s between
young
people and
their
parents in
the
manageme
nt of
asthma.
How
responsibilit
ies for
medication
are shared
between
young
people and
their
parents and
to identify
factors
leading to
the transfer
of
responsibilit
ies for
medication
from
parents to
young
person.

through GP
surgeries.
Four health
authority
areas
selected with
different
levels of
deprivation.
38 mothers, 1
father and 4
mothers and
fathers
interviewed
jointly of 27
male and 16
female
children
mean age
10.5 years.

parents (38
mothers, 1
father and 4
mothers and
fathers
interviewed
jointly) of 43
children (27
boys and 16
girls) mean
age 10.5
years with
asthma.

young people
and parents
emphasized
working together
with only limited
instances of
differing views.
This research
identified the life
events and social
activities of the
young person
which were
associated with
transfer of
responsibilities
for medication
from the parent
to the young
person. The
young people
and parents
reported that
health
professionals
rarely discussed
issues
surrounding
transfer of
responsibility,
despite national
guidance which
recommends that
health
professionals
assist young
people to take on
increased
responsibility for
their own lives.
Health
professionals
should be aware
of factors that
may lead to the
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transfer of
responsibility
from the parent
to the young
person and be
prepared to offer
timely advice and
support to both
young people
and their parents.

Jones et
a|_115

Semi-
structured
interviews
with 10
parents of
children with
asthma. All
participants
were
interviewed
either while
their child
was
hospitalized
or within four
days of
discharge
from hospital.
Interviews
took place in
either their
child’s private
room in
hospital or
their home
and ranged
from 15 to 60
minutes.
Data analysis
undertaken
using Boytzis
(1998)
version of
thematic

New
Zealand

The aim of
this study
was to
explore
parent’s
sense of
self-efficacy
and the
experience
s that
impact on
sense of
self-efficacy
in relation
to the
manageme
nt of their
child’s
chronic
respiratory
disease.

Participants
were
recruited
from one of
two
paediatric
wards in a
tertiary
teaching and
research
hospital in
New
Zealand.
Recruitment
and data
collection
occurred
between
August 2010
and January
2011. Three
quarters of
the parents
were
Pakeha/Euro
pean and
remainder
Maori, New
Zealanders

and Samoan.

N=10
parents of
children with
asthma aged
from under
two to
sixteen years
with asthma.

The findings in
this study
suggest living
with, and
managing, a
child’s chronic
respiratory
condition creates
a strong sense of
responsibility for
one parent within
the family. This
impacts
negatively on
both parents’
sense of self-
efficacy, through
the burden of
responsibility for
the primary
caregiver and
through a lack of
confidence to
contribute more
fully for the
secondary
caregiver. ltis
proposed that in
order for parents
to maintain self-
efficacy in their
care giving role,
health
professionals
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analysis. need an
understanding of
how best to
support them
with their
responsibility of
care. Future
research into the
strategies that
can assist
parents to
manage the
negative aspects
of responsibility
and enhance
partnerships in
care are
recommended as
valuable in
working towards
addressing the
issues raised by
parents in this
study.
Palmer. | Initial Pittsburg | To examine | 10 caregivers | n=10 A theory of the
131 interviews h, USA | family of varied caregivers process of
were semi- caregiver racial (parent or becoming a
structured perspective | backgrounds | guardian) of | vigilant caregiver
face-to-face s and (6 black and | a child age 6- | was generated.
interviews experience | 4 white). All | 11 years with | The process of
using a s of having | caregivers a diagnosis | vigilance is three-
grounded a school- were women | of asthma fold, consisting of
theory age child and 2ofthe | madebya a diagnosis
approach. with 10 were physician at | phase followed
Follow-up asthma. grandmother | least1year | by a battling
interviews s caring for prior to the phase and finally
were school-age study. a resolution
conducted by grandchildren | Children with | phase that uses
telephone. A . All children | medical various strategies
diary was attended conditions to minimise the
kept to urban such as impact of asthma
record field schools and | seizures, on the child and
notes ranged in age | attention family.
regarding from 6 years | deficit
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observation 1 month to 11 | disorders,
of family years 9 any chronic
behaviors months. illness were
after the There were 6 | excluded.
interviews. girls and 5
boys (one
family had
two children
with asthma)
Wide variety
of social
status, age
groups and
family types .
Van One hour Shiprock | To examine | Interviews N =22 Most
Sickle | face-to-face |, New how were Navajo respondents
and ethnographic | Mexico | medication- | conducted families of 29 | perceived
Wright.! | interviews takingand | between asthmatic asthma as the
4“4 were the use of | June 1997 children transient
conducted. healthcare | and August | between 3 experience of
Thematic services 1998 with 22 | and 16 years. | symptoms in
analysis were Navajo Median age 7 | someone who
using influenced | families with | years. was chronically
NUD*IST by asthmatic 55.2% of the | vulnerable to
software. perceptions | children. children were | breathing
of the Interviews male. problems. The
disease were majority (97%) of
and beliefs | conducted in these asthmatics
about either the reported using
medications | family home bronchodilators,
among or at an office although only
Navajo location at 34% reported
families. Dine College. current use of

antiinflamatory
medications.
Although
controller
medications were
distinguished
from rescue
medications, they
were thought to
have the same
effect on the

172




lungs. Many
families were
concerned about
becoming
dependent on the
medicines and
attempted to
“‘wean” the
asthmatic from
the drugs. A
large proportion
(80%) of children
had assumed
responsibility for
their own
medication
taking. Parents
often referred to
previous attacks
requiring
treatment in the
emergency
department when
deciding whether
to initiate
medication or
seek medical
attention, often
resultingin a
delay of
treatment.
Nebulized
treatments
delivered in the
emergency
department were
perceived to be
the strongest
therapy available.
As a result, visits
to the emergency
department were
common (79%),
as were hospital
admissions
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(57%).

Klok et
al."s

Qualitative
study — face-
to-face, semi-
structured,
in-depth
interviews
lasting
approximatel
y 1 hour.
Grounded
theory
methodology.
Data analysis
using
standard
methodology
for qualitative
studies.

Zwolle,
The
Netherla
nds

Explore

factors that

contribute
to
persistent
non-

adherence

to inhaled

corticostero

ids in
children
ranging

between 2

and 12
years of
age
receiving

comprehen
sive asthma

care, with

adherence

assessed

objectively.

Interviews in
homes of
parents.
Middle-class
Caucasian
population of
parents.

N = Twenty
children’s
parents
(mean age
5.9 years)
were
interviewed.
Children
were
diagnosed
with asthma
by a
paediatrician
and using
ICS.

Distinctive
patterns of
modifiable
barriers to
adherence
emerged,
including a novel
finding of parents
misjudging their
child’s ability to
manage the daily
use of medication
by him/herself.
Persistent non-
adherence
appeared to be
caused by a
number of
maintaining
factors. Most
noticeable factors
were
unawareness of
non-adherence
by both parents
and healthcare
providers, a lack
of parental drive
to achieve high
adherence and
ineffective
parental problem-
solving
behaviour. All of
the parents
reported that they
had been
recommended to
provide daily ICS
to their child.
Even though
some parents
reduced the
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dose, all
expressed the
intention to use
ICS regularly in
order to achieve
good asthma
control in their
child.

Englund
etal.105

Unstructured
face-to-face
interviews
using broad
open-ended
questions 30-
60 minutes in
duration.
Data analysis
using a
phenomenolo
gical-
hermeneutic
approach,
interpretation
of narratives
and into
themes.

Sweden

To describe
what it
means to
be parents
of a child
with
asthma.

Mothers and
fathers were
interviewed.
3 of the
mothers and
fathers were
married to
each other.
Two of the
mothers and
one of the
fathers were
single
parents. The
remaining
mothers (n =
7)and
fathers (n =
8) were
married or
cohabitants
with people
who did not
participate in
the study.
Twenty lived
in houses in
rural areas,
and four lived
in blocks of
flatsin a
municipality.
One single
mother and
one father
were

N=12
mothers and
12 fathers of
children aged
6 to 16 years
of aged with
documented
moderate or
severe
asthma.

Results revealed
that parents were
living a strenuous
life and their
actions involved
both protecting
and liberating.
Parents also
reported feelings
of sadness and
acceptance. In
most cases,
mothers acted in
a protecting
manner and
expressed
feelings of
sadness; fathers
actedina
liberating manner
and expressed
feelings of
acceptance.
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unemployed.
The other
parents were
professionals
, with varying
work
schedules.
17 interviews
were
completed in
family homes
and 7
elsewhere
based on
parents
wishes.
Mansou | Parents were | United The Parents or Parents or The most
ret recruited States purpose of | legal guardians of | frequent types of
al.' from 4 this study guardians a child with barriers identified
schools was to were physician by parents were
located in identify recruited diagnosed patient or family
low-income, barriers to | from 4 public | asthma characteristics
urban areas the elementary between 5 (43%), followed
with high treatment of | schools and 12 years. | by environmental
rates of asthma located in Children had | (28%),
asthma among inner-city All | experienced | healthcare
hospitalisatio urban, parents asthma providers (18%)
nss. Focus minority described symptoms in | and healthcare
groups childrenas | their racial the last 24 system (11%).
involving perceived background | months, were | Parents were
parents of by parents. | as black. non-white specifically
children 5 to Parents’ with no other | concerned about
12 years old average age | chronic the use, safety
with asthma was 36.8 medical and long-term
were years, 92% illnesses. complications of
conducted were medications, the
using a females, 7% impact of
standardized were non- limitation of
questionnaire married, and exercise on their
. Data was 38% had less child’s quality of
analyzed to than a high life, and their own
extract school quality of life.
common education.
themes using Forty-five
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SPSS. percent of

children had

intermittent or

mild asthma

and 55% had

moderate to

severe

asthma.

Riera et | Using a New To explore | Data was N =20 LEP caregivers
al.1%6 grounded Haven, | the collected limited encountered

theory Connecti | caregivers’ | from English significant
approach, cut. perceptions | September proficiency asthma burdens
semi- United | and 2011 to May | (LEP) Latino | related to
structured, States experience | 2012. 31% asthma emotional stress,
one-to-one, s with of population | healthcaregiv | observed
in-depth asthma Hispanic or | ers providing | physical
Spanish- health Latino. 2012 | regular changes, and
language communica | 5-year asthma care | communication
interviews tion. average for children 2 | barriers.
and a follow median to 12 years Language-
up focus household old. discordant
group. income was communication
lterative data $38,482 and the use of ad
analysis and compared to hoc interpreters
the constant $69,519 in were common.
comparative Connecticut This finding is
method. as awhole. complex, and
Concepts Latino was influenced
grouped into asthma by perceptions of
themes. healthcaregiv interpreter

ers with LEP, availability,

mothers, delays in care,

grandmother feelings of

s, father and mistrust toward

an aunt from others, and

Puerto Rico, individual

Colombia, emotional

Mexico, responses.

Dominician Language-

Republic, concordant

Ecuador and education and

Cuba. suitable action

Interviews plans were

took place at valued and
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either a local
nonprofit
Latino
advocacy
organization
or the
caregiver’s
home. Mean
age of child
with asthma
was 7 years.

desired.

Rose
and

Garwick
137

Family
caregivers
were
interviewed
in their own
homes.
Semi-
structured,
face-to-face,
in-depth
interviews
lasting 90
minutes.
Data
analyzed
using content
analysis
strategies.

Minneap
olis USA

To identify
barriers to
effective
manageme
nt of
childhood
asthma as
perceived
by urban
American
Indian
family
caregivers.

14 mothers, 1
auntand 1
grandmother
aged
between 21
and 44 years.
Educational
level ranged
from junior
high school
to vocational
or technical
college
education.
The majority
of the
children (n =
12) lived in a
single-parent
or aunt or
grandparent-
headed
household; 4
lived in a two-
parent
household.
Family
household
size ranged
from 2-7
members and
the family
income

n=16
American
Indian adult
family
caregiver
(over age 16
years) who
had the
primary
responsibility
for managing
the care of a
child (aged 3-
12 years)
with a
chronic
illness
(asthma).

Five categories
of barriers were
identified:
provider
(individual and
system),
condition-related,
family caregiver,
socioeconomic,
and
environmental
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ranged from

less than

$10,000 to

$29,999 per

year. Nine

children were

male and

seven were

female aged

between 3

and 12 years.

Age at

diagnosis

ranged from

6 months to 9

years and all

had lived with

asthma for at

least 1 year

Garro et | Seven Focus | Providen | To identify | Seven focus | 38 caregivers | Caregiver
al.109 groups ce, the groups with | of children 1- | expectations

lasting 60-90 | Rhode | expectation | 38 6 years old during the
minutes. Island s that participants | diagnosed asthma
Open-ended | USA caregivers | were with asthma | diagnostic
core topics have during | conducted by a clinician | process included:
were used in the between in the 1. Provision of a
the first half diagnostic | February and | preceding 12 | diagnostic
of each FG process August of months. strategy 2.
session, and and to 2010. Acknowledgment
more focused provide Caregivers of caregiver
core topics guidance to | were advocacy 3.
were used in clinicians recruited Addressing
the latter half onhowto | fromasthma caregiver’s
of each incorporate | education beliefs about
session. these classes held treatment with
Thematic expectation | in the asthma
analysis sin community medications
using NVivo caregiver and from an before a
8.0. education. | ED ofan diagnosis was

urban tertiary
care hospital.
Population
49% white,
36% Latino,

confirmed, and 4.
Discussing
asthma specialist
involvement in
the diagnosis.
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and 15% Higher perceived
African severity of a
American. child’s illness
Forty percent made caregiver
of the expectations
families are more difficult to
below the meet.
federal
poverty line.
Newbou | Face-to-face, | South To examine | 38 mothers. | N =43 Parents
d et semi- East the 40 self- parents of expressed
al.1Z7 structured England | experience | identified as | young people | concern
interviews s and from awhite | aged regarding the
using open concerns of | ethnic group. | between 8-12 | awareness and
questions parents 37 owned years with levels of support
were regarding their own asthma. available to their
conducted the homes. sons/daughters,
with parents manageme | Contrasting in particular ifa
in their own nt of areas in crisis should
homes. medication | South East develop. In order
Interviews forasthma | England. to ensure optimal
took on whilst at care, there is a
average 28 school. need for the
minutes. development of
Qualitative protocols tailored
analytical to the needs of
procedures young people
were used with different
and the conditions.
identification These should
of themes. preferably be
NUD*IST devised in
was used to partnership
assist with between the
data young person,
management their parents and
the school to
ensure that the
flexibility and
support required
for optimal
management are
offered.
Peterso | One-on-one, | USA Parental Interviews n=18 Eight main
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n- face-to-face, experience | took place in | mothers of themes within the

Sweene | semi- s with their | the children and | domain of

y etal37 | structured children participant's | adolescents | asthma
qualitative with homes. aged 2-18 management and
interviews asthma, Diverse racial | years with medication use
using open specifically | and diagnosed were identified.
ended their socioeconomi | asthma. “| know my child”,
questions. beliefs, c “trial and error”,
Interviews knowledge, | backgrounds “partnership”,
were in-depth and and “need for
and lasted attitudes represented education”,
between 1 about the spectrum “negotiating
and 1.5 asthma of illness responsibility”,
hours. Data manageme | severity. ‘hassles with
were nt, including medication
analyzed by medication administration”,
clustering use. “preferences”,
and and “the benefits
identifying outweigh the
themes. risks of side

effects”.

Peeler | Descriptive Queens| | Experience | Data was n=12 Mothers feared

etal.’®3 | phenomenolo | and, s of parents | collected mothers of for their child's
gical Australia | whohada | overa 12 children aged | life. Being
approach. child month period. | between two | unable to control
One-to-one admitted to | Interviews to six months | the situation they
semi hospital for | conducted at | when were left feeling
structured severe their home diagnosed. fearful,
interviews bronchiolitis | following the bewildered,
lasting up to requiring child's useless and
one hour. In- oxygen discharge. helpless,
depth therapy. Caucasian questioning their
discussion parents, one mothering skills
with open- single and because they
ended half had more were unable to
questions. than one perform their
Data analysis child. This usual caring role.
guided by was their first
Colaizzi's experience of
seven-step having a child
approach - admitted to
statements hospital with
extracted, an illness.
formulated Six children
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meanings, admitted to
grouped intensive
meanings, care, with
developed remainder
themes. cared for in
high
dependency
unit - most
spent less
than 48 hours
in these
units.
Watson | Semi- Nova Toidentify | DuringMay | n=17 The study yielded
etal.’® | structured Scotia, | asthma- and June Mi’kmagq 4 key findings: 1)
interviews Canada | related 201117 English asthma triggers
lasting support Mi'’kmagq speaking included
approximatel needsand | (Aboriginal) | caregivers of | household mold,
y 1 hour. All intervention | families in 21 youths indoor smoking,
participants preferences | Cape Breton, | aged 8to 12 | pets, season
were then Novia Scotia. | years with change,
invited to a 2- Low socio- caregiver strenuous
day asthma economic reported exercise,
camp held in status group. | asthma or extreme cold,
July 2011. 1 spirometry and humidity 2)
sharing circle diagnosis of | social and
and 1 focus asthma and | educational
group with 17 the use of support is lacking
caregivers any asthma | in Mi’kmaq
both lasting medication in | communities
approximatel the last year. | despite a strong
y 1 hour. desire for these
Open-ended services 3)
questions cultural, linguistic
were used. and geographic
Data barriers to
analyzed accessing
using support exist;
thematic and 4) family
analysis. members are
primary support
resources.
Croslan | In-depth Inner To explore | Socio- N= 32 All parents were
d et semi- city parents’ economically | parents of aware of some of
al. 101 structured Newcast | perceptions | disadvantage | children with | the risks their
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qualitative
interviews
were carried
out as part of
a larger study
evaluating
the impact on
families of a
pilot
intervention
to eradicate
dust mite
load in the
homes of
children aged
4 to 16 years
with asthma.
Interviews
were
audiotaped,
transcribed
verbatim and
analysed
using
thematic
analysis.

le
England.

of
environmen
tal
household
risks to
their child’s
asthma and
to identify
the
strategies
they adopt
in relation
to these
perceived
risks.

d urban
community in
North East of
England. A
total of 30
interviews
were carried
out with
parents three
months after
they had the
intervention
installed (one
parent had
two children
enrolled in
the study). All
of the parents
lived in the
same inner
city area of
Newcastle. In
some
families, one
parent was
present at
interview (22
mothers and
two fathers),
while in the
remaining six
interviews
both parents
were present
and
contributed.

asthma aged
4 t0 16 years
and living in
a socio-
economically
disadvantage
d urban
community in
the North
East of
England.

children faced at
home. Some
appeared to
know more than
others and
coping styles
varied. A
typology of three
groups of parents
was identified:
those who
actively seek
advice and adopt
clear
preventative
strategies
(preventers);
those who
minimise the
risks and only
react when things
go wrong
(reactors); and
those who
engage in
compensatory
activities in an
attempt to trade-
off between
harms and
benefits
(compensators).
The unifying
themes
underpinning
these different
styles are that all
parents are
motivated to
maintain normal
family life but that
they adopt
different
strategies to
achieve this.
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Gibson- | Focus group | Detroit | Toidentify | 14 caregivers | N =14 Caregivers
Scipio | session using | USA the asthma | — 8 mothers, | caregivers of | identified goals
and open-ended manageme | 3 fathers,2 | urban African | that related to
Krouse. | questions in nt goals, Auntsand 1 | American supporting their
110 a private beliefs and | Grandparent. | adolescents | teens’ progress
room ata concerns of | 8 African aged 14-18 | toward
local primarily American4 | years with independent
restaurant/ga African Caucasian asthma asthma self-
ming centre. American and 2 Other. | diagnosed by | management.
90 minutes in urban 1 Married, 6 | a healthcare | They described
duration. caregivers | Single, 2 provider such | significant
Data analysis of teens Divorced,2 | asa concerns related
to identify with Separated, 3 | physician, to the teens’
themes. asthma. living with physician ability to
partner. 8 assistantor | implement
income of nurse asthma self-
less than practitioner. | management,
$40,000 per especially in
year and 6 on school settings.
more than Caregivers also
$40,000 per revealed beliefs
year. that represented
knowledge
deficits related to
asthma
medications and
factors that
improved or
worsened
asthma. Most
caregivers
identified grave
concerns about
school policies
regarding asthma
medication
administration
and the lack of
knowledge and
support provided
by teachers and
staff for their
teen.
Santati | In-depth Thailand | What Interviews N =10 Participants in
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etal.”3 | interviews asthma took place at | parents of 11 | this study

using open- means to the asthma children with | experienced six
ended Thai clinic at the asthma phases from the
questions parents, hospital (diagnosed beginning of
lasting 1 to how parents used | by a symptom
1.5 hours. asthma for treatment. | physician) presentation until
Follow-up symptoms | All parents aged 5to 14 | they found their
interviews impacton | were years. own way to take
conducted by each mothers. control over
telephone. family’s life | They had asthma attack.
Field notes and how experience in These six phases
were kept parents asthma were searching
throughout come to attack out, seeking help,
data manage management trying out and
collection asthma for more than making change,
process. attack 1 year. dealing with
Data analysis prevention | Parents’ ages change, never
by using the properly. ranged from giving up, and
constant 37 to 50 finding ways to
comparative years. take control.
method of Education These findings
grounded levels ranged are useful for
theory. from 1110 15 nurses who seek

years. to understand

Children parents’

were experiences in

between 1 taking care of

and 6 years asthmatic

of age when children, in order

diagnosed to develop

with asthma strategies and to

with the plan interventions

length of time that are suitable

since to help Thai

diagnosis families who

ranging from have children

4 1o 8 years. with asthma

Children had improve the

mild quality of their

intermittent, asthma care.

moderate

and severe

asthma.

Samuel | Semi- Philadel | The goal of | Parents of N =31 Participants

185




s-Kalow | structured, phia, this study paediatric parents of across literacy
etal.® | open-ended, | USA was to patients paediatric groups and
in-depth characteriz | recruited patients settings identified
qualitative e parent from a (child aged multiple
interview perceptions | neighboring | 11 orunder) | actionable areas
study in ED. of needs tertiary care | being treated | for improvement
Grounded and paediatric ED | for asthmain | inthe ED
theory preferences | with an the ED with | discharge
approach. regarding annual planned process. These
Data analysis the ED volume of discharge included the use
using discharge | over 90,000 | home. of simplified/lay
thematic process by | patients. 31 | Parents of language,
analysis. health paediatric children with | increased visual
literacy and | parents, 48% | complex learning and
identify were limited | healthcare demonstration,
ideas for literacy, 85% | needs were | and the desire for
process were black or | excluded. complete
improveme | African information.
nt. American Individuals with
and 81% had limited literacy
public may particularly
insurance. benefit from
39% increased
completed attention to
high school, consistency.
45%
completed
some colllege
and 16%
completed
college or
higher
degree.
MacDon | Ethnographic | Canada | To describe | Mothers N=5 The overall
ald.'2 | study. the ranging in mothers were | theme that
Participant meaning age from 26- | interviewed | emerged from
observation childhood 42 years. on two the data was that
and face-to- asthma had separate of “Mastering
face in-depth to mothers occasions Uncertainty”.
interviews. of afflicted and 3 The mothers
Five mothers children in mothers were | expressed their
were order to interviewed | experiences with
interviewed assist once for a mastering
on two healthcare total of 13 uncertainty in
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separate
occasions
and three
mothers were
interviewed
once in their
own homes.
Data analysis
to identify
themes.

professiona
Isin
providing a
more
holistic
approach to
care.

interviews.
Mothers
ranged in
age from 26-
42 years and
had a child
with asthma
aged
between 3

and 10 years.

terms of self by
describing
“Internal Self’
and “Actions”
during a
“Passage of
Time”. The
theme of
uncertainty that
emerged from
the data is not
unique to
mothers of
children with
asthma. Chronic
uncertainty has
been found to be
one of the
greatest
stressors of
mothers of
children
diagnosed with a
life-threatening

disease.

Rydstro | Face-to-face, | Sweden | The aimof | Swedish N=17 The core

m et 30-60 minute this study is | speaking Swedish category that

al.18 duration In- to illuminate | mothers. speaking developed was
depth what Mothers mothers of a | being governed
interviews, happens to | selected by | child aged by disease-
most family an allergy between 6 engendered
conducted in relationship | nurseina and 16 years | uncertainty. The
homes of swhena hospitalina | who had category
informants. child in the | medium- documented | mothers’
Qualitative family has | sized town in | moderate or | availability was
research asthma, as | southwest severe seen in two
design experience | Sweden. asthma. dimensions. The
inspired by d by Three of the first dimension,
grounded mothers, by | mothers were mothers’ being
theory. Data identifying | single available for the
analysis by what parents, and child with
constant influences | fourteen lived asthma, created
comparison and with the two
method. characteriz | biological subcategories: 1.
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es the father. In Control and 2.
family three families Tight bonds. The
relations. the child with second
asthma was dimension,
the only child. mothers’ being
The other less available for
families other family
(n=14) had 2 members, also
or 3 children, created two
including the subcateogries: 3.
child with Being forsaken
asthma. and 4. Lack of
understanding.
Ungar | Semi- Canada | Toexplore | Low-income |N=17(13 Because asthma
etal.'! | structured, how (household mothers and | management
face-to-face, purchasing | incomeless | 4 fathers) of | was a high
in-depth children’s than U.S children aged | priority, foregone
interviews. asthma $45,000 per | 1to 18 years | expenditures
Thematic medications | annum) and | with clinically | included paying
analysis. influence no drug plan. | diagnosed for other family
houshold Interviews asthma, use | members’ health
purchasing | conducted of asthma needs, essentials
behavior, between medications | (clothing, food,
standard of | June 2002 in the last better housing)
living, and | and February | year, and
perceived | 2003. Half of | household nonessentials
quality of the sample income less | (recreation,
life in low- | were than US vacations) and
income immigrants to | $45,000 per | long-term
families Canada and | annum and investments such
without originated no drug plan. | as their child’s
medication | from Europe, future education
insurance. | Carribean/W and their
est Indie and retirement.
Asia. Respondents
Reasonably believed quality
well of life was
educated, negatively
30% were at affected.
or below
poverty line.
13 mothers, 4
fathers
participated
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in interviews.

Trollvik
and

Severin
sson. 40

In-depth,
semi-
structured
interviews
lasting 1-1.5
hrs in parents
homes and at
the hospital.
Phenomenol
ogical
content
analysis.
Coded into
themes and
subthemes.

Norway

To describe
nine
parents’
everyday
experience
s of living
with a child
suffering
from
asthma. To
illuminate
the parents’
experience
s of
encounters
with
healthcare
professiona
ls.

Nine parents
of five
children with
moderate to
severe
asthma in the
2-6 year age
group. Four
couples and
one single
parent.
Parents had
different
backgrounds
and were
strategically
selected:
short/long
time since
participating
in Asthma
Education
Program,
rural/non-
rural area,
other children
(siblings) with
or without
asthma, and
different
occupational
backgrounds.

n =9 parents
of five
children with
moderate to
severe
asthma in the
2-6 year age
group.

Four main
themes emerged:
feelings of
uncertainty,
helplessness and
guilt; the need for
support and help
from healthcare
professionals;
adaptation to
everyday life; and
the development
of coping
strategies. In
addition, two
subthemes:
trying out and
seeking
information,
eerged. Trying
out was found to
be an important
strategy for
parents in
managing the
illness. In
encounters with
healthcare
professionals,
parents felt that
they were not
respected and
that their
competence was
questioned. In
conclusion, this
study
emphasizes the
importance of a
mutual dialogue
between
healthcare
professionals and
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parents to enable
the parents to

develop the
competence
necessary to
care for their
child.
Shaw Grounded USA Toidentify | 13 N=13 Four categories
and, theory. predominan | parents/guar | parents/guar | were identified as
Oneal 5! | Qualitative. t categories | dians (10 dians (10 factors affecting
Face-to-face involved in | families) of families) who | the process of
interviews in the process | 10 children. | had a child living on the edge
participants’ leading up | Family with asthma | of athma.
homes. toa income (aged 0-18 Predominant
Interviews hospitalisati | ranged from | years). categories
lasted ons and/or | less than included
approximatel an ED visit, | $20,000 per balancing, losing
y 60 minutes. categories | yearto control, seeking
Thematic arising greater than control, and
analysis. during the | $60,000 per transforming.
hospital year (mean Categories depict
experience, | income of how family
aswellas | $36,000 per members take
those year). Parent various actions
occurring eduction that lead to
postdischar | ranged from outcomes
ge of general dependent upon
children (0- | education the contextual
18 years) diplomatoa variables and the
who had 4-year uniqueness
recently college within each
experience | degree. Two family. There is
danacute | parents held no order to the
asthma general four categories
attack education as they are all
requiring diplomas, two continuous and
hospitalisati | had overlap and
ons or an graduated intertwine
ED from high throughtout this
observation | school, six process.
had some Depending upon
college how families
education viewed asthma,
and three they either strive
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had obtained
bachelor of
arts degrees.

to control the
chronic disease,
or they view
asthma as an
acute event only,
with the
perception that
control cannot be
obtained.

van
Dellen
etal.!43

Qualitative,
focus group
interviews
taking about
2 hours.
Semi-
structured
interview
procedure
and field
notes were
taken.
Thematic
analysis.

Amsterd
am, The
Netherla
nds

To explore
and
compare
explanatory
modes in
aetiology of
the
condition,
onset of
symptoms,
course of
illness and
treatment of
mothers
from
Moroccan,
Turkish,
Surinamese
and Dutch
background
s. Togain
an insight
into the
groups’
beliefs
about
causes,
consequen
ces,
symptoms
and the
self-
manageme
nt of
asthma.

Dutch,
Turkish,
Surinamese,
Moroccan
mothers.
Household
incomes and
socioeconomi
¢ status of
the three
migrant
groups are
lower than
that of the
ethnic Dutch
population.
Educational
level of most
of the
mothers was
low: 43% had
never
attended
school or had
primary
education
only.

N=28
mothers of
32 children
aged 7-7
years
diagnosed
with asthma
by a
paediatrician.
Mothers were
Dutch,
Turkish,
Surinamese
and
Moroccan.

Study findings
show that
mothers,
regardless of
ethnicity and age,
have their own
explanatory
models. Overall,
there is a great
deal of
uncertainty
related to the
causes,
consequences,
problems, and
symptos of
asthma and its
treatment. It also
seems that many
concerns and
feelings of
discofort are the
result of lack of
knowledge. For
instance, the fact
that asthma is
not seen as a
chronic disease
requiring daily
intake of an
inhaled
corticosteroid,
but rather as an
acute
phenomenon

191




triggered by
various factors,
may be very
relevant for
clinical practice.
This particular
belief might
suggest an
explanation for
non-adherent
behaviour. A
thorough
understanding of
the mothers’
beliefs regarding
the iliness and its
treatment is an
important aspect
in the
management of
asthma. Gaining
an understanding
of these beliefs
will provide a
foundation for a
solid clinician-
patient/family
partnership in
asthma care.

Valerio
et al.142

Qualitative,

focus groups.

Semi-
structured
questions.
Thematic
analysis
using Nudist
5.

Michiga
n USA

Parental
caregiver
perspective
son
barriers to
asthma
care in the
Medicaid
system.

Four focus
groups held
between
December
2001 and
January
2002. 35
women and 1
man age
range of 25-
35 years.
Majority of
participants
were African
American

N =36
parental
caregivers of
children 6-16
years with a
diagnosis of
asthma
currently or
previously
enrolled in
the Michigan
Medicaid
Health
Management
System.

Major themes
identified
included
caregiver
emotions,
caregiver/patient
knowledge,
environmental
issues,
school/daycare
support,

Medicaid health-
care system
issues, the fole of
medical providers
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(64%) and Parents of and emerging
31% were children with | adolescence.
married. additional Parents
Annual chronic demonstrated
income range | medical asthma
of <$10,000 | conditions awareness but
with only five | such as were not
participants | diabetes, confident in their
with income | sickle-cell role as the child’s
>$30,000/yr. | anemia, or | disease
Median level | lung-related | manager. A
of education | conditions specific gap was
for were seen in the
participants | excluded caregiver’s level
was 13 from the of self-efficacy to
years. study. control exposure
Children had to asthma
a median age triggers, monitor
of 10 years. the child’s
symptoms, and
modify
medications
based on asthma
symptoms.
Walker.! | Exploratory | Texas, | Toexplore | Four N=8 Major themes
a7 qualitative USA minority caregivers of | caregivers (4 | and subthemes
study. Face- caregivers’ | male children | African were identified
to-face, perceptions | (two were American with content
audio-taped, of their African and 4 Latina) | analysis. Sons
semi- children’s American of children were reported as
structured emotional and two were | with asthma. | quiet when
interviews. responses | Latinos)and | 7 mothers experiencing
Data analysis to asthma | four and 1 asthma.
of themes. and to caregivers of | grandmother. | Daughters were
compared | female described as
minority children (two being verbal,
caregivers’ | were African sorried, excited.
perceptions | American A question from
of boys'’ and two were the study was
emotional Latina). whether the
responses | Interviews children’s
to asthma | conducted in responses were
with homes, related to
minority expect for caregivers’ (a)
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caregivers’ | one interview actions, (b)
perceptions | that took responses to
of girls’ placeina asthma, and/or
emotional | café. (c) racelethnicity.
responses | Interviews
for asthma. | took place
between July
27,2011 and
January 6,
2012. Mean
age of
children 9.75
years.
Yinusa- | Face-to-face, | Boston, | Social African N=19 Parents identified
Nyahko | semi- Massac | forces American economically | four adaptive
on et structured husetts | underlying | parents—18 | diverse routines they use
al.’s interviews USA ecological | mothers, 1 African to manage their
took place in barriers and | father. American children’s
parents what Mothers were | parents of asthma: 1. Give
homes or at African married and | children aged | young children
their American had atleasta | 5-12 years, | with asthma
children’s parents high school diagnosed responsibility for
healthcare living in the | education. with medication use;
site. Follow- inner city Over half of | persistent 2. Monitor the
up interviews do to the asthma. 11 | availability of the
were manage participants | parents school nurse; 3.
conducted 1 their lived above participated | Manage air
year later. children’s poverty level. | ina follow-up | quality; and 4.
Data asthma Study was interview 1 Frequently clean
analyzed amidst conducted year later. the home. These
using these over 2 years routines are
constant challenges. | excluding described as
comparision summer adaptive because
analysis months when parents navigate
following a asthma flares ecological
grounded are least barriers and
theory common. social forces
approach. within their daily
context to
manage their
children’s
asthma.
Bellin et | Focus groups | USA To examine | Low income- | N=13 Five themes
al.%0 (face-to-face) how low- caregivers of | caregivers of | emerged in the
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lasting income, children aged | African analysis:

approximatel inner-city 7-12 years. | American intensive

y 90 minutes. parents Mean age children aged | caregiving role,

Data experience | 33.9 years, 7-12 years complex and

analysed asthma 92.3% were | with asthma. | shared asthma

using caregiving. | the biological | 12 mothers | management

thematic mother, and 1 father | responsibility,

analysis. 84.6% were | mean age parental beliefs
single, 69.2% | 33.9 years. and structural
impoverished barriers to
(annual guideline-based
household care, lack of
income less control over
than or equal environmental
to $30,000). triggers, and
Children parent advocacy
mean age 7.8 to improve child
years were asthma care and
African outcomes.
American, Caregivers
92.3% managing a child
enrolled in with high-risk
Medicaid and asthmain the
averaged 1.3 context of
ED visits over poverty indicate
the prior 3 the need for
months, ongoing asthma
61.5% education,
resided in increased
homes with sensitivity to the
atleast one complexity of
smoker and home asthma
nearly all management,
84.6% and family-
experienced centered
activity interventions that
limitation due enhance
to asthma. communication
Focus groups and collaboration
conducted between
between July caregivers and
and October providers.
2015.

Wales | Face-to-face | Sydney, | To major Interviews N =7 parents | The parents were
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etal.6 | interviews, Australia | aim of this | conducted at | of children very frank about
open ended study was | outpatient aged 6-12 the issues they
questions. toexplore | clinicata years with felt supported or
Interviews the transfer | tertiary asthma. hindered their
lasted 1-2 of children’s child’s ability to
hours. Data responsibilit | hospital. adhere to
analysed y for care, treatment. There
using a the issues was little
thematic that arise astonishment
approach. from shifts around the
in control of issues that were
manageme identified and are
ntand how well documented
this impacts in the literature.
on These included
adherence the nature of the
to illness, how
treatments, visible the
by disease was to
exploring others, the
the ideas demands
and beliefs treatment placed
of parents on the family and
and school- child, the
aged difficulties
children associated with
with chronic judging the
illness. child’s ability to
assume
treatment
responsibilities,
family functioning
and their need for
support,
understanding of
the illness or
health beliefs
about treatment,
and the quality of
their relationships
with healthcare
professionals.
Williams | Qualitative Scotland | To explore | Recruitment | N =38 The lower level of
etal.’® | study using the reasons | through six parents of activity among
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in-depth
interviews.
Interviews
lasted
approximatel
y 1.5 hours.
Constant
comparison
analysis
using NVivo.

for low
physical
activity
levels
among
children

with asthma

and to
identify
strategies

to improve

activity.

GP practices
anda
paediatric
respiratory
unitin
Tayside,
Scotland.
Interviews
took place in
the family
home.

children aged
6-14 years
with
moderate to
severe
asthma were
interviewed.
Two parents
participated
in eight
interviews,
while 22
interviews
involved one
parent
(typically
mothers).

children with
asthma was
supported by a
climate of fear
among parents
and teachers
about what was
safe and possible
for the child.
Restrictions were
imposed because
of perceived
dangers of
exercising in the
presence of
‘triggers’.
Physical activity
was regarded as
a threat to be
managed rather
than something
beneficial.
Teachers found it
difficult to
distinguish
between children
who were
physically
incapable of
exercise due to
asthma and
those who were
unmotivated.
GPs were
unknowingly
drawn into the
controversy by
children and
parents who cite
medical advice to
sanction
exemption from
exercise.

Callery

Qualitative

Urban

To gain

Recruitment

25 carers of

Carers reported
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etal3® | studyusing | areasof | insightsinto | via a hospital | young people | assessing
open-ended | Greater | the beliefs | and two aged nineto | asthma
conversation | Manche | ofagroup | primary care | sixteenyears | symptoms
al style ster UK | of 25 young | practices. old with through observed
interviews. people Interviews in | asthma. effects on the
Carers were aged nine | family home. | Carers were | child and other
interviewed to sixteen Generally usually the family members,
separately to years old deprived mother but including
children. and their urban areas | included emotions and
Thematic carers of Greater fathers and behaviours that
analysis about Manchester. | grandparents | disrupted family
using asthma and . The young | life. Carers'
NUDIST. its people had assessment of
manageme been asthma severity
nt. diagnosed through the
with asthma | absence of acute
for at least attacks is
one year in consistent with
an urban and | managing
generally asthma as
deprived intermittent acute
community. | episodes.
Most had
moderate
asthma.
Cashin | Phenomenol | Canada | Lived Recruited n =8 fathers | Five themes
etal.% | ogical study. experience | from with children | were identified:
Open-ended of fathers outpatient aged feeling relief in
interviews who have asthma between 7 knowing the
lasting 50- children serviceata | and 11 years | diagnosis,
100 minutes. with asthma | local hospital. | who had learning the
Thematic Anglophone | been ropes, being
analysis of Caucasians | diagnosed vigilant, living
narrative text. of Western with asthma. | with concern, and
European They were being
descent. first comfortable with
Fathers aged | diagnosed asthma and
from 39-46 with asthma | management.
years all when they
married and | were
living with between 2.5
their wife. years and 8
Four held years old. At
university the time of
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degrees and | the
four had interviews,
completed at | the children
least 6 had been
months of diagnosed for
post- a period of 2
secondary to 6 years.
education.
Three fathers
were
employed in
the
professional
sector, three
were in the
non-
professional
sector, and
two were
unemployed.
Kealoha | Descriptive Hawaii | The Native N=10 Nurses are in a
M7 qualitative purpose of | Hawaiian Parents strategic position
approach. this study is | parents. The | (father or to alleviate
Four focus to explore | focus groups | mother) of Native Hawaiian
groups. contempora | were held in | Native parents’
Open-ended ry Native two locations | Hawaiian experience of
questions. Hawaiian closetothe | ancestry. uncertainty
Directed parents’ participants’ | Parents were | regarding asthma
content perspective | community of | over 18 years | care. Nurses will
analysis and residence of age witha | find the
using NVivo. experience | between child aged application of the
of caring for | November from birth to | UIT (Uncertainty
their 2011 and 18 years of | in lliness Theory)
children January age with constructive
with asthma | 2012. Three | parent when working
in the focus groups | reported with Native
contextof | were heldin | asthma for Hawaiian parents
uncertainty | Windward more than because their
O‘ahu and one year unique
one focus duration. perspectives and
group was experiences can
conducted in be better
Honolulu. assessed and

understood. As
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nurses become
more
knowledgeable
about indigenous
viewpoints
including cultural
values and
preferences, they
will be able to
assist Native
Hawaiian parents
in a familiar and
acceptable
manner. Future
implications for
research, nursing
practice, and
policy have been

provided.
Reece | Cross- Northea | Toexplore | SE Asian N=12SE Families
etal.’¥ | sectional st United | how SE families living | Asian predominantly
qualitative States Asian in the United | parents ofa | followed current
study. families States foran | child aged 2- | asthma practice
Individual 30 view average of 10 years with | guidelines.
minute childhood 17.5 years. a diagnosis Families
exploratory asthma. Ten families | of asthma, described the
interviews. spoke Khmer | plus the severity and
Template or both answer of impact of asthma
analytic Khmer and “yes” to at as intense. They
technique English, one | least four identified barriers
was used to spoke symptoms to care as
analyze the Laotianand | consistent difficulty getting
data. Englishand | with an appointments
one spoke asthma and unavailable
English. diagnosis. providers and
Interviews noted the need
took place in for education and
a clinic room frequent
in healthcare visits
participant’s as facilitators to
preferred care. Nurses are
language encouraged to
(Khmer or ask families in
English). their care how
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they explain their
children’s
asthma, thus
facilitating more
culturally
competent care
and increased
ability to meet the
family’s needs.

Raymon

d et
a|.134

Face to face
semi-
structured
qualitative
interviews.
Open-ended
questions.
Thematic
content
analysis.

llinois
USA

To Interviews
determine | were held in
which daily | a laboratory
routines setting (a
caregivers | research
found most | home
helpful in adjacenttoa
managing | university).
their child’s | 94%
asthma and | mothers,
to 3.7% fathers
determine | and 2.3%
whether grandmother
these s. Caregiver
strategies | reported child
were race was
related to 53% non-
children’s Hispanic
asthma White, 31%
severity. African-
American,
0.5% Asian-
American
and 3%
Hispanic,
12.5% other
(typically
mixed
ethnicity).
Thirty percent
of the
mothers
reported
having high
school

Primary
caregivers of
children
between
ages 5 and
12 years with
a diagnosis
of asthma (of
at least 1
year) as
indicated by
physician
notes in
medical
record and
by a
spirometric
test.
Children
were
prescribed
daily asthma
controller
medication
for at least 6
months and
had no other
chronic
medical
conditions.

Six primary
household
strategies were
identified:
Reactive,
Planning ahead,
Social,
Emotional,
Avoiding triggers
and Cleaning. In
general,
strategies offered
by caregivers did
not differ by
socioeconomic
status.
Caregivers who
endorsed
Avoiding Triggers
as effective
strategies had
children with
better lung
functioning.
Caregivers who
endorsed
Planning Ahead
or Emotional
strategies had
children with
better asthma-
related quality of
life. These
household
strategies hold

201




education or promise for
less. reducing
Disease paediatric
severity was asthma
relatively symptoms and
equally improving child
distributed quality of life.
(mild 22%,
mild
persistent
30%,
moderate
persistent
37% and
severe 11%).
Socioeconom
ic status
ranged from
8.0t0 66.0
(Hollingshead
index) —
median
38.58.
Chiang | Face-to-face | Taiwan | The lived Two hospitals | n =16 Six major themes
etal®® | in-depth -2 experience | in northern parents of about the
interviewing | counties | of parents | Taiwan, one | children aged | influencing
in Taipei caring for in Taipei 3-14 years factors of self-
participants’ | County | asthmatic County, with | with management
homes. 1-2 | and childrenin | residents of | physician- were deduced
hours in Taoyuan | two higher SES | diagnosed from the
duration. County | hospitals by | and the other | asthma for at | interview data:
Content qualitative | is located in | least three lack of
analysis. method. Taoyuan months understanding
County, with | without major | and dislike of the
people of organ asthma label,
lower SES. disease or less self-
16 parents (8 | mental perceived
in each area). | disease. severity, lack of
One father understanding
and eleven about asthma
mothers aged medication, lack
between 34 of confidence in
and 41 years environmental
with more controls,,
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than one

financial burden

year's of anti-mite
experience of products, and
caring for an doubt about
asthmatic effectiveness.
child. Ten Three major
had college barriers to self-
educational management
background, behaviors of
and the parents in the
others had a Taoyuan area
high school were inconsistent
educational use of alternative
background. treatments,
overdependence
on medical
service, and lack
of use of peak
flow meter.
Parents with
asthmatic
children living in
the Taoyuan area
had poorer self-
management
behaviors than
those in the
Taipei area, and
SES was one of
the determining
factors. The
health beliefs of
Taoyuan parents
included many
misconceptions.
Freidin | Open-ended, | Two To account | Participants | N =50 In our study, we
and in-depth USA for the homes. primary found the use of
Timmer | qualitative commun | various Ethnically caregivers of | complementary
mans.'0 | interviews. ities reasons and school-age and alternative
7 Interviews that lead economically | children medicine was
averaged 1 caregivers | diverse (ages 6 to related to several
hour. to opt for group. 20 12) factors: mothers’
Analyzed in complemen | Latina, 25 diagnosed experience with
grounded tary and non-Hispanic | with asthma. | biomedical
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theory
tradition
using
ATLAS.ti

Version 5.0.

alternative
asthma
treatments
and the
treatment
patterns
that these
decisions
shape.

White, 2
multi-ethnic
background,
2 African
immigrants
and 1 African
America.
Fifteen of
them were
first-
generation
immigrants.
30 reported
that it was
difficult to
make ends
meet
financially,
one was
homeless at
time of the
study, 2 had
been
homeless in
the recent
past, 3
received
disability
benefits,
several were
in welfare-to-
work
programs,
and most
others who
were working
had working-
class jobs
such as
waitress or
cashier. The
remaining 20
respondents
held or had
held middle-

In 45
families,
mothers
reported that
their children
had mild,
controllable
asthma, but
in 5 families
the children’s
asthma was
life
threatening.
In 49 of the
50 families,
the mother
self-identified
as the
primary
informal
caretaker.

treatments, the
healthcare
provider’s
response to
concerns
expressed about
prescribed
medications,
familiarity with
alternatives to
conventional
treatments and
their use in social
networks of care,
and mothers’
own
understanding of
the efficacy and
safety of these
alternatives.
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class or

professional

jobs, such as

teacher,

nurse or

information

specialist.

Patrick.” | Qualitative Alaska | The Ten N-10 Four major
32 descriptive purpose of | participants | women age | categories of

approach this study is | were 18 and older | meaning
using to describe | interviewed | who spoke emerged from
unstructured the over a two- Englishand | participants'
interviews. experience | month period | were descriptions of
Because of of parenting | of time. All parentinga | the parenting
geographic a child who | were mothers | child with experience.
constraints, has asthma | of children asthma were | These categories
many of the from the who had considered are Caring for ill
interviews perspective | asthma. appropriate | Child, Learning to
took place of the Participants' | informants Manage, Doing
over the mother. ages ranged | for this study. | What It Takes,
telephone. All from 22 to 54 | Their children | and Coming to
interviews years. Their | ranged in Terms with
took place in children's age fromsix | Asthma.
a mutually ages ranged | months to 18
agreeable from 22 years; all had
place to both months to 17 | lived with the
parties or via years. Most | mother since
telephone mothers had | infancy.
depending on one child with | Level of
the asthma severity of
participant’s however, one | asthma
preference. mother had | ranged from
These three children | mild
interviews with asthma | intermittent to
were and two moderate
scheduled for mothers had | persistent,
60 minutes. two children | using the
Thematic with asthma. | Expert Panel
analysis. Level of Report Il

education o f | Guidelines

the mothers | for Managing

ranged from | Asthma (NIH,

high school 1997D).

completion to
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doctorate
degrees.
Occupations
of the
participants
ranged from
“stay at home
moms” to
registered
nurses. Ages
of the
children,
when
diagnosed
with asthma,
ranged from
four months
to fourteen
years. With
the exception
of two
children, all
had co-
existing
conditions,
the most
prevalent
being
allergies and
eczema.

Clark.%®

An
exploratory,
descriptive
study was
conducted

Canada

The goal of
this study
was to
explore and
describe

A
convenience
sample of
parents who
visited one of

N=17
parents,
fifteen
mothers and
two fathers of

Parents’
descriptions of
their experiences
revealed that
their process of

using face-to- the process | two fifteen “Integrating

face of paediatrician | preschool Asthma into Daily
semistructure managing | sinone clinic | children. Life” involved

d tape- the were Parents of three phases:
recorded preschool recruited. preschool Ascribing
interviews. child’s Fifteen children Meaning,

Data were asthma interviews (defined as Learning to
analyzed from the lasted on 1-6 years of | Manage, and
using parent’s average one | age) Incorporating the
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qualitative
data analysis
procedures.
Constant
camparative
data analysis
technique.
The
interviews
took place in
the
participant’s
homes and 3
in the
researcher’s
office. One
interview
took place in
arural
setting,
although
more
participants
came from
rural homes.
The rest of
the homes
were in a
variety of
socioeconom
ic areas in
the urban
setting. Data
were also
collected by
using field
notes
following the
interviews
about
interactions,
or
observations
noted during
the interview

perspective

hour, but
ranged from
30 minutes to
one and one
half hours,
and were
completed
overa 10
month period.
Mothers
ranged in age
from 21 years
to 41 years of
age and
fathers
ranged in age
from 21 to 45
years. There
were five
single
mothers
interviewed,
all others
were two
parent
families, but
most fathers
did not
participate in
the actual
interviews.
Sixty-six
percent of
mothers held
less than a
University
education.
The families
had an
average of
one other
child, with
numbers
ranging from
zero to three.

diagnosed
with asthma
by a
physician.
Parents able
to speak and
read English.
Purposive
sampling was
used to
interview
parents of
children from
the full
spectrum of
severity of
their child’s
asthma.

Disease.
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with the
parents. The
data were
then
transferred
into Nudist
(Qualitative
Solutions &
Research
Pty. Ltd.,
1994), a
qualitative
software
program.

At the time of
interviews,
nine mothers
were
homemakers,
one was
going to
school full
time, three
worked
outside the
home full
time, and two
worked out of
the home
part time.
Sixty-six
percent of
family
incomes
were under
$40,000 per
year. The
asthmatic
child ranged
in age from
one to six
years. The
average age
was 2.9
years. The
children had
been
diagnosed
with asthma
at the age of
3 months to 4
years of age.
Parents had
been
managing a
child with
asthma for an
average of
1.8 years.
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The sample

contained

four children

with mild

asthma, six

with

moderate

and five with

severe.

Fleming | Separate UK To examine | The setting N =20 carers | Children with
106 semi- the was a and 20 asthma and their

structured experience | specialist children carers actively
interviews of asthma | children’s (aged 7 to 11 | construct
(40) with the for children | outpatients’ | years) with meanings about
children and and their clinicin a asthma were | having and
carers in their carers tertiary interviewed, | managing
own homes within their | referral as well as 14 | asthma and
were carried everyday centre for clinic staff. these meanings
out within lives and childhood The are likely to
one month how family | asthma exclusion impact on how
after the decision situated in criteria were: | they self-manage
observed making Central children with | and make
clinic processes | London. The | anew decisions about
appointment. might first four clinic | diagnosis of | asthma care.
All interviews impact on observations | asthma of Carers’
were tape- the and less than a experiences of
recorded. manageme | interviews year; children | looking after
Carer nt of with the who have children with a
interviews childhood childrenand | other long- chronic illness
lasted from asthmaat | carers carried | term also resulted in a
311099 homeand | outin illnesses redefining of their
minutes, with on January to (except identities and
the majority involvement | February eczema and | biographies.
over an hour of families | 2006. The allergic Their perception
long. Data in the age range of | rhinitis); of their children
analysis of hospital the carers children with | as ‘normal’ or
transcribed clinic. was 36 to 52 | food allergy | ‘different’ had an
audiotapes years (mean | as well as impact on social
and 41.6 years). | asthma; interaction within
fieldnotes Two carers children who | the family social
used a had a live a long world and
constant different distance interactions with
comparative racial away (more | others.
approach background, | than two
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within

the rest of the

hours travel

grounded carers were | time).
theory. fromawhite | Nineteen
ATLAS.ti5 background. | mothers and
computer one father
software was took part in
used to the
review and interviews.
code data to There were
aid the eight mothers
identification with asthma
of topic in this study.
categories All had been
and themes. diagnosed
with asthma
by a doctor.
Five mothers
had asthma
since
childhood.
The other
three
mothers had
asthma
diagnosed
within the last
four years
and they did
not take
steroid
inhalers but
took Ventolin
as needed to
relieve
symptoms.
Koenig." | Each family | Californi | This Eight families | Eleven Families coped
2 was a,USA | interpretive | were Latino, | families were | with caregiving
interviewed investigatio | two were recruited by | responsibility,
three times. n examined | African- identifying family stressors,
Interviews how low American Latino and and multiple daily
took place in income and in one African- hassles related to
the family's Latinoand | family the American poverty. Although
home and African- father was children asthma
lasted American African- between 12 | immersed
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between 11/
2and 2
hours. The
intent of the
first interview
was to allow
the parents
to describe
how they
understood
'the problem
of asthma'
before
narratives of
situations
and events
regarding
management
were elicited.
The second
and third
interviews
were
designed as
semi-
structured
interviews
that would
elicit parents’
narratives
about recent
stressful
incidents that
had arisen in
the caring for
and
parenting of
their child
with asthma.
Between the
first and
second
interviews
and the
second and

parents of
children
hospitalized
for asthma
or reactive
airway
disease
understood
and
managed
asthma in
their 12
month to 4
year-old
children
with severe
persistent
asthma.

American
and the
mother
Latina. In
three families
the parents
were married.
In one family
the parents
livedina
common-law
relationship.
Seven
mothers were
single. In
three
families, the
parents lived
with the
maternal
grandmother
of the child
and other
extended
family
members.
Only three
parents were
older than 30.
Ten of the
eleven
families had
been first
time parents
as teenagers.
Six children
were girls
and five were
boys. At the
time of the
first interview,
six children
ranged in age
from 14 to 24
months and

m onths and
4 years of
age who had
been
hospitalized
due to
asthma or
reactive
airway
disease at
Valley
Children's
Hospital in
Fresno,
California in
the months
from
November
1996 to April
1997. The
children had
been
diagnosed
with either
reactive
airway
disease or
asthma for at
least 6
months.
Children
whose illness
management
was
complicated
by other
chronic
illnesses and
[or disability
were
excluded
from the
study. By the
parents'
reports seven

parents and
children in world
defining fear,
parents relied
less on
professional
providers than on
themselves in
making
assessments and
taking steps to
access care.
Four distinct
patterns of self-
agency for
managing
asthma were
found. Parents
with determined
self-agency
managed asthma
with the goal of
selfsufficiency.
Feeling
overwhelmed
when symptoms
flared into crisis,
parents
practicing
discontinuous
self-agency
relinquished care
to professionals.
Parents who
practiced flexible
self-agency
devised varied
strategies to treat
crises and
access care,
while sharing
responsibility with
professionals
whom they did
not fully trust.
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third five children | children were | Two single
interviews, were first mothers
each family between 27 | diagnosed w | practiced self-
agreed to be and 37 ith asthma at | agency disrupted
observed months. With | the age of 2 | by more critical
twice in their the exception | to 3 months. | life concerns.
home. The of one family | Two children | Asthma
process of where the were management
thematic mother and | diagnosed at | was important
analysis father both age7to8 only during, and
proceeded by worked full months, one | immediately
reading each time in at 12 months, | following, crisis.
caseasa institutional | and one at Frightened for
whole, to jobs that 21 months. their child's life
search for brought them during severe
specific benefits but breathing crisis,
themes, and combined parents
in detail, to income of experienced
determine if less than hospital
the theme $25,000 per management as
was year, the additionally
supported on families in traumatizing for
all levels by this study their child. Since
the text. were most felt their
disadvantage daily
d by extreme management
poverty and practices were
by being disrespected and
ethnically misunderstood
diverse. All by crisis care
but one providers,
family relied parents dreaded
on free future
medical care. hospitalisationss
and worked to
avoid emergency
visits.
Palmer. | Ten Pittsburg | The Urban N=10 From the results
130 caregivers hUSA | purpose of | location o f Parent or of this study, the
were this study Pittsburgh. guardian of a | investigator
interviewed, was to The area’s child age 6 to | generated a
some more examine urban 11 years with | grounded theory
than once, family population a diagnosis | of the process of
for a total of perspective | containeda | of asthma becoming a
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15 semi-
structured
interviews.
The length of
the initial
interview was
approximatel
y 40 to 60
minutes and
all initial
interviews
were face-to-
face. Length
of follow-up
interviews
varied
according to
the nature of
the questions
involved and
took an
average of
10t0 20
minutes each
to complete.
Follow-up
interviews
were
conducted by
telephone.
Interviews
took place in
a variety of
comfortable
settings
chosen by
the
participants.
Data analysis
via thematic
analysis.

s and
experience
s of having
a school-
age child
with
asthma.

mix of Black
and White
population
groups. The
sample for
this study
consisted o f
10 caregivers
of mixed
racial
backgrounds.
There were 6
Black and 4
White
caregivers.
All caregivers
were women
and 2 of the
10 were
grandmother
s caring for a
school-age
grandchild.
One family
interview
included a
grandmother
who also
helps to care
for the child
but is not the
primary
caretaker.
Seven of the
caregivers
worked at
least part-
time outside
of the home.
All o fthe
children in
the study
attended
urban
schools. The

made by a
physician at
least 1 year
prior to the
study;
diagnosis
was
consistent
with the
NHLBI
(1997)
definition of
asthma;
participant
spoke and
understood
English. The
diagnosis
had to be
made at least
1 year prior
to the study
so that
participants
would not be
unfamiliar
with the
condition and
would have
had time to
integrate the
asthma into
their lives.
Participants
were
excluded
from the
study if they
did not meet
the inclusion
criteria or if
the child had
a medical
diagnosis or
condition that

vigilant caregiver.
The process was
three-fold and
began with the
diagnosis of
asthma. The
diagnosis phase
was
characterized by
a crisis period
followed
immediately by a
period of
insufficient
knowledge on the
part of the
caregivers and
high expectations
from healthcare
personnel.
Following
diagnosis, the
caregivers
described
ongoing battles
and conflicts they
encountered.
Conflicts included
such foci as the
lack of a firm or
satisfactory
diagnosis,
frustration and
conflicts with
healthcare
providers, issues
related to a lack
of support, work-
related conflicts,
school conflicts,
and familial
disagreements or
conflicts. These
battles led to the
third phase which
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children’s
ages ranged
from 6 years
1 month to 11
years 9
months with
an average
age of 9
years and 3
months.
There were 6
girlsand 5
boys in the
study (one
family had
two children
with asthma).
The asthma
was present
in all of the
children an
average of 6
years with
the range
being 2 years
and 3 months
to 11 years.
Interestingly,
7 of the 11
children in
the study
performed
peak flow
monitoring as
part of their
asthma
management
plan.

may have
confounded
the results of
the study.
Examples o f
confounding
medical
conditions
include
seizures,
attention
deficit
disorders,
any chronic
illiness, or
any illness
that required
children to be
on
medications
that may alter
their behavior
(other than
their asthma
medications).

involved the
utilization o f
various strategies
by the families
such as acquiring
knowledge,
teaching, and
taking control in
order to minimise
the impact of
asthma on the
health of the child
and the family.
Families
experienced a
wide variety of
emotional
reactions to the
child’s asthma
including anger,
frustration,
denial, hope, and
pride. Caregivers
sometimes
became
vigilantes in order
to manage or
resolve conflicts
by breaking or
bending rules
that prohibited
optimal
management of
their children’s
asthma. This
theory of
vigilance has
utility for
healthcare
workers seeking
to understand the
families’
experiences with
asthma.
Knowledge of
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where families
are in the
process of
becoming vigilant
may assist
nurses in the
development and
planning of
interventions to
improve the
quality of care for
these families.

Wagner
and

Steefel.!
45

A qualitative
methods
design was
accomplishe
d using semi-
structured
interviews.
Open ended
questions.
Information
coded using
NVivo,
textual
analysis
combined
into
categories
and
assembled
into themes.

Newark,
New
Jersey
USA

Parents'
beliefs
regarding
asthma
manageme
nt and use
of Asthma
Action
Plans.

Low income
African
American
caregivers of
children with
asthma,
having a
household
income of
less than
$35,000
annually and
some high
school
education.

n =9 female
caregivers
(heads of
household),
either mother
(7) or
grandmother
(2) to the
child with
asthma.
Children
ranged in
age from 3 to
15 years.

Self-
determination
was f