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Objective: To conduct a systematic review and synthesis of qualitative evidence exploring the factors that influence a parent’s
decision to seek medical assistance while their child is having an asthma attack.

Methods: Studies were included if they used qualitative methodologies and explored parent or carers’ experience of caring for a child
(2 to 12 years) during an acute asthma attack at home or in the community. We searched MEDLINE (OVID interface, 1948 onwards),
EMBASE (OVID interface, 1980 onwards) and CINAHL (EBSCO) electronic databases. Quality appraisal was assessed by the
Critical Appraisal Skills Program CASP for qualitative research, and the qualitative studies in this review were analyzed by thematic
synthesis.

Results: From 4798 identified studies, 17 met the inclusion criteria. Synthesis revealed two distinct processes used by parents to aid
their decision to seek medical intervention for their child. The first, past experiences informing future decisions and secondly
facilitators that drive parents’ to actively pursue medical help.

Conclusion: This review highlights the importance of providing asthma education that not only focuses on the provision of
information on symptoms, triggers, medication, and device use but asthma education that targets parents’ unique experience. Using
a family strength approach education can impact parents’ future behavior when deciding to seek medical assistance for their child
when experiencing an asthma attack. There was not a specific funding source, which supported this review. This review was registered
with PROSPERO Identification Number CRD4201912740.
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Introduction
Asthma is the most common chronic disease in childhood with worldwide prevalence rates over 10%. It is a leading
cause of hospital admissions and emergency department presentations in children.'* Despite availability of effective
treatment, children with asthma continue to experience acute attacks, hospitalization and even death.” The rate of asthma
deaths is similar between Australia, United Kingdom, New Zealand and the United States of America.® Arroyo et al
(2018) observed an increase in pediatric asthma deaths from 2003 to 2015 and disturbingly most of these deaths were
preventable.” A National Review of Asthma Deaths (2014) in the UK found 65% of those who died had personal,
environmental, and family-related factors that may have contributed to their death. Preventable factors included
excessive use of short-acting relievers, exposure to tobacco smoke, non-adherence to medical advice and lack of medical
review.” The expert panel from the UK review of asthma deaths found inadequate recognition of the risk of death was an
avoidable factor in 70% of children and 83% of young people in primary care.’

These data highlight the need to explore parents’ experiences of caring for their children when having an asthma
attack, the decisions they make, and the actions they take to seek medical assistance. To date, there is an abundance of
qualitative research investigating the parent’s overall experience of caring for a child with asthma, but there is
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a fundamental knowledge gap in understanding the barriers and facilitators that impact parents’ decisions to seek medical
help during periods of high symptom severity. The objective of this systematic review of qualitative studies, was to
identify the parents’ perceived factors that influence their decision to present to hospital when their child is having an
asthma attack at home or in the community.

Method

Eligibility Criteria

The inclusion and exclusion criteria were defined in terms of study population, phenomenon of interest, context, study
design and written in the English language (Table 1). The screening of the abstracts and full text articles were assessed
against the inclusion and exclusion criteria.

Information Sources

The search was initially conducted in April 2019 and updated in August 2021 and included studies published in the
electronic databases MEDLINE (OVID interface, 1948 onwards), EMBASE (OVID interface, 1980 onwards) and
CINAHL (EBSCO) electronic databases. The electronic database search was supplemented by searching grey
literature.* '® After screening the included studies, their reference lists were hand searched to identify other relevant
articles for inclusion.

Search Strategy

See online Supplementary Table 1 for the search strategy.

Data Extraction and Synthesis

Covidence Systematic Review Software (Veritas Health Innovation, Melbourne, Australia) was used to screen each
abstract and full text article against the inclusion and exclusion criteria to determine if a study was eligible. Two
reviewers, BG and, jk MG, worked independently to decide which primary paper was to be included in the review.
Discrepancies were resolved by a third reviewer (AH or VMcD). Data extraction from the included articles was an
ongoing process, of reading and rereading the papers, extracting data, checking data and synthesizing the information."!
Extracted data included participant characteristics, country, culture and social context, study design, aims and key
findings.

The qualitative studies in this review were analyzed by thematic synthesis. NVivo software (Version 12.6, 2018, QSR
International, Melbourne Australia) was used to organize the data. Reviewer BG coded parent quotes and author’s
analysis from the included studies and entered them into NVivo. From this iterative process, homogeneous codes were
identified and grouped to form key concepts which remained true to the primary data. These key concepts were
summarized as codes which were synthesized inductively until two main themes emerged.'> As part of the iterative

Table | Inclusion and Exclusion Criteria for Studies Included in the Systematic Review

Inclusion Criteria Exclusion Criteria

Qualitative methodologies Quantitative and mixed method designs

Explored parent or carers’ experience of caring for a child during an acute asthma attack at home or in | Children not diagnosed with asthma

the community

Children aged 2 to 12 years was the age group of interest. If a study included children aged 2—12 years | Children aged 1318 years exclusively

in addition to older children, the study was still included.

Published in English Published in a language other than English

Notes: Children aged 2—12 years old were the age group of interest. If a study included children aged 2—12 years in addition to older children, the study was still included.
However, if a study only included the |3- to |8-year-old age group it was excluded. We did not want to exclude papers which dealt with children aged 2—12 years of age if
they also included children up to the age of 18.
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process, the codes and themes were examined and checked with AH, VMcD and MG. Discussion between the authors
ensued until agreement was met.'* !>
Covidence systematic review (Veritas Health Innovation, Melbourne, Australia) was used to manage articles and

facilitate the screening process.

Quality Assessment
Quality appraisal was assessed by the Critical Appraisal Skills Program CASP for qualitative research.'® The CASP tool
examines the quality of a paper using several criteria. Section A examined the validity of the study, section B assessed ethical
considerations and the rigor of data analysis and section C evaluated the overall value of the research. Studies were not excluded
from the review based on quality but rather assessed to facilitate critical review.'” Each study was independently reviewed by two
reviewers (BG and MG), when discrepancies occurred, they were discussed, and all were resolved between BG and MG.

See online Supplementary Table 2 for the overall CASP quality ratings.

Terminology
In this report, acute asthma episodes will be termed attacks except when primary studies described these as flares or
exacerbations. Parents, caregivers, and guardians will be referred to as parents.

Results
Study Selection

The literature search yielded 4798 citations. There were 1319 duplicates removed and 3406 studies were irrelevant to our
research question. Full text review was performed for 73 articles to assess eligibility for inclusion. After completion of
the screening process 17 citations were included in this systematic review. The PRISMA diagram is presented in
Figure 1.'"® The study characteristics of country of origin, aims, design, cultural and social context, population, and
findings can be found in Table 2 Study Characteristics.

[ Identification of studies via databases and registers ] [ Identification of studies via other methods ]
) Records identified from: Records removed before Records identified from:
Databases (n = 4798) screening: Websites (n = 0)
S Registers (n = 0) Duplicate records removed Organisations (n = 3)
® (n=1319) Citation searching (n = 0)
2 > Records marked as ineligible
£ by automation tools (n = 0)
] Records removed for other
- reasons (n = 0)
J
() Records screened Records excluded
(n =3479) , (n =3406)
A4
Reports sought for retrieval Reports not retrieved Reports sought for retrieval Reports not retrieved
. (n=73) (n=0) (n=0) » =0
£
<
3
G
® Reports assessed for eligibility . Reports assessed for eligibility Reports excluded (n = 0)
(n=73) Reports excluded by reviewer: (n=0)
»| Phenomenon of Interest (n = 30) >
Study Design (n = 20)
Population (n = 4)
Duplicate (n = 1)
L Systematic Review (n = 1)
A4
Studies included in review
3 (n=17)
3 Reports of included studies
° n=0)

Figure | PRISMA flow diagram of included studies.
Notes: PRISMA figure adapted from Page MJ, McKenzie |E, Bossuyt PM, et al.The PRISMA 2020 statement: an updated guideline for reporting systematic reviews. BMJ.
2021;372:n71. Creative Commons.'®
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Table 2 Study Characteristics

Study Country | Aims Design Culture/ Population Findings
Social
Context
Alzayer et al Saudi To explore the experience of Qualitative Saudi N=19n= 11 Inadequate self-management
Asthma patients in Saudi Arabia Saudi participants in managing nationality Carerofchild | behaviours may affect the level
Arabia — preferences, their asthma and their with asthma of asthma control in people
health beliefs and experiences perspectives about using future n= 8 Adult with asthma in Saudi Arabia.
that shape asthma management. pharmacy-based services for with asthma Improved primary care models
Ethnicity & Health. asthma management. with extensive focus on asthma
2020;27(4):877-893."° education are needed to relieve
the over-reliance on tertiary
care help-seeking models that
are currently the norm.
Archibald et al Canada To gain insight into the Qualitative Varied, not N= 21 Parents use an asthma
What Is Left Unsaid: An information needs and descriptive specific parents of 23 | management information
interpretive description of the information deficits of parents population children 20 hierarchy, starting with the most
information needs of parents of of children with asthma. mothers | foundational, recognizing
children with asthma. Research in father severity; followed by acute
Nursing & Health, management; prevention versus
2015;38(1):19-28.3 crisis orientation; and
knowing“about”asthma.
Arcoleo et al lliness USA To obtain parents’ perspective Phenomenology | Lower N= 20 Mothers had a limited
representations and cultural of: (1) their experiences of living socio- mothers of understanding of asthma, believed
practices play a role in patient- with a child with asthma, (2) economic/ children aged | asthma was acute not chronic
centered care in childhood their understanding of the Latino 5-17 years. disease, and had concerns about
asthma: Experiences of Mexican nature of asthma, and (3) how (Mexican) daily medication use.
mothers. Journal of Asthma, their cultural beliefs influence population
2015;52(7):699-706.2° asthma management.
Barton et al Australia | To describe the experiences of | Qualitative Varied, not N= 21 Six themes emerged from
Experiences of Australian Australian parents caring for specific parents of parents’ experiences and health
parents caring for children with children with asthma. population children aged | beliefs that impacted on their
asthma: It gets easier. Chronic 2-14 years. child’s asthma management:
lliness, 2005;1(4): 303-3 142 Parent not emotions and behaviours;
specified coping strategies; disruption to
activities; health and treatment
beliefs; problems with asthma
management; and relationships
with doctors.
Bellin et al USA To examine how low-income, Grounded Lower N= 13 Caregivers managing a child
Caregiver perception of asthma inner-city parents experience Theory socio- caregivers of | with high-risk asthma in the
management of children in the asthma caregiving. economic, children aged | context of poverty indicate the
context of poverty, Journal of African 7-12 years. need for ongoing asthma
Asthma, 2016;54(2):162—172.22 American 12 mothers education, increased sensitivity
population. | father to the complexity of home

asthma management, and family-
centered interventions that
enhance communication and
collaboration between

caregivers and providers.

(Continued)
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Table 2 (Continued).

Study Country [ Aims Design Culture/ Population Findings
Social
Context

Berg, et al USA To explore Latino family Qualitative Latino, N=8 The experiences of Latino

“One Gets So Afraid”: Latino experiences and needs in caring | exploratory primary parents 7 parents of children with asthma

families and asthma management for a child with asthma. Mexican mothers 2 were: fear; the acute care

—An exploratory study. Journal descent father experience; knowledge; and

of Pediatric Health Care, population parent alternative strategies or

2007;21(6):361-371.% strengths.

Borhani et al Iran To explore the experiences of Qualitative Varied, not N= 10 Iranian mothers have constant

The experiences of mothers mothers of a child with asthma. specific mothers concern, feeling of having an

with asthmatic children: population unusual life, the need for help

A content analysis. Journal of from others, feeling of guilt, and

Caring Sciences, 2012;1(3):115- the desire to constantly

121.% monitor the child.

Coffey et al USA To describe the lived experience | Hermeneutic Hispanic N= 10 Puerto Rican parents’

Puerto Rican families’ of Puerto Rican families caring Phenomenology | Puerto mothers of experiences were: The Folklore

experiences of asthma and use for a child with asthma. Rican children aged | of Asthma; Culture and the

of the emergency department population. 6 months - Medicine Woman, being in awe

for asthma care. Journal of 18 years. of asthma; praying to god; the

Pediatric Health Care, decision—time to go; and the ED

2011;26(5):356-363.2° Environment.

Dickinson et al N To examine the experience of Qualitative Varied, not N=5 The study reveals that mothers

Managing it: A mother’s mothers in managing their pre- descriptive specific mothers of perceive that they are

perspective of managing a pre- school child’s acute asthma population children aged | responsible for the management

school child’s acute asthma attack at home. 24 years. of their pre-school child during
episode. Journal of Child Health an acute asthma episode,

Care, 2002;6(1)7-18.2 a process they described as
‘managing it’. This process
involves mother in ‘working on
treatment’, ‘making the call’,
‘watching’ and ‘calming’.

Dowell Experiences, functioning | USA To explore experiences, needs Qualitative Low- 15 mothers Three main themes were

and needs of low-income and functioning of low-income, descriptive income, of children identified: from the experiences

African American mothers of African American caregivers of African aged 2-14 of parents caring for their child

children with asthma. Journal of children with asthma. American years. with asthma: managing the

Pediatric Nursing, population symptoms; cultural beliefs and

2015;30(6):842-849.7 values; and culturally competent
health care provider.

Gibson-Young et al USA To explore caregiver Qualitative, African- N= 15, I3 Six themes emerged, which

Interviews with caregivers perceptions of home descriptive American, mothers and | included family or caregiver

during acute asthma management of childhood Caucasian, 2 father, of burden, care coordination,

hospitalisations. Journal of asthma in school-aged children Hispanic children aged | certainty or uncertainty

Asthma, 2020;57(7):778—786.28 who have been hospitalized for 5-12 years continuum, effort to control,

asthma. sign or symptom recognition,
and trigger recognition

Grineski Coping with asthma in USA To explore how parents of Qualitative Lower N= 38 The barriers parents faced in

the central city: Parental children with asthma cope with socio- parents of obtaining health care were: lack

experiences with children’s health health care barriers. economic, children aged | of health insurance; cost of
care. Journal of Health Care for the African 4 and 12 services; transportation;

Poor and Underserved, Americanor | years. treatment delays; and language/

2008;19(1):227-236.%° Hispanic communication issues.

population.
(Continued)
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Table 2 (Continued).

caregiver perspectives on
asthma control in their children
and reactions to messaging
materials. Journal of Asthma,
2021;25:1-7.3*

caregivers related to their
children’s asthma and identify
barriers to achieving asthma
control; and (2) Elicit caregiver
responses to messaging
materials intended to help them
better recognize uncontrolled
asthma and seek timely medical

treatment.

Study Country | Aims Design Culture/ Population Findings
Social
Context

Hudson et al UK To illustrate the barriers to Qualitative UK-based N= 49 The barriers parents experienced
Asthma management in British optimal care and good asthma South Asian | caregivers of | in managing their child’s asthma
South Asian children: An control that families experience. religious- children aged | were, their inability to identify the
application of the candidacy ethnic 5-12 years. severity of asthma symptoms and
framework to a qualitative populations. | 29mothers pursuing non-medical advice and
understanding of barriers to 15 father 5 guidance about their children’s
effective and accessible asthma carers health from their extended family.
care. BMC Public Health,
2016;16:510.%°
Koenig USA To obtain the perspectives of Phenomenology | Lower N=5 All single mothers struggled to
Pilot study of low-income low-income, migrant parents’ income, mothers of manage asthma in their
parents’ perspectives of on the challenges of managing African children aged | crowded conditions, with
managing asthma in high-risk their children with asthma. American 0-3 years. limited transportation for
infants and toddlers. Pediatric or Hispanic frequently needed emergency
Nursing, 2007;33(3):223-242.%" populations care, difficulty in getting

a diagnosis of asthma and the

lack of health care availability.
Meng et al USA To learn how parents of Qualitative Varied, not N= 21 Decision making in asthma
Decision-making in children children with asthma make specific mothers of management is related to several
with asthma and their parents. treatment decisions. population. children aged | factors: family cohesion, asthma
Journal of the American Academy 7-12 years. knowledge, locus of control,
of Nurse Practitioners, ability to remain calm and
2002;14(8):363-371.32 perceptions that asthma is serious.
Shaw et al USA What are the experiences of Grounded Varied, not N= 13 The process families go through
Living on the edge of asthma: parents’ needing to visit Theory specific parents of trying to prevent and then deal
A grounded theory exploration. a hospital or ED department population. children aged | with an asthma attack contain
Journal for Specialists in Pediatric when their child is having an aged 0-18 the categories: balancing; losing
Nursing, 2014;19:296-307.3 acute asthma attack. years. control; seeking control; and

transforming which lead to

actions parents take.
Zheang et al USA (1) Explore the knowledge, Qualitative Latinx and N=19 Caregivers generally worried
Exploring low-income African perceptions and behaviors of African- about asthma emergencies more
American and Latinx Latinx and African-American American than the daily impairments caused

by uncontrolled asthma. Many
were uncomfortable using daily
controller medications, citing
issues of provider trust and side
effect concerns. Caregivers did
not recognize uncontrolled
asthma in their own child, even
after viewing messaging materials
informing them of symptom

frequency criteria.

Abbreviations: NZ, New Zealand; UK, United Kingdom; USA, United States of America.

Characteristics of Included Studies
The 17 included studies were published (Table 2). These studies included 303 parents/caregivers/adults, of which 157
were mothers, 29 fathers, and five were secondary carers. Gender was not specified in 104 parents. Children of these

parents/carers were aged 2—16 and all had been diagnosed with asthma. In the study by Alzayer et al, two populations

were recruited, one being adults with asthma and the second, parents of children with asthma. For this review, we have
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only described the data relating to the parents of children with asthma. N = 19, n = 11 parent of child with asthma, n = 8
adult with asthma.

Results of Synthesis
Data synthesis revealed two overarching themes relating to parental decision making for seeking medical assistance when
their child is having an asthma attack. These two themes, (1) “past experiences that inform future decisions” and (2)
“facilitators that drive parents to actively pursue medical help”, work in synergy with each other due to their interrelationship.
The first theme “past experiences that inform future decisions” provides a background that underpins a parent’s decision to
seek medical help. In this theme, there were three subthemes (i) the challenge parents faced in perceiving their child’s asthma
symptoms (ii) parents’ ability to manage their child’s asthma and (iii) health-care professionals’ (HCP) relationship with
parents (Figure 2). The second overarching theme was “facilitators that drive parents” to actively pursue medical help’. Within
this theme there were also three subthemes, (i) socioeconomic characteristics that impact parents’ decision to seek help, (ii)
identifying and acting on severity and (iii) cultural characteristics that impact parents’ decisions to seek help (Figure 3).

Theme One: Past Experiences That Inform Future Decisions

All the included studies described parents’ experiences of caring for their child during an asthma attack and it was
evident that parents’ past asthma experience informed the management of their child’s current asthma episode.'* 3 The
three key subthemes and their interrelationship with each other are presented in Figure 2.

The challenge
parents’ face in
perceiving their
child's asthma
symptoms

Past experiences
N Parents’ ability to
that inform future manage their child’s
deCiSionS asthma attack

Healthcare
professionals’
relationship with
parents

Figure 2 Themes and subthemes of past experiences that inform future decisions.

Socioeconomic
characteristics that
impact parents’
decision to seek
help

Facilitators that
drive parents to
* o Identifying & acting
activity pursue on severity
medical help

Cultural
characteristic that
impact parents’
decisions to seek
help

Figure 3 Themes and subthemes: facilitators that drive parents’ to actively pursue medical help.
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Theme One, Subtheme One: The Challenges Parents Face in Perceiving Their Child’s Asthma Symptoms
This subtheme represents the parents’ difficulty in assessing the severity of their child’s symptoms during an asthma

attack. This issue and the rationale for it was identified in ten studies.?! 23-25-28-30:3334 parents

identified that managing
symptoms before their child was formally diagnosed, was a particular challenge. Reasons offered were that they had to
respond to symptoms without understanding the trajectory of an asthma attack or treatment options such as
bronchodilators.”*?***! Hudson et al investigated the health outcomes of South Asian children compared to white
children in the UK and reported that 13 of the 30 families stated that they were not aware that their child had been
diagnosed with asthma, despite being prescribed asthma treatment and being enrolled in an asthma study. Furthermore,
the experience of families caring for their child with undiagnosed asthma was found to impact their future actions when
deciding to present to a health-care facility.’® The lack of diagnosis identified in five studies came from lower
socioeconomic or culturally diverse populations.>'**2°3! The culturally diverse populations investigated in three of
the studies were 1) American Latino, 2) African American and 3) Latino and African American populations.”****! The
remaining two studies examined an Australian cohort, and a South Asian community residing in the UK.?'° These
vulnerable populations had an increased challenge in obtaining a diagnosis due to the parents’ inability to effectively
navigate the health-care system and the fragmentation of care they received.

Every time there is a different doctor! Every time different medicine! They cannot reach to a [diagnosis] conclusion or there is

no solid result or a procedure to follow ....*°

Some parents had difficulty recognizing severe symptoms and the level of respiratory distress experienced by their child
during asthma attacks.?> 339233 A participant from the study reported by Meng and McConnell stated they had
“difficulty distinguishing a pseudo attack from a true attack”.>* Another parent stated that they did not perceive their
child’s blue lips to be a symptom of concern.*® The lack of recognition of the child’s asthma symptoms and severity had
a significant influence on parents’ decision to seek help, one parent described:

“When I decided she needed to go (to hospital), she was very listless, and it was hard to rouse her out of more of

a stupor”.*?

Theme One, Subtheme Two: Parents’ Ability to Manage Their Child’s Asthma Attack

Parents’ asthma management experience and ability was addressed in all 17 studies and several barriers to asthma manage-
ment were identified.'” >* A notable aspect of this subtheme were the limited skills and resources that parents held. Access to
a vital asthma treatment such as a reliever inhaler was discussed in four studies.'**** Parents commented that they would
forget to take the reliever inhaler with them when going out, they found it embarrassing to use it in public or considered it
unnecessary to keep it at daycare and school. A parent offered that reason for not leaving the puffer at childcare “ ... she’s
just a spry little girl and um, she’s also very tough”.*> One study found a misconception of the parent confusing the
preventive with the reliever puffer.”® Some parents commented that they had difficulty in obtaining new inhalers if they were

lost or empty because they did not have a prescription or the money to purchase the puffer.*?

We get paid at the end of the week and sometimes we need to wait to get [the prescription] refilled. But then he’s struggling and
it’s a no-win situation because if he misses a dose, he’s irritated and can have trouble breathing.*’

Moreover, Archibald et al identified that “the majority of parents reported that at some point since diagnosis, they had not
known how and when to properly use the inhaler”.*>

Another gap that affected the management of an asthma attack was related to asthma action plans. Parents identified
not having a plan or knowing where it was located or how to follow it.'%-*222731.33
A notable aspect of this subtheme was parents’ lack of knowledge, which challenged their ability to care for their

child."***¥*-% A participant commented

What makes it hard is the lack of information. If one would be well informed, one could deal with it better ... [What’s hard is]
the not knowing what to do, to see your child sick and not being able to do nothing. [SIC]*
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This lack of parental knowledge had a pervasive impact on all aspects of the child’s asthma care.’ It ranged from not
knowing what to do through to the developmentally inappropriate expectation that their child was able to care for their
own asthma without parental input. In fact, Meng and McConnell reported that parents perceived the notion of “self-
management” to mean that the child should manage their own asthma.*

Theme One, Subtheme Three: Health Care Professionals (HCP) Relationship with Parents
The studies included in this review described both positive and negative relationships between the health-care profes-
sionals (HCP) and parents. This relationship could affect the parents’ future actions when caring for their child during an
acute asthma attack.”®2"23"-33 Additionally, parents’ future actions were found to be affected by their previous hospital
experience which could delay or expedite their decision to seek help. Barton et al identified that some parents who were
dissatisfied with their previous hospital experience delayed presenting to the health-care facility.”' In contrast, other
parents stated “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”.*! Another parent exclaimed, “We get quiet time when we’re staying
(in the hospital), we get quiet time and we put all of the responsibilities on you all.”.*?

The amount and quality of education parents received was described in eight articles.'?2%?%%263933 Challenges
described by some parents included a lack of advice, and inconsistent, contradictory, or incorrect asthma education by HCP.

They say, here’s a pump, here’s a chamber, she needs to take, you know four times day of whatever it is, um, but no one actually

stops to show you how to use it.*

A particular challenge for the un-informed was the difficulty knowing what you need to know “I can’t even articulate
what I think I should know right now ... or what I would like some help with”.*>
Language and communication were found to be a challenge for parents especially if English was a second language,

or if they experienced poverty or had poor health literacy.”**”-*°

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

happens, take care of him quickly, and things like that’.?

Conversely, participants from ten studies identified that they had a positive relationship with their HCP with whom they

trusted and valued 20-2!24-27:29,30.33

I just feel so much more prepared since having this doctor (asthma specialist), um like everything’s just under control and the

doctor’s really following him ....%

Theme Two: Facilitators That Drive Parents’ to Actively Pursue Medical Help

The facilitators that drive parents to actively pursue medical help and the three subthemes that emerged from the included
studies are presented in Figure 3. The decision to seek medical help was termed by parents as “making the call”, “time to
g0” or “point of no return”. This was a decision parents did not take lightly and was thought to be a complex, difficult,

and stressful component of parents’ care for their child during an asthma attack.?'-*>2%%3

Theme Two, Subtheme One: Socioeconomic Characteristics That Impact Parents’ Decision to Seek Help

Socio-economic status was found to influence parents’ asthma management in the context of poverty and access to health
care.’>?*2732 Delaying a treatment decision was prominent in low income, single parent families or when a parent’s job
restricted their ability to care for their child.*> Access to health care was another influencing factor for parents when
choosing to seek medical assistance. The cost of attending emergency department (ED), lack of transport, money for
medications and lack of health insurance were identified as barriers for parents when accessing the health-care
system.”>?>?32 Some parents used ED as a resource to obtain inhaled medications or scripts due to lack of funds or
prescriptions: “Sometimes I will literally have to bring him to the emergency room just to get another script

[prescription]”.*
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Theme Two, Subtheme Two: Identifying and Acting on Asthma Severity

Asthma acuity or severity as it was reported was the main indicator used when deciding to seek medical help, so when
a parent has difficulty identifying the severity of the asthma attack, the decision to act in a timely manner is
compromised, which is a significant threat to a child’s wellbeing.?' 2>*-%33 A participant was noted to say that their

child was “close to having a cardiac arrest” or they were “urgently instructed to seek emergency medical care”.*

Theme Two, Subtheme Three: Cultural Characteristics That Impact Parents’ Decision to Seek Help
Cultural influence was an issue discussed in seven studies which specifically recruited parents from culturally diverse
backgrounds.*' *27-2°3% They described how coping with a sick child is difficult, but for a migrant family the burden is
greater due to several barriers associated with culturally competent care and ED presentations.?” Berg et al found that
Latino parents felt more distressed after arriving in ED because they felt helpless, and that the system had failed them.
A mother was dismayed at the lack of information she was given.

” ... for someone to come and say I am going to explain the procedure, nothing is going to happen to your child. All
they would say is “Calm down, everything will be fine”.*

In the study by Berg et al, a mother stated

This woman told me I had to have brought her earlier ... I was upset. I had nerves. I had taken my child very sick to that place
and I had another child with me too ... I don’t think it was right for the woman to treat me like that ... I have seen the
receptionists, the nurses talking, laughing at us and they have us waiting until they feel good and ready to call us.*?

Mothers with English as a second language or who only spoke their native tongue found communication barriers
ubiquitous.?’ Some parents felt they were not respected by ED staff and some EDs did not provide culturally competent
care.”>?+272%3% However, this was not always the case. An African American mother described her primary care doctor,

He actually understands our cultural needs very well, he knows that people are different and react [SIC] in different ways you

can’t treat everybody the same. So, he takes his time and listens to us very well.?’

Discussion

This review identified factors that influenced parents’ decisions to present to hospital when their child is having an
asthma attack. Overarching themes identified in our synthesis included, (i) parents’ previous experience that informs their
future decision to seek medical assistance, and (ii) the facilitators that drive parents’ to actively pursue medical help. The
synthesis of these data provides important insights into parental decision making during acute asthma attacks, and this
understanding can inform potential strategies to help parent decision making to identify their child’s deterioration and to
respond and manage asthma attack effectively.

Factors that emerged from the first theme, “parents” previous experience that informed their future decision” were
threefold, first the challenge parents faced in perceiving their child’s asthma symptoms, secondly parents’ asthma
management knowledge and last, the parent health-care professional relationship. Past experiences not only influence
decisions but also impacts the outcome of these decisions.*® This highlights the importance of understanding the parents’
perspectives, providing written action plans to guide parent decision making and effective self-management strategies for
implementing such plans. Yoos et al found that symptom assessment is the basis for implementing asthma management at
home as well as measuring its effectiveness. Therefore, it is important for parents to have the capacity to assess their
child’s symptom intensity.>” A number of studies in this review support the notion that parents overestimate their child’s
asthma control while underestimating the severity of worsening symptoms.>” *' Harrington et al found parents’ health
literacy regarding asthma control impacted their child’s health outcomes and was associated with increased frequency of
ED presentations and hospital admissions.**

An important finding within this review, is that parents’ asthma management is related to their knowledge, availability
of resources and whether their child had an asthma diagnosis. Similarly, Sukartini et al found that education based on the
beliefs and behaviors of parents’ increased their perception of the seriousness of their child’s symptoms.** McDonald and
Gibson’s review on adult asthma education concluded that for asthma education to change behavior and improve
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outcomes it needs to focus on self-management skills, which includes written asthma action plans, self-monitoring and
regular medical review.** Smith et al reported that parents needed knowledge in order to learn from their experiences of
caring for their child when unwell.*’

The relationship with HCPs has been found to both cloud and focus a parent’s opinion and actions on their help-
seeking behavior. The relationship with HCP can impede or facilitate action in managing one’s asthma. The findings in
our review are supported by Miles et al who conducted a systematic review of studies evaluating the barriers and
facilitators of effective self-management in asthma. They concluded that HCPs need sound communication, provision of
mutual trust and respect, creation of a partnership and personalized consistent advice.*® This finding is also consistent
with the results found in adults with severe asthma.*’ These data highlight the importance of effective parent-HCP
professional relationships for both stable and acute asthma.

The facilitators that drive parents to actively pursue medical help was the second theme that emerged from the data
synthesis. The factors from this theme were also threefold, (i) socioeconomic characteristics that impact parents’ decision
to seek help, (ii) identifying and acting on severity and (iii) cultural characteristics that impact parents’ decision to seek
help. For parents to take appropriate asthma action they need to be knowledgeable. Auger et al found that parents with
greater asthma knowledge had an increased readmission rate to hospital compared to parents who demonstrated less
knowledge.*® Auger et al postulated several reasons for this, one of which stated parents with increased asthma
knowledge may decide to seek help more quickly.48 This notion was supported by Carroll et al who found that parents
who were poor perceivers of asthma severity delayed taking action.*®

Another important finding from this review is that socioeconomic and cultural factors can facilitate or hinder parents’
pursuit of medical aid.>' 2*7*32 It is well known that social determinants of health (SDH) have a profound effect on an
individual’s access to health services. Social determinants of health are the factors that impact an individual’s wellness,
propensity for illness and injury and can strengthen or undermine a person’s or community’s health status.*’ Our review
found that cultural and socioeconomic factors such as unaffordability of health services, lack of transport, money for
medications and lack of health insurance influenced parents’ decisions and actions which were governed by their
SDH.?*?*2%732 This finding was supported by Bird et al who reported children from low-income families had been
known to use ED as a free or inexpensive service.”® Lower socioeconomic status (SES) and race were also found to have
lower accuracy rates for detecting children’s asthma symptom severity.’” Mudd et al postulated that lower income
families significantly correlated with an increased sense of urgency to present to ED, which may result from limited
resources to continue to manage the child at home.”' The studies in our review support the conclusion that cultural and
socioeconomic factors did have an adverse consequence on a parent’s management of their child’s asthma.?' 232729732
Therefore, it is a priority for asthma education and management services to ensure these vulnerable families receive
education and supports that are targeted to their social, economic, and cultural needs.

The practice implications from this review suggest that parental asthma education requires a family strength approach
which targets the parent’s previous experience and the impact this has on the child’s asthma management. Asthma
education needs to be aimed at the individual’s health literacy level and be developed in partnership with the family to

5, ¢

address their needs and health-care barriers. Approaches that involve an assessment of the parent’s “activation” level may
help to personalize asthma self-management education more effectively.”>>>

A strength of this review is the consolidation of the evidence that supports the notion that one’s past experiences
impact on their future decisions. The findings from our review were corroborated across the studies providing evidence
and support that the general themes of experience and actions were interlinked and impacted the health outcomes of
children with asthma.

The limitations were that the demographics of the included studies varied, with the majority originating in the United
States of America,?*?22323-27-293173% However, only two of these studies investigated a non-specific, general cohort and
the remaining nine studies investigated socioeconomic and cultural factors affecting families and children with asthma.
Besides, the findings from this review are difficult to transfer to other populations as the large proportion included

specific cohorts from one distinct health-care system. This identifies a need for further research in other populations.
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Conclusion

Our review highlights the importance of past experiences informing future decisions and the facilitators that drive
parents’ to actively pursue medical help. The parents’ experiences were a foundation built from parental skills, knowl-
edge, and beliefs which collectively informed future actions of parents when pursuing medical assistance for their child
when having an acute asthma attack. Parents utilize their experiences to take actions as part of their decision-making
process. This process creates the capacity for them to decide how they will manage periods of high symptom severity and
when to seek help when their child’s asthma deteriorates. Understanding these processes highlights the importance of
addressing parents’ experiences and how this effects their decision to seek help. These data can inform personalized self-
management approaches to crisis management of children with asthma and the carers.

Registration and Protocol
In 2019, a systematic review protocol was registered with PROSPERO (CRD42019127405). The review methodology
was conducted in accordance with the Preferred Reporting Items for Systematic Reviews and Meta-Analysis (PRISMA)

statement, see figure 1.8

Disclosure
Professor Vanessa M McDonald reports grants, personal fees from GSK, grants, personal fees from Astra Zeneca, outside
the submitted work. The authors report no conflicts of interest in this work.
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