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Abstract
Aims: To identify and synthesize the available evidence of youths with asthma and 
their experience of self- management education.
Design: Systematic literature review of qualitative studies with meta- synthesis of 
findings.
Data sources: We searched five databases, CINAHL Complete, Embase, MEDLINE 
(EBSCO) PsycINFO, ASSIA and the Global Index Medicus (formerly the WHOLIS). 
Initial search in September 2019 and updated in July 2020 and July 2022.
Review Methods: The systematic review was conducted in accordance with the JBI 
methodology for systematic reviews of qualitative evidence. Qualitative data were 
extracted, meta- summarized and then meta- synthesized.
Results: Eighteen studies were identified for inclusion in this review and three themes 
were identified: The theory and practice gap, contemporary health- seeking prefer-
ences and the psychosocial impacts of living with asthma.
Conclusion: The needs of youths with asthma are specific and must be measur-
able against the change in asthma outcomes for this group. They have unmet self- 
management educational needs that stakeholders, involved in their care and support, 
should address. Education and practice policy should focus on youth- centric ap-
proaches. Through meaningful engagement with youths, stakeholders can identify 
their support needs, requirements and preferences to successfully underpin the the-
ory and practice of self- management education.
Impact: This review synthesized evidence of youths with asthma and their experi-
ences of self- management education, highlighting their specific self- management 
information needs. The findings highlight several implications for healthcare profes-
sionals in education, practice and research. This age profile is under- explored and fur-
ther research into this population would work towards filling the theory and practice 
gap and highlighting the identified psychosocial issues faced by this group.

K E Y W O R D S
asthma, education, nurse, qualitative research, self- management, systematic literature review, 
youth; adolescents

 13652648, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jan.15459 by T

est, W
iley O

nline L
ibrary on [21/10/2022]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense

www.wileyonlinelibrary.com/journal/jan
mailto:
https://orcid.org/0000-0003-1433-7651
https://orcid.org/0000-0003-3548-4204
http://creativecommons.org/licenses/by/4.0/
mailto:mctaguka@tcd.ie
http://crossmark.crossref.org/dialog/?doi=10.1111%2Fjan.15459&domain=pdf&date_stamp=2022-10-14
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1  |  INTRODUC TION AND BACKGROUND

Figures from the World Health Organization (WHO) estimate that 
262 million people are affected by asthma (WHO, 2021). Youths 
are a subset of the healthy population that are affected by chronic 
diseases such as asthma. Despite the abundance of educational re-
sources for asthma patients, asthma self- management is unattainable 
for some youths (Rhee et al., 2009). There are many reasons cited in 
the literature, including poor adherence to treatment plans including 
medication management, issues of developmental maturity and the 
perceived willingness to take responsibility for their actions and the 
resultant consequences of those actions, that could impact on their 
ability to maintain asthma control (Kime et al., 2013; Rhee et al., 2009). 
Bobbit (1961) describes cognitive maturity as the psychological de-
velopment that entails an awareness and insight into the cause and 
effect of actions. Global health policy mandates the reduction in the 
continuum of asthma between morbidity and mortality of this chronic 
disease (GINA, 2021). However, positioning global asthma self- 
management goals for youths requires healthcare stakeholders to re-
flect on the evidence of youth asthma self- management experiences. 
In acknowledging their experience of asthma education, only then can 
all stakeholders, healthcare professionals, parents and youths, recog-
nize and work towards the evolving requirements of youth- specific 
asthma self- management and negate poor clinical outcomes.

Asthma is a respiratory condition of complex physiological in-
teractions compounded by the unpredictability of asthma symp-
toms. Characteristics of the disease are distinguishable by symptoms 
of wheeze, shortness of breath and production of mucus (Quirt 
et al., 2018). The spectrum of physical symptoms can be mild and 
managed in accordance with asthma action plans or severe symp-
toms, requiring hospital attendance with the goal of asthma control. 
Unfortunately, asthma deaths are reported, thus highlighting the 
unpredictable nature of asthma that does not discriminate by age 
(Global Asthma Network, 2018). Therefore, asthma self- management 
education is the cornerstone to negate poor youth outcomes. Self- 
management education provides patients with the tools to make in-
formed choices about their chronic disease diagnosis to enable quality 
of living (Kime et al., 2013; Bodenheimer et al., 2002). Understanding 
an asthma diagnosis includes education on the condition, medication 
information, identifying triggers as well as avoidance strategies and 
personal commitment, all of which are key to self- management suc-
cess. However, Kime et al. (2013) argue that the adoption of adult 
models of self- management education, designed and developed by 
healthcare practitioners, make assumption of the self- management 
needs of the recipients rather than expressed needs of young people.

Against this backdrop of personal commitment of asthma self- 
management concerns arise for the youth cohort with a diagnosis of 
asthma. Youthhood is a period of discovery, curiosity and develop-
ment in personal relationships and social interactions, that can impact 
positively or negatively in decision making about asthma manage-
ment (Naimi et al., 2009). Furthermore, poor decisions result in conse-
quences as significant as death (Uzuncakmak & Beser, 2017). However, 
some youths recognize life- threatening events as the precursor to 

health- seeking behaviours in respect to self- management of their 
asthma (Fegran et al., 2016). Nonetheless, gaps exist in asthma ed-
ucation for youths, particularly those moving into adulthood (Rhee 
et al., 2009; Strof et al., 2012; Uzuncakmak & Beser, 2017). Many are 
ill prepared to independently manage their asthma (Kew et al., 2017; 
Uzuncakmak & Beser, 2017; Sleath et al., 2016). Their lack of asthma 
knowledge and the lack of empathy from healthcare providers have 
been indicated in adding to the anxiety of taking responsibility in the 
management of their asthma (Kew et al., 2017).

Studies of effectiveness of self- management asthma education 
for youths, has demonstrated positive results, including improved 
symptom management and improvement in quality of life (Kew 
et al., 2017). Specifically, the Cochrane review provides evidence 
of peer and lay- led asthma education with a focus on the em-
powerment of youths in their choices around their asthma health 
(Kew et al., 2017). Empowerment of youths through asthma self- 
management education shifts the dynamic from didactic education 
to an inclusive, respectful peer partnership to attain asthma goals 
(Kew et al., 2017). However, there is lack of qualitative research 
specifically addressing youths' experiences of self- management and 
asthma education (McTague et al., 2019).

The aim of this systematic review is to identify the available evi-
dence, appraise and synthesize the findings from qualitative research 
that relates to youths and their experience of self- management educa-
tion. In addition, the synthesis of evidence from the youths' viewpoint 
will provide a foundation for future development of asthma educational 
interventions for healthcare providers seeking to meet the expressed 
needs of this cohort. Adopting the Joanna Briggs methodology for car-
rying out systematic reviews we aim to highlight implications for prac-
tice and policy, which will be informed by the quality of the included 
studies and the contexts in which the studies have been conducted.

2  |  THE RE VIE W

2.1  |  Aims

This systematic review aimed to synthesize the best available quali-
tative evidence on youths with asthma and their experiences of self- 
management education. The objectives were to:

 (i) Explore how youths, with a diagnosis of asthma, experience 
asthma self- management education.

 (ii) Highlight specific issues related to the self- management of 
asthma for youths with this chronic condition.

 (iii) Present recommendations for research, education and the clini-
cal context

2.2  |  Design

The systematic review was conducted using the meta- aggregation 
approach in accordance with the JBI methodology for systematic 
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    |  3MCTAGUE et al.

reviews of qualitative evidence (Lockwood et al., 2020). It followed 
the methods established in the a priori protocol registered with 
PROSPERO CDR42019138083 (McTague et al., 2019). Papers 
were included or excluded based on the criteria set out below. The 
PRISMA 2020 statement reporting guidelines were used in prepar-
ing this manuscript (Appendix S1).

2.3  |  Search methods

2.3.1  |  Inclusion/exclusion criteria

Participants
This review includes studies involving youths with a diagnosis of 
asthma who had experienced self- management education. For this 
review, we adopted the UN definition of ‘youth’ “as those persons 
between the ages of 15 and 24 years, without prejudice to other 
definitions by Member States” (United Nations, 2013). If the age 
range of the studies was unclear or included those outside our age 
criteria, we excluded the study if the mean age was not between 15 
and 24 years (Kew et al., 2017). There was no restriction on year of 
publication. Studies were also excluded if all participants were aged 
under 15 years or if insufficient data were provided to establish the 
mean age of participants. Where studies explored the experiences 
of parents and/or healthcare professionals as well as those of the 
youths, we extracted data solely related to youths' experiences of 
self- management education.

Phenomenon of interest
Self- management education as experienced by youths with a diag-
nosis of asthma.

Context
Studies exploring youths with asthma experiences of self- 
management education in primary care, hospital and community 
settings (excluding schools) which include general practice, nurse- 
led clinics, public health services and all hospital settings.

Types of studies
Studies that focused on qualitative data, including international 
studies published in English were considered for inclusion in this re-
view. According to Clarke (2016), there is a need for systematic re-
views. In line with our published protocol (McTague et al., 2019) and 
given the research aims, it was decided that qualitative data would 
provide the rich data on how youths with asthma experience self- 
management education related to their condition. No date limit was 
set for the database searches.

2.4  |  Search strategy

The search strategy involved a comprehensive three- phase process: 
(i) a search of academic databases for published studies, (ii) a search 

of sources of grey literature for unpublished studies and (iii) a hand 
search of reference lists for studies unidentified in the other two 
searches. Initial scoping searches using the database thesauri were 
run in CINAHL Complete, Embase, MEDLINE (EBSCO), ASSIA and 
PsycINFO, these searches provided a list of focused index terms 
and a list of synonyms. Search terms used included asthma, self- 
management, education and qualitative research. Further Analysis 
of the keywords contained in the title and abstract, and of the index 
terms used to describe the articles retrieved during the search was 
used to create a comprehensive list of keywords. Six databases 
were selected for searching, CINAHL Complete (1937- ), Embase 
(1990- ), MEDLINE (Ovid) (1965- ), PsycINFO (1990- ), ASSIA and the 
Global Index Medicus. The search for unpublished or grey litera-
ture included Open Grey, Google Scholar, RIAN, LENUS, ProQuest 
Dissertations and Theses. Reference lists of included studies were 
reviewed to identify additional relevant studies.

No concept was created for ‘youths’ as best practice indicates 
that population by age is filtered at the title and abstract screen-
ing phase under include/exclude criteria. The searches were initially 
conducted in September 2019, updated in July 2020 and July 2022 
(see Appendix S2).

2.5  |  Search outcomes

Searches of academic databases and grey literature were carried out 
by the Subject Librarian involved in the review. A hand search of 
reference lists of retrieved papers for inclusion was completed by 
two of the reviewers. Figure 1 contains a diagrammatic represen-
tation of the search strategy that is based on PRISMA 2020 (Page 
et al., 2021).

The results were exported from each database and uploaded 
into Endnote X9 (Clarivate Analytics) and duplicates were removed 
(Bramer et al., 2016). Titles and abstracts were screened using the 
Covidence systematic review software (Veritas Health Innovation, 
2021) by two independent reviewers for assessment against the in-
clusion criteria. Potentially relevant studies were retrieved for full 
screening. All studies were screened to full- text review stage and then 
narrowed to the English language. Disagreements arising between the 
reviewers were resolved through discussion or with a third reviewer.

2.6  |  Quality and confidence appraisal

2.6.1  |  Assessment of methodological quality

The quality of the papers was assessed using the JBI Critical Appraisal 
Checklist for Qualitative Research; a standardized critical appraisal 
instrument from the Joanna Briggs Institute System for the Unified 
Management, Assessment and Review of Information (JBI SUMARI) 
(Lockwood et al., 2020; Table 1). Two independent reviewers as-
sessed qualitative papers selected for retrieval for methodological 
validity prior to inclusion in the review. Studies were excluded on the 
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4  |    MCTAGUE et al.

basis of not meeting the predefined eligibility criteria set out above. 
If the age of participants was not stated or if the mean age was not 
clear or could not be calculated, studies were excluded. Reviewers 
were blinded to each other's assessments; only after initial appraisal 
of each article had been completed by both reviewers could assess-
ments be compared. Disagreements arising were resolved through 
discussion or with a third reviewer and the remaining studies are the 
final number included in this systematic review. The results for each 
study indicated moderate to high scores with 17 papers receiving a 
score of seven or more out of 10. Half of the studies (50%) had a state-
ment locating the researcher culturally or theoretically and only 33% 
indicated the influence of the researcher on the research. No study 
received a low score indicating the need to exclude from the review.

2.7  |  Data abstraction and synthesis

Qualitative data were extracted by two independent review-
ers guided by a recognized framework (Lockwood et al., 2020). 
This included specific details about the authors, year and country, 

phenomena of interest, participants, study methods, methodology 
and the main results of each study. The findings were then extracted 
using verbatim and non- verbatim statements and were reviewed and 
pooled using the meta- aggregation approach (Lockwood et al., 2020; 
Munn et al., 2014). A set of statements was generated to represent 
an aggregation of the findings. This involved collecting the findings 
and categorizing those findings based on a similarity in meaning. 
Following the principles of meta- aggregation, findings were synthe-
sized into themes. An example of the meta- aggregation process is 
outlined in Figure 2.

3  |  RESULTS

3.1  |  Study characteristics

This review retrieved 9857 articles in total, following removal of 
duplicates, 5851 articles were screened on title and abstract by 
two reviewers. Following initial screening, 171 full- text articles 
were screened in depth for suitability, of these, 153 were deemed 

F I G U R E  1  PRISMA flow diagram (Page 
et al., 2021)

Records identified from: 
Databases (n = 9410) 
MEDLINE (n = 2368) 
Embase: (n = 3317) 
CINAHL (n = 1694)))) 
Web of Science (n = 1445) 
GIM (n = 130) 
ASSIA (n = 456) 
Registers, Grey Lit & 
Repositories (n = 447) 

Records removed before screening:
Duplicate records removed using 
Endnote (n = 4743) 
Duplicates removed at import to 
Screening software (n = 562) 
Records removed for other 
reasons (n = 0) 

Records screened 
(n =5,851) 

Records excluded 
(n = 4006) 

Reports sought for retrieval 
(n = 171) 

Reports not retrieved 
(n = 0) 

Reports assessed for eligibility 
(n = 171) 

Reports excluded: 
Ineligible patient population (69) 
Ineligible study design (25) 
Ineligible phenomena (20) 
Conference abstract (15) 
Ineligible language (8) 
Ineligible setting (8) 
Discussion paper (5) 
Conference Paper (2) 
Duplicate paper (1) Studies included in review 

(n =18) 
Reports of included studies 
(n = 0) 

Identification of studies via databases and registers 
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    |  5MCTAGUE et al.

unsuitable (see Prisma flow diagram). A final tally of 18 papers were 
eligible for inclusion in this systematic review.

Studies meeting the inclusion criteria were published after 2000 
with the majority published after 2012. The geographical location 
and the number of studies were: the United States of America (n = 6), 
Sweden (n = 3), United Kingdom (n = 4), Australia (n = 3), Germany 
(n = 1) and the Netherlands (n = 1). All the studies used qualitative re-
search methods that explored youths with asthma and their experience 
of self- management education. The methods used to collect data in-
clude individual interviews, focus groups, participant observation and 
participatory workshop. A list of the papers (n = 18) and their key char-
acteristics is contained in Table 2. As noted above, we extracted data 
solely related to youths' experiences of self- management education.

During the meta- aggregation process, three main themes 
emerged: theory and practice gap, contemporary health seeking and 

psychosocial impacts of living with asthma. In addition, eight de-
scriptive subthemes provide depth of youths' experience of asthma 
self- management education. The following sections explores the 
emergent themes and subthemes (see Table 3).

3.2  |  Theory and practice gap

Youths' experience of asthma self- management education is influ-
enced by a wide range of sources, formal and informal, with specific 
asthma self- management foci. From the youth's perspective, the 
practice of everyday living with asthma is problematic and does not 
always align to the theory of self- management. Noteworthy too are 
youths accounts of experiential learning derived out of their reflec-
tion of living with asthma.

TA B L E  1  Critical appraisal results of eligible studies

Study Q1 Q2 Q3 Q4 Q5 Q6 Q7 Q8 Q9 Q10

Buston and Wood (2000) Y Y Y Y Y U N Y N Y

Coombs et al. (2018) Y Y Y Y Y Y N Y Y Y

Davis et al. (2021) Y Y Y Y Y U U Y Y Y

Gibson- Scipio et al. (2015) Y Y Y Y Y Y U Y Y Y

Heyduck et al. (2015) Y Y Y Y Y U N Y Y Y

Holley et al. (2018) Y U Y Y U U N Y Y Y

Hui et al. (2021) Y Y Y Y Y Y Y Y Y Y

Jonsson et al. (2017) Y Y Y Y Y Y Y Y Y Y

Koster et al. (2015) Y Y Y Y Y Y U Y Y Y

Milnes et al. (2013) U Y Y Y Y N U Y Y Y

Ödling et al. (2020) Y Y Y Y Y Y U Y Y Y

Peters et al. (2017) Y Y Y Y Y U Y N Y Y

Quaranta et al. (2014) Y Y Y Y Y N N N Y Y

Ramsey et al. (2019) Y Y Y Y Y U N N Y Y

Rhee et al. (2006) Y Y Y Y Y Y Y Y Y Y

Rhee, Allen, et al. (2014), Rhee, 
Fairbanks, et al. (2014)

Y Y Y Y Y N U Y Y Y

Rydström et al. (2005) Y Y Y Y Y Y U Y U Y

Zaeh et al. (2021) Y Y Y Y Y Y Y Y Y Y

% Yes responses 94 94 100 100 94 50 28 83 89 100

Note: Y = yes, indicates a clear statement appears in the paper which directly answers the question; N = no, indicates the question has been directly 
answered in the negative in the paper; U = unclear, indicates there is no clear statement in the paper that answers the question or there is ambiguous 
information presented in the paper.Criteria for the critical appraisal of qualitative evidence:
Q1: Is there congruity between the stated philosophical perspective and the research methodology?
Q2: Is there congruity between the research methodology and the research question or objectives?
Q3: Is there congruity between the research methodology and the methods used to collect data?
Q4: Is there congruity between the research methodology and the representation and analysis of data?
Q5: Is there congruity between the research methodology and the interpretation of results?
Q6: Is there a statement locating the researcher culturally or theoretically?
Q7: Is the influence of the researcher on the research, and vice versa, addressed?
Q8: Are participants, and their voices, adequately represented?
Q9: Is the research ethical according to current criteria or, for recent studies, is there evidence of ethical approval by an appropriate body?
Q10: Do the conclusions drawn in the research report flow from the analysis, or interpretation, of the data?
Abbreviations: N, no; U, unclear; Y, yes.
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6  |    MCTAGUE et al.

3.2.1  |  Interdependent roles and personal 
responsibilities

Youths' difficulty with self- management education is evidenced 
from the confusion they experience about their roles and responsi-
bilities in bridging the practice- theory self- management gap. Youths 
living with parents and caregivers discuss moving towards greater 
responsibility in their disease self- management but tend to remain 
under the watchful eye of parents in reminding them about their 
asthma regimes. Factors that highlight the juxtaposition of stake-
holders, parents and healthcare professionals (HCPs) and the au-
tonomy of youths in their disease self- management are illustrated:

Just because you turn 18 and become an adult on 
paper, that doesn't mean that you are fully educated 
and mature enough to take on all that responsibility 
that it implies (Ödling et al., 2020, p. 5)

Autonomous independent living, for some youth, is not a 
predictor of personal responsibility. There remains a reliance on 
parental knowledge of their asthma to navigate flare ups and 
exacerbations.

I really get mum to manage it for me … I go ‘mum, do 
I take my inhaler now?’ ‘Yeah, take your inhaler now’ 
…. Because, well, mum is the only one that's really got 
experience with this so no one else really knows what 
to do (Coombs et al., 2018, p.182)

However, reflection and experience play's an important role in 
identifying asthma triggers and being prepared to take personal re-
sponsibility to minimize potential asthma attacks.

When I go over to my friend's house, she's got a bunch 
of cats, so I always make sure I grab my rescue inhaler 

F I G U R E  2  Example of meta- 
aggregation process, themes and 
subthemes

Contemporary 
Health

Seeking 

Accessibility 

Attractiveness, 
interactivity 

and 
preferences 

Improved asthma self-
management and medication 

adherence

mASMAA feasibility and 
acceptability 

Receptivity to Asthma 
Education Via the Internet 

General use of technology/ 
health technology use 

Asthma and self-management 
knowledge

Reminders

Tracking asthma symptoms 
and treatment

New media as solution to 
support medication use

Preferred Features (of app)

Importance of customization

Use of data with medical 
providers

User feedback on a 
Prototype: 

“More Support for Mental 
Health”

Information gathering-one 
size doesn’t fit all
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before I go to her house to keep it in my pocket 
(Gibson- Scipio et al., 2015, p. e58)

3.2.2  |  Illness management and 
medication compliance

The emphasis on medication adherence, as the pillar of asthma self- 
management, is replete in the studies included, however, arising out 
of the youth's illustrations an identifiable asthma medication theory- 
practice gap exists. Youth's experiences focus on the task to “take 
medication” rather than possessing a sound knowledge base of ‘the 
what, why and when’ of self- administration of their asthma medica-
tion, which is the corner stone of self- management.

I try to work as hard as I can and not use my medicine 
as much so I won't have to depend on it, I try to use it 
(asthma medication) the least amount of times as I can 
so that I can get rid of the asthma and slow it down or 
something (Gibson- Scipio et al., 2015, p. e57)

Self- management or rather self- taught education arises from expe-
riential learning from “flare ups” of asthma symptoms and reflection on 
symptomatic events and often features in identifying the knowledge 
deficit of their medication regimes.

A month ago, I was really sick and coughed at night. I 
made a schedule for when to use the inhaler device, 
and then it worked better (Jonsson et al., 2017, p. 26)

3.2.3  |  Inclusive and receptive communication

Youths' narrative of interactions with asthma self- management 
stakeholders, illustrate concerns they have about not been heard, 
their voice and experiences being silenced, and their experience 
of one- way communication, limiting the opportunity for youths 
to communicate asthma self- management educational needs. 
Youths often experience a feeling of being “divorced” from health-
care consultations and often feel overshadowed by parents or 
caregivers.

Mum talks and I sit there and listen, but then I don't 
think the doctor fully knows how it's been for me, but 
mum always says I don't talk, but I would talk if I was 
given the chance to talk… I don't think they fully know 
cause when I come out, I think I would have said this 
and I would have said that but I didn't have the chance 
to (Holley et al., 2018, p. 949)

In supporting effective communication by youths with HCPs, 
there is evidence that pre-  consultation aids and tools for commu-
nication is something that the youths felt would be useful to enable 

them to seek out information that was youth- centred and specific to 
their needs.

When I go, I don't think about questions that I want 
to ask before I go. I always kind of think that it's al-
ways about the medication rather than how I feel, so 
I think if I read through some of these questions I'd 
be able to think about what to say…If I read this I'd 
get to think about more what I wanted to get from 
the asthma nurse rather than just inhalers (Milnes et 
al., 2013, p. 93)

3.2.4  |  Barriers and enablers of asthma 
knowledge and self- management

Barriers and enablers to self- management reflect the uniqueness of 
youths in chronic disease self- management. The constraints of the 
disease and the importance of routine and regime often provide the 
ideal breeding ground for conflict with a disease which youths strug-
gle and battle against. Barriers are often constructed by the youths 
themselves in defiance and denial. Asthma is seen as an intruder in 
their lives.

The worst thing you can ask a teenager is to remem-
ber something again and again and again…and their 
gonna be like ‘oh I'm not gonna do this’ and just give 
up or something…they just won't bother…it sounds 
off giving someone who has no sense of responsi-
bility something to be responsible about it (Holley et 
al., 2018, p. 949)

While barriers were identified, many youths acknowledge asthma 
as part of their lives. They have developed capacity for juggling the 
demands of being a youth with asthma, arming themselves with knowl-
edge and ways of knowing as a positive outcome about living better 
with asthma.

It helped me … . the knowledge …. I think it's a lot of 
help when she explains something to me … it's made it 
a lot easier to manage cause I know what's happening 
(Holley et al., 2018, p. 948)

3.3  |  Contemporary health seeking

The buy- in for contemporary health seeking as evidenced from 
the findings reveal a catalogue of requirements from accessibil-
ity, attractiveness to interactivity with options to adapt personal 
preferences. Youths identified the acceptability of using their 
phone as one said, “I always have my phone, my phone is- this is 
my life” (Rhee, Allen, et al., 2014; Rhee, Fairbanks, et al., 2014, 
p. 67). Youths describe a willingness for tracking technology that 

 13652648, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jan.15459 by T

est, W
iley O

nline L
ibrary on [21/10/2022]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense



12  |    MCTAGUE et al.

may enable a growth in their confidence and autonomy in their 
disease management.

3.3.1  |  Accessibility

Independent asthma self- management is the goal of all stake-
holders; however, the transition should be incremental to ensure 
confidence building in youths' capabilities to recognize and re-
flect on self- management of their asthma. Technology can pro-
vide the accessibility of anytime anywhere support for youths 
and facilitate growth in their confidence and their role in disease 
self- management.

I feel like it could help you manage your asthma be-
cause it like tells you when like you're having flare- ups 
and what time of day and then that can help you find 
out why because you can reflect and think back what 
you were doing then or what you were exposed to 
(Rhee, Allen, et al., 2014; Rhee, Fairbanks, et al., 2014, 
p. 68)

3.3.2  |  Attractiveness, interactivity and preferences

The issue of accessibility alone may not be sufficient for youths. 
Youths indicated they would like bespoke technological capabilities 
that could provide “like a digital asthma action plan that provides 
management instructions based on current, reported symptoms” 
(Ramsey et al., 2019, p. 968). They also suggested that technology 
could be used by their medial team to contact them about their 
condition.

It would be great if [the medical team] could reach out 
if they see something abnormal (Ramsey et al., 2019, 
p. 969)

The attractiveness, interactivity and preferential nuance of tech-
nology that appeals were proposed by youths.

Reading facts, and triggers, and things like that, would 
be cool. Even just simple things of how much is too 
much of your puffer? (Coombs et al., 2018, p.183)

Noteworthy too are youth's awareness and insight into informed 
decision making about trusted resources in e- health technology.

3.4  |  Psychosocial impacts of living with 
asthma and support networks

The impact of living with asthma has affected youths, emotionally, 
psychologically and socially, at an important juncture in their growth 
and development. The burden of living with asthma at times can be 
overwhelming and youths recognize the importance of support net-
works, particularly from allied peers and family, to help them navi-
gate the challenges of everyday living with asthma.

3.4.1  |  Emotional, psychological and social 
impacts of asthma

The diagnosis of a medical condition brings with it many emotional 
reactions. It is evident that emotions such as anger, denial, grief and 
frustration are felt and the sense of “why me” are explicit. There is 

TA B L E  3  Main themes and subthemes

Main themes Subthemes Subthemes include…

Theory and practice gap Interdependent roles and personal 
responsibilities

Role of youths and others (parents, peers and 
healthcare providers) in self- management; 
perceived expectations of others

Illness management and medication compliance Medication adherence and avoidance; health 
literacy and understanding

Inclusive and receptive communication Difficulty in communication and/or lack of 
engagement with healthcare professionals; 
peer written information

Barriers and enablers to asthma knowledge and 
self- management

The identified barriers and enablers

Contemporary health seeking Accessibility General use of technology and receptiveness 
to asthma education via internet

Attractiveness, interactivity and preferences Youth's preferences for self- management 
information

Psychosocial impacts of living with asthma Emotional, psychological and social impacts of 
living with asthma

Burden of asthma on everyday life; facing 
challenges; life goals

Networks of supports Support from family, caregivers, healthcare 
providers and peers
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    |  13MCTAGUE et al.

little insight into how emotions are worked through from the youths' 
perspective or if they are addressed in asthma self- management in-
teractions by healthcare providers.

[My doctor was] talking about my lungs and my lung function and 
they said it was getting poorer…I wasn't really taking my medication 
every day, so after one day when I saw how poor my lung function 
was, it kind of hit me in the head…oh I need to take these pills (Zaeh 
et al., 2021, p. 560).

The psychological impacts and unpredictable nature of their 
asthma, a sense of living in fear, adds to their stress and anxiety. 
Furthermore, the social constraints of asthma are problematic for 
youths. Testing their asthma “limits” in social situations was reported 
in one study (Rydström et al., 2005). Moreover, youths often struggle 
with other people's perception and lack of understanding of the dis-
ease, which for youths was perceived as shaming and embarrassing 
with implicit and explicit accounts, evident in many of the studies.

If you do have to [take medication] in public or in an 
event or something like that it can be a bit awkward 
at first because it is just not something that people 
typically see (Zaeh et al., 2021, p. 560)

3.4.2  |  Network of supports

Reliable support networks are predominantly constructed from 
close friendships with peers that they spend time with in social, edu-
cational and sporting settings, as well as family members, especially 
those who themselves have experience of living with asthma. Whilst 
healthcare providers are seen as having a designated role in their 
asthma self- management, it is the people, who youths interact with 
through daily interactions, that understand best the challenges and 
optics of life with asthma.

I tell my friends so that if I start to go into having an 
asthma attack, they'll know. I would want them to 
help me if I needed my inhaler or something (Gibson- 
Scipio et al., 2015, p. e57)

4  |  DISCUSSION

Asthma is a chronic and potentially life- threatening respiratory condi-
tion, with youths being identified as an at- risk group (Strof et al., 2012). 
The population of interest, youths, young people and adolescents, 
has been discussed for over two decades in the literature reviewed in 
this systematic review. However, there is still a shortfall in addressing 
asthma self- management needs and countries reporting qualitative 
research with this group. Asthma and allergies are on the increase 
in this population and therefore urgent action is needed to support 
youths achieve optimal health (Cevhertas et al., 2020).

The viewpoint of youths is key to understanding and improving 
their experience of asthma self- management education. According 

to the youths in the studies reviewed, there is a significant gap in 
self- management education that falls short of the holistic perspec-
tive of youths with an asthma diagnosis. In fact, we propose that 
some enablers of asthma self- management education are self- taught. 
In living their lives to the full, the evidence provided by youths in 
this review purports a specific focus on medication adherence and 
management (Buston & Wood, 2000; Koster et al., 2015). The gap 
between the theory of self- management and practice of living with 
asthma has widened for youths. It is unclear if this gap has grown 
or it is rate of growth has accelerated from childhood through to 
youthhood (Coombs et al., 2018). Indeed, a recent systematic review 
on adherence to inhaled corticosteroids for asthma identified the 
continued fallibilities in successfully understanding and supporting 
young adults with the disease (Murphy et al., 2021). Notably, in the 
review, young people are referred to as outliers in attending primary 
care settings for their asthma care, and where medication non- 
adherence is more evident (Murphy et al., 2021).

In addition, it is difficult to determine if an opportunity to stop, 
pause and reflect with youths on their asthma self- management, 
when moving and transitioning to independent self- care, is con-
sidered to bridge this theory and practice gap (Ödling et al., 2020). 
The lack of preparedness for this transition was explicit and a chal-
lenging experience. Adapting to the daily encounters of living with 
asthma included self- advocacy and individual reflection (Gibson- 
Scipio et al., 2015; Jonsson et al., 2017). Therefore, healthcare 
providers need to have the knowledge and skills to deliver on the 
evolving requirements of this cohort and strive to provide youth- 
centric asthma self- management education tailored to their needs 
and requirements. Specifically, recommendations for healthcare 
policymakers demonstrate the need for youth- centric pathways 
for early intervention to equip this cohort with the necessary 
knowledge and skills as they transition from paediatric models of 
care. A range of supports, including a multidisciplinary and mul-
tiagency approach, provision of outreach services between prac-
tice and community settings and youth- centric peer support are 
recommended.

The results of the review also highlight potential solutions in the 
delivery of asthma self- management education. The report of posi-
tive experiences is presented by youths in respect of contemporary 
health- seeking behaviours, notably the employment of technology 
in asthma self- management. Technology is a feature of daily life 
in developed countries (Rhee, Allen, et al., 2014; Rhee, Fairbanks, 
et al., 2014) and is an acceptable conduit that youths in these stud-
ies show a willingness to embrace as part of their self- management 
education needs. Furthermore, the construct of technological fea-
tures was very important. Through developer engagement and 
interactions with youths, the buds of youth- centric perspectives 
provide a glimpse into the possibilities of contemporary asthma self- 
management education (Coombs et al., 2018; Hui et al., 2021; Peters 
et al., 2017; Ramsey et al., 2019; Rhee, Allen, et al., 2014; Rhee, 
Fairbanks, et al., 2014). Findings from this review suggest that op-
timizing the scope and reach of technology, for youths with asthma, 
has the potential to engage youths in asthma self- management 
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14  |    MCTAGUE et al.

education, asthma monitoring and asthma support that is flexible to 
their needs and requirements.

Finally, one of the overwhelming findings of this review is the 
lack of a considered psychosocial and self- care component of 
asthma self- management education for youths. Youths describe 
the many challenges they face daily (Cheng et al., 2022; Peters 
et al., 2017). Their friends and peers are living a life, restriction- 
free, compared with the youths unrelenting consciousness, of 
living with asthma that they must acknowledge (Gibson- Scipio 
et al., 2015). This awareness is intertwined with the strive for 
independence and serves to magnify the burden of asthma. This 
alertness brings to the fore the emotional and psychosocial im-
pact of asthma that perhaps as their asthma child- self they had 
little insight too (Jonsson et al., 2017; Milnes et al., 2013; Zaeh 
et al., 2021). Furthermore, the lack of understanding by lay people, 
of the restrictions that asthma can place on them, was evident and 
a source of frustration for youths. The life- threatening component 
of the disease is misunderstood and the normalizing of abnormal 
symptoms, is often trivialized (Jonsson et al., 2017). Furthermore, 
there was evidence from the youths that the structure of self- 
management education addressed the physiological requirements 
of asthma but from the studies included in this review the evidence 
to support the psychosocial components of self- management edu-
cation are lacking. Priority for the psychosocial and self- care com-
ponents of asthma self- management education is recommended 
as a finding of this review.

4.1  |  Limitations

This is the first review to aggregate the evidence to better under-
stand the perspectives of youths and their experience of asthma 
self- management education. The illustrations provided in this 
systematic review are rich and highlight several areas for future 
development of asthma self- management education in terms of 
design, structure and delivery in the context of the community 
and healthcare setting. Furthermore, much of the research was 
related to younger teens so specific research on this youth cohort 
is warranted. The main limitation of this systematic review related 
to the identification of studies within the inclusion criteria, age 
of youths 15– 24 years. Additionally, the transitional profile of this 
cohort suggests that youths' enrolment into studies maybe limited 
by youth's availability as they fall between the paediatric and adult 
healthcare models.

5  |  CONCLUSION

This study aimed to synthesize the evidence on youths with asthma 
and their experience of self- management education. The findings of 
the review reveal that studies exploring their perceptions and expe-
rience of asthma self- management are limited. The known risks as-
sociated with this cohort, who have a diagnosis of asthma, points to 

a requirement for further research concentrated on this population. 
Furthermore, the development of holistic, youth- centric asthma self- 
management education is needed. We encourage others to examine 
the potential benefits that a holistic approach to youth's asthma self- 
management education could provide, and thereby build an evidence 
base for healthcare practitioners to improve youth asthma outcomes. 
This review has highlighted the gaps in self- management education 
for youths and identified potential methods of delivering the same, 
to include psychosocial and emotional components so finally, we 
recommend that the wilderness, that lies between childhood asthma 
diagnosis and youthhood, needs to be cultivated with appropriate 
ongoing support and asthma education bespoke and inclusive for all.
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