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Abstract: Adolescence marks a significant transition from pediatric to adult healthcare, and parents
play critical roles in supporting their adolescents with chronic conditions through this process.
However, little is known about parents’ experiences, perceptions, and needs during this healthcare
transition. This qualitative study explores the experiences and perceptions of parents regarding the
care transition of their 16-17-year-old adolescents with asthma. Nineteen mothers participated in
either a focus group or individual interviews, and a content analysis was conducted on the data.
Parents expressed negative emotions and various concerns about their teens’ transition readiness
and asthma management. A need for early transition training for both adolescents and parents
was discussed. Overall, the complexity and challenges associated with the healthcare transition of
adolescents with asthma take a toll on parents, particularly when their teens are not adequately
prepared to manage asthma independently. Parents need appropriate anticipatory guidance regarding
the transition and skills to navigate changing roles and negotiate asthma care responsibilities with
their teens. Timely interventions and support strategies for both adolescents and parents are needed
to ensure the successful healthcare transition of adolescents with asthma.

Keywords: parental perceptions and experience; adolescents; asthma; healthcare transition

1. Introduction

According to 2020 data [1], 9.1% of adolescents aged 15-17 years had a current asthma
diagnosis in the United States (U.S.), with an even higher prevalence of 10.3% among
young people aged 20-24 years. As such, asthma remains a common health concern for
adolescents and young adults. Given that about 70% of adults with severe asthma had
asthma before the age of 20 [2], it is critical to ensure continuity in asthma treatment and
self-management from adolescence to adulthood to prevent adverse health consequences.
Nonetheless, frequent interruptions in asthma care have been reported in young people
undergoing healthcare transitions [3—6]. To date, transition readiness in adolescents with
asthma has not been studied extensively, but available research has reported suboptimal
transition readiness [4,7,8] and transition-induced emotional stress among adolescents with
asthma [4,9].

Typically, transitions tend to exaggerate the vulnerability of individuals and fami-
lies [10]. During the uncertain and stressful time of transition, adolescents often rely on
parents for their support and guidance [8,9]. Nonetheless, parents’ roles and needs during
the care transition of adolescents with chronic conditions have been overlooked in re-
search [11]. Similarly, there is a lack of understanding about how the parents of adolescents
with asthma experience the transition, perceive their teens’ readiness, and understand their
own roles in this process. To address this gap, this study aims to explore the experience
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and perceptions of parents regarding care transitions and the readiness of their adolescents
with asthma, focusing on mid-adolescents ages 16-17 years as they are approaching the
critical transition time. The insights gained from this study can potentially inform the
development of interventions and support strategies to facilitate a successful healthcare
transition for adolescents with asthma and their parents.

2. Materials and Methods
2.1. Study Design and Study Sample

As part of a qualitative study conducted to explore the perceptions and experiences
of healthcare transition among 41 mid-to-late adolescents (16-21 years-old), the parents
of younger participants aged 1617 years were also invited to participate in an interview
to capture their perspectives on their teens’ care transition. Of the 20 invited parents,
19 participated in either a focus group or an individual interview, each lasting 30-50 min.
Detailed methods for recruiting adolescent participants are published elsewhere [7].

2.2. Study Procedure and Data Collection

The study protocol received approval from the Institutional Review Boards in two aca-
demic institutions where the study originated, and data were collected. Written informed
consent was obtained from all parent participants. Parent interviews were conducted either
individually or in a focus group setting, depending on their availability and preference.
Two focus groups were attended by 2 and 3 parents each, while 14 parents opted for
individual interviews. Two female research associates (RAs) trained in qualitative research
methods conducted the interviews. Focus groups were facilitated by one RA, while the sec-
ond RA took notes and assisted with group logistics. Individual interviews were conducted
by one RA. Semi-structured interview questions were used consistently for both focus
groups and individual interviews (see Table 1 for interview questions). All interviews were
audio recorded and later transcribed verbatim. To ensure accuracy, a research staff member
cross-verified the final transcriptions against the recorded interviews prior to data analysis.

Table 1. Parent interview questions.

Interview Questions

u What has it been like for you to parent a child with asthma?

u Have you thought about your child becoming an adult with asthma? What
worries/excites you most when you think about them being a grown-up with asthma?

Opverall experiences and perspectives

Transition readiness and needs

[ Has anyone in your doctor’s office discussed with you and your child about how they
become independent in asthma care and switch to an adult practice? If yes, what
specifically did your doctor tell you and your child about transitioning to adult care?

m  What are your concerns in relation to the transition?
[ What role do you play currently in your child’s asthma management?

m  What role does your child play in their own asthma care?

u What are the conflicts that arise with your child due to their asthma?

[ How much do you communicate directly with your child’s provider on your child’s
behalf during an appointment?

] How confident are you that your child could carry out the tasks of asthma
management on their own when they are no longer a teenager?
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2.3. Data Analysis

For the data analysis, we conducted a qualitative content analysis [12,13] using Mi-
crosoft Word to code and analyze the interview transcriptions. In this study, we used both
manifest and latent content analysis [13]. The unit of analysis was the whole interview,
and the meaning units were the individual questions found in Table 1. The label of each
meaning unit was referred to here as the code, whereas categories, which are the focus of
qualitative analyses, were the manifest content of the text. These categories were mutually
exclusive and further broken down into sub-categories or themes. Themes expressed the
underlying meaning of the text, or the latent content. The Principal Investigator and a
PhD-prepared research associate, who did not conduct the interviews, analyzed the in-
terview data independently. Each developed codes, categories, and themes by labeling
the responses to each interview question. Afterwards, the independently generated codes
and supporting quotations were compared, and any discrepancies were reviewed and
reconciled through discussion. To enhance rigor, a third member—a trained graduate
research assistant—conducted separate analyses by using the coding guide developed by
the first two members. Once again, any discrepancies with the first round of analyses were
discussed and resolved upon mutual agreement, resulting in further refined coding. The
involvement of three study team members in the data analysis and interpretation aimed to
achieve the validity and reliability of the qualitative data analysis process [14].

3. Results
3.1. Sample Characteristics

This study included 19 mothers as participants. Table 2 provides an overview of
the demographic characteristics of the parent participants. The sample comprised an
equal representation of White and non-White parents, while only two parents identified
as Hispanic.

Table 2. Sample characteristics.

Characteristics/ M (SD)

o,
Variables Range N o
Age (years) 45'87?52'_257(3
Relationship to teens
Mother 19 100
Parent relationship status
Married 8 42.1
Single but with a partner 7 36.9
Never married 1 52
Missing 3 15.8
Race
White 8 421
MI.I‘IOI'll’y (Afrlcgn 8 91
American/Hispanic)
Missing 3 15.8
Household income (annual)
<USD 30,000 7 36.9
>USD 30,000 9 47.3
Missing 3 15.8

Data were organized into six categories pertinent to healthcare transition in teens
with asthma, under which several subcategories or themes emerged representing parents’
perspectives and experiences. The themes were labeled using phrases from direct quotes of
parents. The direct quotes supporting the themes are italicized below. Figure 1 illustrates
six categories and corresponding themes. Below are the descriptions of each category and
associated themes.
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® Concerns r/t teens' growing up with asthma
Parental Preceptions of = Overall perceptions about teens’ transition

Healthcare Transitions = Asthma management by parents
in Teens with Asthma = Relationship dynamic with teens

= Communication with providers
= Adolescents’ learning needs

Figure 1. Summary of categories and themes. The inner circle of the chart depicts the six cate-
gories, or the manifest content of the text, which are also visible in the legend to the right side
of the chart. These categories are further detailed by the themes provided in the outer circle of
the chart. The themes reflecting the underlying meaning, or latent content, of the text are direct
quotations from parent interviews and indicate the perceptions that parents shared regarding their
teens’ healthcare transition.

3.2. Concerns Related to Teens Growing up with Asthma

In general, parents experience negative emotions when responding to their teens’
symptoms, including stress, frustration, helplessness, worry, and fear. These reactions are
often related to their lack of awareness about symptom situations, symptoms becoming
unpredictable or worsening with age, and their teens’ insufficient preparation to recognize
and manage symptoms and triggers.

3.2.1. You Don’t Know What’s Going On

Parents expressed their frustration over not knowing about situations that might
be responsible for their teens” symptoms. The fact that teens do not always share their
whereabouts with their parents leaves them bewildered and fearful when their teens suffer
from symptoms. As a result, parents often feel unsure of how to intervene effectively to
reduce or remove triggers for these symptoms.

[1]t was very frightening when you don’t know what's going on. . .And you're wondering
what the heck is going on. . .So we were trying to pinpoint it. ... That’s the one thing is
that you just don’t know.

Adolescents’ increasing independence triggered negative emotional reactions in some
parents, as they feared not being informed about their teens” asthma condition until it was
too late.
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To be honest with you, [my teen] is more responsible about her health than I am about her
own health, which scares me. . .she’s more about it [asthma] than I am. I don’t.. I don't
think about that stuff until it’s too late. . .it’s still that nerve-wrecking thing.

Some parents felt helpless and concerned about their limited ability to help their teens,
as they were unsure about the exact cause of the symptoms. This uncertainty left them
worried that healthcare providers might criticize them as being ‘unfit mothers’.

If you don’t do stuff right, doctors will think you are very—um—uwhat they call it? Um,
unfit mother. And that'll really piss you off.

3.2.2. You Just Don’t Know What to Expect

Some parents experience emotional stress due to the unpredictable nature of
asthma symptoms.

Sometimes it’s better, sometimes it’s not. Is there a possibility of maybe it getting worse?
You know, you just don’t know what to expect. You don’t know if she’s gonna have a good
week or it’s never gonna happen again or when it's going to. So it’s stressful.

While some parents noted that their teens” asthma had become less severe compared to
when they were younger, many others remained concerned about the lack of improvement
or even worsening of asthma symptoms with age. This constant source of stress or fear was
particularly prominent as parents felt a loss of control over their teens’ lives as they became
more independent.

3.2.3. They Can’t Tell You When They’re in Distress

A few parents expressed concerns about their teens’ inability to properly recognize or
manage triggers or symptoms when the parents were unavailable to assist them.

[1]t could be somewhat stressful because they can’t tell you when they’re in distress.
She just-like very tight and really couldn’t breathe. .. not knowing why she’s having
difficulty performing her daily activities.

A parent also mentioned that her teen refused to take medication, which was adminis-
tered through a nebulizer.

3.2.4. Asthma Would Hinder All the Things That He Likes to Do

Some parents raised a concern about asthma potentially preventing their teens from
participating in certain activities in the future, such as playing basketball, or possibly
passing the condition to their offspring.

I guess maybe the biggest thing is if it’s genetic or if she has children maybe someday.

3.3. Overall Perceptions about Teens” Healthcare Transition
3.3.1. I'm Hopeful

When asked about their thoughts regarding their teens becoming adults with asthma,
some parents denied having any concerns and remained hopeful that the symptoms would
be less severe or that their teens would eventually ‘grow out of” asthma. For some parents,
the hope of better-controlled asthma was based on the assumption that their teens would
become less active over time, leading to fewer symptoms.

[I am] hopefully when she goes to college next year. . .it might not be as bad I'm hoping,
because she won’t be in as many sports. She’s very active right now.

Others remained optimistic, believing that their teens would continue to be responsible
in taking care of asthma as adults.

I don’t really worry about it because she’s pretty responsible and I know that she’ll always
have her inhaler with her if she needs it.
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[Slince she’s had it for so long we know what the triggers are, and so if she feels she’s gonna
be in a situation where she would need rescue, she almost kinda takes it like proactively.

While some parents were not entirely convinced of their teens’ ability to manage
asthma independently, they found hope in noticing recent improvements in their teens’
trigger perception or medication adherence. Despite denying any problems with their teens
managing asthma independently, a few parents admitted that their teens would still need
help during asthma flare-ups.

He was pretty good about taking medications, but it never seemed to help when he was
sick. And he didn’t really have any problems except when he was sick.

3.3.2. It Worries Me

Despite few parents expressing positive sentiments about the upcoming care transition
for their teens, the majority shared concerns that their teens were inadequately prepared.
Many believed that their teens lacked organization and had insufficient knowledge and
skills to self-manage asthma independently. Overall, the parents lacked confidence in their
teens’ capability to recognize and manage symptoms and triggers properly and to reliably
take medication, as illustrated in the following statement.

I don’t know that he’s going to pay attention to it as much as I did. I don’t know if it will
bother him that much, though. I don’t know if he’s really going to care. I don’t know.
And even the way he is now, he doesn’t want to take. . .he really just doesn’t want to have
to [take medication] anymore. Yeah, I don’t know if he’s going to follow through. . . will
he follow their directions if there’s nobody there telling him what to do? I don’t know. I
don’t think so.

Parents were not only concerned about their teens’ inability to control symptoms
but also worried about negative emotions their teens might experience when responding
to acute symptoms, such as feeling scared, worried, and embarrassed. Some parents
even admitted that they themselves were not fully ready to see their teens launch into
independent adulthood.

I'm nervous for college. . .I don't know if I'm ready for that. I haven’t even gotten to that.
I'm thinking about it, but in her mind, I'm moving with her [to college].

In addition, some parents had doubts about their teens’ transition readiness due to
their teens’ reckless engagement in risk behaviors that triggered symptoms, such as vaping.

I've been worried about the vaping thing. . .we found out she was doing that this past
year. .. last year she had an asthma attack, so we had to call the ambulance, and it turns
out that was because of that.

Switching the teens’ providers was also perceived as a source of stress for many
parents. Their concerns revolved around three unknown qualifications of “adult doctors’:
first, the proficiency to manage symptoms (“make things as urgent as the pediatrician does”);
second, attentiveness (“they would dismiss a lot of what they need to pay attention to”); and
third, continuity of care (“does everything follow or does this new PCP try to re-diagnose”).

Despite the expressed concerns and doubts about their teens’ care transition, the
majority denied having any conversation with their teens’ providers about it. Only one
parent affirmed that a topic of care transition was brought up during the appointment,
while three parents responded that they planned to make an appointment with their teens’
providers to discuss care transition.

3.4. Asthma Management by Parents

Overall, the parents acknowledged that their teens had become more prepared for
managing asthma symptoms in recent years, mainly judging by their carrying and us-
ing rescue medication. Only two parents mentioned the teens’ regular use of controller
medication in the context of symptom prevention. The responsibility of managing their
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prescriptions was not routinely carried out by the teens, with only one parent stating that
her teen would contact the pharmacy for medication refills. Monitoring symptoms or
triggers was seldom brought up. Several parents did notice their teens’ growing confidence
in communicating and advocating for their asthma-related needs. Although teens are
becoming more independent in managing their asthma, many parents still play an active
role in various aspects of their child’s asthma management to varying degrees.

3.4.1. I'm Doing Everything

Some parents continue to be over-involved in the teens’ asthma management. They
justified their overinvolvement to compensate for their teens’ neglect of the responsibility
for asthma care. Consequently, these parents took charge of almost every aspect of asthma
management, although they recognized the challenges of maintaining control as their teens
grew older.

3.4.2. You'll Have to Be on Her (Reminders)

Most parents emphasized that their constant reminders were crucial to ensure that
their teens kept their rescue medication with them at all times and adhered to control
medication as scheduled.

3.4.3. Keeping an Eye on Her

Parents constantly monitor their teens’ symptoms and intervene whenever necessary
to manage them. Often, parents notice changes in symptoms before their teens do, enabling
them to provide timely management and effectively prevent exacerbations.

3.4.4. Try to Get Her to Be More Independent

Most parents take on multiple roles as motivators, cheerleaders, coaches, teachers, and
role models for their teens. By doing so, they aim to prepare their teens to become more
independent and responsible in managing their asthma.

I would say maybe just give him certain advice about, you know, how to take care of
himself or certain things that he needs to do. To be a little more independent, you know,
to not depend on me to do it.

3.4.5. Make Sure the Scripts Are Filled

The responsibility of managing prescriptions primarily falls on the parents. As not
all teens communicate when their medication needs refilling, parents often monitor their
teens’ medication usage to determine when refills are necessary, ensuring the medication is
available when needed.

3.4.6. I Still Make the Calendar

Parents take an active role in scheduling clinical appointments for their teens and
accompany them, often communicating with the healthcare provider on their behalf. They
believe that teens may not have the experience or knowledge to ask the right questions and
engage in effective communication during medical appointments. So, these parents expect
to continue accompanying their teens to clinical appointments even after they become
adults to ensure the best possible care.

3.5. Relationship Dynamics with Adolescents
3.5.1. No Conflicts
When asked about any difficulties in their relationships with their teens around asthma

management, only four parents denied any conflicts who were content with the ways of
asthma being managed by their teens.
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3.5.2. Fighting about Responsibilities

The majority of parents reported experiencing some degree of conflict with their teens.
The primary cause of conflict was issues around medication adherence. Some parents
expressed frustration about their teen’s carelessness (e.g., misplacing inhaler) or refusal
to take medication. Teens would neglect to take medication or argue against it, stating “I
might not need it” or even denying they have asthma at all. In some cases, teens refused
medication due to concerns about its side effects or perceived ineffectiveness, as described
in the following statements.

It’s the struggle with the medications, really that she. . .what works, what doesn’t work,
what she feels. “Why do I have to keep taking this if I feel like this doesn’t take effect?” .. .I
think that’s the biggest struggle me and her have, it’s just the steroid cause she doesn’t
like the way it makes her feel.

A few parents mentioned that the conflicts had improved with their teens becoming
more responsible for taking medication.

3.6. Communication with Providers

When asked about the primary communicator during the appointments, there were
mixed responses, with some parents being the primary communicators while others men-
tioned their teens being the sole communicator. Many teens were reported to take an active
role in communicating with the provider, but parents” encouragement or prompting was
often necessary. Some parents assumed the role of spokesperson for their teens who were
reluctant to speak with the provider due to various reasons, such as feeling uncomfortable
or intimidated, dissatisfaction with the provider, or lacking communication skills. Two
themes emerged describing parental perspectives in relation to teens” communication with
healthcare providers.

3.6.1. Have Them [Teens] a Voice

Parents invariably expressed the desire for their teens to become more confident and
comfortable in communicating their needs and to “break out of the shell” in preparation to
become independent adults.

When they get to that point, the understanding that’s who they have to rely on, that when
they get to the age we have to step back. That we won’t be able to do any of this stuff
anymore. I think that, that’s when I think they’ll eventually breakout of the shell. 1t'll be
a while but I think it'll be a little while.

Many parents emphasized the importance of early communication training for their
teens to “have them a voice”, so that parents would be available to provide support if needed.

My daughter’s 17 and heading off to college. . . You know so like that transition should
actually start a little bit sooner. . . Like to advocate more for themselves and speak more for
themselves maybe, at maybe a little bit earlier of an age. Still have mom and dad there. . .
let them [providers] talk to more to the child rather than the parent.

Even so, some parents were adamant in their belief that it was the necessity for them
to be part of the conversation because their teens tended to ‘deny’ or ‘downplay things’, and
sometimes omitted important information or questions during appointments.

3.6.2. Don’t Think Doctors Do Enough

Some parents expressed a desire for the providers to make more efforts to engage the
teens in conversations, as illustrated in the following statement.

I don’t think the doctors do enough of that, of asking [the teen]...cause we’re not
them. . .we don’t know their asthma’s feeling...We can’t tell you how they actually
feel. . If they ask the kids. . .I think it would help them a little bit more to be able to
advocate for themselves and as they get older it won’t be so hard.
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At the same time, parents also described the need for the providers to improve their
communication skills to effectively engage teens in meaningful conversations, enabling
them to have a more active role in their healthcare decisions.

I feel like the doctor needs to be able to ask things in a non-threatening way to a teen
or in a-in vocabulary that a teen can relate to. She [Provider] didn’t explain to her [my
teen] why the things like “this is what’s going on and this is why we’re giving you this
medicine. And this is why we’re giving you this medicine, and this is what this is going
to do for you. . .and how this is going to make you feel...” And I think that it needs to be
broken down for kids; for the doctor to talk to the teen, and not to the parent.

3.7. Adolescents” Learning Needs
3.7.1. They [Teens] Have to Learn Responsibility

Parents expressed their lack of confidence in their teen’s capacity to self-manage
asthma, believing that their teens still need reminders to take medication and avoid triggers.
Most parents strongly desired for their teens to take greater ownership of caring for their
asthma until becoming fully in charge of their health.

3.7.2. We Are Counting Down

Parents recognized the urgency of the impending care transition and their teens’ imme-
diate need to learn how to manage asthma independently with confidence and competence.

We're counting down the weeks of all the independent living skills he has to learn.

3.7.3. Early Education Is the Key

Regarding the timing of education or training for care transition, parents wanted it
to take place as early as 12 or 13 years of age so that they could be available to provide
support if needed. This was particularly relevant because some teens might leave home for
college as early as 17.

4. Discussion

To the best of our knowledge, this is the first study investigating the perceptions and
experiences of parents with 16-17-year-old adolescents with asthma approaching adult-
hood. Overall, we found that parents commonly experience negative emotions in response
to their teens” asthma and becoming adults. As their teens become more independent and
less likely to share information about their condition, parents feel frustrated and uneasy
about not knowing about their teens” asthma condition and when and how to help during
symptom experiences. These changing dynamics may lead parents to grieve the loss of
their familiar and prominent roles as key players in managing their child’s chronic health
condition during the transition, as reported in previous studies [15-17]. Similar to the
parents of adolescents with more complex chronic conditions [15,16], our parents fear that
their teens will not be able to recognize or manage their symptoms properly when they are
not around. Furthermore, they expressed concerns about the unpredictability of asthma
symptoms and the possibility of symptoms worsening as their adolescents grow older. They
also worried about how asthma might limit future opportunities for their teens and the
potential intergenerational transmission of asthma affecting their teens” future offspring.

Parents’ thoughts about their teens’ impending healthcare transition can be summa-
rized in three ways. First, the most common response was that, similar to their teens [9],
many parents simply have not thought about the transition, despite the aforementioned
negative feelings. Second, few parents held a positive outlook based on assumptions that
their teens would ‘grow out of asthma” or become better at managing asthma as they get
older. Because these assumptions often turn out to be false, disappointment and frustration
can result when reality proves otherwise. Third, the most prevailing sentiment among
most parents who have considered their teens” approaching care transition was worry and
uncertainty. This concern primarily stems from their teens’ limited preparedness to manage
asthma independently. Unlike their teens who expressed high confidence in managing
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asthma independently [9], parents were worried about their teens’ lack of knowledge,
skills, or emotional maturity to self-manage asthma, and their lifestyle choices that could
potentially aggravate the condition.

Additionally, switching providers associated with care transition was also found to be
a cause of stress for many parents related to losing connection to the pediatric providers,
and the uncertainty regarding the competency and continuity of care from adult providers,
as reported in other studies [11,18-21]. An opportunity to meet with the adult provider
or visit the adult clinic with their teens as part of the transition process could potentially
alleviate such stress in parents, as suggested by several studies [22,23] However, to our
surprise, the topic of care transition was rarely brought up during their teens’ clinical
appointments, corroborating their teens’ report [9] and an earlier study [24]. Parents
highly value providers’ efforts to prepare them by notifying them in a timely manner
about the timing and process of the approaching transition, and by involving them in
the planning [22]. The perceived inattention of providers to this aspect raises a concern.
Furthermore, the providers’ failure to address the transition-related needs in both parents
and adolescents may be a contributor to widespread deficiencies in transition readiness in
young people with chronic conditions [25,26].

Some parents perceived that their teens were prepared to self-manage asthma solely
because they improved in carrying and using rescue medication, with little attention
to other aspects of asthma management such as symptom monitoring and prevention,
or trigger monitoring and management. This narrow view of asthma self-management
may lead parents to overestimate their teens’ capability to manage asthma independently.
Nonetheless, consistent with the literature [11], parents continue to play critical roles in
their teens” asthma management, particularly in (re)filling and reminding about medication,
monitoring asthma conditions, managing clinical appointments, and providing moral and
informational support for their teens as they become independent managers of their asthma.
Parents perceived their continual involvement and support as critical and necessary to
protect their teens from any serious consequences of asthma until the teens become fully
ready to manage their asthma responsibly. This finding aligns with an earlier study that
reported parents’ general hesitancy to release the responsibilities of disease management to
their teens [27].

Contflicts arise when the parents’ desire to stay involved collides with teens” desire
for a “hands-off” approach [9]. Interestingly, contrary to most teens denying any conflicts
with their parents in our previous report [9], varying degrees of disputes were reported
by their parents regarding asthma management. As causes for the conflicts, parents cited
teens’ neglect or refusal to take medication or denial of having asthma, which have been
related to declining medication adherence as adolescence progresses [28-30]. Therefore,
parental involvement seems essential to ensure their child’s adequate disease management,
although it is not always appreciated by teens [31-33]. This underscores the need for
proactive guidance for parents to strategically support and negotiate responsibilities of
asthma management with their teens, to minimize conflicts and to promote better asthma
care coordination within the family.

Many parents still felt the need to be present during healthcare appointments to
ensure that critical information about their teens” asthma is communicated to and with
providers. This benefit was also recognized by their teens, although it could impede
teens’ direct communication with providers [9]. The parents believed that their teens
could benefit from training to gain more confidence and competence in communicating
with providers. They urge providers to make concerted efforts to skillfully engage teens in
conversation in a non-threatening manner. Positive relationships and better communication
between adolescents and their providers have been associated with improved adherence
to self-management [34-39], and greater motivation to take medication independently in
adolescents with asthma [40,41]. Therefore, providers’ efforts to establish and maintain
positive and trusting relationships with adolescents through good communication skills
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(e.g., listening and empathizing) is important in enhancing adolescents” self-management
that is essential to a successful healthcare transition.

This study has several limitations. First, caution is needed in generalizing the findings
to parents of younger adolescents aged <16 years, or fathers, as only mothers participated
in this study. Second, meaningful differences between minority and White parents were
not found, possibly due to the small sample size. However, some experiences may be
unique to specific race or social subgroups due to differences in parenting styles, expec-
tations, and socioecological contexts. Further research is needed to explore these unique
circumstances and how they contribute to different parent experiences and needs for their
transitioning teens, which can guide the development of more tailored interventions to
support parents. Finally, it is important to note that our findings are solely based on parents’
perspectives and may not fully represent how the healthcare transition of teens with asthma
is managed in clinical practices. Further research involving both parents and the healthcare
providers can provide a more comprehensive understanding of the transition care practices
in healthcare facilities.

5. Conclusions

This study demonstrates that the parents of adolescents with asthma experience a wide
range of vulnerabilities due to multiple challenges associated with their teens” healthcare
transition. In general, parents are concerned and frustrated about the gradual loss of control
over their teens’ asthma management and uncertainty about the disease trajectory and
its impact on their child’s future. As such, it is important to identify and address parent
concerns by providing appropriate anticipatory guidance, emotional support, and infor-
mation. Parents question their teens’ readiness to properly manage asthma independently
and remain actively involved in various aspects of disease management for their child.
This highlights the need to support parents and teens during this critical transition period,
offering education and training to empower teens in independent asthma management
while ensuring parents’ confidence in their teens’ capabilities. Early intervention appears
critical not only for adolescents to improve their competence for asthma self-management,
but also for parents to establish a strategic partnership with their teens. Providing parents
with skills to navigate their changing roles, through gradually negotiating and delegating
the responsibilities of asthma management to adolescents and offering timely support
and oversight, can prepare them for their teens’ transition. The perceived inattention of
providers to adolescents” healthcare transition, whether real or not, highlights the need for
a more targeted and structured approach from providers in assessing and addressing tran-
sition readiness in 16-17-year-old adolescents with asthma. This study calls for attention to
be paid to parents’ concerns and roles, while recognizing them as relevant and important
partners in adolescents’ healthcare transition and offering interventions to support both
parents and teens throughout the process.

Author Contributions: Conceptualization, H.R.; methodology, H.R. and L.T.-B.; formal analysis,
H.R., L.B. and L.R; resources, H.R.; data curation, H.R. and L.B.; writing—original draft preparation,
H.R,; writing—review and editing, H.R., L.B., L.R. and L.T.-B.; supervision, H.R. and L.T.-B.; funding
acquisition, H.R. All authors have read and agreed to the published version of the manuscript.

Funding: This research received no external funding.

Institutional Review Board Statement: This study was conducted in accordance with the Declaration
of Helsinki and approved by the Institutional Review Boards of the University of Rochester Medical
Center (protocol code STUDY00003181 and 21 December 2018) and University of Buffalo (protocol
code STUDY00003272 and 14 March 2019).

Informed Consent Statement: Informed consent was obtained from all subjects involved in the study.

Data Availability Statement: The data presented in this study are available on request from the
corresponding author. The data are not publicly available due to privacy concerns.



Children 2023, 10, 1510 12 0f13

Acknowledgments: Our deepest gratitude to all parent participants who shared their experiences
and perspectives with the study team.

Conflicts of Interest: The authors declare no conflict of interest.

References

1. Center for Disease Control and Prevention. Most Recent National Asthma Data. Available online: https://www.cdc.gov/asthma/
most_recent_national_asthma_data.htm (accessed on 22 August 2023).

2. Bush, A.; Menzies-Gow, A. Phenotypic differences between pediatric and adult asthma. Proc. Am. Thorac. Soc. 2009, 6, 712-719.
[CrossRef] [PubMed]

3. Odling, M.; Andersson, N.; Hallberg, J.; Almqvist, C.; Janson, C.; Bergstrém, A.; Melén, E.; Kull, I. A Gap Between Asthma
Guidelines and Management for Adolescents and Young Adults. J. Allergy Clin. Immunol. Pract. 2020, 8, 3056-3065.e2. [CrossRef]
[PubMed]

4. Odling, M.; Jonsson, M.; Janson, C.; Melén, E.; Bergstrom, A.; Kull, I. Lost in the transition from pediatric to adult healthcare?
Experiences of young adults with severe asthma. J. Asthma 2020, 57, 1119-1127. [CrossRef] [PubMed]

5. Couriel, J. Asthma in adolescence. Paediatr. Respir. Rev. 2003, 4, 47-54. [CrossRef]

6. Nanzer, A.M.; Lawton, A.; D’Ancona, G.; Gupta, A. Transitioning Asthma Care From Adolescents to Adults: Severe Asthma
Series. Chest 2021, 160, 1192-1199. [CrossRef] [PubMed]

7. Rhee, H.; Choi, Y.; Tumiel-Berhalter, L. Transition Readiness in Middle and Older Adolescents with Asthma and Associated
Factors: A Descriptive Study. J. Asthma 2022, 60, 991-999. [CrossRef] [PubMed]

8. Gibson-Scipio, W.; Gourdin, D.; Krouse, H.J]. Asthma Self-Management Goals, Beliefs and Behaviors of Urban African American
Adolescents Prior to Transitioning to Adult Health Care. J. Pediatr. Nurs. 2015, 30, e53—-e61. [CrossRef] [PubMed]

9.  Rhee, H; Batek, L.; Wallace-Farquharson, T.; Tumiel-Berhalter, L. Are Mid to Late Adolescents with Asthma Ready for Transition
of Care? A Qualitative Study. Children 2022, 9, 1573. [CrossRef]

10. Meleis, A.L; Sawyer, L.M.; Im, E.O.; Hilfinger Messias, D.K.; Schumacher, K. Experiencing transitions: An emerging middle-range
theory. ANS Adv. Nurs. Sci. 2000, 23, 12-28. [CrossRef]

11. Ellison, J.L.; Brown, R.E.; Ameringer, S. Parents’ experiences with health care transition of their adolescents and young adults
with medically complex conditions: A scoping review. J. Pediatr. Nurs. 2022, 66, 70-78. [CrossRef]

12.  Graneheim, U.H.; Lindgren, B.M.; Lundman, B. Methodological challenges in qualitative content analysis: A discussion paper.
Nurse Educ. Today 2017, 56, 29-34. [CrossRef] [PubMed]

13. Graneheim, U.H.; Lundman, B. Qualitative content analysis in nursing research: Concepts, procedures and measures to achieve
trustworthiness. Nurse Educ. Today 2004, 24, 105-112. [CrossRef] [PubMed]

14. Golafshani, N. Understanding reliability and validity in qualitative research. Qual. Rep. 2003, 8, 597-607. [CrossRef]

15.  Wright, J.; Elwell, L.; McDonagh, J.E.; Kelly, D.A.; Wray, ]. Parents in transition: Experiences of parents of young people with a
liver transplant transferring to adult services. Pediatr. Transplant. 2017, 21, €12760. [CrossRef]

16. McCann, L.; Kearney, N.; Wengstrom, Y. “It’s Just Going to a New Hospital ... That’s It.” Or Is It? An Experiential Perspective on
Moving From Pediatric to Adult Cancer Services. Cancer Nurs. 2014, 37, E23-E31. [CrossRef]

17. Burstrém, A.; C")jmyr—loelsson, M.; Bratt, E.-L.; Lundell, B.; Nisell, M. Adolescents With Congenital Heart Disease and Their
Parents: Needs Before Transfer to Adult Care. J. Cardiovasc. Nurs. 2016, 31, 399-404. [CrossRef] [PubMed]

18. Gray, W.N.; Netz, M.; McConville, A.; Fedele, D.; Wagoner, S.T.; Schaefer, M.R. Medication adherence in pediatric asthma: A
systematic review of the literature. Pediatr. Pulmonol. 2018, 53, 668—684. [CrossRef]

19. Fernandes, S.M.; O’Sullivan-Oliveira, J.; Landzberg, M.].; Khairy, P.; Melvin, P.; Sawicki, G.S.; Ziniel, S.; Kenney, L.B.; Garvey,
K.C; Sobota, A ; et al. Transition and transfer of adolescents and young adults with pediatric onset chronic disease: The patient
and parent perspective. J. Pediatr. Rehabil. Med. 2014, 7, 43-51. [CrossRef]

20. Lochridge, J.; Wolff, J.; Oliva, M.; O’Sullivan-Oliveira, J. Perceptions of solid organ transplant recipients regarding self-care
management and transitioning. Pediatr. Nurs. 2013, 39, 81-89.

21. Berry, ].G.; Kusminsky, M.; Foley, S.M.; Hobbs, N.; Queally, ].T.; Bauer, S.B.; Kaplan, W.J.; Weitzman, E.R. Strategic directions for
transition to adulthood for patients with spina bifida. J. Pediatr. Neurol. 2013, 11, 211-220.

22.  Bratt, E.L.; Burstréom, A.; Hanseus, K.; Rydberg, A.; Berghammer, M. Do not forget the parents-Parents’ concerns during transition
to adult care for adolescents with congenital heart disease. Child Care Health Dev. 2018, 44, 278-284. [CrossRef] [PubMed]

23. Nicholas, D.B.; Kaufman, M.; Pinsk, M.; Samuel, S.; Hamiwka, L.; Molzahn, A.E. Examining the Transition from Child to Adult
Care in Chronic Kidney Disease: An Open Exploratory Approach. Nephrol. Nurs. J. 2018, 45, 553-559. [PubMed]

24. Sawicki, G.S.; Kelemen, S.; Weitzman, E.R. Ready, set, stop: Mismatch between self-care beliefs, transition readiness skills, and
transition planning among adolescents, young adults, and parents. Clin. Pediatr. 2014, 53, 1062-1068. [CrossRef] [PubMed]

25. Beal, S.J.; Riddle, I.K.; Kichler, ]J.C.; Duncan, A.; Houchen, A.; Casnellie, L.; Woodward, J.; Corathers, S.D. The Associations of
Chronic Condition Type and Individual Characteristics With Transition Readiness. Acad. Pediatr. 2016, 16, 660—667. [CrossRef]
[PubMed]

26. Varty, M.; Popejoy, L.L. A Systematic Review of Transition Readiness in Youth with Chronic Disease. West. ]. Nurs. Res. 2020,

42,554-566. [CrossRef] [PubMed]


https://www.cdc.gov/asthma/most_recent_national_asthma_data.htm
https://www.cdc.gov/asthma/most_recent_national_asthma_data.htm
https://doi.org/10.1513/pats.200906-046DP
https://www.ncbi.nlm.nih.gov/pubmed/20008882
https://doi.org/10.1016/j.jaip.2020.05.034
https://www.ncbi.nlm.nih.gov/pubmed/32522564
https://doi.org/10.1080/02770903.2019.1640726
https://www.ncbi.nlm.nih.gov/pubmed/31328590
https://doi.org/10.1016/S1526-0542(02)00309-3
https://doi.org/10.1016/j.chest.2021.05.019
https://www.ncbi.nlm.nih.gov/pubmed/34019863
https://doi.org/10.1080/02770903.2022.2119864
https://www.ncbi.nlm.nih.gov/pubmed/36040871
https://doi.org/10.1016/j.pedn.2015.06.012
https://www.ncbi.nlm.nih.gov/pubmed/26169338
https://doi.org/10.3390/children9101573
https://doi.org/10.1097/00012272-200009000-00006
https://doi.org/10.1016/j.pedn.2022.04.018
https://doi.org/10.1016/j.nedt.2017.06.002
https://www.ncbi.nlm.nih.gov/pubmed/28651100
https://doi.org/10.1016/j.nedt.2003.10.001
https://www.ncbi.nlm.nih.gov/pubmed/14769454
https://doi.org/10.46743/2160-3715/2003.1870
https://doi.org/10.1111/petr.12760
https://doi.org/10.1097/NCC.0b013e3182a40f99
https://doi.org/10.1097/JCN.0000000000000288
https://www.ncbi.nlm.nih.gov/pubmed/26296247
https://doi.org/10.1002/ppul.23966
https://doi.org/10.3233/PRM-140269
https://doi.org/10.1111/cch.12529
https://www.ncbi.nlm.nih.gov/pubmed/28980341
https://www.ncbi.nlm.nih.gov/pubmed/30585710
https://doi.org/10.1177/0009922814541169
https://www.ncbi.nlm.nih.gov/pubmed/25006112
https://doi.org/10.1016/j.acap.2016.06.007
https://www.ncbi.nlm.nih.gov/pubmed/27345693
https://doi.org/10.1177/0193945919875470
https://www.ncbi.nlm.nih.gov/pubmed/31530231

Children 2023, 10, 1510 13 0f 13

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

Marchak, J.G.; Reed-Knight, B.; Amaral, S.; Mee, L.; Blount, R.L. Providers’ assessment of transition readiness among adolescent
and young adult kidney transplant recipients. Pediatr. Transpl. 2015, 19, 849-857. [CrossRef]

Bruzzese, ].-M.; Stepney, C.; Fiorino, E.K.; Bornstein, L.; Wang, J.; Petkova, E.; Evans, D. Asthma Self-Management is Sub-Optimal
in Urban Hispanic and African American/Black Early Adolescents with Uncontrolled Persistent Asthma. J. Asthma 2012, 49, 90-97.
[CrossRef]

Mosnaim, G.; Li, H.; Martin, M.; Richardson, D.; Belice, PJ.; Avery, E.; Ryan, N.; Bender, B.; Powell, L. Factors associated with
levels of adherence to inhaled corticosteroids in minority adolescents with asthma. Ann. Allergy Asthma Immunol. Off. Publ. Am.
Coll. Allergy Asthma Immunol. 2014, 112, 116-120. [CrossRef]

Desager, K.; Vermeulen, F.; Bodart, E. Adherence to asthma treatment in childhood and adolescence—a narrative literature review.
Acta Clin. Belg. 2018, 73, 348-355. [CrossRef]

Rhee, H.; Wenzel, ].; Steeves, R.H. Adolescents’ psychosocial experiences living with asthma: A focus group study. J. Pediatr.
Health Care 2007, 21, 99-107. [CrossRef]

Penza-Clyve, S.M.; Mansell, C.B.; McQuaid, E.L. Why don’t children take their asthma medications? A qualitative analysis of
children’s perspectives on adherence. J. Asthma 2004, 41, 189-197. [CrossRef] [PubMed]

Ayala, G.X.; Miller, D.; Zagami, E.; Riddle, C.; Willis, S.; King, D. Asthma in middle schools: What students have to say about
their asthma. J. Sch. Health 2006, 76, 208-214. [CrossRef] [PubMed]

Rhee, H.; Belyea, M.].; Cirzynski, S.; Brasch, ]J. Barriers to asthma self-management in adolescents: Relationships to psychosocial
factors. Pediatr. Pulmonol. 2009, 44, 183-191. [CrossRef]

Wamboldt, F.S.; Bender, B.G.; Rankin, A.E. Adolescent Decision-Making about Use of Inhaled Asthma Controller Medication:
Results from Focus Groups with Participants from a Prior Longitudinal Study. J. Asthma 2011, 48, 741-750. [CrossRef] [PubMed]
Blaakman, S.W.; Cohen, A.; Fagnano, M.; Halterman, J.S. Asthma medication adherence among urban teens: A qualitative
analysis of barriers, facilitators and experiences with school-based care. J. Asthma Off. ]. Assoc. Care Asthma 2014, 51, 522-529.
[CrossRef] [PubMed]

Jonsson, M.; Egmar, A.C.; Hallner, E.; Kull, I. Experiences of living with asthma—A focus group study with adolescents and
parents of children with asthma. J. Asthma 2014, 51, 185-192. [CrossRef]

Ahmad, A.; Sorensen, K. Enabling and hindering factors influencing adherence to asthma treatment among adolescents: A
systematic literature review. J. Asthma Off. ]. Assoc. Care Asthma 2016, 53, 862-878. [CrossRef] [PubMed]

Edgecombe, K.; Latter, S.; Peters, S.; Roberts, G. Health experiences of adolescents with uncontrolled severe asthma. Arch. Dis.
Child. 2010, 95, 985-991. [CrossRef]

Jones, M.R,; Frey, S.M.; Riekert, K.; Fagnano, M.; Halterman, J.S. Transition Readiness for Talking With Providers in Urban Youth
With Asthma: Associations With Medication Management. . Adolesc. Health 2019, 64, 265-271. [CrossRef]

Kaplan, A.; Price, D. Treatment Adherence in Adolescents with Asthma. J. Asthma Allergy 2020, 13, 39—49. [CrossRef]

Disclaimer/Publisher’s Note: The statements, opinions and data contained in all publications are solely those of the individual
author(s) and contributor(s) and not of MDPI and/or the editor(s). MDPI and/or the editor(s) disclaim responsibility for any injury to
people or property resulting from any ideas, methods, instructions or products referred to in the content.


https://doi.org/10.1111/petr.12615
https://doi.org/10.3109/02770903.2011.637595
https://doi.org/10.1016/j.anai.2013.11.021
https://doi.org/10.1080/17843286.2017.1409684
https://doi.org/10.1016/j.pedhc.2006.04.005
https://doi.org/10.1081/JAS-120026076
https://www.ncbi.nlm.nih.gov/pubmed/15115171
https://doi.org/10.1111/j.1746-1561.2006.00098.x
https://www.ncbi.nlm.nih.gov/pubmed/16918840
https://doi.org/10.1002/ppul.20972
https://doi.org/10.3109/02770903.2011.598204
https://www.ncbi.nlm.nih.gov/pubmed/21854323
https://doi.org/10.3109/02770903.2014.885041
https://www.ncbi.nlm.nih.gov/pubmed/24494626
https://doi.org/10.3109/02770903.2013.853080
https://doi.org/10.3109/02770903.2016.1155217
https://www.ncbi.nlm.nih.gov/pubmed/27053332
https://doi.org/10.1136/adc.2009.171579
https://doi.org/10.1016/j.jadohealth.2018.08.026
https://doi.org/10.2147/JAA.S233268

	Introduction 
	Materials and Methods 
	Study Design and Study Sample 
	Study Procedure and Data Collection 
	Data Analysis 

	Results 
	Sample Characteristics 
	Concerns Related to Teens Growing up with Asthma 
	You Don’t Know What’s Going On 
	You Just Don’t Know What to Expect 
	They Can’t Tell You When They’re in Distress 
	Asthma Would Hinder All the Things That He Likes to Do 

	Overall Perceptions about Teens’ Healthcare Transition 
	I’m Hopeful 
	It Worries Me 

	Asthma Management by Parents 
	I’m Doing Everything 
	You’ll Have to Be on Her (Reminders) 
	Keeping an Eye on Her 
	Try to Get Her to Be More Independent 
	Make Sure the Scripts Are Filled 
	I Still Make the Calendar 

	Relationship Dynamics with Adolescents 
	No Conflicts 
	Fighting about Responsibilities 

	Communication with Providers 
	Have Them [Teens] a Voice 
	Don’t Think Doctors Do Enough 

	Adolescents’ Learning Needs 
	They [Teens] Have to Learn Responsibility 
	We Are Counting Down 
	Early Education Is the Key 


	Discussion 
	Conclusions 
	References

