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ABSTRACT

Objective: Asthma is a multifaceted disease, and severe asthma is likely to be persistent.
Patients with severe asthma have the greatest burden and require more healthcare resour-
ces than those with mild-to-moderate asthma. The majority with asthma can be managed
in primary care, while some patients with severe asthma warrant referral for expert advice
regarding management. In adolescence, this involves a transition from pediatric to adult
healthcare. This study aimed to explore how young adults with severe asthma experienced
the transition process.

Methods: Young adults with severe asthma were recruited from an ongoing Swedish popu-
lation-based cohort. Qualitative data were obtained through individual interviews (n=16,
mean age 23.4years), and the transcribed data were analyzed with systematic text
condensation.

Results: Four categories emerged based on the young adults’ experiences: “I have to take
responsibility”, “A need of being involved”, “Feeling left out of the system”, and “Lack of
engagement”. The young adults felt they had to take more responsibility, did not know
where to turn, and experienced fewer follow-ups in adult healthcare. Further, they wanted
healthcare providers to involve them in self-management during adolescence, and in gen-
eral, they felt that their asthma received insufficient support from healthcare providers.
Conclusions: Based on how the young adults with severe asthma experienced the transition
from pediatric to adult healthcare, it is suggested that healthcare providers together with
each patient prepare, plan, and communicate in the transition process for continued care in
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line with transition guidelines.

Introduction

Asthma is a multifaceted disease, and certain forms of
asthma may persist; severe asthma is more likely to,
while mild asthma often goes into remission (1-3).
The prevalence of severe asthma in the total asthma
population varies between 5 and 10% (4,5), and dur-
ing adolescence it is estimated at 6.7% (6). Patients
with severe asthma have the greatest burden and
require more healthcare resources than those with
mild to moderate asthma (7,8). The approach to
asthma management is described in international and
national guidelines (9,10). The majority of patients

with asthma can usually be managed in primary care,
while some patients with severe asthma warrant refer-
ral for expert advice regarding management of severe
asthma (7,9). In adolescence, this involves a transition
from pediatric to adult healthcare, a transition per-
formed when adolescents are around 18years old;
views vary on whether the transition should occur at
a set age or during a particular period (11). In a
healthcare setting, the classic definition of transition
is “the purposeful, planned movement of adolescents
and young adults with chronic physical and medical
conditions from child-centered to adult-oriented
healthcare systems” (12). This transition is just one of
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many during adolescence (13,14). A wider set
includes educational, personal, family, and social
transitions. Risk and vulnerability encompass many
dimensions of the transitions from adolescence to
adulthood (15).

Even though formal transition guidelines exist with
recommendations of system infrastructure, and educa-
tion and training for clinicians in partnership with
families and youth to support a safe and effective
transition process (15), previous literature has shown
that the transition from pediatric to adult healthcare
is often haphazard, e.g., when the transition has not
been planned appropriately (11,16-18). Poor transi-
tion planning may also place a vulnerable group at
greater risk for a continuation of poor health out-
comes throughout their lifespan (14). One of few pre-
vious studies investigating consequences of asthma
during the transition from pediatric to adult health-
care found that patients with mild/moderate asthma
were managed equally effectively in primary and spe-
cialist care (19). However, subjects with severe asthma
were not included in the randomization since they
were classified as need of continued treatment at an
adult asthma clinic. It is important that patients with
severe asthma are given appropriate advice and med-
ical support to reduce the risk for further asthma
exacerbations and  potentially life-threatening
attacks (20).

Most qualitative studies of asthma to date have
focused on the family transition, i.e., the transfer of
responsibility (21-23). However, to improve the tran-
sition from pediatric to adult healthcare, healthcare
providers need to know how young adults approach
their transitional care. Moreover, as severe asthma
imposes long-term debilitating burdens, it should be
considered different from milder disease (24). The
aim of this qualitative study was therefore to explore
how young adults with severe asthma experienced the
transition from pediatric to adult healthcare.

Methods
Study design

This study has a qualitative descriptive approach using
individual semi-structured interviews, with partici-
pants recruited from the ongoing population-based
birth cohort BAMSE (Barn/Child, Allergy, Milieu,
Stockholm, Epidemiology) (25,26). This birth cohort
includes 4,089 children born between 1994 and 1996,
followed since birth with almost yearly follow-ups.
When children were approximately 2 months of age,
data about background factors such as allergic

Table 1. Recruitment, fulfilled criteria and study population.

Follow-up Fulfilled criteria Number (n)

At 16 years Asthma® 437
High daily doses ICSP 104

and

At 24 years Current respiratory symptoms* 30

Study population Exclusiond 14
Interviews 16

At least two of the following three criteria: symptoms of wheeze and/or
breathing difficulties, asthma medicine occasionally or regularly in the
12 months preceding the 16-year follow-up, and/or ever doctor’s diag-
nosis of asthma.

bBeing dispensed high daily doses of inhaled corticosteroids (ICS), at least
800 g budesonide or equivalent (> 500 g fluticasone), or fixed combi-
nations of ICS and long-acting f5,-agonists (LABA) within the 18 months
preceding the 16-year follow-up.

“Difficulty breathing, tightness of the chest, or wheezy/raspy breathing at
least 4-12 episodes in the 12 months preceding the 24-year follow-up.
9Exclusion: excluded, n=14, due to no contact with healthcare before
and after 18years of age (n=4), not wanting to participate (n=3), or

not reachable at > three different time points (n=7).

heredity were obtained. Follow-up questionnaires were
distributed when the children were 1, 2, 4, 8, 12, and
16years, to collect information about symptoms
related to asthma and other allergic diseases, and
treatment of asthma. The ongoing 24-year follow-up
of the entire cohort, including questionnaire and clin-
ical data, started in autumn 2016 and will be com-
pleted in 2019.

Recruitment

With the aim of including young adults with persist-
ent and severe asthma, who have experience of living
with asthma in adolescence and in young adulthood, a
purposive sampling was used (27). Participants were
recruited in two steps based on information from the
follow-ups at both 16 and 24 years, i.e., two different
periods when the criteria were fulfilled.

At 16years: classified as having asthma, ie., ful-
filled at least two of the following three criteria: symp-
toms of wheeze and/or breathing difficulties, asthma
medicine occasionally or regularly in the preceding
12 months, and/or ever doctor’s diagnosis of asthma
(n=437) (Table 1) (6). In addition, dispensed high
daily doses of inhaled corticosteroids (ICS), at least
800 ug budesonide or equivalent (>500pg flutica-
sone), or fixed combinations of ICS and long-acting
p-agonists (LABA), in accordance with international
and national guidelines (7,9,10), in the Ilast
18 months (n =104).

At 24years: current respiratory symptoms such as
difficulty breathing, tightness of the chest, or wheezy/
raspy breathing, at least 4-12 episodes in the
last 12 months.

In total, 30 individuals fulfilled these criteria
according to data reported in the questionnaires



between the start of the 24-year follow-up and
February 2018. As an invitation to participate, a
research nurse called the young adults fulfilling the
above criteria, informed about the study, and asked if
the first author (M.O.) could contact them, so as to
avoid making them feel compelled to participate.
M.O. thereafter contacted those who had consented.
In total, 14 young adults were excluded due to: no
contact with healthcare before and after 18years of
age (n=4), not wanting to participate (n=23), or not
being reachable at less than or equal three different
time points (n=7). Resulting in a total of 16 partici-
pants included in the final analyses.

Data collection

Data were obtained through individual semi-struc-
tured interviews, a method chosen to gain rich and
varied data to cover the aim of the study (27,28). All
interviews were performed during 2018 by M.O., who
is a registered nurse with clinical experience of work-
ing with children and adolescents with asthma. The
interviews were conducted in Swedish and were held
in person (n=12) or by telephone (n =4, participants
# 4, 12, 13, 15), by telephone due to geographical bar-
riers for the participant. The interviews were audio
recorded, and ranged in length from 17 to 39 min, all
of good quality of dialog.

The interview guide was developed based on joint
discussions between the authors about factors of
importance for the interview, using previous know-
ledge as professionals with clinical experience of
asthma management (29). A preliminary interview
guide was formulated and pilot-tested twice. Slightly
revised, the completed interview guide, supported by
previous literature, centered on exploring young
adults’ experiences when transitioning from pediatric
to adult healthcare, with a focus on expectations,
needs, and responsibilities (30). The interview guide is
presented in the supplement material. The sequencing
of the open-ended questions was not the same for
every participant, as it depended on the individual’s
responses. Supplementary follow-up questions were
asked if necessary for clarification purposes.

The study was approved by the Regional Ethical
Review Board, Karolinska Institutet, Stockholm,
Sweden (2017/395-32). At the beginning of the inter-
views, the participants got verbal and written informa-
tion on how the material would be treated, the aim of
the study and that their participation was voluntary,
and they gave written informed consent.
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Data analysis

Recordings were transcribed verbatim, and the tran-
scribed data were analyzed using systematic text con-
densation (STC) in accordance with Malterud (31).
STC is a descriptive approach, presenting the experi-
ences of the participants, as expressed by the partici-
pants themselves. The goal of STC is to present vital
examples from people’s everyday experiences. STC
contains intersubjectivity, reflexivity, feasibility, and a
responsible level of methodological rigor (31). The
analysis was performed in four steps:

Step 1, getting an overall impression of the text, iden-
tiftying preliminary themes.

Step 2, identifying meaning units in the preliminary
themes, labeling with codes.

Step 3, sorting the codes by meaning, and further
into subgroups.

Step 4, synthesizing the essence of each meaning from
condensation to descriptions and concepts of each
category (31).

To achieve credibility in the analytical process, all
steps were first conducted by M.O. and then by the
authors M.J. and LK. separately. The three authors
discussed their results jointly, until no disagreement
arose (32). The quotes were professionally translated
into the English language. Figure 1 shows the ana-
lysis process.

Results

The participants (n =16) had a mean age of 23.4 years
(range 22.4-24.5), and both genders were represented
(Table 2). The majority was immunoglobulin E (IgE)-
sensitized to inhalant and/or food allergens (n=15),
and 14 had multiple allergic diseases, such as asthma
in combination with eczema and/or rhinitis.

With regard to the participants’ experiences of the
transition from pediatric to adult healthcare, import-
ant aspects were found. In total, four categories
emerged during the analysis process: “I have to take
responsibility,” “A need of being involved,” “Feeling left
out of the system,” and “Lack of engagement.”

I have to take responsibility

The participants expressed that they had to take more
responsibility after the transition to adult healthcare.
When enrolled at a pediatric asthma/allergy clinic, the
participants were used to automatically receiving calls for
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Figure 1. The analysis process in systematic text condensation, steps 1-4: preliminary themes, codes, subgroups, and categories.
1. Step 1, getting an overall impression of the text, identifying preliminary themes. 2. Step 2, identifying meaning units in the pre-
liminary themes, labeling with codes. 3. Step 3, sorting the codes by meaning, and further into subgroups. 4. Step 4, synthesizing
the essence of each meaning from condensation to descriptions and concepts of each category.

Table 2. Characteristics of interviewed participants (n = 16) based on reported BAMSE questionnaire data.

IgE-sensitized to inhalant

Participant # Age years Gender Parental allergic disease® and/or food allergens® Multiple allergic diseases®
1 23 Male Yes Yes Asthma and rhinitis

2 22 Male No Yes Asthma and rhinitis

3 22 Male No —* Asthma, eczema and rhinitis
4 23 Female No Yes Asthma, eczema and rhinitis
5 22 Female No Yes Asthma

6 22 Female No Yes Asthma and rhinitis

7 22 Female No Yes Asthma and rhinitis

8 23 Male No Yes Asthma and rhinitis

9 23 Female No Yes Asthma and rhinitis

10 23 Male Yes Yes Asthma and rhinitis

11 24 Female No Yes Asthma and rhinitis

12 24 Female No Yes Asthma and rhinitis

13 23 Male No Yes Asthma and rhinitis

14 24 Female Yes Yes Asthma and rhinitis

15 24 Male Yes Yes Asthma

16 23 Female Yes Yes Asthma and eczema

®Mother and/or father with doctor’s diagnosis of asthma and asthma medication and/or doctor’s diagnosis of hay fever in combination with reported
allergy to furred pets and/or pollen at the time of the baseline questionnaire (yes/no).

bImmunoglobulin E (IgE) sensitization to inhalant allergens (cat, dog, horse, house dust mite, timothy grass, birch, mugwort, or mould), and/or food aller-
gens (cow’s milk, hen’s egg, soybean, peanut, cod fish, or wheat) was measured using Phadiatop®; Thermo Fisher Scientific, Uppsala, Sweden. IgE val-
ues greater than 0.35 kUA/L were regarded as positive (yes/no). *No observations.

“Asthma at 16 years: fulfilled at least two of the following three criteria: symptoms of wheeze and/or breathing difficulties, asthma medicine occasionally
or regularly in the preceding 12 months, and/or ever doctor's diagnosis of asthma.

Eczema at 16years: dry skin in combination with itchy rash and typical localization (arm/leg flexures or wrists/ankles or neck/throat) in the 12 months pre-
ceding the questionnaire at age 16 years.

Rhinitis at 16years: symptoms of sneezing, a runny or blocked nose, or itchy, red, and watery eyes after exposure to furred pets or pollen (preceding
12 months), and/or doctor’s diagnosis of allergic rhinitis from age 12 years up to the date of the questionnaire at age 16 years.

visits etc., and got support from their parents. The aware-  after the transition was not so distinct, even if their
ness of a difference when in adult healthcare was evident. ~ parents no longer came along.

When in adult healthcare, participants felt that they “Now I'm not classed as a kid anymore, so now I need
needed to be mature enough to take on full responsi- to see a new doctor to get medication prescribed and
bility; it was up to the individuals to handle every- then I have to show them that I need this. So I have to
thing, and to keep in touch with healthcare. When a ask for this myself, because it’s not the same ‘they
participant visited the same healthcare setting, i.e., pri- come to me’ principle, it’s the I come to them’

mary care organization, from child-to-adulthood, the principle.” (# 3)

experienced difference in responsibility before and Another participant said:



“Tust 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 the responsibility
that it implies.” (# 8)

The young adults’ responsibilities included request-
ing care and taking their own asthma seriously.
Moreover, in adult healthcare the participants
expressed that they had to be a bit pushy and persua-
sive in relation to healthcare providers, and make it
clear they knew what they wanted.

“When you’re grown up, you need to feel that you take
charge of it, because by that time you probably know
that you have allergic disease.” (# 1)

Another participant said:

“You have to, you know, want to treat your asthma or
want to get better, otherwise I think it’s hard to get the
care you need, but you can get the care you need if
you want to.” (# 6)

A need of being involved

During childhood, information had been given to the
participants’ parents. However, the participants wanted
healthcare providers to involve them in self-manage-
ment of asthma during adolescence, not just their
parents. Some participants stated that they had not been
aware that a transition from pediatric to adult healthcare
was going to occur, and they wished that the healthcare
providers had involved them in the process.

“Mum kept track of everything, but it would have been
even better if 1 had sort of kept track of things too.
And that’s the reason why I partly don’t remember all
that much, because you didn’t really understand any
of it back then, you just got the medicine that you got
and you tried it.” (# 10)

Another participant said:

“It’s good if the centre provides information that we
are not responsible for you anymore and we will be
referring you on, so that it’s not just a final check-up
and you leave and think that youll be going back
there again.” (# 6)

Moreover, the participants wanted a joint prepar-
ation for adult healthcare that was allowed to take
time. As young adults, they would be more prepared
for new routines in a way that could help them
understand their asthma management, including
actions and procedures.

“The transfer should be gradual, you can do it may be
over a slightly longer period, that you can start
providing information and then at eighteen that it’s
‘okay, you need to move on now.” That you give it a
bit more time, because if you do it about a month
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before you turn eighteen and say that ‘now you need
to move on.” That causes a bit of a problem, because
you need to find someone who knows stuff, someone
you can trust.” (# 3)

Feeling left out of the system

Since information about the transition had been lacking,
the participants did not know where to turn for, e.g., a
renewed prescription, and what the next step was. When
no transition occurred, they felt that they ended up out-
side of the system, and not knowing the healthcare pro-
viders in adult healthcare caused concern and feelings of
being sent randomly anywhere or to just anyone.

“When I didnt have any asthma medication left, 1
thought, but where do I get my medicines now?” (# 2)

Another participant said:

“It was really easy when I had a paediatrician. 1 just
went there or called and they’d say that I could come
in and then I could just barge in there and... So that
was really easy. I got to know him. Now it’s like okay,
where should I go, what do I do, who do I call and so
on. So that part is a bit more difficult now.” (# 4)

The participants experienced fewer follow-ups or
none at all compared with earlier, whether or not a
transition had occurred. In the pediatric asthma/
allergy clinic, the participants were familiar with their
healthcare providers. They had gotten to know each
other, but after the transition this was no longer the
case, and visits became impersonal.

“No, I haven’t been to any asthma check-ups since, I'd
say at least since 2014. So that’s only because I haven’t
gotten any notices to the same extent and the fact is
that four years ago, I went from being a kid to being a
grownup and I think it might have to do with that.”
(#3)

Another participant said:

“At the allergy centre, 1 think I did the spirometry
fairly often because they followed up on the asthma
pretty well when you were there anyway. They don’t
do that as much now, I don’t feel. That’s a shame, but
you can remind them. You got to know everyone who
worked there, they knew all the kids who came there
as well.” (# 9)

Lack of engagement

In adult healthcare, the visits tended to come to noth-
ing, partly because of the impersonal contact, but also
because they were often focused on a renewed pre-
scription and no discussion or evaluation about the
treatment; therefore, they did not feel significant.



6 M. ODLING ET AL.

Moreover, the healthcare providers’ reliability was
questioned, when prescriptions were renewed without
a physical visit in more than a year.

“I think it’s strange that healthcare continues to
prescribe medications without knowing if they are
correct and without having met me in many years.”
(# 16)

The participants expressed a feeling that their
asthma in general received insufficient support from
healthcare providers, compared with other chronic
diseases. They felt that asthma was underestimated,
and this feeling increased over time. They assumed
this might be because many people have asthma, and
they became one in the crowd.

“Just because asthma and allergy are not directly life-
threatening, it feels like it doesn’t have the same
impact, so you’re not seen in the same way.” (# 8)

Once they got in touch with adult healthcare and
were in the system, they expected the healthcare pro-
viders to support them in understanding the severity
of their asthma, and they expected to be listened to.
However, the participants experienced a lack of
engagement from their healthcare providers, while
also feeling that asthma was something that affected
their way of life during their most formative years
and had a big impact on them.

“Asthma is something that affects your way of life, in
a way, during your most important formative years. It
has quite a big impact.” (# 8)

Discussion

This qualitative study describes how young adults
with severe asthma experienced the transition from
pediatric to adult healthcare. Results gave important
knowledge of how the young adults perceived taking
over responsibility, felt left out of the system, and
experienced fewer follow-ups in adult healthcare. This
suggests a link where healthcare providers together
with each patient prepare, plan, and communicate in
the transition process for continued care in line with
transition guidelines.

In this study, the participants experienced that they
had to take more responsibility for their asthma, and
needed to be more persuasive in adult healthcare than
they were used to. Taking more responsibility for the
disease as a young adult is natural, and a recent review
showed that providers of adult healthcare encourage
young adults to take responsibility for their own health
(33). However, when growing into adulthood, the young
person needs support to practice disease self-

management. Healthcare providers should engage to
build relationships that empower the young adults to
develop skills and knowledge of disease management
(34). Education regarding asthma and support to self-
management usually occurs at the time of diagnosis,
which in asthma often comes during childhood.
Therefore, education is usually directed at the parents
(17). It is preferable for adolescents to gradually start see-
ing their healthcare provider on their own; this could
increase confidence in discussing symptoms, as well as
knowledge of what asthma is and how their medications
work (17,35). In this study, the young adults said that
they wanted to be more prepared for adult healthcare,
get personal information about the transition, and let it
take time, so they could become mature enough to man-
age their disease. Chronological age cannot be used as
the sole determinant for when the transition should start;
the timing of preparing the adolescent, and when and
how to transfer treatment responsibilities to the patient
are also important factors to consider (11,33,36).

Our findings show a risk of being lost to follow-up
in the transition between pediatric and adult health-
care, as also seen in a previous study (11).
Associations between being lost to follow-up and risk
factors for deterioration among participants with
severe asthma during the transition from pediatric to
adult healthcare are sparsely studied. We aim to inves-
tigate this further as well as the importance of health-
care setting, in a coming study by combining data on
healthcare consumption from national registers, self-
reported data, and objective markers of asthma con-
trol. There is variation between healthcare systems in
the delivery of asthma care: by primary healthcare
providers in some countries, and by specialists in
others (9). Moreover, recent studies showed that there
is variation in quality of asthma care, adherence to
guidelines, and services across asthma specialists and
primary care clinicians (37-40). Further, a recent
study showed that Swedish adults with severe asthma
had few regular visits with both primary and specialist
care (41). In this study, we could only speculate, but
the impact of systematic factors, such as the delivery
and quality of asthma care, as well as few regular vis-
its may influence the transition process.

The participants in this study expressed a feeling of
impersonal contact in adult healthcare. In the pediat-
ric asthma/allergy clinic, they were used to seeing the
same doctor over many years. In adult healthcare, by
contrast, patients often have to go to different doctors
to meet their needs of asthma care, which can be a
barrier to a successful transition (36). Speck et al. (42)
reported that young adults had the impression that



their asthma care provider was more likely to pre-
scribe medication than to have a conversation about
asthma management. This was evident in our results
as well; the participants experienced a lack of engage-
ment on the part of their healthcare providers. This
was also shown in a recent systematic review of quali-
tative studies exploring people’s experiences of living
with severe asthma (8). People with severe asthma
strived to achieve a greater level of personal control
over their condition, but their efforts received insuffi-
cient support from their healthcare providers. They
also described a similar situation for adults living with
other chronic illnesses, but mentioned important dif-
ferences, e.g., considered an
“invisible” condition not easily observable to others.
Guidance for clinicians on the transition from
pediatric to adult healthcare exists (15). However, a
recently published qualitative meta-synthesis of ado-
lescents’ and young adults’ experiences of the transi-
tion from pediatric to adult hospital care showed that
the transfer experience is more than a change from
one place to another (30). The transfer experience is
interwoven into a pattern of developmental, health-ill-
ness, situational, and organizational transition issues

severe asthma was

as well. The authors also found comparisons like the
young adults feelings of not belonging, and their need
of being acknowledged as competent contributors dur-
ing the transition process, across somatic chronic
diagnoses, supporting the main findings in the present
study. To assess whether transition guidelines are used
and have a long-term impact on care, further research
is needed (43). Healthcare providers’ adherence to
transition guidelines appeared to be inadequate in our
study. Some of the young adults did not know a tran-
sition should occur when they were around 18 years
of age. System barriers, such as not receiving informa-
tion on the transition, have been identified in earlier
studies, highlighting the need for better communica-
tion between pediatric and adult healthcare during the
transition process (33,44). The basics of transition,
common to all diseases and conditions, are to prepare
young adults in advance for moving to adult health-
care, to prepare adult services to receive the young
adults, and to listen to the young adults’ own views of
what they want from the transition (13,15).
Teamwork between the pediatric and adult systems is
the key to improving coordination and communica-
tion in the transition from pediatric to adult health-
care (15). In the ideal situation, team-based care in
both the pediatric and adult settings could increase
the chances of success.
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Strengths and limitations

Several strengths and limitations to our study should
be acknowledged. The number of well-defined partici-
pants with severe asthma was deemed sufficient, and
the purposive sampling has a strength in the different
perspectives on the phenomena investigated (27). We
had the gender aspect in mind in recruitment to get
an even distribution, to disclose potential differences
in perceptions since gender differences have been
revealed, e.g., girls are less likely to achieve asthma
control than boys (6,45). However, sociodemographic
variables were not taken in account; these could be
associated with different experiences of the transi-
tion process.

One circumstance that could have affected the
results in a negative way is that some of the young
adults, as is common in that age period, moved from
their hometown due to studies in another city, and
therefore experienced a lack of continuity and regular-
ity in healthcare. However, according to national
guidelines (10), adolescents with severe asthma should
be transferred to adult healthcare.

It is well-known that the results of qualitative stud-
ies cannot be generalized, however can be transferred
to other settings and groups (46). We believe the pre-
sent study adds depth and new knowledge, and can
hopefully lead to reflection among healthcare pro-
viders on how to handle the transition from pediatric
to adult healthcare for patients with severe asthma.

Conclusions

Based on the participants’ experiences of the transi-
tion from pediatric to adult healthcare, young adults
with severe asthma felt they had to take more respon-
sibility, did not know where to turn, and experienced
fewer follow-ups in adult healthcare. Therefore,
healthcare providers should increase their awareness
of the difficulties that young adults with severe asthma
face in the transition process. It is suggested that
healthcare providers together with each patient pre-
pare, plan, and communicate in the progressive transi-
tion process for continued care in line with
transition guidelines.
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Supplement material — Interview guide

Background questions

Could you tell usabout your current asthma?

Do you have any examples of when you are affected?

Could you tell us about how you treat your asthma?

Could you tell uswhat your contact with health care due to your asthma looks
like?

Do you have any examples of your needs for health care?

Could you talk a bit about continuity and regularity in health care?

Could you tell uswhat you remember about your asthma from when you were

younger?

Do you have any examples of when you were affected?

Could you tell us about how you treated your asthma?

Could you tell uswhat your contact with health care due to your asthma looked
like?

Do you have any examples of what your needs for health care were?

Could you talk a bit about continuity and regularity in health care then?

Could you tell uswhether you perceive any differences between now and then?
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Main questions

1. Could you tell usif you have experienced a transition or what thingswerelike for
you at around 18 years of age?
- Could you describe how you experienced the transition?
- Could you give examples of whether you were prepared for the transition or

not?

2. Could you describeif you had any expectations of adult care?
- Could you tell us how you experienced health care at around 18 years of age?
- Could you tell uswhat information you would have wanted before the
transition?
- Could you give examples of how you would have wanted the transition to be?
- At what age do you think the transition would be appropriate and can you

explain why?

3. Could you describeyour needs after the transition to adult care?

Could you tell usif your needs are fulfilled in adult care?

Could you give examples of what the transition has meant to you?

Could you discuss your views on continuity and regularity in contact with
health care?

Could you tell us how you wish your contact with health care would be?

4. Could you tell usabit about the distribution of responsibilities when
transitioning from child to adult care?

- Do you have any thoughts on what health care can do to ensure patients get a
successful transition from child to adult care?

- How do you reason about what is the responsibility of health care and the
individual, respectively, in the transition?

- Do you have any thoughts about the fact that the visitsin adult care entail a
Cost?

Isthere anything else that you think isimportant to address that we have not mentioned

today?
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