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Sweden, 6Sachs’ Children’s Hospital, Södersjukhuset, Stockholm, Sweden, and 7Department of Clinical Science and Education, Södersjukhuset,
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Abstract

Objective: The goal for asthma treatment is that every individual, so far as possible, shall live
without symptoms and exacerbations. Patients and health care professionals sometimes have
different perceptions of what is important for achieving good quality of life. This work aims to
describe the experiences among adolescents as well as those of parents with young children
living with asthma. Methods: Four focus group interviews were performed, two with parents of
young children and two with adolescents. The data were qualitatively analyzed, using
Systematic Text Condensation. Result: Three themes relevant to the participants’ experiences of
living with asthma were presented; strategies, frustrations and expectations. The adolescents
wanted to be like their peers and developed their own strategies for self-management of
asthma, which included not always taking medication as prescribed. The parents emphasized
frustration regarding not being believed, lack of understanding feelings of loneliness, or
anxiety. One identified expectation was that the participants wanted to be met with
competence and understanding in asthma care from health care professionals. Another
expectation expressed among parents was that teachers in nursery and primary schools
should have more knowledge and understanding on how to care for children with asthma.
Conclusion: Living with asthma leads to developing personal strategies in self-management of
asthma. Moreover both parents and adolescents had expectations of being met by competent
and understanding health care professionals. Developing a partnership between patients and
health care professionals could be a successful way to improve the care of patients with
asthma.
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Introduction

Asthma is one of the most common diseases among young

children and adolescents and can affect health-related quality

of life (HRQoL) to varying degrees [1–3]. The majority of

children with asthma are treated within primary care or in a

child outpatient clinic. However, primary care professionals’

adherence to asthma guidelines has been reported to be poor

and could lead to deficiencies in the care of patients with

asthma [4–6]. The goal for asthma treatment is that every

individual, so far as possible, shall live without symptoms and

exacerbations [7,8], but many children fail to achieve this [9].

Uncontrolled asthma can have severe implications for daily

life such as missed schooldays and working days for parents

as well as impaired HRQoL [8–11]. Sometimes, patients with

asthma are unaware of ways their asthma can be controlled

[12]. In addition, the patients’ view of living with an asthma

diagnosis involves psychological aspects [13], such as fear of

exacerbations and the anxiety and tiredness they feel when

asthma symptoms affect them. Unfortunately asthma control

guidelines fail to take such symptoms into account [8,14].

Pharmacological treatment is an important part of asthma

treatment and many patients with asthma have to take

asthma medication regularly to prevent symptoms and

exacerbations [8].

Adolescents with asthma often experience fear, anxiety

and shame about their illness and also run a higher risk of

developing psychosocial problems than adolescents without

asthma [15–17]. It is known that asthma can be difficult to

manage in adolescents, due to poor symptom control and low

adherence to treatment [18]. Moreover adolescents with

asthma often have particular needs that differ from those of

children or adults with asthma [19].

Parents and health care professionals may have different

perceptions of what is important for achieving good HRQoL

[20–22]. Conflicts can also arise regarding different beliefs

Correspondence: Marina Jonsson, Department of Women’s and
Children’s Health, Karolinska Institutet, 171 77 Stockholm, Sweden.
Tel: +46 702831296. E-mail: marina.jonsson@ki.se

J 
A

st
hm

a 
D

ow
nl

oa
de

d 
fr

om
 in

fo
rm

ah
ea

lth
ca

re
.c

om
 b

y 
U

ni
ve

rs
ity

 o
f 

L
iv

er
po

ol
 o

n 
10

/2
5/

14
Fo

r 
pe

rs
on

al
 u

se
 o

nl
y.



and perspectives on how to treat asthma [23]. Parents may feel

that professionals proceed with health care without taking

their opinions into consideration [24,25]. To attain asthma

control, patients need support from clinicians who pay

attention to the patients’ experiences of living with an

asthma diagnosis [26,27]. Few studies have been published

regarding asthma care from a patient perspective. The aim of

the present study is to describe the experiences of living with

asthma among adolescents with asthma and parents of young

children with asthma.

Methods

Selection and description of participants

Four focus group interviews were performed to get a broad

and rich insight into the participants’ experiences of living

with asthma, two with parents of children (2–12 years) with

asthma, and two with adolescents (13–18 years) with asthma.

Interaction in a group context was chosen to gain a broader

perspective, as participants are more likely to express their

views after listening to others in a similar situation [28].

Purposeful sampling was use to get rich answers, perspectives

and variations of experiences of living with an asthma

diagnosis. The homogeneity within each group was created to

facilitate group cohesiveness by creating a permissive envir-

onment for an open and active discussion [28,29].

After approval from the manager of each child outpatient

clinic, one nurse at a clinic north of Stockholm and one nurse

at a clinic south of Stockholm identified and listed patients

fulfilling the following inclusion criteria:

– Doctor’s diagnosis of asthma since at least 2 years,

defined in medical records as ICD-10 code (diagnosis

code J45 asthma, J45 0 allergy induced asthma, J45 1 not

allergy induced asthma or J45 9 unspecified asthma).

– Daily treatment with inhaled corticosteroids.

– Visiting child outpatient clinics at least once a year.

We were provided with lists from the two clinics which

included in total 25 adolescents and 25 parents to contact by

phone. In each of the four focus group interviews, eight

adolescents and eight parents first agreed to participate. In the

end, the two focus groups with parents included a total of

11 participants and the two groups with adolescents included

a total of 9 participants. Table 1 shows the age, gender and

number of participants in each focus group.

Data collection

Data were collected through semi-structured focus group

interviews. The interview guide presented in Table 2,

consisted of four main open-ended questions related to

experiences of living with asthma. These included questions

on meeting with health care professionals, self-management,

living with asthma and support, with follow-up questions

(probes) if necessary, as recommended by Redmond and

Curtis [30]. The focus group interviews with parents of

children with asthma were performed with a psychologist

with extensive experience of qualitative interviews as mod-

erator and one of the authors (MJ) as an observer. The focus

group interviews with adolescents were performed with

one of the authors (MJ) as moderator and another of the

authors as an observer (EH). The observer’s task was to give

support and take notes on the interaction in the group. All

focus group interviews were conducted in the Child

Outpatient Clinic where the participants’ follow-ups usually

took place. The participants received no compensation for

participation in the interviews. The interviews ranged in

length from 60 to 90 min and were audio tape-recorded and

transcribed verbatim.

Data analysis

In this qualitative study, the transcribed data were analyzed

using Systematic Text Condensation (STC) in accordance

with Malterud [31,32]. STC is a descriptive approach,

presenting the experiences of the participants as expressed

by themselves. The goal of STC is to present vital examples

from people’s everyday life experiences. Even a limited

number of participants can provide sufficient data for analysis

[32]. To ensure that the groups’ experiences were captured

and nothing was missed in the group interaction, the analysis

was first conducted separately for each group, and then for the

parental groups together and the adolescents groups together.

The analysis process followed four steps: finding themes,

codes and subcategories and finally summarizing the essence

of each code to develop descriptions and concepts, according

to Malterud [31,32] as presented in Figure 1. To achieve

reliability of the analytical process [33], all steps were first

conducted by one of the authors (MJ) and thereafter by the

other authors separately. Finally, the process was discussed

jointly until agreement was reached. The designated themes,

codes and subcategories were compared with the original

interviews and appropriate quotes were selected.

Ethical consideration

The study was approved by the Ethics Committee at

Karolinska Institutet. All participants were informed that the

study was elective and the material would be treated

Table 2. Four main questions in the semi-structured interview guide
relating to experiences of living with asthma.

Four main questions Examples

Meeting with healthcare
professional

What kind of experiences have you had
relating to your meeting with healthcare
professionals?

Self-care How do you take care of your asthma/your
child’s asthma in daily life?

Living with asthma Explain what it is like to live with asthma?
Support Have you received any form of support?

Do you need support?

Table 1. Descriptions of the participants in the focus groups.

Parents of children
with asthma

Adolescents
with asthma

Group 1 Group 2 Group 1 Group 2

Number of
participants

8 3 6 3

Female 4 (mothers) 3 (mothers) 3 1
Male 4 (fathers) 3 2
Age range 13–18 years 13 years
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confidentially. At the beginning of each focus group session,

the participants were asked not to disseminate any informa-

tion they obtained during the discussion. They were also

informed about the aim of the study, stressing that participa-

tion was voluntary and that participants could terminate

participation at any time.

Results

Parents’ and adolescents’ experiences of living with asthma

were presented as three themes with subcategories. The

themes presented were strategies (subcategories: treatment

strategies and adaptation strategies), frustrations (subcat-

egory: insufficiency and anxiety) and expectations
(subcategory: to be met with competence and understanding).

Strategies

Different strategies was a theme which emerged among both

parents and adolescents.

Treatment strategies

Most of the adolescents had developed their own methods of

self-management of asthma. Some used medication regularly

to prevent exacerbations, while others only used medication

when they had exacerbations or before physical activity.

Sometimes they just waited until an attack passed.

‘‘I wait until it passes, sometimes I medicate but not very

often’’ (adolescent)

Some adolescents used different reminder techniques as a

strategy, for example placing the inhalation device where they

would be reminded to use it or using their mother as a

reminder. If the adolescents developed asthma symptoms

during exercise, friends could urge them to take a break and

rest. Friends also warned them of eating things they did not

tolerate. Sometimes they shared medication with their

‘‘asthma friends’’. During pollen season, some of the

adolescents with allergies took medication, while others

Figure 1. Analysis process in STC, steps 1–4:
finding themes, codes, subcategories and
summarize the essence of each code.

Step 1
Read all data

Bracket pre-
concep�ons

Find Themes
to represent
purpose

Step 2
Iden�fy
meaning-
units along
the themes
and purpose

Build Codes

Step 3
Condense
and
summarize
the content
of each code
Build Sub-
categories

Step 4
Summarize
essence of
each code
develop
descrip�on
and
concepts

Validate
data by
rereading
transcripts
and using
quota�ons

Themes

Strategies

Frustra�ons

Expecta�ons

Codes
- Set boundaries
- Ac�ons in case of
 exacerba�on
- Adapta�on
- Being like others
- Medical treatment
- Objec�ve measurement
- Visit clinics regularly

- Feeling inadequacy
 and frustra�on
- Not knowing
- Feeling lonely
- Anxiety

- Support and
 understanding
- Ge�ng emergency
 help
- Visi�ng someone who
 has knowledge

Sub-
categories

Result

- To be met with
 competence and
 understanding

- Feelings of in-
 adequacy and
 anxiety

- Treatment
 strategies
- Adapta�on
 strategies
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tried to get more sleep or drank energy drinks in order to

become more alert.

When performing regular checkups at the Child Outpatient

Clinic the adolescent wanted to perform spirometry tests to

check if they were getting better or worse compared with

previous tests, i.e. is it still worth go on taking the medication.

‘‘You can see by looking at the curve if it is getting better

or worse since the last test’’ (adolescent)

A treatment strategy for the parents was as soon as asthma

symptoms became apparent to immediately give the inhaler

device to the children so they not became more impaired and

needed to go to the emergency ward.

‘‘As soon I hear sniffling I start to give medication four

times a day, you must be as quick as possible so you don’t

reach the peak’’ (parent)

Another treatment strategy among parents was to use the Peak

Expiratory Flow (PEF) to check their child’s asthma symp-

toms. Some parents used it as a tool to determine when it was

time to increase medication, while others never used PEF.

Adolescents rarely used PEF to check their asthma.

‘‘You can see from the values when she starts to get worse,

then it will only reach a level of 90 when it should be 130

and then you know that it’s time to inhale lots of drugs,

because you see that an infection is on the way’’ (parent)

Adaptation strategies

The adolescents strongly wanted to be like everyone else and

did not want to be perceived as ‘‘different’’ because of the

disease. To achieve this, they used different adaptation

strategies.

‘‘I do not think my schoolmates need to know about my

asthma, although I am not ashamed of the disease, they

have nothing to do with it’’ (adolescent)

One of the adolescent stated that he always had to adapt to his

asthma and realize his limitations in order to decrease

symptoms.

Parents expressed that they needed to adapt to their child’s

everyday life so the child could participate in the same

activities as children without asthma, such as sports, playing

with friends and attending parties. This adaptation could

sometimes resulted in infections for the child and thereby

concern on the parents’ part.

‘‘When there’s a party you stand the risk that your child

will get a cold in about three days’’ (parent)

Adaptation could also mean that parents had to make

demands to ensure that their child was treated as well

as possible. This could occur in relation to professionals

both in health care and in nursery school or primary

school. One father said that he had to struggle and commu-

nicate well to get staff in health care to understand his child’s

needs.

‘‘. . . you have to struggle to get help from someone and you

have to be strong and communicate well’’ (parent)

Frustrations

This was a theme which emerged only among the parents.

Feelings of inadequacy and anxiety

Most of the parents expressed feelings of inadequacy and

frustration when their child had exacerbations.

‘‘It’s very hard to see when my child becomes very tired

and sad from having asthma during the night’’ (parent)

Another parent said:

‘‘I want the best for my children, so much that it hurts

(pointing at her heart) but when they are sick it becomes

very difficult to handle’’ (parent)

A feeling of inadequacy was also expressed among the

parents in relation to seeing that their child was ashamed of

having asthma.

‘‘It’s really hard and tough for me to see that my daughter

is ashamed of her illness so she goes into the toilet and

hides when she takes her inhaler medication, she feels that

she is not like other children, and 9 years is a sensitive age.

Other children just stand around and watch her when she

takes her medications, it’s really hard. I wish that she

could meet other children with asthma, now she feels

alone’’ (parent)

The parents’ experiences included frustration from not being

believed by staff in nursery and primary schools which could

mean that their child’s asthma symptoms were not taken

seriously and the teacher sometimes forgot to give asthma

medication to the child. Parents also expressed feelings of not

being listened to by teachers when they wanted some changes

to take place for their child at nursery and primary school.

In everyday life, the parents felt lonely. They stated that

they must be able to manage and treat the child’s asthma by

themselves.

‘‘When we meet the doctor and nurse we get help, but the

child is with us round the clock, we don’t know what is bad

for him. However, as a parent we must do something so he

does not get sick’’ (parent)

Although the parents tried to be careful and to avoid allergens

and triggering factors, their child sometimes experienced

asthma symptoms. Parents expressed difficulties in under-

standing why and when the worsening of asthma appeared.

They felt that they did not always know what their child

tolerated because they did not get information. The parents

were not always sure that their child inhaled in the correct way.

‘‘Every time she had a cold, we gave her the inhaler

device and the professional asked if we did it in the

right way, but it’s hard to know if we inhaled the right way,

188 M. Jonsson et al. J Asthma, 2014; 51(2): 185–192
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because the child took such small breaths at the begin-

ning’’ (parent)

Expectations

This theme emerged among both parents and adolescents.

To be met with competence and understanding

Parents and adolescents had expectations to be treated

by a competent health care professional which did not

always occur. They stated that they wanted a health care

professional who was competent in the field of asthma and

knew how to care for patients with asthma. One example of

this problematic lack of competence was that parents felt it

had taken too long to achieve the asthma diagnosis for

their child.

‘‘It was my daughter, it began when she was six months,

then it was 15 times acutely with colds, in and out of

hospitals, the doctor said its pneumonia again and

prescribed more penicillin, then at age two they said it

was not pneumonia, it was asthma’’ (parent)

Another expectation among parents was the desire to meet

doctors and nurses who had both the competence and the

possibility to handle acute asthma symptoms. They did not

want to be referred to the emergency ward and then have to

wait for 2 months to get help from the pediatric specialist at

the child outpatient clinic.

‘‘The health care professional says when it is acute you

can call us, but then you cannot go to the specialist in

asthma care, you still have to go to emergency ward. I want

to meet the health care professional who has the

knowledge. In the emergency ward they don’t know what

it is about and then my son might get the wrong medicine’’

(parent)

The participants also had expectations that health care

professionals should understand and support them regarding

asthma management.

‘‘I need help from someone who knows and understands

my needs’’ (parent)

Both parents and adolescents mentioned the support they

received from some specific doctors, but they spoke in

particular about the support they received from the asthma

nurse at the Child Outpatient Clinic. They felt the asthma

nurse was a health care professional who had knowledge,

competence, and the ability to tailor the treatment as well as

give support, i.e. they felt understood.

‘‘I have a direct number to the asthma nurse so I can easily

reach her, I could not do it without her support, she calls

me up and asks how my child is doing and really supports

me all the time’’ (parent)

‘‘It’s better to meet someone who knows what I need than

to be forced to meet ten people and tell them the whole

story over and over again’’ (adolescent)

Having an asthma nurse who could visit the nursery and

primaryschools to inform teachers about asthma was an

important factor for enhancing trustworthiness.

The parents had expectations to get repeated patient

education in asthma care.

‘‘Sometimes the health care professional thinks that you

have knowledge about the asthma disease and when you

get another child with asthma, the professional assumes

you already have knowledge, but that isn’t always the case,

I think they missed giving repeated information to the same

parents’’ (parent)

Another parent said:

‘‘If you have 10-year-old information maybe it’s not up

to date’’ (parent)

In relation to nursery and primary school, the parents had

expectations for improved understanding among teachers for

the fact that children with asthma may have different needs

than children without asthma. They felt that the school

organization must be adapted to suit children with asthma.

The parents also wished that school teachers had more

knowledge about asthma care and were able to give asthma

medication if needed.

‘‘I remember one day. . . my child was allowed to go to

nursery school if they gave her the medicine, but the

teacher had forgotten about it’’ (parent)

Discussion

This focus group study including adolescents with asthma and

parents of children with asthma gave us important knowledge

about experiences of living with asthma. Living with asthma

leads to the development of personal strategies in self-

management of asthma. Furthermore both parents and

adolescents had expectations by being met by competent

and understanding health care professionals. Parents’ expect-

ations were also expressed as a desire that school teachers

should have more knowledge and understanding of how to

take care of a child with asthma. Adolescents’ and parents’

experiences differed to some extent.

Strength and limitations

One strength pertaining to focus group interviews is the

interaction between the participants [34]. This interaction was

especially noticeable in the parents’ groups, where they

turned to one another, listened carefully when somebody

talked, and encouraged what others described. Among the

adolescents, it was sometimes difficult to get them to express

their thoughts, possibly because they did not know one

another. In future research there is a need to get deeper into

the adolescents’ life, to uncover what it really means for a teen

to live with asthma.

One limitation in this study could be the authors’ long

experiences of asthma care; because of their preexisting

understanding in the topic area. This could potentially lead to

the authors missing something in the interview situation by
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taking it for granted. On the other hand an experienced

psychologist conducted the first two focus group interviews

with parents. He had extensive experience of focus group

interviews but less experience pertaining to asthma care.

Therefore, one of the authors (MJ) was an observer and could

supplement with follow-up questions in the research area as

necessary.

A small number of participants can sometimes be regarded

as a limitation. However, this is not the case in STC because

the systematic steps in the analysis process are aimed

at finding themes, codes and subcategories of validity

connected to the context. The important thing is to establish

rich sample providing coherent stories and the rule of thumb

is that the sample should be varied enough to illuminate

the aim [32].

Interpretation of findings in relation to previous
published work

Focus groups interviews have often been used when

describing the experiences of a chronic disease from a patient

perspective to attain a deeper understanding in the topic area

[28]. A focus group study from UK showed that patients

understanding of asthma control extended beyond the usual

clinical manifestation to asthma related panic or fear [14].

Related to this result our study also presented new and deeper

knowledge of living with asthma from a patient perspective

regarding parental frustrations, such as feelings of loneliness,

inadequacy and anxiousness.

It is notable that the inclusion criteria in this study stated

that children and adolescents should be on daily treatment

with inhaled corticosteroids. However, the findings indicated

that adolescents had developed their own ways of self-

managing. They used asthma medication in different ways;

sometimes before exercise or as prescribed, but sometimes

they just adapted to the symptoms and waited until they

disappeared. There could be many reasons why adolescents

are reluctant to take pharmacological treatment.

A review of management of asthma suggested that

adolescents deny, hide or ignore symptoms and thereby

their need for medication because of their desire not to be

different from other adolescents [35]. Furthermore this review

indicated the importance of taking into account normal

teenage development when treating asthma.

Visits to health care professionals were important for the

participants in all focus groups. Adolescents in particular

wanted objective measurements of asthma control and used

the spirometry test as a strategy to see if they have become

impaired or improved. Performance of spirometry tests is an

important tool in both the diagnosis and monitoring of asthma

and has a high priority in national and international guidelines

[7,8]; furthermore, it improves asthma control [36]. A study

from Sweden shows that only a minority of children older

than 6 years with asthma had ever undergone a spirometry test

and only a few had received any patient education [4]. These

results have recently been commented by Bush and Fleming

[37] suggesting that asthma care requires the KISS approach

(Keep It Simple, Stupid). This approach include, get the

diagnosis right, give an appropriate level of treatment and

make sure the child and family know what is all about,

especially how to use the medication delivery device and

eliminate trigger factors in the environment.

In our study, parents expressed frustration and feeling of

inadequacy and anxiety regarding how to take care of and

give treatment to their child in a correct way. This has also

been shown in a review aiming to identify problems

associated with the use of pediatric asthma medications

[38]. The key issues included a lack of information provided

to parents about asthma and asthma medication, and also

parental beliefs and fears. This review article indicates that

such key issues should be taken into account when developing

educational tools.

Having access to a competent General Practitioner (GP),

pediatrician and/or asthma nurse for support and understand-

ing was important to almost all participants. A study from

Kuethe et al. reported that adherence to asthma treatment

could be improved with a strong health care professional–

patient partnership [39]. In addition, care provided by an

asthma nurse has been reported to be as effective as care

provided by a pediatrician or GP in outpatient management of

stable childhood asthma [40]. Having access to an asthma

nurse in primary care in Sweden has been shown to increase

patient knowledge, improve asthma control and reduce

costs [41,42].

Parents mentioned a lack of understanding among teachers

in nursery and primary schools, meaning they did not

understand the specific needs of children with asthma and

their asthma symptoms were sometimes not taken seriously.

Therefore parents wanted the asthma nurse to visit their

child’s school and educate teachers about asthma and its

consequences for children. In a study from Scotland, teachers

found it difficult to distinguish between children who were

unable to participate in activities because of their asthma and

those who were unmotivated [43]. The authors suggested that

this kind of misunderstanding could be decreased if a GP or

asthma nurse visited nursery or primary schools and

explained what is appropriate and safe in terms of exercise

for children with asthma. Recently, the National Board of

Health and Welfare in Sweden reported on the situation

among nursery and primary schools for children with allergic

diseases. This report showed limitations in the school

environment as well as in teachers’ knowledge about allergic

diseases [44]. The Board suggested more education for

teachers and improved communication between schools,

pupils and their families.

Moreover, both national [7] and international guidelines

[8] have stated that asthma management should be developed

in partnership between patient and health care professional, in

order to be successful. There are four recommended-as-

essential components of asthma management: assessment and

monitoring, control of factors contributing to asthma severity,

pharmacotherapy and education for a partnership in care [45].

It is important that the patients and the health care profes-

sionals agree on and discuss the goals of treatment, something

some parents in our study mentioned was lacking.

Conclusions and clinical implications

This study shows that living with asthma leads to the

development of personal strategies for self-management.
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Moreover both parents and adolescents had expectation of

being met by competent and understanding healthcare

professionals. Parents’ expectations also included having

teachers in nursery and primary school with more knowledge

regarding asthma care. Developing a partnership between

patients and health care professionals with special compe-

tence about asthma could be a successful way to improve the

care of patients with asthma.

Acknowledgements

We are very grateful to the parents and adolescents who

participated in the study and shared their experiences of living

with asthma and to the nurses who were very helpful in

selecting the participants for the study.

Declaration of interest

The authors declare that they have no conflicts of interest in

relation to this article. This study was supported by financial

grants from Asthma and Allergy Foundation in Sweden.

References

1. Masoli M, Fabian D, Holt S, Beasley R. The global burden of
asthma: executive summary of the GINA Dissemination Committee
report. Allergy 2004;59:469–478.

2. Covaciu C, Bergstrom A, Lind T, Svartengren M, Kull I. Childhood
allergies affect health-related quality of life. J Asthma 2013;50:
522–528.

3. Sundell K, Bergstrom SE, Hedlin G, Ygge BM, Tunsater A. Quality
of life in adolescents with asthma, during the transition period from
child to adult. Clin Respir J 2011;5:195–202.

4. Jonsson M, Egmar AC, Kiessling A, Ingemansson M, Hedlin G,
Krakau I, Hallner E, Kull I. Adherence to national guidelines for
children with asthma at primary health centres in Sweden: potential
for improvement. Prim Care Respir J 2012;21:276–282.

5. Stallberg B, Lisspers K, Hasselgren M, Janson C, Johansson G,
Svardsudd K. Asthma control in primary care in Sweden: a
comparison between 2001 and 2005. Prim Care Respir J 2009;18:
279–286.

6. Hersh AL, Orrell-Valente JK, Maselli JH, Olson LM, Cabana MD.
Decreasing frequency of asthma education in primary care.
J Asthma 2010;47:21–25.

7. National board of Health and Welfare in Sweden for asthma and
chronic obstructive lung disease. Stockholm; 2004.

8. The Global Strategy for asthma management and prevention. 2011.
Available at: http://www.ginaasthma.org.

9. Gustafsson PM, Watson L, Davis KJ, Rabe KF. Poor asthma control
in children: evidence from epidemiological surveys and implica-
tions for clinical practice. Int J Clin Pract 2006;60:321–334.

10. Rabe KF, Adachi M, Lai CK, Soriano JB, Vermeire PA, Weiss KB,
Weiss ST. Worldwide severity and control of asthma in children and
adults: the global asthma insights and reality surveys. J Allergy Clin
Immunol 2004;114:40–47.

11. Gupta RS, Weiss KB. The 2007 National Asthma Education
and Prevention Program asthma guidelines: accelerating their
implementation and facilitating their impact on children with
asthma. Pediatrics 2009;123(Suppl. 3):S193–S198.

12. Haughney J, Barnes G, Partridge M, Cleland J. The Living &
Breathing Study: a study of patients’ views of asthma and its
treatment. Prim Care Respir J 2004;13:28–35.

13. Trollvik A, Nordbach R, Silen C, Ringsberg KC. Children’s
experiences of living with asthma: fear of exacerbations and being
ostracized. J Pediatr Nurs 2011;26:295–303.

14. Rudell K, Hareendran A, Bonner N, Arbuckle R, Burbridge C,
Abetz L. Patients’ experience of asthma control and clinical
guidelines: perspectives from a qualitative study. Respir Med 2012;
106:909–911.

15. Rhee H, Belyea MJ, Ciurzynski S, Brasch J. Barriers to asthma self-
management in adolescents: relationships to psychosocial factors.
Pediatr Pulmonol 2009;44:183–191.

16. Rhee H, Belyea MJ, Elward KS. Patterns of asthma control
perception in adolescents: associations with psychosocial
functioning. J Asthma 2008;45:600–606.

17. Cohen R, Franco K, Motlow F, Reznik M, Ozuah PO. Perceptions
and attitudes of adolescents with asthma. J Asthma 2003;40:
207–211.

18. de Benedictis D, Bush A. The challenge of asthma in adolescence.
Pediatr Pulmonol 2007;42:683–692.

19. Couriel J. Asthma in adolescence. Paediatr Respir Rev 2003;4:
47–54.

20. Osman LM. How do patients’ views about medication affect their
self-management in asthma? Patient Educ Couns 1997;32(Suppl):
S43–S49.

21. van den Berg NJ, of ten Have WH, Nagelkerke AF, Bindels PJ, van
der Palen J, van Aalderen WM. What general practitioners and
paediatricians think about their patients’ asthma. Patient Educ
Couns 2005;59:182–185.

22. Janse AJ, Uiterwaal CS, Gemke RJ, Kimpen JL, Sinnema G. A
difference in perception of quality of life in chronically ill children
was found between parents and pediatricians. J Clin Epidemiol
2005;58:495–502.

23. Callery P, Milnes L. Communication between nurses, children and
their parents in asthma review consultations. J Clin Nurs 2012;21:
1641–1650.

24. Lyte G, Milnes L, Keating P, Finke A. Review management for
children with asthma in primary care: a qualitative case study.
J Clin Nurs 2007;16:123–132.

25. Rydstrom I, Dalheim-Englund AC, Segesten K, Rasmussen BH.
Relations governed by uncertainty: part of life of families of a child
with asthma. J Pediatr Nurs 2004;19:85–94.

26. Eakin MN, Rand CS. Improving patient adherence with asthma
self-management practices: what works? Ann Allergy Asthma
Immunol 2012;109:90–92.

27. Epstein RM. Making communication research matter: what do
patients notice, what do patients want, and what do patients need?
Patient Educ Couns 2006;60:272–278.

28. Krueger RA, C.M.A. Focus groups. A practical guide for applied
research. 4th ed. London: Sage Publications; 2009.

29. Jamieson L, Williams LM. Focus group methodology: explanatory
notes for the novice nurse researcher. Contemp Nurse 2003;14:
271–280.

30. Redmond R, Curtis E. Focus groups: principles and process. Nurse
Res 2009;16:57–69.

31. Malterud K. Kvalitativa metoder i medicinsk forskning (Qualitative
methods in medical research). Lund, Sweden; 2009.

32. Malterud K. Systematic text condensation: a strategy for qualitative
analysis. Scand J Public Health 2012;40:795–805.

33. Malterud K. Qualitative research: standards, challenges, and
guidelines. Lancet 2001;358:483–488.

34. Morgan DL. Reconsidering the role of interaction in
analyzing and reporting focus groups. Qual Health Res
2010;20:718–722.

35. Towns SJ, van Asperen PP. Diagnosis and management of asthma
in adolescents. Clin Respir J 2009;3:69–76.

36. Stout JW, Visness CM, Enright P, Lamm C, Shapiro G, Gan VN,
Adams GK 3rd, Mitchell HE. Classification of asthma severity in
children: the contribution of pulmonary function testing. Arch
Pediatr Adolesc Med 2006;160:844–850.

37. Bush A, Fleming L. 2012 and never been KISSed: we need to
improve the care of children with asthma. Prim Care Respir J 2012;
21:242–244.

38. Grover C, Armour C, Asperen PP, Moles R, Saini B. Medication
use in children with asthma: not a child size problem. J Asthma
2011;48:1085–1103.

39. Klok T, Brand PL, Bomhof-Roordink H, Duiverman EJ, Kaptein
AA. Parental illness perceptions and medication perceptions in
childhood asthma, a focus group study. Acta Paediatr 2011;100:
248–252.

40. Kuethe M, Vaessen-Verberne A, Mulder P, Bindels P, van Aalderen
W. Paediatric asthma outpatient care by asthma nurse, paediatrician
or general practitioner: randomised controlled trial with two-year
follow-up. Prim Care Respir J 2011;20:84–91.

DOI: 10.3109/02770903.2013.853080 Experiences of living with an asthma disease 191

J 
A

st
hm

a 
D

ow
nl

oa
de

d 
fr

om
 in

fo
rm

ah
ea

lth
ca

re
.c

om
 b

y 
U

ni
ve

rs
ity

 o
f 

L
iv

er
po

ol
 o

n 
10

/2
5/

14
Fo

r 
pe

rs
on

al
 u

se
 o

nl
y.



41. Lisspers K, Stallberg B, Hasselgren M, Johansson G, Svardsudd
K. Primary health care centres with asthma clinics: effects on
patients knowledge and asthma control. Prim Care Respir J 2010;
19:37–44.

42. Lindberg M, Ahlner J, Ekstrom T, Jonsson D, Moller M. Asthma
nurse practice improves outcomes and reduces costs in primary
health care. Scand J Caring Sci 2002;16:73–78.

43. Williams B, Hoskins G, Pow J, Neville R, Mukhopadhyay S, Coyle
J. Low exercise among children with asthma: a culture of over

protection? A qualitative study of experiences and beliefs. Br J Gen
Pract 2010;60:e319–e326.

44. National Board of Health and Welfare in Sweden. Allergy in school
and nurseryschool. 2013. Available at: http://socialstyrelsen.se/
publikationer2013/2013-4-8.

45. Williams SG, Schmidt DK, Redd SC, Storms W. Key clinical
activities for quality asthma care. Recommendations of the National
Asthma Education and Prevention Program. MMWR Recomm Rep
2003;52:1–8.

192 M. Jonsson et al. J Asthma, 2014; 51(2): 185–192

J 
A

st
hm

a 
D

ow
nl

oa
de

d 
fr

om
 in

fo
rm

ah
ea

lth
ca

re
.c

om
 b

y 
U

ni
ve

rs
ity

 o
f 

L
iv

er
po

ol
 o

n 
10

/2
5/

14
Fo

r 
pe

rs
on

al
 u

se
 o

nl
y.


	Experiences of living with asthma &ndash; a focus group study with adolescents and parents of children with asthma
	Introduction
	Methods
	Results
	Discussion
	Conclusions and clinical implications
	Acknowledgements
	Declaration of interest
	References


