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Abstract
Epilepsy and bronchial asthma are frequent in adolescents. Data on adolescents’ experiences with their disease and on their
expectations for the future, however, is scarce. Patients of a university hospital aged 12 to 17 with epilepsy or bronchial asthma
were interviewed based on a questionnaire. Forty-five patients with epilepsy and 47 with bronchial asthma were interviewed.
Adolescents with epilepsy felt more impaired by their disease (median 2.5; Q25/Q75 0.75/3.0; 6-level Likert scales: 0 = not at all,
5 = very strong) than those with asthma (1.0; 0/3.0; p = 0.017). Seventy-nine patients (85.9%) had never used the Internet to gain
information about their disease. Adolescents with epilepsy felt more limited in their career possibilities by their disease (2.0; 0/
4.0) than those with asthma (0; 0/2.0; p = 0.001) and had a higher level of concern about passing their disease on to their children
(3.0; 0/4.0) than their peers with asthma (1.5; 1.5/3.0; p = 0.016). Girls with epilepsy were more anxious (4.0; 0.5/5.0) than girls
with asthma (0; 0/4.0) about complications of the disease regarding pregnancy (p = 0.019).

Conclusion: As well adolescents with epilepsy as with asthma described limitations of their daily life and concerns about the
future.

What is Known:
• Epilepsy and bronchial asthma are frequent chronic diseases in adolescents.
• Those diseases can affect psychosocial development.
What is New:
• Adolescents with epilepsy and bronchial asthma described a high burden of their disease, and most adolescents had not used the Internet to inform
themselves on their disease.

• Especially adolescents with epilepsy fear limitations in their job possibilities, inheritance of their disease and complications in their prospective
pregnancy.
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Abbreviations
F Female
ICD-10-GM International Statistical Classification Of

Diseases And Related Health Problems,
10th revision, German Modification

M Male
SPSS Statistical Package for the Social Science

Introduction

Teenagers with a chronic disease may face more challenges in
their development than their healthy peers [7]. Epilepsy and
bronchial asthma are both episodic conditions and frequent
chronic diseases in adolescence. Epilepsy affects 0.5 to 1%
of all children and adolescents [20], while bronchial asthma
affects around 5% [3]. A lower self-esteem and a lower quality
of life was found in adolescents with epilepsy than in those
with bronchial asthma while both diseases resulted in a higher
risk for psychological distress compared to healthy peers [1, 7,
10]. Adolescents with epilepsy faced challenges in the em-
ployment market [25]. Data on psychosocial limitations and
expectations of adolescents with epilepsy and bronchial asth-
ma is limited [14, 17, 25]. Therefore, we aimed at getting a
better insight into the adolescents’ experiences with their dis-
ease and in their expectations and fears for their future. Our
intention was to get a detailed picture of the adolescents’ per-
ception of growing up with a chronic disease. Those findings
should enable health care professionals to improve supporting
adolescents in coping with their disease.

Methods

Patients and settings

After the approval of the local ethics committee, adolescents
aged 12 to 17 years with the diagnoses Bepilepsy^ (ICD10
G40.00-G40.9) or Bbronchial asthma^ (ICD10 J45.0-J45.9)
were interviewed in the university hospital for children and
adolescents. We have chosen those two diseases because of
their clinical relevance and high prevalence in the area of
chronic illnesses in childhood. From September 2016 to
March 2017, we consecutively invited all respective patients
admitted to the hospital or with an appointment at the outpa-
tients’ department. Patients diagnosed with both, epilepsy and
asthma, were excluded from this study as well as patients with-
out consent from the patient or their parents. Requirements to
participate in the study were sufficient mental age, clinical
constitution, and intellectual capacity to understand and an-
swer our questions, as assessed by a physician. Participation
in this study was voluntary and informed consent was gained
from all participating patients and their parents.

Structured interview based on a questionnaire

The structured interview was developed by an expert panel
including neuropediatricians, pediatric pulmonologists, and
clinical pharmacists. By providing structured questions, we
aimed to ensure that the interviewing process was consistent
for all participating adolescents. All assessments were per-
formed pseudonymously. The following aspects were
included:

1. Knowledge about own disease and estimation of own
situation: disease management, social behavior, drugs,
peer group, and leisure

2. Expectations for the future towards work life, relation-
ships, and family planning

In most questions, we used 6-level Likert scales ranging
from 0 = not at all, 1 = very little, 2 = a little, 3 = medium, 4 =
strong, to 5 = very strong. Yes-no-questions were also used, as
well as questions with open answers.

Statistics

Calculations were performed using SPSS (Statistical Package
for the Social Science, Version 23, IBM, USA). Frequencies
are reported as numbers and percentages, continuous data as
median with first and third quartile (Q25/Q75). For comparison
of adolescents with epilepsy or asthma, we applied chi-square
tests or Mann-Whitney U tests depending on the underlying
data. A p value ≤ 0.05 was considered to indicate significance.

Results

Characteristics of the patients

We invited 114 patients to take part in the study. Of those, 92
agreed to participate and were thus included in the study. The
characteristics of the interviewed patients are summarized in
Table 1.

Experiences and knowledge

Social interactions and experiences

Adolescents with epilepsy sensed a significantly higher im-
pact of the disease on the analyzed questions than their peers
with asthma. With a median of 4.0 (Q25/Q75 3.0/4.0), ado-
lescents with epilepsy felt a lower overall contentment with
their present life compared to adolescents with asthma with a
contentment median of 4.0 (Q25/Q75 4.0/5.0, p = 0.014). The
questions and answers regarding the social interactions and
experiences are shown in Table 2.
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Knowledge and information seeking

Of those 75 patients on long-term medication, a total of 22/75
(30%) patients, 13/44 with epilepsy (30%) and 9/31 with asth-
ma (29%), did not know the name of any medication they
were currently taking. 27/75 patients (36%) did not have any
knowledge on possible interactions of their medication with
alcohol and drugs. More details concerning drug-related
knowledge are shown in Table 3.

79/92 patients (86%), 40/47 (85%) with epilepsy and 39/45
(87%) with asthma, stated to have never used the Internet for
searching information concerning their disease or for commu-
nication with other affected adolescents.

Knowledge and rating of other diseases

45/47 (96%) patients with epilepsy knew asthma and 36/45
(80%) patients with asthma knew epilepsy. 8/45 (18%)

Table 1 Patients’ characteristics
of the interviewed adolescents Epilepsy

n = 47

Asthma

n = 45

Age [in years, median (Q25/Q75)] 14.25 (12.87/16.3) 14.86 (13.28/16.2)

Sex (M/F) 26/21 26/19

Activity of epilepsy [n (%)]

Seizure free ≥ 1 year 30 (64)

Not seizure free 17 (36)

Seizure type [n (%)]

Focal impaired awareness seizures 24 (51)

Focal aware seizures 1 (2)

Absences 9 (19)

Other seizures with generalized onset 13 (28)

Medication [n (%)]

Taking long-term medication 44 (94) 31 (69)

Taking only on-demand medication 0 12 (27)

Not under any medication 3 (6) 2 (4)

Current education [n (%)]

Secondary school (other than grammar school) 17 (36) 21 (47)

BGymnasium^ (German grammar school) 14 (30) 19 (42)

Vocational training 4 (9) 2 (4)

Vocational preparation year 4 (9) 1 (2)

Other schools 8 (17) 2 (4)

Table 2 Overview of experiences
and expectations of adolescents
with epilepsy or asthma;
agreement in 6-level Likert scales
from 0 = not at all, 1 = very little,
2 = a little, 3 = medium, 4 =
strong, to 5 = very strong

Epilepsy

n = 47

Asthma

n = 45

p value

Median (Q25/Q75) Median (Q25/Q75)

Do you feel impaired by the disease? 2.5 (0.75/3.0) 1.0 (0/3.0) 0.017

Do you feel comfortable around peers? 4.0 (3.0/4.0) 4.0 (4.0/5.0) 0.016

Do you ever feel excluded due to your disease? 0 (0/1.0) 0 (0/0) 0.014

Does your disease limit your job possibilities? 2.0 (0/4.0) 0 (0/2.0) 0.001

Are you worried to have difficulties finding
a job due to your disease?

3.0 (0/4.0) 0 (0/0) < 0.001

Are you worried your children might have
your disease?

3.0 (0/4.0) 1.5 (1.5/3.0) 0.016

Only girls (n = 31):

Are you worried about complications
of your disease or your medication in
a pregnancy?

4.0 (0.5/5.0) 0 (0/4.0) 0.019
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patients with epilepsy who knew asthma thought it was less
severe compared to their own disease, 18/45 (40%) thought
it was as severe as epilepsy, and 13/45 patients (29%) as-
sumed it was more severe. Of patients with asthma who
knew epilepsy, 30 (83%) thought it was more severe than
their own disease.

Expectations and fears about the future

Inheritability and pregnancy

Adolescents with epilepsy had a higher level of concern (me-
dian 3.0; Q25/Q75 0/4.0) than their peers with asthma (medi-
an 1.5; Q25/Q75 1.5/3.0) about passing their disease on to
their children (p = 0.016). Girls with epilepsy were more anx-
ious (median 4.0; Q25/Q75 0.5/5.0) than girls with asthma
(median 0; Q25/Q75 0/4.0) about complications of the disease
or the medication regarding a pregnancy (p = 0.019).

Career possibilities

74/92 patients (80%) had plans for their future professional
career. Adolescents with epilepsy felt more limited in their
job and career possibilities due to their disease (median
2.0; Q25/Q75 0/4.0) than their peers with asthma (median
0.0; Q25/Q75 0.0/2.0; p = 0.001). Likewise, they had a
higher level of concerns about their employment in the
future due to their disease (median 3.0; Q25/Q75 0/4.0)
compared to no concern at all by their peers with asthma
(0; Q25/Q75 0/0; p < 0.001).

Discussion

We performed our interview with adolescents with epilepsy
and bronchial asthma to learn more about their experiences,
expectations, and fears.

Experiences and knowledge

Social interactions and experiences

Adolescents with epilepsy expressed more difficulties in their
social interactions and described a higher impact of the disease
on their social relations compared to their peers with asthma.
An earlier study showed a lower performance in adolescents
with epilepsy compared to healthy peers, e.g., a poorer perfor-
mance in school and less social skills [18]. Also, the influence
of epilepsy severity on quality of life is crucial [1]. This en-
forces our results and might indicate the effects of epilepsy
and its stigmatization on the adolescents’ overall performance.
Although chronic diseases bear additional stress factors in the
turbulences of growing up, the main topics of adolescence
such as autonomy and self-discovery remain also relevant
with chronic ill adolescents [15, 24].

Knowledge about own medications, alcohol and their
interactions

Thirty-nine percent of the adolescents with epilepsy did not
know if interactions with alcohol or other drugs could occur.
Especially the higher risk of seizures, the changes in anticon-
vulsant drug serum levels due to liver enzyme induction, and
the higher rates of adverse drug events that might be related to
alcohol should be addressed [11]. As the reported average age
in Europe for the beginning of mild drinking was 13.93 years
[4], this education should begin in early puberty.

Knowledge and rating of diseases

Healthy adolescents as well as those with epilepsy and those
with other chronic diseases see epilepsy as a severe disease
that can affect social skills [6]. Earlier studies showed that
adolescents with epilepsy estimated their own situation as
worse than the situation of healthy peers [16]. The adolescents

Table 3 Alcohol and others drug-
related knowledge and behavior
of adolescents with epilepsy or
asthma taking long-term
medication

Epilepsy
n = 44
[n (%)]

Asthma
n = 31

[n (%)]

Total
n = 75
[n (%)]

Alcohol consumption 11 (25) 16 (52) 27 (36)

Assumption that alcohol or smoking does affect the disease 30 (81) 30 (97) 60 (88)

Assumption that negative interactions of medication with
alcohol and/or other drugs could occur

23 (52) 15 (48) 38 (51)

Changed effects of medication 6 (14) 5 (16) 11 (15)

Disease gets worse 6 (14) 0 6 (8)

No concise effects 10 (23) 6 (19) 16 (21)

Symptoms as nausea, headache, vertigo,… 1 (2) 4 (13) 5 (7)

No knowledge about interactions of medication, alcohol,
and/or other drugs

17 (39) 10 (33) 27 (36)
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with asthma rated epilepsy as more severe. This is coherent to
our results: adolescents with epilepsy stated a lower overall
contentment and higher impairment by the disease.

Use of the Internet as a source of information

Surprisingly, the clear majority (86%) of interviewed adoles-
cents had not used the Internet as a source of information
about their disease. Of the adolescents living in Germany,
96% use the Internet at least occasionally and 71% of the
adolescents aged 13–15 years use the Internet daily according
to a study of Bitcom, Germany’s digital association, in 2011.
But apparently, the adolescents did not use the Internet to
familiarize themselves with their disease and their medication.
Prior studies found that parents of children and adolescents
with epilepsy used the Internet as a main source of information
[9, 23]. This discrepancy could show a different approach of
the parents compared to the adolescent patients in coping with
the disease. Information gained on the Internet was evaluated
as reliable only in 9.6% of websites by pediatric neurologists
[5]. Nevertheless, research on the Internet could be encour-
aged in the context of certain websites with certified informa-
tion as it can change the health perspective of people living
with chronic diseases [19]. Adolescents could decide which
information they need and act on an up-to-date basis in critical
situations. This could increase self-responsibility.

Expectations and fears about the future

Inheritability and pregnancy

Most of the interviewed patients already considered the pos-
sibility of passing their disease on to their children, even
though our youngest patients were only 12 years old. To pre-
vent patients from being misinformed, open discussions about
the probability of passing the disease on should take place
already in early puberty. Women with epilepsy had a low
information status about issues of epilepsy and a pregnancy
[13]. Furthermore, some anticonvulsive drugs, especially
valproate, bear risks for malformations and development
problems for the children exposed during the pregnancy [12,
26, 27]. Those risks must be discussed with the young women
to achieve a low-risk as well as effective treatment. Thus,
especially girls should be encouraged to take an active role
in contraception and decision-making.

Career possibilities

In our study, adolescents with epilepsy were worried about
their vocational and educational career. Being employed is a
sign of integration and acceptance in the society [22] and
epilepsy reduces the chances of a full-time employment
[25]. A Dutch study showed a lower occupational level and

a lower educational attainment in patients with childhood-
onset epilepsy, even for patients in remission or with idio-
pathic etiology, compared to healthy peers [8]. Thus, the
employment chances of young people with epilepsy can be
described as challenging and dependent on support, educa-
tion, and care-taking in childhood. Furthermore, epilepsy
still leads to unfair treatment at the workplace [2] and to a
higher risk of underemployment, to be employed inunskilled
and manual work [22]. We found that adolescents with epi-
lepsy were aware of those limitations in their vocational ca-
reer. Therefore, a promotion of the highest as possible level
of education in consideration of the individual abilities
should be enforced as this is a predicting factor for lasting
employment [21].Theexisting awareness shouldbeusedas a
chance for early interventions to facilitate the future devel-
opments of young people with epilepsy.

Limitations

We only included patients being treated in the pediatrics de-
partment of one university hospital. More patients with epi-
lepsy than with bronchial asthma have limitations in their
mental performance. As we were only able to include patients
with a mental performance high enough to answer the ques-
tions, this fact might have influenced our results. Of the pa-
tients with bronchial asthma, 27% were taking only on-
demand medication whereas in the epilepsy group, 94% were
taking long-term medication. Thus, the disease might be less
present in patients with bronchial asthma. As most questions
concerned effects of the disease itself, we were not able to
include a healthy control group.

Conclusion

Adolescents with epilepsy and those with bronchial asthma
perceive a high burden of their disease. To improve social par-
ticipation of adolescents with epilepsy and bronchial asthma,
physicians and other caregivers should take into account expe-
rienced limitations and concerns of adolescents with those two
chronic diseases. To overcome the identified fears and worries,
individual encouragement and support should be offered as
well as health education. Thus, a better transition of adolescents
with a chronic disease into adulthood could be achieved.

Acknowledgments We thank all participating patients for taking the time
to take part in the interview. Additionally, we thank Eva Katharina
Michlits for language editing of the manuscript.

Authors’ contributions Susanne M. Fisch designed the study protocol;
developed the questionnaire; performed the questionnaire survey, the sta-
tistical analysis, and the interpretation of the data; and prepared the
manuscript.

Eur J Pediatr



Martina P. Neininger was involved in the development of the ques-
tionnaire, performed the statistical analysis and the interpretation of the
data, and critically reviewed and revised the manuscript.

Freerk Prenzel supported the development of the questionnaire and the
recruitment of patients, and proof read the manuscript.

Matthias K. Bernhard supported the development of the questionnaire
and the recruitment of patients, and proof read the manuscript.

Frauke Hornemann supported the development of the questionnaire
and the recruitment of patients, and proof read the manuscript.

Andreas Merkenschlager supported the development of the question-
naire and the recruitment of patients, and proof read the manuscript.

Wieland Kiess supported the development of the questionnaire and
proof read the manuscript.

Thilo Bertsche was involved in the development of the study protocol
and the questionnaire, was involved the interpretation of data, and proof
read the manuscript.

Astrid Bertsche designed the study protocol, was involved in the de-
velopment of the questionnaire, supervised the questionnaire survey, the
recruitment of patients and the statistical analysis, performed the interpre-
tation of data, and critically reviewed and revised the manuscript.

Compliance with ethical standards

Conflict of interest The authors declare that they have no conflict of
interest.

Ethical approval All procedures performed in studies involving human
participants were in accordance with the ethical standards of the institu-
tional and/or national research committee and with the 1964 Helsinki
declaration and its later amendments or comparable ethical standards.
The study described has been carried out in accordance with the
abovementioned standards and has been approved by the institutional
ethic committee.

Informed consent Informed consent was obtained from all individual
participants included in the study.

References

1. Austin JK, Huster GA, Dunn DW, Risinger MW (1996)
Adolescents with active or inactive epilepsy or asthma: a compar-
ison of quality of life. Epilepsia 37:1228–1238

2. BellonM,Walker C, Peterson C, Cookson P (2013) The BE^ word:
epilepsy and perceptions of unfair treatment from the 2010
Australian Epilepsy Longitudinal Survey. Epilepsy Behav 27:
251–256. https://doi.org/10.1016/j.yebeh.2013.01.016

3. Bergmann K-C, Heinrich J, Niemann H (2016) Current status of
allergy prevalence in Germany: position paper of the
Environmental Medicine Commission of the Robert Koch
Institute. Allergo J Int 25:6–10. https://doi.org/10.1007/s40629-
016-0092-6

4. Bräker AB, Soellner R (2016) Alcohol drinking cultures of
European adolescents. Eur J Pub Health 264:581–586. https://doi.
org/10.1093/eurpub/ckw033

5. Cerminara C, SantaroneME, Casarelli L, Curatolo P, ElMalhany N
(2014) Use of the DISCERN tool for evaluating web searches in
childhood epilepsy. Epilepsy Behav 41:119–121. https://doi.org/10.
1016/j.yebeh.2014.09.053

6. Cheung C, Wirell E (2006) Adolescents' perception of epilepsy
compared with other chronic diseases: Bthrough a teenager’s eyes^.
J Child Neurol 21:214–222. https://doi.org/10.2310/7010.2006.
00053

7. Ferro MA (2014) Adolescents and young adults with physical ill-
ness: a comparative study of psychological distress. Acta Paediatr
103:e32–e37. https://doi.org/10.1111/apa.12429

8. Geerts A, Brouwer O, van Donselaar C, Stroink H, Peters B,
Peeters E, Arts WF (2011) Health perception and socioeconomic
status following childhood-onset epilepsy: the Dutch study of epi-
lepsy in childhood. Epilepsia 52:2192–2202. https://doi.org/10.
1111/j.1528-1167.2011.03294.x

9. Hartmann N, Neininger MP, Bernhard MK, Syrbe S, Nickel P,
Merkenschlager A, Kiess W, Bertsche T, Bertsche A (2016) Use
of complementary and alternative medicine (CAM) by parents in
their children and adolescents with epilepsy—prevelance, predic-
tors and parents’ assessment. Eur J Paediatr Neurol 20:11–19.
https://doi.org/10.1016/j.ejpn.2015.11.003

10. Kwong KL, Lam D, Tsui S, Ngan M, Tsang B, Lai TS, Lam SM
(2016) Self-esteem in adolescents with epilepsy: psychosocial and
seizure-related correlates. Epilepsy Behav 63:118–122. https://doi.
org/10.1016/j.yebeh.2016.07.032

11. Leach JP, Mohanraj R, Borland W (2012) Alcohol and drugs in
epilepsy: pathophysiology, presentation, possibilities, and preven-
tion. Epilepsia 53(Suppl 4):48–57. https://doi.org/10.1111/j.1528-
1167.2012.03613.x

12. Meador KJ, Baker GA, Browning N, Clayton-Smith J, Combs-
Cantrell DT, Cohen M, Kalayjian LA, Kanner A, Liporace JD,
Pennell PB, Privitera M, Loring DW (2009) Cognitive function at
3 years of age after fetal exposure to antiepileptic drugs. N Engl J
Med 360:1597–1605. https://doi.org/10.1056/NEJMoa0803531

13. Metcalfe A, Roberts JI, Abdulla F, Wiebe S, Hanson A, Federico P,
Jette N (2012) Patient knowledge about issues related to pregnancy
in epilepsy: a cross-sectional study. Epilepsy Behav 24:65–69.
https://doi.org/10.1016/j.yebeh.2012.03.001

14. Orbon KH, van der Gulden JWJ, Schermer TRJ, van den
Nieuwenhof L, Boot CRL, van den Hoogen H, van Weel C,
Folgering HTM (2006) Vocational and working career of asthmatic
adolescents is only slightly affected. Respir Med 100:1163–1173.
https://doi.org/10.1016/j.rmed.2005.10.027

15. Pardeck JA, Pardeck JT (1990) Family factors related to adolescent
autonomy. Adolescence 25:311–319

16. Pauschek J, Bernhard MK, Syrbe S, Nickel P, Neininger MP,
Merkenschlager A, Kiess W, Bertsche T, Bertsche A (2016)
Epilepsy in children and adolescents. Disease concepts, practical
knowledge, and coping. Epilepsy Behav 59:77–82. https://doi.org/
10.1016/j.yebeh.2016.03.033

17. Persenius M, Rystedt I, Wilde-Larsson B, Bååth C (2015) Quality
of life and sense of coherence in young people and adults with
uncomplicated epilepsy. A longitudinal study. Epilepsy Behav 47:
127–131. https://doi.org/10.1016/j.yebeh.2015.04.002

18. Räty LKA, Larsson BMW, Söderfeldt BA (2003) Health-related
quality of life in youth. A comparison between adolescents and
young adults with uncomplicated epilepsy and healthy controls. J
Adolesc Health 33:252–258. https://doi.org/10.1016/S1054-
139X(03)00101-0

19. Sassenberg K, Greving H (2016) Internet searching about disease
elicits a positive perception of own health when severity of illness is
high: a longitudinal questionnaire study. J Med Internet Res 18:e56.
https://doi.org/10.2196/jmir.5140

20. Shinnar S, Pellock JM (2002) Update on the epidemiology and
prognosis of pediatric epilepsy. J Child Neurol 17(Suppl 1):S4–
S17. https://doi.org/10.1177/08830738020170010201

21. Sillanpää M, Schmidt D (2010) Long-term employment of adults
with childhood-onset epilepsy: a prospective population-based
study. Epilepsia 51:1053–1060. https://doi.org/10.1111/j.1528-
1167.2009.02505.x

22. Smeets VMJ, van Lierop BAG, Vanhoutvin JPG, Aldenkamp AP,
Nijhuis FJN (2007) Epilepsy and employment: literature review.

Eur J Pediatr

https://doi.org/10.1016/j.yebeh.2013.01.016
https://doi.org/10.1007/s40629-016-0092-6
https://doi.org/10.1007/s40629-016-0092-6
https://doi.org/10.1093/eurpub/ckw033
https://doi.org/10.1093/eurpub/ckw033
https://doi.org/10.1016/j.yebeh.2014.09.053
https://doi.org/10.1016/j.yebeh.2014.09.053
https://doi.org/10.2310/7010.2006.00053
https://doi.org/10.2310/7010.2006.00053
https://doi.org/10.1111/apa.12429
https://doi.org/10.1111/j.1528-1167.2011.03294.x
https://doi.org/10.1111/j.1528-1167.2011.03294.x
https://doi.org/10.1016/j.ejpn.2015.11.003
https://doi.org/10.1016/j.yebeh.2016.07.032
https://doi.org/10.1016/j.yebeh.2016.07.032
https://doi.org/10.1111/j.1528-1167.2012.03613.x
https://doi.org/10.1111/j.1528-1167.2012.03613.x
https://doi.org/10.1056/NEJMoa0803531
https://doi.org/10.1016/j.yebeh.2012.03.001
https://doi.org/10.1016/j.rmed.2005.10.027
https://doi.org/10.1016/j.yebeh.2016.03.033
https://doi.org/10.1016/j.yebeh.2016.03.033
https://doi.org/10.1016/j.yebeh.2015.04.002
https://doi.org/10.1016/S1054-139X(03)00101-0
https://doi.org/10.1016/S1054-139X(03)00101-0
https://doi.org/10.2196/jmir.5140
https://doi.org/10.1177/08830738020170010201
https://doi.org/10.1111/j.1528-1167.2009.02505.x
https://doi.org/10.1111/j.1528-1167.2009.02505.x


Epilepsy Behav 10:354–362. https://doi.org/10.1016/j.yebeh.2007.
02.006

23. Spindler UP, Hotopp LC, Bach VA, Hornemann F, Syrbe S,
Andreas A, Merkenschlager A, Kiess W, Bernhard MK, Bertsche
T, Neininger MP, Bertsche A (2017) Seizure disorders and devel-
opmental disorders: impact on life of affected families—a struc-
tured interview. Eur J Pediatr 176:1121–1129. https://doi.org/10.
1007/s00431-017-2958-0

24. Suris JC,Michaud PA, Viner R (2004) The adolescent with a chron-
ic condition. Part I. Developmental issues. Arch Dis Child 89:938–
942. https://doi.org/10.1136/adc.2003.045369

25. TheodoreWH, Spencer SS,Wiebe S, Langfitt JT, Ali A, Shafer PO,
Berg AT, Vickrey BG (2006) Epilepsy in North America: a report

prepared under the auspices of the global campaign against epilep-
sy, the International Bureau for Epilepsy, the International League
Against Epilepsy, and theWorld Health Organization. Epilepsia 47:
1700–1722. https://doi.org/10.1111/j.1528-1167.2006.00633.x

26. Thomson L, Fayed N, Sedarous F, Ronen GM (2014) Life quality
and health in adolescents and emerging adults with epilepsy during
the years of transition. A scoping review. Dev Med Child Neurol
56:421–433. https://doi.org/10.1111/dmcn.12335

27. Vajda FJE, O'Brien TJ, Graham J, Lander CM, Eadie MJ (2013)
Associations between particular types of fetal malformation and
antiepileptic drug exposure in utero. Acta Neurol Scand 128:228–
234. https://doi.org/10.1111/ane.12115

Eur J Pediatr

https://doi.org/10.1016/j.yebeh.2007.02.006
https://doi.org/10.1016/j.yebeh.2007.02.006
https://doi.org/10.1007/s00431-017-2958-0
https://doi.org/10.1007/s00431-017-2958-0
https://doi.org/10.1136/adc.2003.045369
https://doi.org/10.1111/j.1528-1167.2006.00633.x
https://doi.org/10.1111/dmcn.12335
https://doi.org/10.1111/ane.12115

	Experiences, expectations, and fears of adolescents with epilepsy or bronchial asthma
	Abstract
	Introduction
	Methods
	Patients and settings
	Structured interview based on a questionnaire
	Statistics

	Results
	Characteristics of the patients
	Experiences and knowledge
	Social interactions and experiences
	Knowledge and information seeking
	Knowledge and rating of other diseases

	Expectations and fears about the future
	Inheritability and pregnancy
	Career possibilities


	Discussion
	Experiences and knowledge
	Social interactions and experiences
	Knowledge about own medications, alcohol and their interactions
	Knowledge and rating of diseases
	Use of the Internet as a source of information

	Expectations and fears about the future
	Inheritability and pregnancy
	Career possibilities


	Limitations
	Conclusion
	References


