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ABSTRACT

The present study intends to assess how chronic
health conditions are being evaluated in general health
questionnaires aimed at adolescents. A review of ques-
tionnaires that contain questions about different doma-
ins of the adolescents’ lives and about chronic disease
and/or disability was performed. Different terminolo-
gies regarding the domain of chronic conditions (e.g.
long-term illness, disability, medical condition, illnesses/
disorders, chronic disease, health problems) and diffe-
rent questions formulations and evaluation measures
are used. Some questionnaires include questions about
the specific areas affected by the chronic health con-
dition and limitations. This work allowed an overview
of the main categories present in the questions about
chronic disease/disability that are currently being inclu-
ded in these instruments. It highlights the importance
of considering the adolescents with chronic conditions
in the general health questionnaires, as this allows for
increasing knowledge about their needs and difficulties.
Data collection on adolescents with chronic conditions’
social participation is very important and should be rein-
forced through improved questions.

KEywoRDS
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conditions; Adolescents.
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RESUMEN

El presente estudio pretende evaluar cdmo las condi-
ciones crénicas de salud estan siendo evaluadas en cues-
tionarios de salud general dirigidos a adolescentes. Se
realizd una revision de cuestionarios que contienen pre-
guntas sobre diferentes dominios de la vida de los adoles-
centes y sobre enfermedades crénicas y/o discapacidad.
Diferentes terminologias relacionadas con el dominio de
las condiciones cronicas (e.g. enfermedad prolongada,
discapacidad, condicién médica, enfermedades/trastor-
nos, enfermedades crénicas, problemas de salud) y dife-
rentes formulaciones de preguntas y medidas de evalua-
cién son usados. Algunos cuestionarios incluyen pregun-
tas sobre las areas especificas afectadas por la condicién
de salud crénica y las limitaciones. Este trabajo permitié
una vision general de las principales categorias presentes
en las preguntas sobre enfermedad crénica/discapacidad
que actualmente estan siendo incluidas en estos instru-
mentos. También destaca la importancia de considerar
los adolescentes con condiciones crénicas en los cuestio-
narios generales de salud, ya que esto permite aumentar
el conocimiento sobre sus necesidades y dificultades. La
recopilacion de datos sobre la participacion social de los
adolescentes con condiciones crénicas es muy importan-
te y debe reforzarse a través de preguntas mejoradas.
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Introduction

Chronic or non-communicable diseases
(NCD) are long-term health conditions that
are not transmissible from person to person
and that generally progress slowly and re-
quire care and management throughout the
life cycle (World Health Organization [WHO],
2018a, 2020). NCD result from a combination
of genetic, physiological, environmental and
behavioral factors (WHO, 2018b) and present
different characteristics and needs depending
on the type of health condition (Muntaner et
al., 2014).

Living with a chronic disease tends to have
a considerable impact on all aspects of an in-
dividual’s life and in many cases translates
into a regular need for treatment and medical
monitoring (Forestier et al., 2019). Therefore,
chronic diseases can produce an overload,
both in terms of the disease itself as well as its
management and associated treatments (Sav
et al,, 2015) and affect the psychosocial well-
being and quality of life of the individuals (Bar-
low & Ellard, 2006; Santos et al., 2018; Shaw &
McCabe, 2008).

Chronic diseases constitute a risk factor
that can affect the positive and adjusted de-
velopment of those youth (Kim & Yoo, 2010).
The literature reports an increased risk for this
population regarding problems related to
mental health (Barlow & Ellard, 2006; Barros
et al,, 2008; Santos et al., 2016). There is also
evidence of several challenges experienced by
children and adolescents with chronic diseas-
es (Kim &Yoo, 2010).

In addition to the chronic diseases per se,

learning difficulties (Haverine et al., 2014) or
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physical disabilities (Stewart et al., 2011) can
also have a negative impact on the adoles-
cents’ functioning and psychological well-be-
ing. They can also be challenging at a personal,
familiar and educational level and contribute
to the emergence of mental health problems
(Haverine et al., 2014; Stewart et al., 2011).

Adolescence is a phase marked by several
changes that individuals face in a variety of
ways. It is at this stage of development that
some health problems are identified, the rela-
tionships with peers become more important
and the young people become involved in
new experiences that can lead to the involve-
ment in risk behaviours (e.g. substance use and
sexual behaviour) (Clements-Nolle & Rivera,
2013). There are cases where a good adapta-
tion to these challenges can be observed and
others where the opposite happens (Pooley &
Cohen, 2010). This need for adaptation is uni-
versal, whatever the adolescents’ health condi-
tion (Ferguson & Walker, 2014).

The prevalence of chronic disease among
children and adolescents has been increasing
over time and its implications represent chal-
lenges for their lives as well as the lives of their
families (Van der Lee et al., 2007) and for the
society in general. Therefore, it is important to
have studies capable of evaluating the social
outcomes of the health condition of children
and young people with chronic disease and/or
disability (McDougall & Miller, 2003).

Scientific investigations often rely on cross-
sectional surveys administered in the school
context to collect data on children and adoles-
cents (Kristjansson et al., 2013) as this type of

instrument provides evidence on knowledge,

http://dx.doi.org/10.33776/amc.v48i178.7401
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practices and attitudes (Story & Tait, 2019).
These surveys are a valuable source of infor-
mation in the first-person regarding the expe-
rience of living with a chronic condition (Lol-
lar et al., 2012; Mazur et al., 2013). On the one
hand, the existence of data on the prevalence
of chronic diseases in children and adolescents
is a crucial factor to enhance their social partic-
ipation (Van der Lee et al., 2007). On the other
hand, a diversity in the operationalization to
measure the prevalence of these health con-
ditions can be observed, since the definition
of the concept of chronic health condition in
childhood is not unequivocally defined (Van
der Lee et al., 2007).

The present study intends to review the
main available general health questionnaires
aimed at adolescents and assess their ques-
tions about chronic disease and/or disability
and related areas of life (e.g. health, behaviours
of health, school, leisure). The importance of
having data on adolescents with chronic con-
ditions is emphasized, in order to allow an in-
crease in knowledge regarding their difficul-
ties and needs and inform the interventional

responses.

Method

A review of surveys aimed at adolescents
and containing questions about chronic dis-
ease and/or disability and questions about
other domains of their life (e.g. health, health
behaviours, school, leisure) was performed. This
search was carried out between February and
May 2020 and the studies were identified based
on searches in PubMed and EBSCO (Psychology

and Behavioural Sciences Collection) databases

http://dx.doi.org/10.33776/amc.v48i178.7401

with publication date between 2010 and 2020
and without language restrictions. The search
terms included the following keywords: chronic
disease; chronic illness; chronic health condi-
tions; disability; impairment; health survey;
health, adolescent(s); youth; and school-based
health survey, present in the title or abstract.
Some references from articles related to the
topic were also consulted and were analyzed
within the scope of the search results.

Inclusion criteria

For the purpose of this review, only surveys
containing questions about chronic disease
and/or disability and about different areas of
the adolescents’ lives (e.g. health, school, fam-
ily, leisure) were included. This review has ado-
lescents as target population, aged between 10
and 24 years, as defined by Sawyer et al. (2018).
Thus, surveys directed at the adult and older
population or only directed at a specific health
condition were excluded. In addition, this re-
search focused only on European countries.

The research of the studies was limited to
the last 10 years (from 2010 to 2020), in order
to have a more up-to-date view of the type of
questions that are being included in general
health questionnaires aimed at adolescents.
Some of the surveys included in this review
were collected prior to 2010 but they were
analyzed in articles after 2010.

The results include studies that were devel-
oped only once and others that continue to be
carried out with a defined periodicity (e.g. an-

nually, every 4 years).
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Results

We find that in European countries and be-
tween 2010 and 2019 there were 16 surveys
collecting data on the adolescents’ health and
behaviour with questions about chronic dis-
ease and/or disability. Table 1 gives an over-
view of these surveys.

Of the 16 surveys presented in Table 1, we
could access the questions used to assess
chronic disease/disability from 15 of them (Ta-
ble 2). In the case of the surveys that did not
have the questions available online, the au-
thors were contacted to ask if they can share
the specific questions on this subject.

Most of the protocols use between one and
five questions about chronic disease and/or
disability, except for six studies that use more
questions: The Young-Hunt Study (Holmen et
al., 2014), SMASH-02 (Narring et al., 2004), The
Danish National Youth Study 2014 (Pisinger
et al,, 2017), Young Persons’ Behaviour & At-
titudes Survey (YPBAS) (Northern Ireland Sta-
tistics and Research Agency, 2016), Health Be-
haviour in School-aged Children — HBSC (Child
Functioning Module) (Inchley et al., 2020; Ma-
tos et al., 2018; Roberts et al., 2009) and KIGGS
(parents’ questionnaire) (Holling et al.,, 2012;
Kamtsiuris, et al., 2007; Kurth et al., 2008; Mauz
et al.,, 2019; Robert Koch Institute, 2017). Dif-
ferent terminologies are used regarding the
concept of chronic condition/disability (e.g.
learning disability, long-term illness, disabil-
ity, medical condition, illnesses/disorders, dis-
eases, long-standing illness, chronic disease,
health problems).

Three of the questionnaires (The Young-
HUNT Study, SMASH-02 and The Public Health

Andlisis y Modlificacion de Conducta, 2022, vol. 48, n° 178

Survey for Children and Young People in
Skane) include separate questions about hav-
ing or not a chronic disease and a disability (i.e.
one question for each condition) and eleven
include both conditions in the same question
(e.g. do you have any long-term illness, dis-
ability, medical condition?). The Liv & Halsa
Ung study (Andréasson et al., 2018; Brunnberg
et al,, 2009; Lindén-Bostrom & Persson, 2007,
2015) uses these two modalities, depending
on the region and year in which the survey
was carried out. In the Vastmanlan region the
questions are only about disability. The School
Health Promotion Study (SHP) (Finnish Insti-
tute for Health and Welfare, 2020) include the
guestions about chronic conditions for the 4th
and 5th graders in the guardians’ question-
naires.

All questionnaires include a question about
whether the adolescents have a chronic dis-
ease/disability using different question formu-
lations. Five of them ask whether this health
condition was diagnosed by a doctor (the WAY
study (HSCIC & Ipsos MORI, 2015), The Young-
Hunt Study (Holmen et al., 2014), SILNE (Smok-
ing Inequalities — Learning from Natural Exper-
iments) (Lorant et al., 2015), HBSC (Inchley et
al., 2020; Matos et al., 2018; Roberts et al., 2009)
and the School Health Promotion Study (SHP)
(Finnish Institute for Health and Welfare, 2020).

Three surveys include a brief definition of
the concept under study (e.g. learning disabili-
ty, long-standing iliness or disability): the What
About Youth Study (WAY) (HSCIC & Ipsos MORI,
2015), the YPBAS questionnaire (Northern Ire-
land Statistics and Research Agency, 2016) and
RELACHS (Stansfeld et al., 2003). One of them

http://dx.doi.org/10.33776/amc.v48i178.7401
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(YPBAS) has a question about the provision
of support in the management of the existing
health condition.

Nine of the surveys included in this review
specify the areas that may be affected by the
existing chronic disease or disability, such as
vision, hearing, mobility, learning and con-
centration, memory or other options, in which
adolescents can write the area(s) that are af-
fected (WAY, Liv & Halsa Ung, RELACHS, The
Young-HUNT Study, SMASH-02, The Danish
National Youth Study 2014, HBSC, SHP and The
public health survey for children and young
people in Skane). Nine surveys have questions
on the limitations that these health conditions
cause in the adolescents’ daily life (WAY, Liv
& Halsa Ung (Region Landstinget S6rmland),
RELACHS, The Young-HUNT Study, SMASH-02,
The Danish National Youth Study 2014, YPBAS,
HBSC and SHP). A question about the impact
of the existing health condition specifically at
the school level is included in four of the sur-
veys (WAY, Live & Halsa Ung, The Danish Na-
tional Youth Study and HBSC).

The SMASH-02 questionnaire (Narring et
al., 2004) includes a specific question about
whether the adolescent have a disability and
another one about whether the adolescent
have a chronic disease, considering the limi-
tations and special care that may exist, in yes
or no questions. The question on disability has
the option of answering whether it resulted
from a disease, an accident or a birth problem.
Four questionnaires include a question on
whether the chronic condition requires tak-
ing medication (WAY, The Young-HUNT study,
HBSC and KIGGS).

Andlisis y Modlificacion de Conducta, 2022, vol. 48, n° 178

Finally, it should be noted that KIGGS
(Holling et al., 2012; Kamtsiuris et al.,, 2007;
Kurth et al., 2008; Mauz et al., 2019; Robert
Koch Institute, 2017) and SEYLE (McMahon et
al., 2017; Wasserman et al., 2010, 2015) cor-
respond to larger scale studies that use other
measures for assessing the adolescents’ health
(each one in its specific aspect) in addition to
qguestionnaires. We were only able to access
the questions in the questionnaires filled in by
the parents regarding the KIGGS survey. Table
2 presents an overview of the main categories
present in the questions about chronic dis-

ease/disability found in the questionnaires.

Discussion

The present work intended to review the
main general health questionnaires aimed at
adolescents and carried out in Europe. Only
guestionnaires containing questions about
different domains of the adolescents'lives (e.g.
health, health behaviours, school, leisure) and
which include questions about chronic disease
and/or disability were considered.

There are specific questionnaires on chronic
disease and/or disability that allow obtaining
data on certain health conditions. However,
given the scope of this review, these question-
naires are more limiting as they only provide
information about these conditions, diseases
or limitations. Alternatively, the objective of
this review was more inclusive, as it intended
to explore how data collection instruments
directed to the general population (i.e. with
and without chronic conditions) allow the in-
tegration of data on young people with health

conditions in order to observe the results ob-
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tained by these adolescents in other areas of
their lives (e.g. health, school, friends, leisure,
substance use).

The research carried out show that research-
ers can consider adolescents with chronic dis-
ease and/or disability through specific ques-
tions about their health condition, further al-
lowing them to include this population in their
analysis. The different studies included in this
review have questions that focus on chronic
disease and disability, but use different ter-
minologies and response options, resulting
in different ways of assessing the concept
and the associated impacts or limitations. It is
noteworthy that not all questionnaires had an
English version available, so it was necessary to
carry out a translation, which is an important
fact to take into consideration in the analysis
of these results.

Although some questions are formulated
using similar logic, there are differences when
we compare the way in which all these sur-
veys measure chronic disease and disability.
This result is in line with the evidence in the
literature that points to the existence of sev-
eral methods and definitions related to the
concepts of chronic disease and disability
(Michaud et al., 2007).

The standardization of a set of specific
questions about chronic disease would be
a possibility that would allow a comparison
of results between the different studies and
countries. This will contribute to a global vision
of how young people with chronic conditions
find themselves in different areas of their life
and that are usually present in health ques-

tionnaires aimed at adolescents (e.g. health,

Andlisis y Modlificacion de Conducta, 2022, vol. 48, n° 178

school, family, leisure). This logic of standard-
izing the questions used is already verified in
relation to disability through the Washington
Group Set of Questions on Disability, com-
monly used in censuses (Altman et al., 2016).
As already mentioned, the use of similar

questions allows a greater level of comparison
between different studies (HSCIC & Ipsos MORI,
2015). The WAY study, for instance, bases some
of its questions on other questionnaires aimed
at adolescents (e.g. HBSC) and whose questions
already have evidence of their suitability among
the students with chronic conditions.

Adolescence is characterized by several
changes and there is a tendency towards the
involvement in new experiences and an expan-
sion of the social relationships (Clements-Nolle
& Rivera, 2013; Pooley & Cohen, 2010). Thus, it is
relevant to explore the several dimensions and
domains of the life of adolescents with chronic
disease and/or disability and the prevalence of
behavioral or emotional difficulties (e.g. drug or
alcohol abuse, violence, bullying, mental health
problems) (Gubelmann et al., 2018; Pacoricona,
Ehlinger et al., 2016; Pacoricona, Santos, et al.,
2016; Pittet et al., 2010; Suris et al., 2011). For
instance, children and adolescents with chronic
disease or disability are at a higher risk of being
victims of bullying, compared to peers with-
out these health conditions. In recent years, it
has been possible to verify a greater integra-
tion of the students with chronic conditions in
the school context, which reinforces the need
to monitor their well-being and quality of life
and the impact that the negative attitudes and
behaviours can have on them (Sentenac et al.,,
2011,2012,2013).

http://dx.doi.org/10.33776/amc.v48i178.7401
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Youth with chronic conditions tend to need
a greater social and emotional support to
maximize their potential for relationship with
peers and their integration into the school
context, depending on the characteristics and
symptoms presented. Therefore, it is relevant
to use surveys as a source of information and
as a means of assessing the psychosocial ef-
fects of living with a chronic disease (Mazur et
al, 2013).

Another relevant aspect is the social par-
ticipation of the adolescents with chronic con-
ditions. There is evidence that these students
tend to face more barriers (e.g. physical, social,
institutional) in terms of the environments in
which they are inserted (e.g. school) (Anaby et
al., 2013). They also tend to experience more
difficulties in establishing relationships with
peers and are more likely to experience bully-
ing (Pinquart, 2017; Pittet et al., 2010; Sentenac
et al,, 2011) which can trigger situations of iso-
lation (Koster et al., 2010). In this sense, it could
be interesting to focus more on this dimension
in the context of general health questionnaires,
since the data collection on the social partici-
pation of adolescents with chronic conditions
could contribute to a better understanding
and planning of future interventions.

This study has associated limitations, name-
ly the translations of the questionnaires into
English that might affect the results due to lin-
guistic and cultural variations. Even though a
thorough research has been done, some ques-
tionnaires may not be included in the search
results from the databases due to linguistic

barriers (e.g. unavailable translations).

http://dx.doi.org/10.33776/amc.v48i178.7401

Conclusion

This work allowed an analysis of the Euro-
pean panorama regarding the assessment of
chronic disease and disability in general health
guestionnaires aimed at adolescents. It also al-
lowed to explore the type of questions that are
currently being included in these instruments.

Theinclusion of adolescents with chronic dis-
ease and disability in general health question-
naires allows the exploration of data regarding
youths in different contexts of their life, which
helps in the design of programs and measures
adjusted to their needs. The characteristics and
particularities of the different health conditions
and the associated risk factors reinforce the
need for planning interventions to help these
adolescents to face the challenges present in
different contexts of their daily life and to pro-
mote skills to manage their daily symptoms,
limitations and difficulties.

The implications of chronic disease for the
life of adolescents are well reported in the
literature (Sav et al., 2015). Therefore, it is im-
portant to have data available to help outline
public policies and appropriate measures for
this population (Van der Lee et al.,, 2007) at the
school context and at a physical and mental
health level, among other domains.

The perception of iliness depends on psy-
chological, social and cultural factors and is in-
fluenced by variables such as age. Thus, when
constructing the items of a questionnaire, it is
necessary to take into account the fact that the
guestions must be perceptible to the child or
adolescent and also aligned with the general
definition of the construct under evaluation

(i.e. chronic disease or disability) (Mazur, 2013).
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In addition, it is necessary to consider the
limitations associated, for example with disa-
bility, which can pose barriers to participation
in self-administered questionnaires. Thus, it is
important to emphasize the need to consider
the barriers that may arise, as they are factors
that may limit the data collection from these
adolescents or even make it impossible (Has-
nain, 2015). In this sense, making adaptations
to the general questionnaire to better adjust it
to possible limitations of the adolescents can
be an important option to cover a larger num-

ber of participants.
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