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Abstract:

Introduction: More and more children and adolescents suffering from chronic
diseases are included in common school education. Unfortunately, teachers do not
feel confident enough about how to cope, fulfil and satisfy the needs of these
children in the educational, social and emotional spheres. The aim ofp this part of
research was to discover how teachers work with chronically ill children of
younger school-age. There were three aims. The first aim was to investigate if
teachers have basic awareness and knowledge about selected chronic diseases in
children of younger school-age. The second aim was to discover what experience
and attitudes towards chronically ill children of younger school-age teachers have.
The third aim was to discover, how the quality of school care of chronically ill
children of younger school-age can be improved.

Methods: We used qualitative research methodology. Data were processed and
gathered from semi-structured interviews. Interviews were conducted with 12
teachers.

Results: Our findings revealed that teachers should be acquainted with the disease
itself and its consequences in all aspects. In some cases, teachers must be
acquainted also with the practical aspects of a chronic disease, e.g. first aid and
application of drugs and aids in order to assist children if necessary.

Discussion: The study offers unique insights into primary teachers’ views and
experiences with chronically ill children, how teachers work with chronically ill
pupils of younger school-age and how the quality of school care of chronically ill
children of younger school-age can be improved.

Limitations: The research is still being conducted and therefore, it is not possible
to provide more detailed results and conclusions. However, our main aim was to
draw attention to the very problem from the point of view of teachers themselves
and to highlight their vivid experiences.

Conclusions: It is necessary to create interconnected networks of experts and
families who will cooperate and communicate and who will participate in
satisfying needs of a child together. These networks will ensure that children will
be integrated into common school life in spite of their disease without serious
consequences affecting their development and education.
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1 Introduction

Depending on the type of a disease, children suffering from a chronic disease are in
ambulatory care, in home care or stay in hospitals and sanatoriums for long periods of
time. Children with health disadvantages, including ill children, chronically ill or
debilitated children (Opafilova, 2006, as cited in Doskocilovd, 2008) are mostly
educated in a common type of primary schools. If a child is hospitalized, education at
hospital or medical facility school is more complicated. It is realized according to the
curricula and education program of primary schools, but the health condition of pupils
must be taken into consideration.

Children with a chronic disease attend school regularly if their health condition allows it.
However, their health condition has usually a negative impact on their school
performance, school success and relationships at school. This can provoke fear and even
anxiety states, anger, frustration, and depressions in children. Many children suffer from
insomnia and side effects of drugs. Teachers should be acquainted with the disease itself,
its consequences in all its aspects. In some cases, teachers must be acquainted also with
the practical aspects of a chronic disease, e.g. first aid and application of drugs and aids
in order to assist children if necessary.

2 Research methodology

We applied qualitative research methodology in the research. We processed data
gathered from semi-structured interviews. The aim was to discover how teachers work
with chronically ill pupils of younger school-age. There were three aims. The first aim
was to investigate what information and knowledge teachers have about selected
diseases in children of younger school-age. The second aim was to discover what
experience and attitudes towards chronically ill children teachers have. The third aim
was to discover, how the quality of school care of chronically ill children of younger
school-age can be improved.

The original intention was to obtain data from fifteen teachers but upon addressing

participants of the research, three teachers refused to participate. The main selection

criterion of the investigated persons was that all the participants had to be teachers at the
lower stage of primary school. The second requirement was that, in their professional
practice, they had to work with at least one ill pupil, i.e. they had to have the experience.

The questions for the interviews were created based on a literature review using the desk

research strategy. Questions were used rather as guides and anchors for the interview.

As the research is still being conducted, we will not publish the exact questions but only

categories.

The structure of the questions:

1. The first group of questions was related to general knowledge and the awareness of
lower primary school teachers about chronic diseases and their occurrence.

2. The second group of questions was related to the knowledge and information sources
about chronic diseases. Information is essential for teachers in order to react
adequately in case of an acute dis-ease demonstration and for quality of education.

3. In the integration of these children into common primary schools, information from
parents is a significant problem. Parents are not obliged to inform the school about
the health condition of a pupil, the information is delicate. But teachers need them for
their work.
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4. School is a significant social environment for integrating children into community.
The authority role of parents and teachers is very important when children gradually
become independent and their classmates and their opinions gradually become
prominent. Peers can be very helpful but also very problematic for the ill children.

5. The fifth group of questions was related to the impacts of a disease on education and
on the rela-tionships and teachers’ attitudes towards these pupils in relation to
education.

The study was conducted with the consent of all the participants. All the participants

were informed about the purpose of the study and were asked for permission to record

the interview using a voice recorder and assured that their testimonies would be recorded
anonymously.

The length of the interviews varied, on average, these were twenty-minute-long

conversations. In most cases, the participants did not have problems making a quick

contact and creating an atmos-phere of mutual understanding.

In the analysis of interviews, it was necessary to transcribe the interviews, go through the

transcripts of the interviews with all the respondents, analyse them and search for

important and the most illus-trative message according to the aims of the research. The
acquired information were subsequently categorized and described.

3 Research findings

3.1 What do teachers know about the work with chronically ill children?

Teachers’ knowledge related to chronical diseases, their impacts and psychosocial
aspects is low. We found an interesting fact that most interviewed teachers were “taken
by surprise” by the problem itself. Before we started with the interviews, they asked us
whether this and that disease belonged to chronic diseases and if their answers were
correct. Three teachers did not want to participate in the interview. Four of the teachers
responded to the problems in a very qualified and professional way. Two of them were
teachers with a longer teaching practice, with experience, which is a great advantage in
this sense, and two of them were parents of a chronically ill child and were concerned
with this problem. They consider information about chronic diseases to be important
because of the common integration of these children and as the number of these children
is rapidly increasing.

“At the university, there wasn't a single lecture dedicated to the education of children
with chronic diseases and, yet, it was clear that in the process of integration it will be
more than necessary. Self-study of individual diseases is a matter-of-course, but for me,
the interest of a teacher in the problem presented is the most important...and, you know,
...one is interested when he/she is involved, either personally or professionally.”

The biggest problem with the education of chronically ill children lays, according to the
teachers, in three areas — in acute unexpected symptoms of some chronic diseases, when
they are afraid they will not be able to react promptly and provide first aid; in frequent
and long absences caused by medical examinations and hospitalisation; and the third
problem may be caused by the ignorance and inability to get prepared for an unexpected
situation because sometimes they do not even know they have a chronically ill pupil in
their class. In spite of that, they do not consider chronic diseases to be such a serious
problem.
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“Personally, I think that a chronic disease does not have a large impact on teaching
common subjects, if we disregard that a child has such a strong cold or cough allergy
that he cannot concentrate, and his sneezing and coughing distracts his/her classmates.
He/she usually rather stays at school and for the activities in addition to normal classes,
for example sports and project days when children meet other teachers than those who
are familiar with their health condition. For example, questions like, what are you doing
at school when you are coughing that much, we all will catch it from you.”

“...I still believe that some colleagues do not know how to react appropriately, for
example, in the case of an asthmatic or epileptic seizure and, on the other hand, there
are many colleagues who are able to handle any unexpected situation. It would not be
bad at all if, with the parents’ agreement the treating doctor directly informed the school
about serious chronic diseases and explained everything important.”

Teachers consider mentally disabled children and children with autism in classes much
more problematic and, therefore, their approach to treatment of some diseases is
sometimes irresponsible and they either trivialize the disease or are too anxious about it.
“Some teachers trivialize or ignore the disease. They do not realize that they cannot
offer a cookie or candy to a child on a diet ...they do not realize that this “just once”
may have a devastating impact on the child...and they think nothing bad can happen if it
is just once...”

On the contrary, other teachers are too anxious and they do not take such a child to an
outdoor school activity or a trip at all. They are afraid of possible complications. It
happened to me once that | asked a mum to provide as exact information as possible
about the approach to a diabetic child. The Mum described it very precisely, so | was not
worried about any unexpected situation at all. But when the school nurse and the
headmistress saw it, they decided that it would be very demanding to keep an eye on him
and they did not allow the child to go.

3.2 Teachers and their education

Teachers gain knowledge from this area mainly through self-study, from media and from
particular cases they encounter themselves at school. This reveals a need for constant
education in this field even after finishing studies because of an increasing number of
children with a chronic disease and the efforts to integrate these children into the
common form of education. After finishing their studies, teachers should have an
opportunity to take part in seminars given by doctors and medical staff but also by
psychologists in order to constantly expand their base of knowledge. This is essential for
all teachers, but in particular for teachers at lower primary schools because, with
children at this school-age, the approach, help and support of authorities — parents and
teachers at school — are important.

“I have had some training, a two-semester Health Science course at the university and
first aid, but | would definitely find more information about that disease if | had a pupil
with a disease in my class. Firstly, | would get information from his parents or | would
ask directly the doctor for information and recommendations, | would search on the
internet or I would ask the doctors I know.”

“From the university, I remember that we were informed about epilepsy, but no one
warned us about other diseases. In the workplace where I'm working now, there are
regularly given first aid courses, which include introduction to first aid in case of
various seizures etc.”
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Pedagogical staff should have information about the nature of the disease, its symptoms,
the potential risks of non-compliance to dietary measures and psychosocial aspects of the
disease but also how children and families themselves experience the disease so that they
can educate the children with appropriate quality, provide feedback to parents and fulfil
the potential special needs of children. This information is important especially for the
class teacher at a lower primary school when he/she spends with the pupil most of the
time, the relationship between the pupil and the teacher is very close and when the
teacher is the most significant element in the school environment. All the members of
the teaching staff should have information about the disease to be able to act effectively.
Medication for children represents a great problem in the practical sphere. Teachers
cannot give medicine to a pupil. This problem is significant in the case of different
extracurricular educational activities such as excursions, study stays and trips, and all
these can be a source of stress for teachers as well as for pupils and their parents.

3.3 Teacher and parent

Gaining information from parents is a significant problem in the process of integration of
these children into common primary schools. We focused the questions on the problem
of providing information related to personal health conditions of pupils, to what extent a
teacher should know them, how important the role and willingness of parents are, how
often teachers meet the pupils and parents of ill children individually and how they
update their knowledge and information.

The pupils themselves and their perception of the disease, their parents and their
knowledge and attitude towards the disease are an important source of information
which needs to be continuously updated. However, parents are not obliged to inform
teachers that a child suffers from a serious disease. Teachers might not even know they
have a chronically ill pupil in their class.

“I found out that a child suffered from epilepsy when we were going on a trip, when the
parents gave me a bag with medicine for the child.”

It is the parents of ill children who are a relevant information basis and they should try
to provide the teachers and classmates of their children with as much information as
possible, educate them about the disease and thus, guarantee a safe, informed, helpful,
non-discriminating environment for their child.

“A report and recommendation from specialist — doctor and the like — is decisive for a
school. But it is also important whether the parents inform the class teacher about
possible health problems of their child at all. According to my experience, parents often
underestimate the transfer of information or they do not even want to inform the school.
Which is the right of legal representatives. That is why a detailed explanation why we
need to have the information about pupils’ health condition during first teacher-parents
meeting works for me.”

“Cooperation with parents is certainly essential, parents should provide information
about the problem or how they solve it at home, what the recommendations of the doctor
are, and, ideally, bring a medical report with the recommendations directly for the
teacher to provide detailed information.”

“Cooperation with parents is very important in any case of ill pupils. It is indispensable
that parents inform teachers about the changes, for example a pupil starts to be tired,
irritated, sleeping and eating disorders may appear, etc. This may be related to an
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increase in the schoolwork regarding the quality or quantity. Of course, a teacher
should inform parents about the same changes of behaviour in the class.”

“I'd appreciate if I got as many information from parents as possible (manifestation of
the disease, what | can do for the child, if he/she suffers, how he/she copes with it
mentally, if he/she wants his classmates to know...), I'd also appreciate a medical report
with recommendations.”

Teachers must have this information related to the health condition of a child although it
is delicate. They try to get the information from parents so that they can intervene
professionally. The ability to listen and receive information from parents and from a
child is fundamental. They can become a help and a guide for a child, be ready to listen
how a child experiences a disease, what he/she is afraid of, how he/she feels about the
disease. On the other hand, we must realize that teachers can also be an important source
of information for parents. They spend a large part of the day with children, they can
observe and draw attention to important changes in the health condition of a child and
behaviour changes.

3.4 11l children and their classmates
Awareness of their classmates is an important factor in the life of chronically ill children
as well. Classmates can be, on one hand, helpful and a source of support but, on the
other hand, chronically ill children may encounter discrimination and stigmatization
from their classmates.

Parents are often afraid that their children may experience exclusion or bullying,
especially in the case of some visible diseases and long-term absence. But teachers can
inform pupils only with the parents’ approval. Therefore, they are constantly making an
appeal to parents to communicate with them in order to get information and take a stand
and provide an appropriate and safe environment.
We must realize that spreading information about a chronic disease changes also the
attitudes of teachers towards the children. A positive teacher’s attitude is important
because a teacher is a role model, he/she becomes a significant model for classmates’
choice of an attitude towards an ill pupil. A teacher can become the initiator of creating a
positive, safe, helpful and non-discriminating environment.

“Classmates should be probably carefully informed about a problem because they may
not understand why a child has less obligations or has advantages, for instance he goes
for lunch at an exact time, has a different meal...or how to react in the case of a seizure
— call for help an adult.”

“Other pupils should be aware of a classmate’s disease in order to be able to react to an
unexpected situation in emergency when, for example, the teacher is not in the class for
the whole break-time but only one teacher supervises more classes. Or they should make
a quick and effective call for help when the teacher has to assist the pupil.”

Classmates should therefore have basic age-adequate information of sufficient quality
and quantity. Besides creating classroom climate, they can be a great help and support in
an unexpected situation. Their knowledge and informedness predict the way they will be
able to react and intervene if their teacher is not in the classroom but also when he is in
the classroom.

“You know, when you have an epileptic child in the class and the seizure begins, the
spasms look scary and the children wet themselves, they start drooling...and the children
see that...you have to react and explain the situation...because of the children who were
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there...and because of the child, so that they don not mock him or bully him or are not
afraid of him...you can have this for your whole life...not only the disease, but also the
label, that you wet yourself'in class...and fear...”

“Kids can see how you treat a diabetic child for instance. But I think that your attitude
influences their attitude even more in the case of a mental disorder. The teacher’s
attitude has influence...when you make a big deal of it, it is a big deal, but the children
have to live with that without making it a big deal because that state is normal for the
child and so the teacher has to have a normal approach to it, too.”

Teachers’ attitude, behaviour, approach and adequate information may change the
common stereotypes about chronic diseases. If a teacher ignores the fact that he/she has
a chronically ill child in his/her class, he/she sends a message, because keeping silence
about a disease and ignoring it is a message that “there is something wrong about the
child” and the teacher’s behaviour confirms the pupil’s otherness and stigma. A teacher
should be able to approach the disease of a child as naturally as possible. Chronically ill
children should not be defined by their disease, but they should be perceived as children
who need to be loved and accepted. A teacher with his/her attitude is a role model
influencing the way the group accepts the children and is able to create a helpful
environment providing the children with high quality education.

3.5 Reason for education in paediatric topics

The consequences of a disease may have social, psychological and physical impact on a
child of a younger school-age. Therefore, we focused also on the quality of life of
children with a serious disease when compared with their healthy classmates, on the
influence of a disease on school success and the approach of a teacher to the pupils. We
were interested in teachers’ accessibility and their willingness to approach children
individually, willingness to become a tutor, to dedicate extra time to a child and to
promote his/her progress at schoolwork.

Many teachers are open to lower requirements on these pupils, they are open to
individual tutoring beyond the call of duty when pupils need individual help. They
perceive pupils as those who need special help rather in the quality of information than
in the quantity. Teachers try to be as helpful as possible and are willing to go beyond the
call of duty.

“I definitely support lower requirements for pupils with health problems, for example
less homework, easier tests or a different examination form.”

“I'm open to lower requirements but only to a certain extent. A task can be shorter,
adapted, but the output must be equal to other children. He/she has to learn to list the L
words, but he/she does not have to do all the exercises...In physical education, there are
special lower requirements given by a medical report, for instance not submerging head
in a swimming class...”

“I always grade the child’s completed work the same way I grade the others, when it is
shortened, then, of course, I grade only the shortened part...Sometimes it is good to
grade only the part the pupil managed to finish, he/she feels safer then. But it depends on
the situation, the disease, and what we agree on in advance.”

“I am even willing to revise with the child via skype, I would probably use the
opportunity, via the internet, there are many possibilities, tasks, even when the child was
ill for a long time. A mum came to me and wanted me to explain what they should revise
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— | was in contact with them, but it depends very much on the attitude of the parents.
Some parents come for tasks, and some do not bother.”

Many teachers are in contact with pupils thanks to the willing parents, but many teachers
also use IT and communication technologies, which provide a large variety of
possibilities and contact with pupils and with parents as well.

The most serious problems with chronic diseases are the acute states of the disease when
teachers have to react unexpectedly in class, fast and effectively to frequent and long-
term absences caused by medical examinations, hospitalization or stays at home.

“...it’s important for the children to go to school as much as possible if their health
allows that. I have not experienced children’s problems with schoolwork, they miss the
social element when they do not go to school...”

Chronically ill children should go to school as much as possible if their health allows
that. Education in hospitals and at home is justified but there are also some
disadvantages — the children are isolated. The children then lose a significant connection
with the community and partnership, which are important for the socialization,
establishing important contacts and connections and also for children’s self-esteem at
this age.

4 Discussion

The study offers unique insights into primary teachers’ views and experiences with
chronically ill children, how teachers work with chronically ill pupils of younger school-
age and how the quality of school care of chronically ill children of younger school-age
can be improved.

The data have revealed that teachers’ knowledge about chronic diseases is insufficient.
Teachers must have information related to the health condition of a child, although it is
delicate. Teachers should have enough information, they should support children to talk
about their disease and experience and they should help and support them in reaching
independence in the treatment regimen, in medication and diet compliance. They
themselves should obtain information about chronic disease by self-study, from media
and from particular cases they encounter at school, facing them unprepared. This proves
the need for constant education in this field within the lectures during teacher training
but also after finishing one’s studies. Teachers must have the opportunity to take part in
seminars conducted by doctors and medical staff but also by psychologists and thus,
expand their knowledge base.

Parents are also in the role of an information medium for teachers and other employees.
But parents are not obliged to provide this information. In spite of that, teachers appeal
to them and search for ways to get information from parents so that they can react
adequately and educate with quality. Informing teachers, and also classmates about the
disease, its impact on every-day life and significance of the treatment and its practical
aspects has an impact on supporting the child and also on the self-esteem of ill children.
The thing is that in the case of a chronic disease it is important for a child to be informed
on his/her cognitive level about the disease and importance of treatment. He/she should
also be supported to take an active role in the management of the treatment of his/her
disease and thus, teachers and classmates can be a big help.

The teachers’ role is though mainly educational when they try to fulfil and saturate the
special needs of children caused by frequent absences and acute states of a chronic
disease so that the children reach the same educational goals as healthy children. But
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teachers can support children in other activities and make it easier for the them by
promoting their coping strategies and letting them express their emotions through
painting, singing, or dancing.

Knowledge and skills of teachers are not the only way of helping children face the
challenges of a disease and adapt better. A teacher is an important role model. His/her
attitude towards illness and a child suffering from a chronic disease forms the attitude of
the whole class. Teachers and classmates are important determinants of the extent to
which a pupil with a chronic disease enjoys going to school and integrates successfully
or he/she experiences exclusion, discrimination and stigmatization. Experiencing success
at school; and creating a high quality social support and a positive climate where a child
is admitted and accepted, has a huge impact on the child’s psyche and may help him/her
face the challenges and the obstacles given by his/her disease.

Most teachers are very open to help these children and try not to load them with too
much information. The question is to what extent they lower their expectations from the
pupils because of their disease or whether they are motivated by their fear of overloading
them and their families beyond their capacity. On the other hand, school success is very
important for these children and it can help them face the disease. Acceptance from the
group is also important. The teacher with his/her attitudes is a role model influencing
how the group of children accepts the ill child and creates an open environment,
providing the opportunity for a high-quality education and to gain from school as much
as possible in spite of their limitations.

4.1 Practice implications

When a child with a long-term illness enters school, there must be cooperation between
all those who participate in the care, i.e. the child him/herself, the parents, teachers, other
school staff, doctors and other medical staff, psychologists, social workers but also
academic employees. Teacher trainees should have the opportunity to acquire significant
information through an interdisciplinary cooperation with medical academic staff in the
course of their studies. These lectures should provide information of sufficient quantity
and quality, so that the teacher trainees are able to describe a particular disease and have
basic knowledge about the symptoms of diseases but also about their significant
psychosocial impacts. This study has demonstrated that there is a need for further
continuous education in this field. Teachers must have the opportunity to take part in
seminars lead by doctors and medical staff but also by psychologists in order to
constantly broaden their knowledge base. They should practise first aid and algorithms
so that they can react effectively in the case of unexpected situations. In this sense,
interdisciplinary cooperation is crucial.

An emphasis on teachers’ communication skills in this field is also important. Parents
may not be willing to provide information and also the communication with an ill child
is specific. It is up to the teachers how they are able to communicate in these situations
and acquire important information. There is also a significant psychological and ethical
aspect when teachers are important role models providing children with their attitude and
behaviour a helpful supportive environment.

4.2 Strengths and limitations

This study contributes to a limited research related to teachers’ own experiences with
and views on the work with younger school-age children suffering chronic disease. The
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authors of the study are aware of the limitations of this study, especially due to the fact
that the research is still being conducted and, therefore, it is not possible to provide more
detailed results and conclusions. However, our main aim was to draw attention to the
very problem from the point of view of the teachers themselves and to a frequently
complicated situation when the presence of a seriously ill child in the class places
demands on the teacher. Also because of an increasing number of chronic diseases of
children, it will be necessary to solve this situation and investigate it more closely and
extensively.

5 Conclusion

The aim of this study was to show the challenges that teachers working with younger
school-age pupils with chronic diseases deal with. We believe that more detailed
testimonies and research should be conducted in this direction because the teachers and
their experiences are an important source of information about the problem of children’s
chronic diseases. We must always bear in mind that the frequency of the occurrence of
chronic diseases is globally increasing and the situation will require a high-quality
preparation of teachers from the educational, medical and psychological perspectives so
that they are able to cover all the child’s needs and create a helpful, supportive
environment which will provide a child with a high-quality education and fulfil his/her
needs and moderate the impacts of his/her serious disease.
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