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PROPOSAL OF A PROCEDURE FOR DEALING WITH A STUDENT
WITH A RARE DISEASE IN A PRIMARY SCHOOL IN THE OPINION OF
EARLY CHILDHOOD EDUCATION TEACHERS

Annotation. A child with a rare disease can attend a public primary school with integration
departments and a school with an educational center. Regardless of the type of institution he
attends, a procedure should be prepared.

The conducted research aimed to describe a proposed procedure for dealing with students
with a rare disease. The main research question was: How should the procedure for dealing with a
student with a rare disease in primary school be structured in the opinion of early childhood
education teachers?

The research was based on quantitative orientation, using the diagnostic survey method, the
survey technique, and the author's questionnaire tool. In the research 38 early childhood education
teachers participated. According to the respondents, the purpose of preparing the procedure for
dealing with a student with a rare disease is to ensure their safety during their stay at school. It
should primarily contain the characteristics of a given rare disease, along with a description of the
student's functioning and characteristic symptoms of the disease affecting his/her learning.

Keywords: procedures; a student with a rare disease; a primary school.

Introduction

An increasing number of students diagnosed with a rare disease (RD) are attending
mainstream elementary schools. So far, teachers have had experience primarily working with a
child with a chronic disease. The educators know the specifics of his functioning and his resources
and needs. They have also developed procedures for dealing with students on school grounds. The
situation is different for a child with RD. A rare disease (RD) can be referred to when it affects no
more than one in 2,000 people (Zubrzycka 2022, Doroszuk, Grybek 2022). It can affect both a child
and an adult. It is chronic, and its consequences are often various developmental disorders and
disabilities. Symptoms of a rare disease can manifest as early as infancy, preschool, or younger
school age. Examples include Dravet syndrome or cystic fibrosis. Because of the severe
consequences of RD on the child's motor, cognitive, and social development, it is possible to speak
of the existence of individual communication and educational needs in the child, which translates
directly into the choice of educational institution, as well as the proposed educational and
therapeutic path. However, regardless of which elementary school the child will pursue compulsory
education in, each school should have prepared procedures for dealing with a student with RD.
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Procedures for dealing with a student with a medical condition in an elementary school

Separate procedures for dealing with a student diagnosed with bronchial asthma, diabetes,
and epilepsy can be found on the websites of educational institutions. Rare are procedures for
dealing with a child with pollenosis, with anxiety disorders, or in the situation of a psychotic
episode, and actions towards a student after hospital or psychiatric treatment. Few schools have a
procedure developed for a child with cystic fibrosis or hemophilia. | assumed that a rare disease is
also a chronic disease. Hence, | analyzed the procedures for dealing with a student diagnosed with a
chronic disease. In addition, | also included procedures for dealing with a child with epilepsy since
it often coexists in rare diseases. Based on the analysis of the ten procedures, several areas of work
with the student can be identified. Each of the procedures consists of the following: a general
description of the disease, symptoms, injunctions, prohibitions, restrictions, areas allowed and
indicated for the student, and guidelines for dealing with increased symptoms of the disease. Some
also include a school code of rights for a child with the disease (Table 1).

Table 1 Procedures for dealing with a student with a chronic disease and/or epilepsy.

Element of the procedure Content

General description of the disease Information on the inheritance of the disease, information
on the course of the disease and treatment options
(including the impact of pharmacotherapy on the child's
behavior), an indication of the consequences for the
development of the student, for example, a chronic disease
is a pathological process that lasts more than 4 weeks.

Symptoms and features of the disease Characteristic symptoms of the disease, the age of the child
at which it may manifest itself, and its nature, such as
chronic acute.

Psychological implications of the disease Identification of psychological sequelae of the disease that
may affect or limit the child's development, such as:
-anxiety, sadness, feelings of insecurity,

- focus on basic needs (drinking, eating, feeling safe);
-focus on the current situation, on the "here and now,"
reluctance to plan and think about the future,

- loss of life perspective and hope;

-sense of lack of influence over events;

- lowering of self-esteem and self-worth; a sense of shame
and of being different;

- reduction in external stimulation especially with
prolonged immobilization, lying in bed;

- reduction in motivation to act - passivity, boredom.

Educational Guidelines for working with students in class, such as
adapting the educational process to individual capabilities
and needs, that is, organizing learning following individual
recommendations, limitations, and abilities, modifying the
curriculum content following the physical and exercise
capacity of the student, adapting the pace of work to the
Levels of student support individual physical and mental capacity of the student,
using methods and interventions of a therapeutic nature.

Nurturing Tips relating to the integration of the student with the
disease with his peers, such as fostering the integration of
the student with his peer group - participation in the life of
the classroom, school

Emotional Indication of possible actions to support the student during
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support

the illness, both during its stabilization and resumption,
when hospitalization is necessary, such as mainly
supportive actions, accompanying in difficulties, listening,
patience, paying attention, kindness, understanding,
modification of a behavior towards the sick student
according to his age and needs

Responsibilities of teaching
staff

School
headmaster

-Define the school principal's responsibilities towards
a sick student, e.g:

-Organize training for teaching staff on how to deal
with the student daily and in the situation of an
exacerbation of symptoms or an attack of illness,

-In consultation with the nurse or doctor, in
conjunction with school staff, the principal should develop
procedures for dealing with the student, both daily and in
the event of an exacerbation of symptoms or attack of
illness. These procedures may include, among other things,
reminders to take medication, meals, etc. They should also
specify the forms of ongoing cooperation with the child's
parents the commitment of the institution's staff to apply
them without fail.

-If the child's symptoms of illness are exacerbated
while at school, the principal immediately informs the
parents or legal guardians of the situation,

-Obtain  from the student's parents detailed
information about the illness and the resulting limitations
in the child's functioning, as well as the effects of
medication (may affect the child's behavior or ability to
learn effectively),

- To determine the forms of cooperation between the
school and the child's parents,

-Adaptation of the forms and conditions of the
examinations (based on the child's health certificate issued
by a doctor and by his recommendations),

-Immediately inform the child's parents if the child's
symptoms of illness worsen while at school,

-In emergencies, when the child's condition suddenly
deteriorates, and medical attention is required, taking pre-
medical measures and calling an ambulance,

-ensuring that the child's parents provide a set of
documents confirming the child's illness and parental
consent to take emergency action.

Class teacher

Defining the responsibilities of the educator, e.g.

-When the condition of a child suddenly deteriorates,
and medical assistance is required, teachers are required to
take pre-medical measures and call an ambulance. At the
same time, they must notify parents and legal guardians of
the situation,

-Administration of medication to the child in case of
such necessity - parents are obliged to inform what
medication the child is taking (dosage, method of
administration), submit a medical recommendation and
written authorization for teachers,

-Obtaining information from the student's parents
about his illness and the resulting limitations in
functioning,

56




AMp 7N

BKY Xa6apuubicbl
<

‘/l”VEm BectHuk 3KY

| 4(92) - 2023

-With pedagogues and specialists employed by the
school to adjust the form of didactic work, the selection of
content and methods, and the organization of teaching to
the psychophysical capabilities of the student, includes him
in various forms of psychological and pedagogical
assistance,

-Keeping parents informed of their child's well-being
or noticing changes in behavior while at school,

- Noting in the school diary the symptoms that
appeared suddenly during the student's stay in the
classroom,

-Keeping a student's illness diary, in which the
educator will describe the student's behavior,

-Taking into account the state of ill health and reduced
intellectual performance caused, for example, by the
occurrence of side effects of currently used
pharmacotherapy,

-Outside  the period of deterioration and
complications, the student should be treated equally with
other children,

-When organizing school trips, obliging parents to
equip the child with everything needed, handing over a list
on which the times of administration of medication meals
are written,

-Recognizing and meeting the developmental and
educational needs of the student, the causes of difficulties
in mastering skills and knowledge by the student,

-Creating conditions for active and full participation
of the student in the life of the school and the social
environment

Pedagogue and -With teachers and specialists, adjust the forms of
school didactic work, the selection of content and methods, and
psychologist the organization of teaching to the psychophysical
capabilities of this student, and include him in various
forms of psychological and pedagogical assistance,

-Organize training of teaching staff on how to deal
with a sick child daily and in situations of exacerbation of
symptoms or attack of the disease,

-Recognizing the developmental and educational needs
of the student and his psychophysical capabilities,

-Recognizing environmental factors affecting the
functioning of the student at school, the causes of
difficulties in mastering skills and knowledge by the
student,

-Supporting teachers and parents in activities that
equalize educational opportunities for the child, in solving
educational problems,

-Providing psychological and pedagogical assistance in
forms appropriate to the identified needs of the student
with the disease,

-Minimizing the effects of developmental disorders,
preventing behavioral disorders, initiating forms of
assistance in the school and extracurricular environment,
among others, for students with the disease,

-Watching over the implementation of the student's
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compulsory education,

-Cooperation with organizations and institutions
interested in the problems of care, upbringing, and
education of a student with the disease.

Responsibilities  of  the Define the scope of the parents’ responsibilities to the school and
parent teaching staff , e.g. The School and the Staff.

-In the case of a student starting school, the parent should, no later than
September, provide the educator with information about the health status of
the sick child, symptoms of illness, health risks, medications taken and their
effect on the body,

-If an illness is diagnosed while the child is attending school, the parent
should immediately inform the educator,

-The parent is particularly obliged to cooperate with the child's teacher at

all times.
The main ways to help the -Providing a sense of mental and physical safety, trust in the peer group
student on the school | and the teacher,
premises -Assisting in overcoming difficulties, teaching independence and new
skills,

-Preparing class peers to meet a classmate with a disease,

- Sensitizing healthy students to the needs and experiences of a student
with an illness and a student with an illness to the needs and experiences of
peers,

-Motivating the student with illness to interact and interact with others
(peers and adults),

-Strengthening self-esteem,

-Developing interests, talents, independence,

-Creating situations that enable the child to act and succeed,

-Motivating activity by providing the student with positive reinforcement
and gratification, accepting successes and strengths, exposing the student's
dispositions that can increase his attractiveness in the group,

-Support when a student is behind in learning material due to
hospitalization or drug treatment,

-Adjusting the requirements to the student's current well-being and
health,

-Providing the child with psychological and pedagogical support and
assistance, and, if necessary, social assistance,

-Establishing constant and systematic cooperation with the child's parents
in order to obtain information about current treatment, planned treatments,
among other things,

-Building friendly relations in the class team.

Administration of medicines | Determining the situations in which a child may take medication on school
premises and the rules for administering it.

Source own compilation based on: Szkola Podstawowa im. dra Floriana Ceynowy w
Przysiersku https://cloud-8.edupage.org/cloud/Procedura_postepowania_w_przypadku
ucznia_przewlekle_chorego.pdf?z%3AaoqwRHiI3OBDVIIWnpDjoRDUIDIctHFZB1dNMVOY LU
MVUPQuUYRa%2FMGM5M81XGM%2Fi, Zesp6t Szkdét nr 1 im. Stanistawa Staszica w
Nowogardzie,ttps://www.zsp.nowogard.pl/images/2020/05_29 dokumenty/2020 05 29 procedury
_postepowania_z_dzieckiem.pdf, Szkola Podstawowa w Izdebniku
https://zsizdebnik.szkolnastrona.pl/sp/download/Procedura-dziecko-chore.pdf, Szkota Podstawowa
im. Stanistawa Staszica w Kielcach, http://spl.kielce.eu/wp-content/uploads/2021/09/procedury-
dziecko-przewlekle-chore.pdf, Szkota Podstawowa nr 11 im. Polskich Olimpijczykdéw w Glogowie,
http://spll.glogow.pl/632-2/, Zesp6t Szkdér nr 1 im. Stefanii Sempotowskiej w Putawach,
http://www.zs1.pulawy.pl/dokumenty/20-21/Uczen_chory.pdf, Szkota Podstawowa w Dgbicy
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https://spd.ostrowek.pl/files/46/procedura-postepowania-z-dzieckiem-przewlekle-chorym-1.pdf,
Szkota Podstawowa im. Wiadystawa Orkana w Maniowach
http://spmaniowy.czorsztyn.pl/procedura-opieki-nad-dzieckiem-przewlekle-chorym.html,  Szkota
Podstawowa nr 36 im. Juliana Tuwima w Zabrzu https://sp36.zabrze.pl/wp-
content/uploads/2013/08/PROCEDURY-POST%C4%98POWANIA-Z-DZIECKIEM-
PRZEWLEKLE-CHORY M.pdf, Zespot Szkot Publicznych w Polanowie
https://zsp.polanow.pl/pliki/plik/procedury-postepowaniaw-w-zsp-polanow-20200110-
1590783942.pdf, Szkota Podstawowa nrw Lecznej https://sp2leczna.pl/wp-
content/uploads/2021/10/uczen-przewlekle-chory-procedury.pdf

Methods of own research

The research aimed to describe a proposed procedure for dealing with a student diagnosed
with a rare disease. The research was embedded in a quantitative strategy, using a diagnostic survey
method, a survey technique, and an author's survey questionnaire tool. The main question was: How
should the procedure for dealing with a student with a rare disease in elementary school be
structured in the opinion of early childhood education teachers?

The specific questions, on the other hand, are:

-What is the purpose of preparing a procedure for dealing with a student with RD?

-What elements should the procedure for dealing with a student with RD include?

-What should the description of the child's illness include, and what psychological consequences
should it consider?

-What is to consist of, and at what level is to be implemented support of the student on the
school premises? What are the main ways to help a child with RD possible on the school
premises?

-What are the responsibilities of the school director, psychologist and pedagogue, educator, and
parent towards a student with RD?

The research was conducted using an online tool. Principals and Headmasters of elementary
schools in the Kujawsko-Pomorskie VVoivodeship were sent a message with information about the
research being conducted, requesting early childhood education teachers with a link to the survey
questionnaire. In addition, school principals were contacted by telephone. The survey questionnaire
consisted of two parts: 1) a metric of the people surveyed to obtain sociodemographic data, 2) a
proposed procedure for dealing with a student with a rare disease in elementary school in the
opinion of early childhood education teachers, which included questions about the various elements
of the procedure.

Group of surveyed teachers

The study group consisted of early childhood education teachers. A total of 38 people
participated in the study, with age ranges of 24-29 years (3), 35-39 years (15), 40-44 years (13), 45-
49 years (5), and 55 years and older (2). Forty-five teachers completed the survey questionnaire,
and seven questionnaires did not meet the criteria relating to teaching a student with a rare disease.
The respondents worked with a child diagnosed with West syndrome, Rett syndrome, DiGeorge
syndrome, and osteochondroma. The seniority of the respondents is 15-19 years (13), 5-9 years
(10), 10-14 years (5), 20 - 24 years (6), 0-4 years (3), and over 25 years (1). Most teachers lived in a
city with a population of 50,000 to 100,000 (15) and a city of more than 250,000 (13), the others in
a rural area (5) or a city of up to 50 thousand residents (5). All respondents had a master's degree in
early childhood education. They declared completion of special education (2) and psychology (1) as
additional education.

Proposal of a procedure for dealing with a student diagnosed with a rare disease -
results of our own research

Most of the surveyed teachers believe that preparing a procedure for dealing with a student
with a rare disease is to ensure his safety while at school (18). Others believe that it is to ensure
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professional actions of school employees towards students with a rare disease (7) to help the teacher
work with the child (6). It is also used to determine what a teacher can and cannot require of a
student with a rare disease (5) and to ensure the safety of school personnel in the event of a student
accident (2) (Figure 1).

20
18
16 18
14
12
10
8
6
4 ) 6 E
2
; [
ensuring safety ensuring helping the determining ensuringthe
duringyour stay  professional teacherin  what the teacher safety of school
at school activitiesof  working with the canand cannot staff in the event
school child requirefromthe of astudent
employees student accident
towards students
with arare
disease

Figure 1. Purpose of preparing the procedure in the opinion of respondents.
Source: own elaboration.

The next question referred to the elements the respondents believe the procedure for dealing
with a student with RD should include. The question was multiple choice. Respondents believe that
the characteristics of the RD in question are important, along with a description of the student's
functioning and characteristic symptoms of the disease affecting his or her learning (35). The
procedure should also include both indications for first aid when the symptoms of the disease
worsen or in the event of a random accident (19), as well as an algorithm for dealing with the
situation when the student's symptoms of the disease or adverse effects from the student's current
drug treatment worsen (19). Half of the respondents indicated that one of the elements should be the
actions indicated and allowed in students with a rare disease (17), the forms of support and parents
(17), and the main ways to help the student on school grounds, including, among other things, the
rules for administering medication, etc. (17). Few teachers believe that the procedure should
describe the responsibilities of the school counselor and psychologist (6), the class teacher (5) and
the parent (4) towards the student. They believe that guidance on what is forbidden in dealing with a
student if he or she has an aggravation of the disease (5) and the legal basis for helping the student
(5) are also not essential elements. The fewest responses referred to the psychological consequences
of a rare disease (2) and the school's code of rights for a child with a rare disease (1) (Figure 2).
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Figure 2. Elements of the procedure for dealing with a student with RD in the opinion of the
respondents.
Source: own elaboration.

According to respondents, the description of a child's rare disease should primarily include
recommended and prohibited forms of activity for the child (35), as well as the medical
characteristics of the disease, including a description of the types of the disease, its stages, etc. (28).
Further indications included: psychological consequences of the disease (18), recommended and
forbidden therapies (18), the nature and course of the disease (e.g., chronic nature, mild course) and
developmental consequences of the disease (17), side effects of drug therapy undertaken (5) and
possible treatments and their course (1). Even though earlier in the question on what elements
should be included in the procedure for working with a child with RD, a small number of
respondents (2) indicated the psychological consequences of the disease, here it appeared as the
third indication (Figure 3).
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Figure 3. Elements of the RD description should be included in the procedure for dealing
with students in the teachers' opinion.
Source: own elaboration.
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Among the psychological consequences of the student's illness, the teachers indicated, first
of all, a lowering of self-esteem, self-esteem; shame and being different (35), anxiety, sadness, a
sense of threat (25), and a focus on the current situation, "here and now," an unwillingness to plan
and think about the future (24). Other respondents believe the consequences include focusing on
basic needs (drinking, eating, feeling safe) and decreased motivation for action - passivity and
boredom (4). They also pointed to a loss of perspective on life and hope, a feeling of not influencing
events (3), and a reduction in external stimulation, especially with prolonged immobilization and
bed rest (2) (Figure 4).
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Figure 4. Psychological consequences of RD in the opinion of respondents.
Source: own elaboration.

Supporting a student with a rare disease is possible on three levels: educational, educational,
and emotional. Questions about them were open-ended. Each teacher had the opportunity to write
an answer. According to educators, it is essential to adapt requirements and methods to the student's
abilities (33). Respondents also believe that attention should be paid to reinforcing positive qualities
and behaviors, realizing potential, discovering talents and skills (12), and providing opportunities to
acquire knowledge (11). Few teachers believe that the educational level also includes educating the
student's home environment (4) hiring an additional teacher, and teaching in inclusive classes (1)
(Figure 5).

35
30 88
25
20
15
10 12 -
> m 1
0 .
adapting strengthening providing education of hiring an
requirements positive  opportunitiesto the student's additional
and methodsto  qualities acquire home teacher
the student's knowledge  environment
abilities

Figure 5. Support for a student with RD at the educational level in the opinion of
respondents.
Source: own elaboration.
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Most respondents identify student support at the educational level with psychological and
pedagogical support (32). The rest of the respondents believe that it is based on surrounding the
child with care (11), showing tolerance, acceptance, especially when his appearance is different
from his peers (11), having conversations about appropriate and undesirable behaviors (11), and
assistance when the student is hospitalized (11).

On the emotional level, on the other hand, teachers see support as providing a sense of
security, acceptance, and self-esteem (33) and building interests, discovering passions, the joy of
experiencing new sources of knowledge, and learning about the world (33). However, according to
those surveyed, working on students' emotions when experiencing difficulties and successes is
essential and teaching them how to cope with them (33). Teachers also equate this level of support
with the support of a psychologist and school counselor (22) and having the student create
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Figure 6. Support for a student with RD at the educational level in the opinion of

educational situations (22) (Figure 7).
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Figure 7. Support for a student with RD at the emotional level in the opinion of respondents.
Source: own elaboration.
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Among the main ways to help a child with a rare disease possible on school grounds, all
respondents pointed to:
-providing a sense of mental and physical safety and trust in the peer group and teacher (38),
-preparing peers in the classroom to meet a fellow RD (38),
- adjusting requirements to the student's current well-being and condition (38),
- sensitizing a student with RD to the needs and experiences of peers (38).
Respondents also believed that the child could be helped by assisting in overcoming difficulties,
teaching independence and new skills (35), and strengthening self-esteem (33) (Figure 8).
39
38
37
36
35
34
33
32
31
30

38 38 38 38

&5

33

providing a preparing adapting sensitizing a providing strengthening
sense of mental classmates for requirements to student with RD assistance in self-esteem
and physical the meeting your current  to the needs overcoming
security well-being  and experiences  difficulties
of peers

Figure 8. The Ways to help a student with RD at school in the opinion of teachers
Source: own elaboration.

The majority of respondents indicated that the director of an educational institution attended by
a student with RD should be responsible for arranging training for the teaching staff and other
school employees on how to deal with the student both daily and in the event of an exacerbation of
symptoms or attack of the disease (35) and adjusting the forms and conditions of examinations
(based on the child's health certificate issued by the doctor and following his recommendations)
(35). In consultation with the nurse or doctor, he should also, jointly with the staff, develop
procedures for dealing with the student, both daily and in the event of an exacerbation of symptoms
or attack of illness (33). These procedures may include, among other things, reminding or helping
the student to take his or her medication, take regular meals, how to respond, etc. They should also
specify the forms of ongoing cooperation with that child's parents (guardians) and the commitment
of all facility employees to apply them without fail (33). The principal, according to the majority of
respondents, is also responsible for determining the forms of cooperation between the school and
the child's parents (33), and in the event of an increase in the child's symptoms while at school,
immediately informs the parents of the situation (33). This relates to another indication by teachers,
which refers to the school principal obtaining detailed information from the student's parents about
the illness and the resulting limitations on the child's functioning and the effects of medication (32).
Fewer than half of the respondents believe that the principal has a duty in emergencies when the
child's condition suddenly deteriorates. Medical attention is required to take pre-medical measures
and call an ambulance (16) and to ensure that the child's parents provide a set of documents
confirming the child's iliness and parental consent to take emergency measures (16). He should also
be required to inform the child's parents immediately if the child's symptoms of illness worsen
while at school (14) (Figure 9).
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Figure 9. Obligations of the school principal towards a student with RD in the opinion of
respondents.
Source: own elaboration.

On the other hand, the majority of respondents asked about the duties of an educator and school
psychologist towards a student with a rare disease indicated that, together with teachers and
specialists employed at the school, he should adjust the forms of didactic work, the choice of
content and methods and the organization of teaching to the psychophysical capabilities of the
child, as well as include him in various forms of psychological and pedagogical assistance (32).
Less than half of the respondents believe that as part of their duties, the pedagogue and psychologist
cooperate with organizations and institutions interested in the problems of care, upbringing, and
education of a student with a rare disease (13), recognize the developmental and educational needs
of the student (12) and his psychophysical capabilities (11) (Figure 10).
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Figure 10. Obligations of a pedagogue and a school psychologist towards a student with RD in
the opinion of respondents.
Source: own elaboration.

On the other hand, when organizing school trips, the educator should oblige the parents to equip
the child with everything needed and provide a list on which the times of medication meals are
written (the teacher's role is mainly to pay attention to whether the child does everything according
to the list) (30). Due to illness, a student sometimes also has to take medication during the day
while at school. According to more than half of the respondents, the educator is responsible for
administering medication to the child when such a need arises (28). This is only possible if parents
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are required to inform what medication the child is taking (dosage, method of administration) and
submit a doctor's recommendation and written authorization for teachers. Being sick is also related
to the child's different state of well-being. In the respondents' opinion, the teacher should consider
the state of poor well-being and reduced intellectual performance of the student caused, for
example, by the side effects of the currently used pharmacotherapy (27). In addition to periods of
deterioration and complications, the educator should remember to treat the student as an equal to
other children (26). Less than half of the respondents believe that it is also the educator's
responsibility to note in the school diary the symptoms that suddenly appeared while the student
was in the classroom (12) and to keep a student's illness diary, in which the educator will describe
the student's behavior (11) (Figure 11).
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Figure 11. Responsibilities of an educator towards a student with RD in the opinion of
respondents.
Source: own elaboration.

The last question referred to the responsibilities of the parent. According to almost all teachers,
the caregiver of a child with a rare disease is particularly obliged to cooperate with the educator at
all times (37). The parent should immediately inform the educator when the disease is diagnosed
while the child attends school (36). When the child starts school, the parent should inform the
educator about the child's condition, disease symptoms, health risks, medications taken, and their
effects on the body (35) by September at the latest (Figure 12).
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Figure 12. Children with RD parent duty in the opinion of respondents.
Source: own elaboration.
Summary and discussion
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Educational institutions should be prepared to accept a student diagnosed with a rare disease,
whether they have integrated departments or not. Hence, defining procedures for dealing with a
child in mainstream schools is essential. According to the respondents, the purpose of preparing
procedures for dealing with a student with a rare disease is to ensure his safety while at school.
They believe that they should include the following elements:

-description of the student's functioning and characteristic symptoms of the disease affecting his

learning process,

-indications for first aid in the situation when the symptoms of the disease worsen or in the

event of a random accident,

-an algorithm for dealing with the situation when the symptoms of the disease or adverse effects

resulting from the student's current drug treatment intensify,

-indicated and allowed actions in a student with RD,

-forms of support for the student and parents and the main ways to help the student on the

school premises, including, among other things, the rules for administering medication, etc.

The description of a child's rare disease should include, first and foremost, recommended and
prohibited forms of activity, as well as medical characteristics of the disease, including a description
of the types of the disease and its stages. The fact that the respondents indicated that basic
information about the disease should be included in the procedure corresponds with my earlier
research on rare disabilities as an absent category in the training of preschool and early childhood
education teachers (Kamyk-Wawryszuk, 2021). Their goal was to analyze the curricula of preschool
and early childhood education majors in the context of the implemented content on disability issues,
including rare disabilities. Content dealing with issues of functioning of children with disabilities is
implemented in various modules, such as a child in school or a child or student with special
developmental and educational needs in kindergarten and grades I-111 of school. However, RD is
not mentioned in them (Kamyk-Wawryszuk, 2021). Hence, an important clue is to include a basic
description of RD and its psychological consequences in the procedure. According to the
respondents, they primarily refer to a lowering of self-esteem, the child's sense of self-worth,
shame, and being different. Anxiety, sadness, a sense of insecurity, a focus on the current situation,
on the "here and now," and an unwillingness to plan and think about the future are also critical
psychological consequences of RD.

Teachers, according to Renata Lukasik et al. — have a duty to give the student support, including
by learning about the child's medical history, the medical procedures that will need to be followed
at the facility, or the plan of action and life-saving procedures in case of an emergency (Lukasik et
al., 2013). Support can take three levels: educational, educational, and emotional. The respondents
believed that under the first, the teacher should primarily adapt requirements and methods to the
capabilities of the sick student. This corresponds with the findings of a study conducted by Lukasik
et al., which indicates that teachers believe that in the case of a student with a chronic disease, they
are responsible for creating "the best possible educational conditions through the appropriate
organization of the educational process and the use of methods and forms of teaching adapted to the
psychophysical capabilities of the sick child” (Lukasik et al. 2013: 526). Respondents identified the
second level with psychological and pedagogical support. Within the last level, respondents believe
they should undertake activities that provide a sense of security, acceptance, and self-esteem. This
support also includes activities that develop interests, passions, and enjoyment of experiencing new
sources of knowledge of learning about the world. In addition, it is also essential to work on the
student's emotions, which will be revealed in situations of experiencing difficulties and successes.
Ways to help the student on the school premises are to provide a sense of mental and physical
security and trust in the peer group and teacher, to prepare class peers to meet a classmate with a
rare disease, to adapt the requirements to the student's current well-being and condition, and to
sensitize the RD student to the needs and experiences of peers.
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The headmaster should be responsible for organizing the training of teaching staff and other
school employees in dealing with the student daily and in situations of exacerbation of symptoms or
attack of illness, as well as adjusting the forms and conditions of examinations. On the other hand,
the educator should adjust the forms of didactic work, the selection of content and methods, and the
organization of teaching to the student's psychophysical capabilities and provide him with forms of
psychological and pedagogical assistance. He is also tasked with obtaining from the student's
parents detailed information about his illness and the resulting limitations in functioning. The
educator also creates conditions for the student's active and full participation in the school's life and
the social environment. Due to illness, a student sometimes has to take medication during the day
while at school. According to Beata Antoszewska, children diagnosed with chronic diseases usually
do not receive support on school grounds to perform necessary medical procedures, such as taking
medication or measuring blood sugar levels, for example (Antoszewska, 2021). According to the
early childhood education teachers surveyed, the educators are responsible for administering
medication to a child if needed. They allow this possibility only if the parents inform them what
medication the child is taking (dosage, method of administration) and submit medical recommendations
and written authorizations to the teachers. This is also confirmed by a study done by Antoshevskaya,
which shows that teachers who have agreed to administer medication to a student will do so if they are
prepared to do so. They believe that it is from parents and doctors that they will learn how to administer
medication (Antoshevskaya, 2021). According to the respondents, the parent should cooperate with
the educator and inform the educator when the child's condition changes.

REFERENCES

[1] Antoszewska B. (2021). Uczniowie z chorobami przewlekymi w szkole: w kregu mozliwosci
wspierania uczniéw przez nauczyciela w zakresie stafego przyjmowania lekow. NiepeZnosprawnosé.
»Dyskursy pedagogiki specjalnej”, 42, s. 70-84.[ Antoszewska B. (2021). Students with chronic
illnesses in school: within the range of opportunities for teacher support for students in the constant use
of medication. Disability. "Discourses of special pedagogy", 42, pp. 70-84].

[2] Doroszuk, J., Grybek, T. (2022). Rodzice dziecka z chorobg rzadkg jako interesariusze w
procesie jego edukacji . Niepefnosprawnosé. ,,Dyskursy Pedagogiki Specjalnej”, 45-46, 123-139.
Pobrano z https://czasopisma.bg.ug.edu.pl/index.php/niepelnosprawnosc/article/view/7354
[Doroszuk, J., Grybek, T. (2022). Parents of a child with a rare disease as stakeholders in the
process of his education. Disability. "Discourses Of Special Pedagogy"”, 45-46, 123-139.
Downloaded from].

[3] Kamyk-Wawryszuk, A. (2021). Niepe/nosprawnos¢ rzadka jako kategoria nieobecna w
ksztafceniu nauczycieli przedszkola i edukacji wczesnoszkolnej. ,,Edukacja Elementarna w Teorii i
Praktyce”, 16(2(60), s. 51-64 [Kamyk-Wawryszuk, A. (2021). Disability is rare as a Category
absent in the education of preschool and early childhood teachers. "Elementary education in theory
and practice", 16 (2(60), pp. 51-64].

[4] Lukasik R., Pollok-Waksmanska W., Wos H. (2013). Problematyka funkcjonowania dziecka
z chorobg przewlekig w szkole. ,Problemy Pielegniarstwa”, tom 21, zeszyt nr 3, s. 523-527
[Lukasik R., Pollok-Waksmanska W., Wos$ H. (2013). Problems of functioning of a child with
chronic disease in school. "Problems of Nursing", Volume 21, notebook No. 3, pp. 523-527].

[5] Zubrzycka R. (2022). Rodzice wobec obcigzenia opiekg nad dzieckiem z chorobg rzadkg-
mukowiscydozg. ,,WWychowanie w Rodzinie”, t. XXVIII (3/2022), s. 117-134 [Zubrzycka R. (2022).
Parents face the burden of caring for a child with a rare disease-cystic fibrosis. "Education in the
Family", vol. XXVII1 (3/2022), pp. 117-134].

68



} e = ‘
. . EKY xa6a A i1 L) L ! P LT T LA
N @ K P i muEHL

TVERSY BecTtHuk 3KY e e s ieicE ol e 4(92) - 2023
Agnieszka Kamyk-Wawryszuk, Maodenosa JI.M., barokanckas C.d.
MEKTEIIKE ﬂEﬁIHF I BUTIM BEPY M¥FAJIIM/IEPIHIH BACTAYbIIII
MEKTEIITE CUPEK KE3/IECETIH AYPYbBI bAP OKYIIIBIV/TAPMEH K¥MBIC ICTEY
OJIICTEPI

Anoamna. Cupex Ke3decemin aypyvl Oap Oananap memjieKemmix cainvl opma Oinim
bepemin Oacmayviuu Mmexmenmepi MeH OLliM 0Oepy OpmanblKmMapvlHOd 04 OKbIMbLIYbL MUIC.
Bananap 6apamuein mexmenmepode onapea muicmi Hcymuic npoyeoypanapsl 0aublHOALYbl KePex.

3epmmeyodin makcammul cupex Kezoecemun aypyvl dap 0ananapmen Heymvic Hcacacayobit
YChIHbLIZAH Npoyedypaceln cunammay 6010bl. Hezizel macene myzanimoepoiy nikipinuie,
bacmayviui mexmenme cupek Kezoecemin aypybl 6ap 6ananapovl OKbIMy HCYMbICbIH HCYp2izemin
npoyeoypanapuvl Kaiaiu Kypuliy Kepek?

3epmmey OuacHOCMUKANLIK — CAYAIHAMA J0ICMepiH JCIHe aABMOPIbIK — CAVATHAMA
KYpanoapvlH nanuoaiana omulpvbln, CaHOblK Oagdapea Hezizoenzen. 3epmmeyee 38 6Oacmaywiui
CbIHbIN MY2animi Kambicmol. PecnondenmmepOiy nixipinute, cupex Kezoecemin aypyaa wanioblKKaH
bananapmen ncymulc icmey mapmioin 0aiblHOAYO0aAbl MAKCAm OaapObly MeKmenmezi Kayincizoicin
Kammamacwiz emy. Onoa ey anoviMeH cupex Kez0ecemin aypyovlH CUnammamanapsl, COHbIMeH
Kamap Oananapovly OKYblHA 2cep ememiH aypyea maH Kbl3Mem emy MHCoHe CUNAMMAMANbIK
benzinep 60mybl Kepex.

Kinm ce30ep: npoyedypanap; cupex aypymeH ayblpamvlH OKYUuibl; OACmMayblid MeKxmen.

Agnieszka Kamyk-Wawryszuk, Maodenosa JI. M., barokanckas C.d.
METO/IbI PABOTBHI C OB YHYAIOIIIUMHUCA C PEJIKHMH 34Ab0JIEBAHUAMH B
HAYAIbHOH HIKOJIE ITO MHEHHIO YYUTEJIEH HAYA/IBHOT O OBPA3OBAHHUA

Annomayus. Pebenox ¢ peokum 3a601e6anuem MONCem nocewanms Kaxk 20CyOapCmeeHHyo
HAUANbHYI0 WKOIY C UHKTIO3UBHBIM 00PA306aHUEM MAK U WKOLY C 00PA308AMENbHbIM YEeHMPOM.
Hesasucumo om muna opeanuszayuu, KOmopylo OHU ROCEWAiom, O0JNCHA OblMb NOO20MOBIeHA
coomeemcemayowas npoyeoypa pabomul.

Lenvio nposedennozo ucciedosanusi ObLIO ONUCAHUE NPedNazaemol npoyedypsl pabomol ¢
obyuarowumucs ¢ peokum 3abonesanuem. OCHO8HbIM 60nNpoOCcOM ucciedosanus dwvlno: Kak, no
MHEHUIO Nedazocos, O00INCHA OblMb NOCMpoeHa npoyedypa pabomvl ¢ YYAWUMCS C PeoKUM
3abonesanuem 6 Ha4aIbHOU WKoe?

HUccneoosanue 0bL10 OCHOBAHO HA KOJIUYECMEEHHOU OPUCHMAYUU, C UCHOJb30BAHUEM
MEMoOa OUASHOCTUYECKO20 ONPOCd, MemOOUK AHKeMupOBaHus U AsMopCcKo20 UHCMPYMEHMapust
ankemuposanusi. B ucciedosanuu npunsiiu ywacmue 38 nedacoeos nauanivhozo obpasosanus. Ilo
MHEHUIO PECNOHOEHMO8, UYeabld NO020MOBKU Npoyedypbl pabomvl ¢ VUEHUKOM C pPeOKUM
3a6onesanuem A61emcs obecneueHue e2o0 0e30nacHOCmU 60 8pems npedvléaHusi 6 wikoie. B
nepayio ouepedb OH OOJNCEH COOEPAHCAMb XAPAKMEPUCMUKU OAHHO20 pPedKo2o 3ab0onesanusl, a
Makosice Onucanue QYHKYUOHUPOBAHUL YHAUWe20Cs U XAPAKmepHvle CUMNMOMbL 300071e8aHusl,
enusiowue Ha e2o/ee obyueHue.

Knroueswie cnosa: npoyedypul;, yuawuiicsi ¢ peokum 3a001e6anuem; Ha4aibHas WKoJd.
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