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Abstract: The purpose of this paper is to investigate the practical aspects of training for parents and
teachers of chronically ill children who are under long-term treatment in medical institutions. The
paper identifies knowledge, attitudes and practices associated with both formal and non-formal
education programs for teachers and parents of children undergoing long-term in-patient treatment.
Innovative practices used in Moscow City University are presented, including educational techniques,
methods and formats for training teachers and parents of children undergoing long-term treatment
together with the results of parent surveys and interviews. The paper describes the benefits of a
specially designed program of parent professional retraining to provide tutor support for children
with long-term illnesses. Integrating the best informal training practices and formal training modules,
this program allows for successful tutoring for children with long-term illnesses.

Keywords: hospital school; children with longstanding illnesses; parent training; psychological and
pedagogical support; occupational retraining; tutor

1. Introduction

According to the Ministry of Health of the Russian Federation, in Russia, about six
million children under 18 are treated in hospitals every year. Of these, 200–250 thousand
children need long-term (lasting more than 21 days) treatment [1] and, consequently, have
to receive their general education in medical institutions. To ensure a high quality of
education for children undergoing long-term treatment in medical institutions, an inter-
departmental working group of specialists from the Ministry of Health and the Ministry
of Education of the Russian Federation was created. In June 2019, this working group
published the “Guidelines on organization of training for children who are on long-term
treatment and cannot attend educational organizations for health reasons” [1]. To facilitate
the introduction of these guidelines, the Ministry of Health of the Russian Federation cre-
ated a special hierarchical system of medical care, according to which medical organizations
or their subdivisions are divided into three levels depending on their main activities and
assigned functions [2,3]. According to these guidelines, treatment and training of seriously
ill children should be carried out by medical institutions with subdivisions providing
high-tech medical care. This decision provided the rationale for the creation of relevant
educational structural units at the premises of the leading medical centers and spelled out
the rules for the operation of hospital schools in Russia. Specifically, it is indicated that a
successful functioning of the hospital schools requires specially qualified professionals who
are aware of the specifics of teaching long-term ill children and are able to use technologies
of psychological and pedagogical support and follow-up both for children undergoing
long-term treatment and their parents.
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Most seriously ill children often have gaps in their knowledge and face a lot of chal-
lenges in their learning as a result of prolonged and intermittent absences from school [4].
Therefore, the increasing number of children with longstanding illnesses is a growing
challenge both to healthcare and education systems around the globe.

This determines the relevance of the problem of education and personal development
of children with longstanding illnesses through creating equal opportunities for successful
learning and socialization for every chronically ill child.

In this regard, researchers stress that the educational needs of children with chronic
illness can be easily neglected even in an industrialized country [5] and emphasize the
importance of special training for hospital teachers and state that there is clearly a need for
further investigation on this topic [6].

There is even less research on the education of parents of chronically ill children and
their involvement as active agents in the educational process. We believe that an attempt
to study this practice can add new knowledge about the training for teachers of hospital
schools and parents of children undergoing long-term treatment and can be useful for
parents of chronically ill children.

Accordingly, the present study is aimed at investigating the practical aspects of train-
ing for parents and teachers of chronically ill children who are under long-term treatment
in medical institutions.

The study objectives included:

1. Reviewing the current literature on the issue of training for parents and teachers of
chronically ill children who are under long-term treatment in medical institutions;

2. Revealing the most effective techniques used to train parents to support their children
with long-term and serious illnesses;

3. Analyzing the practice of training tutors in the medical environment to support
chronically ill children;

4. Investigating the practical aspects of parental training through applying a question-
naire for parents of children undergoing long-term hospital treatment.

The main research questions were:

• What practices are relevant to training teachers and parents of children who are
undergoing long-term treatment?

• What is the aim of joint training programs for teachers and parents of chronically ill
children and what role is played by the parents?

• What problems arise during training teachers and parents of children with long-term
illnesses?

• What conditions should be created to ensure successful training for teachers and
parents of chronically ill children in the hospital setting?

2. Materials and Methods

This article presents the results of a study on the topic “Development and testing of
programs of additional education for teachers and parents of children who are on long-term
treatment in medical institutions”, which was carried out for four years from 2015 to 2019
and continues to the present.

The study used a descriptive research design. Most of the data were obtained through
literature review and analysis of the results of selected studies.

According to the first study objective, we reviewed the current literature on the issue
of training for parents and teachers of chronically ill children who are under long-term
treatment in medical institutions. Specifically, in the course of the research, we analyzed
both Russian and international pedagogical, methodological, psychological and medical
literature on the research problem (for the period from 2000 to 2021) in order to describe the
features of the organization of the educational process in hospital schools and identify the
requirements for the competencies of teachers in hospital schools, as well as the inclusion
of parents in the educational process.
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The analysis of literature on the research problem was carried out using the method
of apperception and the descriptive method. The use of the apperception method made it
possible to complete the theory of teaching long-term ill children with new data.

The descriptive method of working with scientific literature made it possible to select
relevant articles based on the defined “descripts”—keywords and their combinations.
Specifically, we used such descripts as “hospital school”, “teachers of hospital schools”,
“long-term ill children”, “training for long-term ill children”, “training of teachers of
hospital schools”, “work with parents of children undergoing long-term treatment” and
other relevant keywords and their combinations. Using these descripts, we searched
PubMed, Springer, Scopus, Web of Science and Google Scholar databases for full-text
English and Russian publications over the past 20 years. Despite a comprehensive search,
some publications of recent years may not have been found.

To reveal the most effective approaches and technologies for training teachers and
parents to support children undergoing long-term treatment, we performed the content
analysis of both national and international educational documents, studied innovative
practices of training tutors in the medical environment to support chronically ill children,
and investigated the associated processes of changing parents’ career path and deterioration
of their life quality.

To support our theoretical ideas by evidence from practice, we designed and carried
out a special parent questionnaire survey and some interviews for teachers and parents of
children who are on long-term in-patient treatment.

The questionnaire survey was carried out in writing, without direct contact between
the interviewer and the respondent in order to obtain objective information about the
educational background of parents who are on long-term in-patient treatment, as well
as about problems and needs of teachers and parents of children undergoing long-term
treatment. Moreover, we tried to reveal parents’ perceptions about their interaction with
their children and their role in their child’s further development.

The questionnaire contained both open-ended and closed questions (multiple choice
questions). The questions for the interviews were developed in accordance with the
objectives of the study. Most of them were open-ended and semi-closed questions.

Applying the obtained data from the interviews and questionnaire survey to the
practice of work with parents of children with longstanding and severe diseases in Moscow
City Pedagogical University (MGPU), we tried to reveal the most efficient educational
techniques, methods and formats for teaching parents of children who are on long-term
in-patient treatment. The learning outcomes were evaluated through the use of a series of
standard academic achievement tests designated for children of regular schools.

Based on the results of the studies describing the issues of parents’ educational needs,
problems that arise during their interaction with children, and training management for
children with longstanding and severe illnesses, we developed a special program for
training parents to support their children with long-term and severe illnesses.

The study was undertaken in accordance with ethical standards provided by the
Declaration of Helsinki. All participants gave assent to participate and signed written
informed consent. Permission to undertake the study in the hospital schools was also
obtained from the respective hospital school authorities. Those who did not fall within
the group of the study participants and did not sign written informed consent were
all excluded from the study. Both during the questionnaire survey and the interviews,
anonymity, confidentiality of information and a friendly atmosphere were ensured.

When developing advanced training programs for teachers of the hospital school, the
results of diagnostics of professional competencies, research and analysis of the problems
that arise when working with long-term ill children, as well as their educational needs,
were used.

The sample included 100 teachers of Moscow school No. 109 working at the premises
of the Russian National Medical Research Center for Pediatric Hematology, Oncology, and
Immunology named after Dmitry Rogachev and the Russian Children’s Clinical Hospital
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named after N.I. Pirogov. The respondents had different lengths of teaching experience
(from 3 to 20 years). Most of the study participants (90%) were female teachers.

A total of 530 parents of children undergoing long-term treatment in hospitals or a
rehabilitation course took part in the study of the problems and educational requests of
parents (later this group of parents enrolled for professional retraining programs). Of these,
90% were mothers who were left alone with a sick child, because their husbands left the
family after the onset of the child’s disease. About 80% of parent respondents turned out
to have higher education, and 20% had secondary vocational education. Of these, 5% of
parents had a medical education, 25% an economic education, 45% a pedagogical education,
15% an engineering and technical education and 10% with education in natural science.

The core ideas of the study were determined considering the psychological theory
of personal autonomy [7], as well as pedagogical ideas of lifelong learning and a learner-
centered approach [8].

3. Results
3.1. Literature Review Results

Trying to reveal the practices relevant to training teachers and parents of children who
are undergoing long-term treatment (research question 1), we discovered that a pivotal
role of school and teachers in the education and personal development of children with
longstanding and severe illnesses is emphasized in many works [9]. Formal training
brings a necessary daily routine into the lives of sick children, motivating them to do
different activities that are not related to treatment. Every time a teacher comes to give
a lesson, a child needs to get prepared and switch his/her attention from the disease to
studying. In these circumstances, to ensure children’s switching off from the anxieties
associated with their disease, a teacher should be able to create a special atmosphere in the
classroom, to interest and motivate children to obtain new knowledge [10,11] and prevent
the possible development of anxiety and formation of learned helplessness [12]. Studies
suggest that this can be done through the development of children’s autonomy, initiative
and persistence [13,14]. Specifically, it is critical to support children’s autonomy, which is
reported to be associated with self-development, internal locus of control, empowerment,
making decisions and choices, developing individual strategies to meet the goals [15],
adapting one’s knowledge and competencies to new tasks and developing new skills and
competencies throughout the life cycle [8,16]. Whereas, autonomous learning is known to
be stimulated by autonomous teaching where an autonomous teacher is concerned about
what should be changed, why and how to do it better [17,18].

Addressing the problem of education and personal development of chronically ill
children, many hospital schools were opened at the premises of large medical research
centers in Ireland [19], Britain [20], Australia [20], Russia [21], Germany, Austria [22],
USA [23,24] and Finland [25]. This allowed long-term ill children to achieve academic
goals to regain their usual socio-pedagogical environment after the end of treatment [21].

In the United States, a novel profession of a life management specialist (LOC) was
introduced to manage children’s life in a hospital. The first association of specialists in
the field of chronically ill children’s life management in a hospital was created in 1966
in the USA. Thompson (1981) showed the effectiveness of the introduction of this new
profession, including faster recovery and increased satisfaction with treatment [26]. In
Scandinavia, a study was carried out to investigate the important aspects of educating
school-aged children with chronic diseases during their stay in hospitals [27]. The results
showed the importance of special training for professionals who educate families with
chronically ill children.

In Spain, a study was conducted to assess the quality of teaching in hospital schools [25].
In this study, the absence of systematic work of teachers with children undergoing treat-
ment was revealed. According to the authors’ conclusion, it is necessary to organize special
training for teachers to get them prepared to work with chronically ill children. Specifi-
cally, the authors emphasized the importance of disease awareness, including the possible
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influence of different diseases on the patient’s cognitive processes and their learning. At
the same time, this study did not consider the issue of the parental role in education and
socialization of chronically ill children [25].

However, parents are considered to be the driving force when teaching children
various types of skills. For example, it has been shown that parent-implemented language-
based interventions for children with and without disabilities have had a positive effect on
their child’s expressive language skills [28].

Hence, parenting a child with a longstanding illness is reported to be challenging
because of illness-specific demands [29–31]. Investigating the role played by the par-
ents of chronically ill children in their children’s development and trying to define the
aim of training programs for parents of chronically ill children (research question 2), we
revealed that:

(1) Parents providing tutoring support for their chronically ill children must learn about
various issues at the intersection of didactics, psychology and medicine, while they are
having the frightening experience of witnessing their child struggle with the illness.

(2) Parents are expected to participate in the development of their child’s individual
educational route, the latter being defined as a specific combination of components of
the educational process, which includes: the formation of basic data about the child,
determining the learning goal according to the basic data, selecting the best methods
and means to achieve the learning goal, evaluating learning results [32].

(3) Any kind of parental activity should be conducted in accordance with the doctor’s
recommendations, depending on the duration of hospital stay, the child’s knowledge,
needs and interests, as well as state of health to determine the amount of the daily
load and facilitate their child’s adaptation to living with their medical condition.

Considering the above, the development of learner autonomy in chronically ill children
requires appropriate family management as autonomous learning is ensured by parental
support of their children’s autonomy and develops from parents-focused learning, to
parent-mediated learning/cooperative learning, to child-determined learning.

This indicates that parents themselves need psychological and pedagogical support in
their role as managers for their child’s long-term condition and their expertise [33]. This
idea is emphasized in many recent pedagogical and psychological studies investigating the
issue of training for parents of children with severe illnesses [34–38], including computer-
assisted training [38,39], telephone coaching [40], as well as parents’ perceptions regarding
their role in treatment and education of their seriously ill children [41].

There are a number of studies on the problem of training teachers and parents of
children with long-term illnesses for psychological and pedagogical support of this category
of learners. However, these practices are local and the systematic work on studying this
problem is just beginning. Specifically, scientists assume that maintaining consistent
parents’ contact with teachers (consultants) is critical, since more frequent coach contacts
may improve sustainability and effectiveness of training [42]. Drawing on this idea, we
suggested that there is a need for joint (for both teachers and parents of chronically ill
children) training programs that should be aimed to:

(1) Ensure the development of teachers and parents’ psychological and pedagogical
assistance skills in accompanying these children in their learning and socialization,

(2) Integrate the opportunities and resources of formal and non-formal education,
(3) Provide parents with the opportunities for changing the profession (professional

retraining) for subsequent employment and helping their child and self-realization in
a new field of activity.

Investigating the problems that can arise during training teachers and parents of
children with long-term illnesses (research question 3), we found the works that identify the
causes of emotional burnout in teachers in general [43], describe features of the emotional
burnout syndrome in teachers working in schools and hospitals [44], and the ways to
prevent professional burnout in teachers working with seriously ill children [45]. Therefore,
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recent research mainly concerns the psychological state of teachers and parents of children
with long-term illnesses. Only a small number of articles address the issue of training
for teachers and parents of children with long-term illnesses in the educational process
management. Among them, there are studies that report parent education intervention
results and prove the efficacy of Behavior Skills Training (BST) implemented with parents
of children with disabilities [46,47].

Also, we revealed the presence of a number of studies on the problem of training
teachers for psychological and pedagogical support of children with severe illnesses,
including the works describing the experience in teaching parents of children who are
on long-term treatment in hospitals. In spite of the fact that these practices are local, the
above-mentioned ideas demonstrate the high relevance of a strategy of active parental
inclusion in the process of chronically ill children’s education. According to our research
results, being a key principle of successful chronically ill children’s education, this strategy
should be based on the following conditions (research question 4):

• Organization of special support for parents, who have seriously ill children under
long-term treatment in medical institutions;

• Training of parents on tutor support for children with long-term illnesses;
• Inclusion of parents in the educational process as active and prepared agents.

3.2. Survey Results and Their Interpretation

The above-mentioned conditions to ensure successful training for teachers and parents
of chronically ill children in the hospital setting should be specified in terms of particular
teachers’ and parents’ tutoring skills. To reveal these skills, the results of our literature
review were completed with our survey results concerning the problems that arise during
training of children with long-term illnesses (research question 3) and the most efficient
forms and methods of working with chronically ill children (research question 4).

According to the survey results, up to 53% of teachers reported problems in how to
help long-term and seriously ill children in stressful situations. About one-third of the
respondents (32%) reported a lack of knowledge in the field of psychological characteristics
of long-term and seriously ill children, including the characteristics of their emotional-
volitional, cognitive and communicative spheres. One-fourth of the teachers—participants
of the study (25%)—turned to have problems with the use of ICT in the educational process
management. Difficulties in interacting with long-term ill children were emphasized by
15% of the teachers. The results of the survey among teachers working with children
undergoing long-term treatment are presented below in Table 1.

Similarly, the majority (92%) of parents reported a need to acquire new knowledge (to
study their child’s psychological characteristics associated with their illness and treatment)
and master new skills in order to support their children and help them in recovery and
learning. About 66% of parents emphasized psychological problems in interaction with
their child, including difficulties in how to help their child in a stressful situation (53%);
difficulties in breaking free of the feeling of guilt (35%); a problem in organizing their
child’s communication with peers (32%); difficulties in helping their child to cope with fear
(30%); difficulties in interacting in a conflict with a child (36%); difficulties with helping
their child to overcome learning-related challenges (35 %), as it is demonstrated in Figure 1.

Parents were concerned about problems related to children’s adaptation to new circum-
stances (30%), psychological support and empathy (26%), overcoming stress in resolving
conflicts between partners in family relationships (44%); building relationships between
a sick child and other children (members) in the family (50%); helping a child to adapt
among peers outside the hospital settings (37%); living a normal life outside of the hospital
(53%); prospects for their child’s development (60%).
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Table 1. Results of the questionnaire survey of teachers working with children undergoing long-term
treatment.

Teachers’ Skill Gaps Related to Education of Children Undergoing
Long-Term Treatment %

Knowledge in the field of psychological characteristics of long-term and
seriously ill children 32

Skills in diagnosing the characteristics of long-term and seriously ill children’s
emotional-volitional, cognitive and communicative spheres 32

Ability to use Information and Communication Technology in managing the
educational process for long-term and seriously ill children 25

Proficiency in the use of techniques of positive interaction with long-term and
seriously ill children and their parents 15
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The majority of parents reported suffering from a lack of awareness of the psychologi-
cal, emotional-volitional, cognitive and communicative characteristics of their seriously
ill children and the need for support in the organization of the educational process and
creating an optimal educational environment for their children.

Among the most frequent answers to the question about the most efficient forms
and methods of working with a child, there were: play (70%), conversation (83%) and
collaborative manual work (57%).

Therefore, supporting sick children who are undergoing long-term treatment in medi-
cal hospitals determines the necessity to train tutors from among teachers and parents of
children undergoing long-term treatment. In its turn, this necessity requires the develop-
ment of a system of special parental retraining for this new type of professional activity.

To meet these requirements, Russian pedagogical universities began to train students
in master’s programs. There is, for example, a new master’s program “Tutor support in
inclusive education” that has been opened at the Moscow State University of Psychology
and Education at the faculty of clinical and special psychology.

The program was meant to train professional competencies for undergraduates that
contribute to the development and implementation of technologies for tutoring children
with special educational needs.

In 2019, Moscow City Teacher Training University (MCTTU) opened a master’s pro-
gram “Tutoring in education”, which was aimed at training specialists in the development
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and use of technologies for tutor support of individual educational programs in the Rus-
sian education system. Since 2015, several programs for teachers and parents have been
implemented, including:

Professional development program for teachers and parents of long-term ill children
“Individual Support for Students in the Educational Process of General Education” (72 h),
an additional General Development Program for teachers and parents, without requiring
an educational qualification to work with children who are on long-term treatment at
medical institutions, “Psychological Support for a Child Who is on Long-Term Treatment
at Medical Institutions, in the Learning Process” (50 h) aimed at developing teachers and
parents’ skills of psychological support of children in their learning.

Interactive lectures, seminars, trainings and practical classes have been organized
to develop parents’ tutoring skills necessary for managing play, conversation and col-
laborative manual work. We proposed eight parental general developmental programs:
“Life Navigation of a Special Child’s Family: Learning to Set and Realize Goals”; “The
Educational Space of a Special Child: Learning to Orient and Build”; “The Development of
Children with Disabilities”; “Parents’ Assessment of Learning Opportunities for a Child
with Disabilities”; “A Special Child Parents Legal Orientation”; “Parents of a Special Child:
Overcoming Experiences”; “The Family of a Special Child in Society: Barriers and Their
Overcoming”; “The Family of a Special Child: Harmonious and Sustainable Relationships”.

In 2015–2016, 196 persons received special training at the university, including 116
teachers and 80 parents of children who are on long-term treatment at medical institutions.

Training programs were implemented using distance learning technologies, includ-
ing the MOODLE distance learning system and the online educational portal http://
uchimznaem.ru/ (accessed on 27 September 2021) (“Teach & Know”), which hosted train-
ing and educational materials and provided a platform for network classes [48].

In 2017, MCTTU teachers developed an elective professional retraining program “Psy-
chology and Pedagogy of Inclusive Education” for parents of children who are on long-term
treatment at medical institutions. During the two years of the program implementation,
128 persons were trained, including 89 parents and 29 teachers.

In 2018–2019, MCTTU teachers developed and tested an integrated program of formal
and non-formal continuing education for parents on the topic: “Tutoring for Children with
Long-Term Illnesses”. The goal of the program was to form professional competencies
among students, ensuring the implementation of a new type of professional activity in
pedagogical support for the implementation of individual educational routes and projects
by children, including chronically ill patients. The program was held by the university
teachers together with school teachers from economically autonomous structural subdivi-
sion “School no 109” of the city of Moscow, as well as volunteers, activists of charitable
foundations and non-profit organizations working with long-term ill children and their
parents. The program trained 137 parents of children who were on long-term treatment in
the Federal Scientific and Clinical Center and Russian children’s clinical hospital.

Integrating our research results, this program contained both formal and informal
parts and was developed taking into account:

• Children’s individual characteristics and capabilities;
• Common problems that teachers and parents experience when interacting with seriously

ill children, including teachers and parents’ teaching deficits and educational needs;
• The most relevant and efficient practices to training teachers and parents of children

who are undergoing long-term treatment;
• Major conditions to ensure successful training for teachers and parents of chronically

ill children in the hospital setting.

Since the program was modular and variable (besides compulsory (core) modules, it
had a range of optional modules), the trainees could design their own educational route.

Depending on their needs and interests, the trainees could choose not only modules
but also individual events (seminars, training, webinars, master classes, video conferences,
meetings with interesting people) to be included in the informal part of the program.

http://uchimznaem.ru/
http://uchimznaem.ru/
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Upon successful completion of this program, each trainee was assigned a “tutor
educational qualification”, providing the right to engage in tutoring for children with long-
term illnesses. The idea was to help parents both find a job in a new profession and provide
qualified psychological and pedagogical assistance not only to their child but to other
children in a difficult life situation as well. Therefore, mastering this educational program
allowed the trainees to ensure successful tutoring for children with long-term illnesses.

4. Discussion

We consider that the mission of the hospital school is to ensure the children’s personal
self-fulfillment and full-fledged medical and social rehabilitation through the creation of
an integrated educational environment together with their family members.

In this regard, not only teachers working with children who are under long-term
hospital treatment, but also parents should know the psychological characteristics of these
children and understand that the disease and medical procedures have a serious impact on
the emotional, motivational, and cognitive spheres of every child. Being involved in the
development of an individual educational route for their child, parents acquire their first
pedagogical experience, which motivates them to start professional retraining programs
in pedagogics.

Our analysis of the existing educational models used in different international and
domestic hospital schools shows that it is critical to:

• Prioritize the child and his individual learning needs;
• Create different channels of communication between doctors, teachers, children and

their parents;
• Provide opportunities not only for academic but also for social and emotional support;
• Use modern technologies to make the children involved in learning and contacting

peers [20].

Also, the researchers emphasize the problem of coordination of interaction between
all participants in the process. In this regard, Finnish scientists claim that it is the hospital
teacher that is responsible for organizing cooperation and coordination (taking on the role
of “mediator”) between parents of students, doctors, health officials, other teachers of the
hospital school and the child’s regular school [21].

Compliance with these conditions requires special training of teachers. Consequently,
the issue of the need for additional training for regular school teachers to make them
suited for work as teachers of hospital schools is being actively discussed. That is why the
associations and centers discussed in this paper have designated this task as a priority.

Along with formal training, which is carried out at refresher courses or professional
retraining and ends upon obtaining standard form documents, a system of informal
training for parents of chronically ill children has been actively developing in Russia. In
particular, educational organizations—participants of the innovative platform—“Designing
and Implementing an Educational Environment for Children Who are on Long-Term
Treatment at Medical Institutions” are regional resource centers that carry out a lot of work
to prepare parents for work with long-term ill children.

There are also some positive initiatives reported, particularly, in plans for working with
parents placed on the websites of the “Teach & Know” project satellites in the Khabarovsk
territory, Kaliningrad and Voronezh regions, and the city of Krasnoyarsk.

As we revealed, parents can informally improve their professional tutoring skills for
long-term ill children by attending seminars, master classes and conferences held by public
organizations, and charitable foundations that work with sick children. In this respect, the
following features of adult non-formal education should be taken into account:

• Flexibility in mastering the content and the ability to choose the most significant and
relevant material;

• Variability and flexibility: the joint construction and completion of the education
content, a flexible approach to making the necessary adjustments, and an adequate
response to existing requests and needs;
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• Taking into account the individuality and special needs of parents-trainees;
• Emphasis on social support and adaptation in the difficult conditions in which parents

of sick children find themselves;
• Extensive use of open education resources (information, tutoring, consulting, remote

training, navigation, etc.);
• Using social and cultural resources and going beyond the walls of educational in-

stitutions (in a situation with sick children, such access may be virtual, but it is
important for parents to know the potential of the network to expand their horizons
and educational opportunities when working with children with disabilities);

• Network interaction of various organizations for the implementation of continuing
education programs (in this case, we are talking about cooperation between medical
and educational organizations in the field of creating an effective system of continuing
education for parents of children who are on long-term treatment).

Charitable foundations, nonprofit organizations and associations of specialists provide
comprehensive assistance for long-term ill children and their parents; they organize and
conduct special training sessions, seminars, consultations and master classes.

A great role in the development of informal continuous education of parents, whose
children are in a difficult life situation, including a longstanding severe disease, is played by
volunteer organizations. On the website of Volunteers of Russia (https://xn--ppcc-93dhl2
baz3acbc2jodp.xn--p-6mb/) (accessed on 27 September 2021) in the “Education” section,
one can find educational courses in different aspects of social volunteering, including
work with children who got in a difficult life situation. On the website of Volunteers-
Medics All-Russian Social Movement (https://xn--ep-e-f4dq2aardoilb5d8h.xn--p-6mb/)
(accessed on 27 September 2021) founded in 2013 by activists of Sklif Volunteers project,
the comprehensive medical education of different groups of the population is stated as
one of the key tasks that the project team tackles. For this purpose, volunteer medical
professionals organize major educational work, arrange different enlightening events and
deliver both on-site and online courses.

All in all, five educational programs have been developed. In particular, parents
whose children are seriously ill for a long time can take a course called Learn Medical
English. The educational program has been developed and is being realized by Volunteers-
Medics All-Russian Social Movement together with the Medical Institute of the Peoples’
Friendship University of Russia (RUDN). Special attention in this program is paid to the
rules of rendering first psychological and medical aid, the rules of behavior in difficult life
situations and also to the basis of healthy lifestyle maintenance and learning the relevant
vocabulary in English.

The School of social volunteering founded by the Danilovtsy Volunteer Movement
and The Union of Volunteer Organizations and Movements in 2013 is engaged in educating
parents whose children undergo continuous treatment in medical institutions of Moscow
and other Russian towns and cities. Classes are held both on-site and in online mode using
distance learning technologies. The school holds practical seminars, conferences and round
tables designed to exchange experience and spread best practices all over Russia.

On the website of The Fund of Combating Leukemia Social Non-Governmental Orga-
nization (https://leikozn.net) (accessed on 27 September 2021), whose main objective is to
help those who suffer from leukemia, there are also materials that can be used to promote
informal further education of parents whose children have longstanding severe diseases.

Internet technologies, Web-2.0 services, social services that allow organizing joint team-
work using various resources have come to play an ever-greater role in communications
among medical professionals, patients, their relatives and educational workers.

The current wave of school closures caused by the COVID-19 pandemic offered an
opportunity for experimentation and for envisioning new models of education both for
children with longstanding severe diseases and their parents [49]. In recent times, teaching
is often undertaken remotely and on digital platforms, with a significant surge in usage
of virtual tutoring, video conferencing tools, or online learning software. In response

https://xn--ppcc-93dhl2baz3acbc2jodp.xn--p-6mb/
https://xn--ppcc-93dhl2baz3acbc2jodp.xn--p-6mb/
https://xn--ep-e-f4dq2aardoilb5d8h.xn--p-6mb/
https://leikozn.net
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to significant demand, many online learning platforms are offering free access to their
service [50,51].

Open group in Facebook social network called A book to help parents whose children
suffer from cancer (https://www.facebook.com/photo.php?fbid=2484637028244364&set=
gm.1526650534145706&type=1&theater) (accessed on 27 September 2021) was created by a
mother whose child was diagnosed with leukemia in his early childhood. In this group,
there are articles, videos, other materials made by specialists, doctors, tutors, educators who
work with seriously ill children. This kind of informal further education is becoming more
and more requested by the parents of chronically ill children. At present, the group accounts
for more than 400 participants who actively communicate with each other discussing a
vast range of topics connected with the treatment and radiation of their children.

A Book to Help project (http://onkobook.ru) (accessed on 27 September 2021) united
people who publish practical educational supplies for parents on the treatment of cancer in
children and fiction books about treatment processes for children. These books are not only
for children but also for their parents.

Another example of an efficient resource for informal further education of parents
whose children found themselves in a difficult life situation is the work of official resource
of Healthy Russia program of the Ministry of Public Health of the Russian Federation, a web-
portal on healthy way of life called Tak Zdorovo (So Healthy) (http://www.takzdorovo.ru)
(accessed on 27 September 2021). Anyone who wishes can take part in online conferences.

Of great importance for informal education of parents whose children suffer from long-
term illnesses are mobile apps that are being actively developed at present. An example of
such an app is Children in Hospital launched by the World Health Organization. The new
Children in Hospital version in Russian is available on Google Play for the Android system.
It gives recommendations on the stages of treatment of children in a hospital, everyday care
and monitoring, discharge and follow-up observations. This mobile app allows using the
recommendations in offline mode. Besides this, it has the following user-friendly functions:
interactive links, search, looking through illustrations and other options. Although this
app is designed first of all for medical professionals, parents whose children are seriously
ill can also find a lot of useful information on their child nursing and care.

Direct Aid Social Charity Organization (DAA) was registered in the Armenian Repub-
lic on 7 November 1997. The website of the Organization is http://www.daa.am/ (accessed
on 27 September 2021). The main objective of the Organization staff is comprehensive
support of children, educators and parents of a hospital school of Arabkir United Medical
Center (JMC), the Institute of Children’s and Adolescents’ Health (ICAH) and the Pediatrics
Department of Hematological Hospital [52]. The team members hold consultations for
children and families who are facing difficulties in the process of treatment, overcoming
diseases and transition to new circumstances. These children and their mothers do not
often have sufficient emotional support they need so much. In such cases, the mother often
leaves her work, neglects other children in the family and so on to have an opportunity
to take care of the seriously ill child. All these factors combined with the child’s health
problems can produce isolation and cause depression. As the child’s illness prolongs, the
family might break up. DAA carries out the Mother and Child program. The purpose of
this program is to work with women who need support to improve the life quality of their
families where a child is seriously ill for a long time. The project started in 2002–2003 with
a USAID grant. In 2005 it received a grant from SAAT Swiss Fund. The fund continues
to support this program as one of the initiatives of women’s strengthening. The pediatric
patients’ mothers are offered seminars on practical life skills with the potential to get some
income from them. Courses in cookery, arts and crafts, computer technologies and foreign
languages are available for and popular with not only the families but also medical staff
in hospitals. For the years that the project has been functioning, it has undergone some
changes determined mainly by the parents’ demands. Specifically, seminars on educational
games were included in the program. In 2018, the program was used by 1244 persons
(chronically ill children, their mothers, brothers and sisters) [53].

https://www.facebook.com/photo.php?fbid=2484637028244364&set=gm.1526650534145706&type=1&theater
https://www.facebook.com/photo.php?fbid=2484637028244364&set=gm.1526650534145706&type=1&theater
http://onkobook.ru
http://www.takzdorovo.ru
http://www.daa.am/
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A great contribution to the development of the education of hospital teachers and
parents of long-ill children is made by the Hospital Organization of Pedagogues in Europe
(HOPE). This European hospital teachers’ association includes hospital teachers from 27
countries [54]. The Russian Federation is represented in the association by teachers of
hospital schools participating in the “Teach & Know” project. The latter is aimed at:

- The creation of a local educational practice of a general education school in the hospital
conditions where seriously ill children are being treated for a long time;

- The development of a supportive educational environment in children’s hospitals.

Currently, 17 regional platforms have been created and are actively developing within
the framework of the “Teach & Know” project [51].

Teachers, who are members of the HOPE Association, try to provide sick children
with a favorable environment and the opportunity to continue their education through
school educational activities. HOPE carries out its activity through the organization and
holding of various events, seminars, meetings, workshops, conferences, as well as through
the publication of newsletters that are distributed throughout Europe. At seminars and
workshops, participants actively share their experiences gained in their country in teaching
children with long-term and serious illnesses. This organization of open seminars lets more
teachers and parents get acquainted with the successful experience in this area, which has
been obtained in other countries.

Therefore, the analysis of both foreign and domestic practices of continuing education
for teachers and parents of chronically ill children shows that currently a system of non-
formal education for teachers and parents of these children is being developed. At the same
time, within the framework of formal education teaching is often undertaken remotely and
on digital platforms, with a significant surge in usage of virtual tutoring, video conferencing
tools, or online learning software since COVID-19 [49]. However, there is limited experience
in training and retraining of teachers with long-term ill children, despite the relevance of
tutoring for long-term ill children and their parents.

Our results suggest that it is beneficial to train parents of long-term ill children together
with hospital school teachers. Specifically, this makes it possible to develop professional
competencies in both target groups, promote the exchange of experience of interaction with
this type of children, and create a unified team that would contribute to the creation of a
developing and supportive environment for children with longstanding diseases. Together
with teachers, parents discuss the problems associated with the child’s educational needs
identification, share their own experiences, search for ways to motivate their child to
master the basic educational program, participate in the development of their child’s
individual educational route, and choose the type of support after discharge from the
hospital that could ensure the successful integration of their child into the school at the
place of residence.

Moreover, our research results have demonstrated a high relevance of the remote
support of parents of children undergoing long-term treatment. The fact is that parents
are highly motivated to take part in this type of training but do not have enough free
time due to possible changes in the child’s physical condition and the need to constantly
accompany him in both treatment and training. In this regard, it is important to develop
novel high-quality educational content, which could be accessible within 24 h. Such
training could be carried out using distance learning forms and the resources of partners
who have expert experience in working with this category of both children and parents. In
our case, when implementing the program, we used the resource of the educational portal
http://uchimznaem.ru/ (accessed on 27 September 2021) (“Teach & Know”), as well as
Zoom and MS Teams educational platforms. Also, the “flipped classroom” technique [55]
proved to be effective to make the course more practical and interactive.

The use of the resources described in this article and the experience of charitable
foundations and non-profit organizations working with long-term ill children and their
parents allowed us to ensure parents’ autonomy while choosing the most convenient and

http://uchimznaem.ru/
http://uchimznaem.ru/
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relevant for them non-formal educational resources and handle the situation through
making necessary changes in the content and teaching technologies.

Among the limitations of the present study, we can indicate its moderate sample
size that included 100 teachers (mainly female subjects) and 530 parents of long-term ill
children from Russia. However, the results of this local study, analyzed by the authors
through a prism of international research, can be taken into account by different educational
stakeholders in other contexts while organizing training for both teachers and parents of
children with long-term illnesses.

5. Conclusions

The existing foreign and domestic practices of teaching children undergoing long-term
treatment indicate that at the present stage, the problem of teaching children with long-term
and serious illnesses remains relevant. However, in connection with the emergence of
hospital schools, the question arises of training for professional personnel for this type of
educational institution, as well as the associated issue of educating parents who need both
psychological and pedagogical assistance in accompanying their child and other children
in the same life situation. Specifically, there is a gap in didactics concerning relevant
full-time and remote techniques for training both teachers and parents of children with
longstanding diseases.

The most relevant practices of training for teachers and parents of children who
are undergoing long-term treatment include those that provide teachers and parents
with psychological and pedagogical assistance in accompanying these children in their
learning and socialization, integrate the opportunities and resources of formal and non-
formal education and provide parents with the opportunities for changing the profession
(professional retraining) for subsequent employment and helping their child and self-
realization in a new field of activity.

Having summarized our study results, we have identified the following types of
relevant training practices for teachers and parents of children with long-term illnesses:

(1) Formal training of teachers and parents, which is organized and conducted by special-
ists of educational institutions that provide additional professional education services;

(2) Informal training, including training offered by various organizations and founda-
tions whose main activity is not the provision of additional educational services.

The conducted research allows us to make the conclusion that training for teachers
and parents of children who are undergoing long-term treatment should be based on an
integrative approach to psychological and pedagogical support of the child and ensure
the interaction of teachers and parents as well as the exchange of experience between
them. Both parents and hospital teachers should participate in the development of an
individual educational route of a chronically ill child in accordance with the doctor’s
recommendations, depending on the length of the child’s stay in the hospital, their level of
knowledge, needs and interests, health and well-being status, and determine the amount
of daily load.

In other words, our findings suggest that there is a need to integrate the efforts and
resources of different agents involved in implementing both formal and non-formal training
programs for teachers and parents of children with longstanding diseases. Such programs
allow navigating various informal resources, individualizing the learning process, and
using the best practices of various institutions.

Therefore, to achieve the success in the training of teachers and parents of children
with longstanding diseases, it is necessary to create an open and accessible educational
environment based on the integration of formal and non-formal education, as well as the
cooperation of the teachers of hospital schools with the involved universities and volunteer
organizations.

Within a joint training program for teachers and parents of chronically ill children
program, the formal basic and subject-specific training modules were supplemented by the
best educational practices covering various aspects of work with long-term ill children. The
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interconnection of the modules of the formal and informal parts of the program ensured the
program’s integrity, scientific character and practical orientation. Mastering the developed
educational program allowed teachers and parents to successfully fulfill the functions
of tutoring children with long-term illnesses, provide children with psychological and
pedagogical support and accompany them both in a hospital and upon returning home.

The main problems that arose during the implementation of the program included:
(1) the problem of the psycho-emotional state of the parents who must be active participants
of the pedagogical process of their child medical and social rehabilitation while getting
themselves an emotional experience; (2) the problem with the financial situation in families,
often resulting in a lack of technical means and poor access to the Internet.

To reduce the risks of these problems’ appearance, various pedagogical techniques
including those of interactive and dialogical learning, can be used.

To ensure proper technical support of the program implementation, it is important to
consider the possibility of temporary provision of technical teaching aids by the hospital
school or the manager of the training process (in particular, the university).

In a medical institution, it is advisable to use modular programs to train teachers and
educate parents of children with long-term illnesses, which are implemented in full-time
form with remote support, so that each of the students can progress at their own pace in
mastering their individual program.

Further research is needed to identify effective teaching practices for teachers and par-
ents of children with long-term illnesses and generalize experience in this area. Specifically,
the most promising areas of future research include: (1) elaborating individual professional
development maps for teachers with consideration for their professional needs and deficits;
(2) carrying out an analysis of the employment of seriously ill children’s parents after
their completion of professional retraining programs, to adjust and improve professional
retraining programs; (3) providing a synthesis of teachers’ and parents’ experience in
accompanying seriously ill children in a difficult life situation.

Promoting the wide-scale adoption of the most effective strategies to develop pro-
grams and services for both teachers and parents of children with severe diseases, the
present research facilitates understanding how teachers and parents develop the expertise
to support these children in their education and, therefore, can serve as a roadmap for the
future of teaching and parenting policy in relation to work with long-term ill children.
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