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ПРИМЕНЕНИЕ БОДИНАМИЧЕСКОГО ПОДХОДА ПРИ НАРУШЕНИЯХ РАННИХ СТРУКТУР ХАРАКТЕРА ДЕТЕЙ СО ЗРИТЕЛЬНОЙ ДЕПРИВАЦИЕЙ

Быкова Е.Б.
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APPLICATION OF THE BODINAMIC APPROACH FOR VIOLATIONS OF EARLY CHILDREN'S STRUCTURES OF CHARACTER WITH VIOLATIONS OF VISION
Disorders of the early character structure of children with visual deprivation may be associated with complex, often chronically negative relationship in the family, with a sustained depression of the mother, resulting in natural development of character defense of a child. Besides, the visual dysfunction affects the child’s activity, including research and orienting-exploratory nature of the activities, which may directly influence the child’s cognitive development. During the two initial stages of character development (need and autonomy structures) as a result of inappropriate behaviour of a parent (overprotection, or, conversely, connivance) the child with vision disorders is in danger of the formation of impossibility to satisfy his/her needs (due to the limited desire to explore the world) or the underdevelopment of the sense of reality (balance, exploration of surroundings). The activities applying elements of the body psychotherapy help to correct the child’s development in both cases, since the body psychotherapy is of correctional and compensatory nature. At the same time it is important to examine and rehabilitate the movements peculiar to the previous age level before proceeding to the solution of the detected problem corresponding to the biological age of the child.
Key words: visual deprivation, bodily psychotherapy, bodynamic analysis, bodily awareness, sensorimotor sphere, psychomotor development, training "to be grounded", "containering", establishment of "boundaries".
Статья поступила в редакцию 03.05.2018
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ФОРМИРОВАНИЕ ПРИОРИТЕТНЫХ ЗАЩИТ РАЗНОГО УРОВНЯ ОРГАНИЗАЦИИ ЛИЧНОСТИ У ЗДОРОВЫХ ЖЕНЩИН И ЖЕНЩИН С ПАТОЛОГИЕЙ ЗРЕНИЯ
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THE FORMATION OF THE PRIORITY PROTECTIONS AT DIFFERENT LEVELS 
OF ORGANIZATION OF THE PERSONALITY IN HEALTHY WOMEN AND WOMEN 
WITH VISUAL IMPAIRMENTS

The aim of the study was to compare the priority forms of protection in healthy women and women with vision pathology. 12 women with vision pathology and 41 healthy women served as research materials. The testing was carried out "Active and passive protection." Preferred levels of women with visual impairment: creative, social, behavioral and psychological. This group is socially active. The leading defenders of healthy women were those at the creative, psychological and physiological levels. The closest indicators in the two groups was the formation of creative protections. Members of the second group are more confident, their self-esteem and level of stress resistance is higher. 

The result is that the individual in adverse conditions for the existence of functional rearrangements affect all levels of homeostasis. This change carries an adaptation component and is aimed at maintaining life support. If a person is unable to form any form of protection at any level of the organization, it will be disadapted. Due to the long-term "homeostasis illness" and less lability adaptive systems most harshly those mechanisms in people with physical disabilities.

Keywords: protection of different levels of organization of the person, women with pathology of vision
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СЕЛЕКТИВНОЕ ВНИМАНИЕ КАК ОСНОВА ИНТЕЛЛЕКТУАЛЬНОЙ ДЕЯТЕЛЬНОСТИ НЕСЛЫШАЩИХ МЛАДШИХ ШКОЛЬНИКОВ

Вощилова Н. В.
Россия, Санкт-Петербург,
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SELECTIVE ATTENTION AS THE BASIS 
OF INTELLECTUAL ACTIVITY OF DEAF CHILDREN

In the article attention is considered as the basic mental process, which plays an important role in the formation of cognitive activity, which ensures the effectiveness of teaching. A special role in the organization of mental, including cognitive, activities is given to sensomotor integration integration. Hearing disorder is seen as a reason of sensomotor activity functioning specifity.

Key-words: attention, sensomotor integration, hearing disorder
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ТВОРЧЕСКАЯ РЕАБИЛИТАЦИЯ ЛИЦ С УМСВЕННОЙ ОТСТАЛОСТЬЮ.

ОПЫТ, ПРОБЛЕМЫ И ПЕРСПЕКТИВЫ

Вялых О.А.

Россия, Санкт-Петербург

РГПУ им. А.И. Герцена
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CREATIVE REHABILITATION OF PERSONS WITH MENTAL RETARDATION.

EXPERIENCE, PROBLEMS AND PROSPECTS

The article considers the relevance of studying the problem of creative rehabilitation for persons with mental retardation as one of the directions of cultural and recreational rehabilitation of persons with disabilities within the General humanistic tendency to inclusion. The author reveals the current state of the use of the rehabilitation potential of creative activity to improve the level of social adaptation, as well as presents some considerations about the prospects for the development of creative rehabilitation of persons with disabilities in General and persons with intellectual disabilities in particular. 

Key words: creativity, rehabilitation, mental retardation
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СПЕЦИФИКА ВНУТРЕННЕЙ КАРТИНЫ ДЕФЕКТА ПОДРОСТКОВ С ДЦП
Гайдукевич  Е.А.

Россия, Санкт-Петербург,
РГПУ им. А.И.Герцена

тел. 89219176736

THE SPECIFICITY OF THE INTERNAL PICTURE OF A DEFECT OF ADOLESCENTS
 WITH CEREBRAL PALSY

The article presents results of an empirical study of the internal picture of a defect (IPD) of adolescents with cerebral palsy. The author gives scientific rationale for the development and application of the model for the verification of IPD of adolescents with special needs. IPD types of adolescents with cerebral palsy have been determined, their representation has been established, and specific features of the structural components of each type have been revealed and characterized. The data obtained make it possible to determine the approaches to creating socio-psychological conditions of prevention and correction of the process of negative IPD types’ formation.

Key words: internal picture of a defect, structural components, types of internal picture of a defect, character of the internal picture of a defect of adolescents with cerebral palsy
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МЕТОДИЧЕСКАЯ СИСТЕМА РАБОТЫ С ТЕТРАДЯМИ 
 ПО  ЧТЕНИЮ И РАЗВИТИЮ РЕЧИ  И ФОРМИРОВАНИЮ 
БИБЛИОГРАФИЧЕСКИХ ЗНАНИЙ ГЛУХИХ УЧАЩИХСЯ НАЧАЛЬНЫХ КЛАССОВ
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METHODICAL SYSTEM OF WORK WITH THE NOTEBOOK FOR READING AND DEVELOPMENT OF SPEECH AND BIBLIOGRAPHICAL KNOWLEDGE FORMATION OF DEAF STUDENTS AT PRIMARY CLASSES

The article reveals the methodical system of work with the notebooks for reading and speech development in the primary grades of schools for deaf children. There are shown the ways of bibliographic knowledge formation among deaf students in the second period of language training.

Information in the article will be useful for teachers of special (correctional) schools and defectology faculties students of pedagogical universities.

Key words: methodical system of work, reading activity, younger deaf readers school children, notebooks for reading and development of speech, bibliographical knowledge, reading and speech skills.
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«ШКОЛА ДЛЯ ВСЕХ!?» - АСПЕКТЫ АКТУАЛЬНОГО РАЗВИТИЯ В ГЕРМАНИИ

Wachtel G.t
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Humboldt-Universität zu Berlin

Institut für Rehabilitationswissenschaften
 grit.wachtel@hu-berlin.de
"SCHOOL FOR ALL!?"- ASPECTS OF CURRENT DEVELOPMENT IN GERMANY

After a brief overview of the historical development of integrative education in the Federal Republic of Germany, the article discusses the current development under three aspects: developments in the school system and school policy; questions of didactic-methodical implementation of inclusive education; the importance of educational staff and school development.
Keywords: Germany, school, inclusive education, teacher
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С ОГРАНИЧЕННЫМИ ВОЗМОЖНОСТЯМИ ЗДОРОВЬЯ

Емельянов В.Д.1,2

Россия, Санкт-Петербург, 

1 - РГПУ им. А. И. Герцена, 
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METHOD OF CONTROL OF THE REHABILITATION PROCESS FOR CHILDREN 
WITH DISABILITIES

Evaluating the motor system functions in different age periods and the need for early detection of deviant development require unconditional objectification of diagnostic process and use of sensitive methods with high specificity. For successful corrective actions during rehabilitation developmental disorders of any degree should be taken into account and subclinical disorders revealed by hardware and software methods are predictors of the limiting factors, which further limit adaptation of disabled children.A total of 146 school-age children with isolated sensory impairments, visual and auditory, were examined. The examined children were divided into age groups: younger (7-10 years), middle (11-12) and older (13-16 years) school age. The established threshold values ​​of stabilometric parameters, as individual stabilometric symptoms of dyspraxia, were used as a criterion for ascertaining the fact of violation of the coordination structure of motor activity. The stabilometric studies data of schoolchildren with sensory impairments indicates a low quality of maintaining the static balance of the body, which reflects a violation of coordination structure of motor activity among children with visual or hearing impairment in all age groups. In children and adolescents with sensory impairments, stabilometric data indicates low quality of coordination support for motor activity, which requires additional correction in the development process. Stabilometry, as a screening method for monitoring the rehabilitation process in children with disabilities, can be used as a method of pedagogical control in correctional pedagogy and will contribute to maximum individualization and objectification of evaluating rehabilitation programs effectiveness with the condition of constant monitoring during the course of exposure.

Key words: rehabilitation process, children, disabilities, dispraksia, diagnostic criteria, stabilometry, postural control.
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СИСТЕМА ПРАКТИЧЕСКОЙ ПОМОЩИ СУРДОПЕДАГОГАМ ПО ФОРМИРОВАНИЮ ОБЩЕУЧЕБНЫХ УМЕНИЙ У СЛАБОСЛЫШАЩИХ МЛАДШИХ ШКОЛЬНИКОВ

Ильюшина С.В., Красильникова О.А. 

Россия, Санкт-Петербург

РГПУ им. А.И. Герцена

т.: 8(812)2323495
THE SYSTEM OF PRACTICAL AID TO TEACHERS OF HEARING IMPAIRED SCHOOLCHILDREN FOR EDUCATIONAL SKILLS OF THE HEARING IMPAIRED PRIMARY SCHOOLCHILDREN
The article devotes to the system of practical aid to teachers of hearing impaired schoolchildren for educational skills of the hearing impaired primary schoolchildren; it includes the classes and after classes activities based on the educational process of this method; the intersubject connections of the subjects and the remedial courses; school, family, teachers and schools cooperation.

Key words: educational skills, hearing impaired schoolchildren, tasks on different levels, intersubject connections, school and family cooperation, project activity
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ТЕХНОЛОГИИ СОПРОВОЖДЕНИЯ ОБУЧАЮЩИХСЯ С НАРУШЕНИЯМИ ЗРЕНИЯ 
НА ЭТАПЕ ОСНОВНОГО ОБЩЕГО ОБРАЗОВАНИЯ
Замашнюк Е.В.
Россия, Санкт-Петербург
РГПУ  им. А.И. Герцена
zamashnyuk_ev@mail.ru
TECHNOLOGY TO SUPPORT STUDENTS WITH VISUAL IMPAIRMENTS

AT THE STAGE OF BASIC GENERAL EDUCATION

The theoretical and experimental study was devoted to the argument of the need to provide support to students with visual impairment (visually impaired, with functional visual impairment) at the stage of basic General education. The relevance of the work is due to the fact that, firstly, in the transition to the next stage of education, some students with visual impairment need further support, as they have an insufficient level of visual perceptual readiness for learning activities; secondly, there are no technologies developed to support students with visual impairment in General education organizations in the absence of Federal state educational standards at the stage of basic General education for students with disabilities.

Key words: support, organizational and pedagogical technologies, visually impaired, students with functional disorders of vision, basic General education, visual perceptual readiness for learning activities, visual perception, special educational needs, cognitive activity.
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КАЧЕСТВО И СТИЛЬ ЖИЗНИ ИНВАЛИДОВ ПО ЗРЕНИЮ ПОЖИЛОГО ВОЗРАСТА: СОЦИАЛЬНО-РЕАБИЛИТАЦИОННЫЙ КОНТЕКСТ

Кантор В.З., Смирнова Н.Н.
Россия, Санкт-Петербург, 

РГПУ им. А.И. Герцена, 

v.kantor@mail.ru
THE QUALITY AND STYLE OF LIFE OF THE VISUALLY IMPAIRED ELDERLY: 
SOCIAL REHABILITATION CONTEXT

The article presents and analyzes the results of the ascertaining experiment to study the characteristics of the quality and lifestyle of the elderly visually impaired. They were 20 blind and visually impaired, and 20 normal-looking men and women, over 60 years of age. The" world health organization quality of life Questionnaire "and"life style Methodology" were used. Persons with disabilities use psychological protection: exclusion, denial, substitution, compensation, reaction formation, projection, rationalization, and regression.

Key words: social rehabilitation of the disabled, the visually impaired, the blind and visually impaired, the elderly, quality of life, lifestyle.
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СОВРЕМЕННЫЕ ТЕОРЕТИЧЕСКИЕ И ПРИКЛАДНЫЕ АСПЕКТЫ ОПТИМИЗАЦИИ СОДЕРЖАНИЯ ДОШКОЛЬНОГО ОБРАЗОВАНИЯ ДЕТЕЙ С НАРУШЕНИЕМ СЛУХА

Коржова А.А.

Россия, Санкт-Петербург,

 РГПУ им. А.И. Герцена, 

surdofcp@gmail.com
MODERN THEORETICAL AND APPLIED ASPECTS OF OPTIMIZATION OF THE MAINTENANCE OF PRESCHOOL EDUCATION OF CHILDREN WITH HEARING IMPAIRMENT
The article deals with theoretical, psychological, pedagogical and methodical aspects of preschool education of children with hearing impairment. Based on the concepts of children with hearing impairment LS. Vygotsky, L.A. Wenger, A.V. Zaporozhets, A.N. Leontyev and other leading scientists, the modern approaches to the improvement of the content of education and upbringing of children in the conditions of a pre-school educational organization are revealed.

The characteristics of the stages of development and leading types of activity of hearers and the description of their formation in deafened preschool children give grounds for the assertion that it is necessary to take into account the general patterns of development and specific features in children with hearing impairment at all stages of pre-school childhood. The contingent of children with hearing impairment is deaf, hard of hearing, children with multiple developmental disorders, so the current problem is the definition of criteria for applying the principles of individualization and differentiation in the correctional and developmental work. The contingent of children with hearing impairment is deaf, hard of hearing, children with multiple developmental disorders, so the current problem is the definition of criteria for applying the principles of individualization and differentiation in the correctional and developmental work. An important modern problem is the selection and combination of means and methods for the education of children with hearing impairment of early and preschool age in different life and educational situations.

Keywords: methodical aspects, preschool education, children with hearing impairment, the characteristics of the stages of development, modern problem, methods for the education.
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КВЕСТ-ТЕХНОЛОГИЯ КАК СРЕДСТВО 
ХУДОЖЕСТВЕННО-ЭСТЕТИЧЕСКОГО РАЗВИТИЯ ШКОЛЬНИКОВ С НАРУШЕНИЕМ СЛУХА

Кораблева Л.В.
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РГПУ им. А.И. Герцена

т.: 8(812)2323495

QUEST-TECHNOLOGY AS AN ARTISTIC-ESTHETIC SOURCE OF THE HEARING IMPAIRED SCHOOLCHILDREN DEVELOPMENT
The author explains in the article the role of the regional work for the hearing-impaired schoolchildren in the image formation of the world around, the native region and the native city; reveals the peculiarities. The article also expands the method to exposure the schoolchildren to the Saint-Petersburg architecture with the use of the quest-technology.

Key words: regional work, the hearing-impaired schoolchildren, quest, architecture, architect, sculptor, sculpture, monument, culture, fortress, bastions, bastion system, ravelins, curtain walls. 
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ОЦЕНКА ПРОГРЕССА РАЗВИТИЯ ПРОЦЕССОВ СЛУХОРЕЧЕВОГО АНАЛИЗА 
У ДЕТЕЙ С НАРУШЕНИЕМ СЛУХА, 
ИСПОЛЬЗУЮЩИХ КОХЛЕАРНЫЕ ИМПЛАНТЫ И СЛУХОВЫЕ АППАРАТЫ

Королева И.В.1,2, Огородникова Е.А. 3
1 Россия, Санкт-Петербург, РГПУ им. А.И. Герцена 
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ASSESSMENT OF PROGRESS IN AUDITORY-SPEECH PROCESSING IN HEARING IMPAIRED CHILDREN WITH COCHLEAR IMPLANTS AND HEARING AIDS

Modern hearing aids and cochlear implants provide hearing impaired children the possibility for spontaneous speech development by listening. Therefore, regular assessment of development of auditory skills in children is very important. The aim of the study is the development of standard method for assessment of auditory-speech rehabilitation in children of different age and levels of auditory and speech development with cochlear implants and hearing aids. The results: The battery includes special Russian language tests and computer tests for assessment and development different processes of central auditory processing in children at different stages of rehabilitation. Computer tests with auditory feedback were used for auditory training in pre- and postlingually deaf children. It was shown the increasing of number of correct responses, decreasing of reaction time, enhancement of listening and verbal skills using in daily life after training. Conclusion: The diagnostic tests battery is an effective tool for assessment of progress of auditory-verbal rehabilitation of hearing impaired children with hearing aids and cochlear implants. Computer tests with auditory feedback also can be used for auditory-speech training in cochlear implants and hearing implant users. 

Key words: children with hearing disorders, cochlear implantation, auditory rehabilitation, assessment of auditory perception.
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ИНТЕГРАЦИЯ  – ЭТО НЕ ТОЛЬКО ИНТЕГРАЦИОННАЯ ШКОЛА

Котормус О.

Польша, Краков,
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 roksana.kotormus@wp.pl  

INTEGRATION is NOT ONLY an INTEGRATED SCHOOL 
This article attempts to highlight the significance of personalized integration measures aimed at supporting a child diagnosed with autism. The first part of the article contains a brief analyse of the concept of inclusive education, with most attention given to the aim of integrating. The main and empirical part consist of a report of an assistant teacher on progress of a pupil diagnosed with autism attending the secondary school in Łomianki. Systematic observation of the boy, supporting his  development from the early childhood, and above all cooperation of the parents, therapists and people of good will were crucial factors of reaching both integrating and inclusive effect.

Key words: disability, integration, parent, teacher 
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ДОШКОЛЬНОЕ ОБРАЗОВАНИЕ ДЕТЕЙ С НАРУШЕНИЕМ СЛУХА: 
СОЦИАЛЬНО-КОММУНИКАТИВНОЕ РАЗВИТИЕ

Красильникова О.А., Пенин Г.Н. 

Россия, Санкт-Петербург

РГПУ им. А.И. Герцена

т.: 8(812)2323495

HEARING-IMPARIED CHILDREN PRESSCHOOL  EDUCATION: 

social-communicative development

This article devotes to one of the leading development and education ways of the deaf and hard of hearing preschool children. There are some peculiarities of the game learning, working process, health and safety training course and communication of the hearing-impaired schoolchildren; the article explains the recommendations on including this way to the preschool learning process.

Key words: deaf and hard of hearing preschool children, preschool education, social-communicative development, game, communication, working process, health and safety training course
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ПОЗНАВАТЕЛЬНЫЕ ДОСТИЖЕНИЯ ДЕТЕЙ 
С ЛЕГКОЙ И УМЕРЕННОЙ СТЕПЕНЬЮ НАРУШЕНИЙ ИНТЕЛЛЕКТА
Кулеша Э. М. 
Польша, Варшава
Академия специальной педагогики
им. М. Гжегожвской
npcpcn@gmail.com
COGNITIVE ACHIEVEMENTS OF CHILDREN
 WITH MILD AND MODERATE INTELLECTUAL DISABILITY 
The publication presents the results of research, the purpose of which was to study the behavior of children with mild to moderate degree of intellectual impairment in the situation of accomplishing a task involving assistance in the case of difficulties; identification of development zones, including zones of actual and proximal development in accordance with the concept of L.S. Vygotsky; the disclosure of the profile of cognitive abilities; the establishment of similarities and differences between children with typical development and children with mild and moderate degree of intellectual impairment of the same mental age.
The general low level of abilities of children with an intellectual disabilities is confirmed in comparison with children with normative development. The ability to perceive color, shape and spatial relationships did not differentiate the groups of children with typical development and children with disabilities. The lowest results in children with intellectual disabilities were noted in the field of mathematical abilities and cause-and-effect thinking. There were no statistically significant differences between the level of abilities of children with mild to moderate degree of intellectual impairment. Strengths of children with disability in the situation of the task were social sensitivity and imitation.
Profiles of cognitive abilities of children with disabilities were less harmonious than in children with normative development. Particular disproportions were observed in the profile of abilities of children with a moderate degree of intellectual impairment.
Keywords: intellectual disability, mild and moderate degree, diagnosis, cognitive abilities, profile, zone of proximal development.
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СЕТЕВОЕ ВЗАИМОДЕЙСТВИЕ КАК ЭЛЕМЕНТ СИСТЕМЫ 
ПО РАЗВИТИЮ КОММУНИКАТИВНЫХ УМЕНИЙ 
У МЛАДШИХ ШКОЛЬНИКОВ С КОХЛЕАРНЫМИ ИМПЛАНТАМИ
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NETWORK COOPERATION AS AN ELEMENT OF THE COMMUNICATIVE SKILLS DEVELOPMENT FOR THE PRIMARY SCHOOLCHILDREN WITH COCHLEAR IMPLANTS

This article shows the communicative skills development for the primary schoolchildren with cochlear implants who study in the special school for the hearing-impaired children. The special teacher’s practical work on the communicative skills development includes the complex of the adaptive methods and ways in the teaching process, and the schools network cooperation. The article deals with the network cooperation organization on the communicative skills development during the after classes activities which helps to widen the social network among the ordinary children and the children with cochlear implants with the ability to save the special educative conditions. Network cooperation realizes on three levels: schoolchildren, teachers and family. The article explains the results of the system usage on the communication skills development in the teaching process for the hearing-impaired children; it can show the effective ways of the work done and the opportunity to use widely the prepared model of the communication skills development.

Key words: cochlear implantation, primary schoolchildren with cochlear implants, communicative skills development, network cooperation on the communicative skills development, educative organization for the hearing-impaired children
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ТРУДОУСТРОЙСТВО ЛИЦ С НАРУШЕНИЕМ СЛУХА: 
ПРОБЛЕМЫ И ПЕРСПЕКТИВЫ 

Мамедова Е.Ю.
Россия, Санкт-Петербург

РГПУ им. А.И. Герцена
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EMPLOYMENT OF HEARING-IMPAIRED GRADUATES: 
PROLEMS AND PROSPECTS

In this research we examine issues that hearing-impaired graduates of Faculty of Special Education at Herzen State Pedagogical University encounter when getting employed. We study motivation and analyze multiple factors that discourage hearing-impaired graduates to get employed and consider a role of the government and university in employment process. This is a retrospective analysis of materials obtained within the last five years that include personal interviews and questionnaires. We interviewed hard-of-hearing and deaf respondents.  We discovered a few factors that restrain a graduate with hearing loss to be perceived as an acknowledged competitor on a labor market. Proposed ways of successful employment specifically for this category of graduates. As our research shows, the vast majority of hearing-impaired graduates that get employed are not satisfied with their work, which is due to the lack of employment skills.

Key words: employment of hearing-impaired graduates, hearing-impaired personnel management, self-realization, social adaptation, professional adaptation, professional rehabilitation.
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ЗАВИСИМОСТЬ НАРУШЕНИЯ ПИСЬМЕННОЙ РЕЧИ 
ОТ ОСОБЕННОСТИ ПРОИЗНОШЕНИЯ ДЕТЕЙ С НАРУШЕНИЕМ СЛУХА

Наумова Н. В.
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CONNECTION BETWEEN WRITING DISORDERS 
AND SPECIFIC PRONUNCIATION OF HEARING IMPAIRED PUPILS.
This work is devoted to the research of pronunciation influence on spelling skills of hearing impaired pupils. The writing process is closely connected with acoustic, kinesthetic feelings and images and therefore, due to subjective and objective reasons, the interrelated pronunciation and spelling mistakes at hearing impaired pupils speech are inevitable. Spelling rules are inextricably connected with pronunciation. Spelling and pronunciation studying must be performed simultaneously and that is the important aspect of the language learning system. The data is based on pedagogical research which was held with 33 hearing impaired pupils in 5-8 Grades of special (correctional) educational institution for hearing impaired children of Leningradsky district, Yukki,(Vsevolozhsky region).

Analysis of hearing impaired pupils' sound pronunciation and written language revealed multiple interrelated pronunciation and spelling anomalies, which appear due to close connection between the writing process and hearing, articulatory perception and images. Based on the research results it became obvious that to achieve correct pronunciation and writing skills of hearing impaired pupils the interrelated pronunciation and spelling studying methodology for hearing impaired children must be developed.

Key words: hearing impaired pupils, speech defect, written language mistakes.
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ПРИНЦИПЫ АДАПТАЦИИ СОДЕРЖАНИЯ ОБРАЗОВАНИЯ В УЧЕБНИКАХ 

ДЛЯ СЛЕПЫХ МЛАДШИХ ШКОЛЬНИКОВ
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ADAPTATION PRINCIPLES OF EDUCATIONAL CONTENT IN TEXTBOOKS 
FOR BLIND PRIMAL STUDENTS

Lately, in current socio-cultural sphere the most important tendency is the approach of common and special educational sphere. The actuality of this question is connected to the initiation of Federative State Educational Standard of common primal education of impaired students (FSES PCE of impaired student) in 2016 and of the approximate adaptated basic comprehensive programs for blind pupils. 

The development of special educational literature in every school subject for prolonged (5 years) blind primary school pupils’ teaching is currently developing. In the basis of accessibility there is tactile and visual perception of blind people with residual vision. This why the development and realization of special textbooks meeting aims, goals and special educational needs of blind pupils in educational process is so actual these days. 

This article is devoted to the question of educational literature content adaptation which is used in the educational process of blind students as well as to the need of edicational-methodic supporting of realization of ABEP BCE according to the demand of FSES BCE for impaired students. 

In this article are illustrated materials showing generalisation of experience collected during the analysis of psychological-pedagogical and methodological literature for visually impaired children, generalisation of practical experience in teaching blind pupils and the development of educational- methodological complex for FSES realisation for blind 1-3 grades pupils. The materials for adaptation of educational content were developed in accordance with the recommendations of practice teachers who extend educational services for this category of students. 

The arrangement of approaches and separation of common principles of special adaptation of education content are determined by the peculiarities of the development and special educational needs of blind students, became the results of this article. 

The submitted data is directed to the optimisation of educational process and to creating conditions for successful achievement of education by blind primary schoolers, which corresponds with the education given to the pupils who do not have health limitations. 

Key words: Federative State Educational Standard of basic primal education for impaired pupils, approximate adaptated basic comprehensive program, special educational needs of blind people, peculiarities of educational cognitive activity of blind students, compensative methods, educational needs of blind pupils, educational content adaptation, educational literature adaptation demand. 
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ФОРМИРОВАНИЕ ГРАЖДАНСТВЕННЫХ, ЭСТЕТИЧЕСКИХ, НРАВСТВЕННЫХ КАЧЕСТВ ЛИЦ С ПРОБЛЕМАМИ СЛУХА В ПРОЦЕССЕ ПОСТАНОВКИ ПРОЗАИЧЕСКИХ И ДРАМАТИЧЕСКИХ ПРОИЗВЕДЕНИЙ
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THE FORMATION OF CIVIL, ESTHETIC, MORAL TRAITS OF THE HEARING IMPAIRED PEOPLE IN THE PRESENTATION OF THE PROSAIC AND DRAMATIC PIECES OF WORK

The article sums up the experience of the stage activity of the deaf; it reveals the questions of the formation of civil, esthetic, moral traits of the hearing impaired people through the analysis of the artful literal pieces of work and their presentation

Key words: Deaf theatre, hearing impaired people, literal presentations, dramatization, moral perfection, kindness, mercy
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СТАНОВЛЕНИЕ И РАЗВИТИЕ СУРДОПЕДАГОГИКИ:
 ОТ ПРАКТИКИ ОБУЧЕНИЯ НЕСЛЫШАЩИХ К НАУЧНОМУ ЗНАНИЮ

Филиппова М.И.
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npcpcn@gmail.com
THE BECOMING AND PROGRESS OF THE DEAF AND DUMB PEDAGOGY: FROM THE PRACTICE WORK WITH STUDENTS WITH HEAR IMPAIRMENTS TO SCIENTIFIC KNOWLEDGE

In this article is discussed the way of becoming the deaf and dumb pedagogy as a separate science. Transition from practical research to theoretically fixed methodological recommendations for the training of deaf and hard of hearing children. The article is focused on the historical position of the deaf and hard hearing people in society, the methods of their communication, the ideas of pedagogue practitioners in the education and training of people with hearing impairment. Was described the historical formation of the training of the deaf from monastery schools to charity houses, from foster care to individual education. In this article special attention is paid to the discoveries of practicing teachers in the education of the deaf in various methods: pure oral, mimic and combined, formed in different countries in the period from the XVII-XIX centuries. Was describing the opening in Russia of specialized institutions for training people with hearing impairment. 
Key words: surdopedagogy, history, special pedagogy, correctional pedagogy, defectology, deaf, hearing disability, hearing, speech training.
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ПРОГРАММНО-МЕТОДИЧЕСКОЕ ОБЕСПЕЧЕНИЕ 
КОРРЕКЦИОННО-РАЗВИВАЮЩЕГО СОПРОВОЖДЕНИЯ ДЕТЕЙ
С НАРУШЕНИЕМ ЗРЕНИЯ РАННЕГО ВОЗРАСТА

Фомичева Л.В.  

              Россия, Санкт-Петербург,  

РГПУ им. А.И. Герцена,

 lida.fomicheva@mail.ru
METHODS AND SOFTWARE

CORRECTIONAL EDUCATIONAL SUPPORT FOR CHILDREN

WITH VISUAL IMPAIRMENT AN EARLY AGE

The problem of correctional and developmental support of children with visual impairment of early age is actualized. The Central issue of the work is the consideration and justification of approaches to the software and methodological support of correctional and developmental support for children with visual deprivation. The formats of correction and development support of preschoolers with visual impairment within AOOP are outlined and briefly described. 

Key words: visual impairment, development, correctional and developmental support, special educational needs, pedagogical technology, software and methodological support.
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ПСИХОМЕТРИЧЕСКИЙ И НЕЙРОПСИХОЛОГИЧЕСКИЙ ПОДХОДЫ 
ПРИ ИССЛЕДОВАНИИ ИНТЕЛЛЕКТА ДОШКОЛЬНИКОВ 
С ЗАДЕРЖКОЙ ПСИХИЧЕСКОГО РАЗВИТИЯ ЦЕРЕБРАЛЬНО-ОРГАНИЧЕСКОГО ГЕНЕЗА

Шумская Н.А.

Россия, Санкт-Петербург

РГПУ  им. А.И. Герцена

8 (812) 232-15-58 

PSYCHOMETRIC AND NEUROPSYCHOLOGICAL ANALYSIS OF INTELLIGENCE 
OF PRESCHOOL CHILDREN WITH LEARNING DISABILITIES CAUSED 

BY ORGANIC BRAIN SYNDROM 
This article discusses recent research results of a comparative structural and neuropsychological analysis of the intellectual development of preschool children with learning disabilities caused by organic brain syndrome. This research  showed a significant underdevelopment of operational characteristics of activity, memory, difficulty in perception rate, and underdevelopment of constructive spatial thinking. Neuropsychological indexes of children with organic brain syndrome reflect deficiency of such functions as attention, memory, visual-spatial, audio-motor and dynamic organization of movements. The research established correlation between deficiency of these functions with general speech disorders. 

Key words: organic brain syndrome, learning disabilities, intellectual development, structure of intelligence, neuropsychological factors.
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ИГРА В ПРОЦЕССЕ КОРРЕКЦИОННО-ОБРАЗОВАТЕЛЬНОЙ РАБОТЫ
С МЛАДШИМИ ШКОЛЬНИКАМИ С УМСТВЕННОЙ ОТСТАЛОСТЬЮ
 Чеботова М. А.,. Зарин А., Ильина С. Ю.
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GAME IN THE PROCESS OF CORRECTIVE EDUCATION WORK WITH PUPILS
WITH INTELLECTUAL DISABILITIES
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1. The difficult situation of parents after birth

A new born disabled child of parents, who expected a baby without any handicap, means a difficult situation ot only for the totally surprised mother and father, but for the whole family, the relatives included. This situation is described as a fundamental shock which concerns the relationship of the parents and the whole plans of future life. It is a deep crisis in the self-image and the image in society. Parents are confrontated with a situation, which they did not forsee and which they were not prepared for. They have no means, no „tools“, which could help to bring the new situtaion under control. Alls plans, hopes and wishes for the future of the baby and the family seem to be destroyed and they feel, that something happend, which changes all ideas in important questions of living.

The most freuquent reactions, which parents show, are depression, helpnessless, fury, sadness, aggression, shame. Especially mothers sometimes have the feeling to have failed, do be punished by God for own evil deeds in the past. It is not rare, that parents accuse each other to be the reason of the handicap. They search in the past of the partner for recent cases of disabling in the row of relatives. Its knowm, that in some countries fathers often prefer to leave the mother with the disabled child, because they cannot bear the feeling to appear as „producder“ of such a living being.

In the first time after the birth of the disabled baby, parents often search explanations for the disability and try ask themselves, why they must bear such a fate. Some develop envy to neigbor parents, who became mother and father of a child without disability.  Other parents blame the doctors, who cared for the mother before the birth.  All human feeling qualities are activated.

The most frequent reactions are dispair, sadness combined with discouragement. The parents have the feeling to fall in a deep whole, where they have n possibility to come out. They unconsciously feel, that the task, to edcucare a disabled child will be a burden, which exceed the forces. A great problem is the uncertainty about the future and the feeling, to be unable to change the situation on their own. The most frequent reactions and feelings of parents can be summarized in Table 1.
The patterns of reaction in the situation to be mother and father of a disabeld child are very different and depend on earlier experiences with conflicts in the individual life. Many parents try to overcome the depression and helplessness by a strong actionism, others are uncapable to do something against the feeling of deep sadness and are paralysed. In any case the parents need professional help, because in the time, when they are shocked, they also are unable to accept the child and to identify with the disabled little girl or boy.  

Psychologists, who care for parents in the time of the depressioon and helplessness know, that the change in the different feelings happens in phases, which differ in the sequence sand the duration. Some parents remain in a longer time in one phase than others some overcome a phase quickly and change in the next period, some parents first are in the phase of depression and than come in the period of actions, others deal with the situaion to mother and father of a disabled child by actions and fall in the state of depression afterwards.

The reaction of parents to the birth of a disabled child also depends on the situation of the family in general, from the social status in society, profession of parents and financial conditions. Families with low income are afraid of additonal spending for the baby for medicine or medical device. They know, that institutions for disabled children and clinics, where regular medical examinations, educational or psychological support takes possible, are located far away from the place of residence in greater towns and ask themselves, how to bring the child there, especially, when parents must work many hours a day. Some parents are afraid to have less or no free time for the private life and problems to find in holidays a hotel, which accept families with disabled children. 

Table 1. 
The feelings of parents after the birth of disabled child.
	depression and helplessness

	threat for the plans for future

	disappointement

	envy other arents

	anger at the own situation

	frustration and aggression

	reproaches to themselves

	feeling to be guilty

	reproaches to the partner

	suppression of  reality

	doubts on the competence of and blame to doctors


In general, parents of a new born disabled child feel, that the disability means a great burden in many ways for the later life. They think, that the care of the disabled child requires so much private time, that other activites must stand back now. When the disabled baby already has sisters and brothers, the parents are afraid, too, that they have no more enough time for other children [1,7].
The different ways of handling the new situation also depend on the parents different experiences with conflicts and crisis in former life.  Old experiences with handicaps, frustrations and loss are activated, recent experiences with disappointements, injuries, injustice and inferioty are revived. At the end of the phases, which parents go through, they must find a decision for aceptance or not acceptance of their disabled child. In any case, they need help to develop a realtaionship of acceptance and love to the baby. This experiende to manage a difficult situation together, also is chance for the parents too, to solve recent emtional conflicts. The existence of a disabled child can lead to a faster reationship between the parents. They have the chance to grow together in the common task, to develop new perspectives for the child and themselves, a new philosophy of life. At least, the decision to accept the obviously disabled child depends on the personality of parents and the qualitiy of professional support.

2. Danger and types of wrong education

In the difficult situation to become unexpectedly mother and father of a disabled child, professional help also is necessary, because the parents have in the situaion of shock and overtaxing no realistic sight in the question, how to educate the little child. The danger of“wrong“ education is great. In the scientific litierature mainly 3 types of wrong education are described.

The first type, neclect in elementary needs of the child has many negative consequences for the socialisation of the child and the integration in society. Children, whose parents do not satisfy the most important needs and and leave the baby to oneself, cause disorders in the emotional development. Neclegted children tend to uncontrolled aggressions to other children and adult persons and show no ability to adapt rules in groups. They have normal iocial behavior and no readiness, to help other children. Neclegt of a disabled child leads to egocentrism, the own wishes, needs and interests of the own person always are in the foreground.  Neglected children are not ready and willing, to do, what the parents and later the pedagocical persons desire to be done.

Overprotection, the second type of wrong educational behavior of the parents, has the consequence, that the child is unable to make an effort in daily life.  Because of he piity with disabled girl or boy, parents do not motivate to do something on his or her own. Overprotected children always expect from others, that they do all for him or her, but are not ready to do something for others. The extreme spoiling leads to convinience and consumer behavior. The child never learns to overtake responsibility on is own and depend on others the whole life. The integration of overprotected disabled children in groups and ther society is difficult or not possible.

 The third form - overtaxing is practiced by parents, who have problems to accept, that the child is disabled and never can have the same results in different activities as children without handicaps. The try to ignore the disability and believe, that the child appears normal, when she or he is as successful as other children. This thinking motivates to train the child many hours a day in different skills. The child, who feels the wishes of the parents and the pressure but is inferior to other children at, develop fairs of failure, because it is impossible to fullfill all expectations. He or she becomes a herd with unsocial behavior [2].

Neclegt, overprotection and overtaxing have the same results for the behavior of the child in many ways. In all 3 forms of wrong education it is possible, that the child becomes aggressiv and not able to play normally with other children. In all 3 types of education the children have problems to be integrated, because integration requires a certain measure of readiness to behave in groups in a normal way. The wrong education, not focussed to an integrated life in grups of other disabled or not disabled children has negative consequences for the parents themselves. They notice the problematic of behavior of the child and are confronted with educational problems every day.

This situation reinforces the feeling to fail and can lead to own aggressions. In any case the realationship to the child is damaged with negative consequences for the life of the whole family. The overview shows the 3 most important types of problematic education, when there is no psychological and educational support for the parents (Table 2).

Table 2.  
Types of wrong education and cosequences for the personalisation and socialisation of the child.

	educational style
	neglect
	overprotection
	overtaxing

	Consequence 1
	disorders in emtional development
	inactivity
	fears to fail

	Consequence 2
	egocentrism
	spoiling
	nerd

	Consequence 3
	refusal to do something
	no readiness for efforts
	unsocial behavior

	Consequence 4
	refusing of rules
	convenience
	no self-confidence

	Consequence 5
	striking social behavior
	demands on others
	permanent feeling of inferiority

	Consequence 6
	problems to play with other children
	no responsibility on his own
	dissatisfaction with own performances

	Consequence 7
	aggressions aginst other children
	no readiness to help others
	envy of other children

	Consequence 8
	problems of integration
	no integration in groups
	feeling not to be accepted by parents

	Consequence 9
	problems in inclusion
	no inclusion
	feeling not be loved


3. How to help the parents of disabled children

3.1 First steps: contact to parents after the birth
It is the condition for helping the parents and importent step, that an institution for disabled children is informed from the clinic, where the child was born to contact the family. after the birth immediately. The institution offers its help and send a specialist to the family.  It is great advantage, when the specialist not only has practical experience with the training of disabled childen but also psycholgical knowledge which helps to give advice and support with the necessary empathie in the mental and emotional condition of the parents. The task and function of the specialist for early education is versatile and mainly includes following elements:

· informations of the parents about the disability;

· support to overcome the helplessness and depression;

· help to build up a relationship to the child;

· device in practical handling with the child;

· support with changing the inactivity into educational activities.

The function of information includes the answers of all questions, which the parents move. These are not only questions about the disability itself, but also questions to consequences and perspectives for the later life of baby, instituions, where the child can be educated. The first visits in the home of the parents aim for making free from the uncertainty and give first hints aobut the future fate of the baby. These important informations help the parents, too, to come out of the paralysis, which is typical for the first time after the birth of the child. The parents can develop own imaginations of the future, the child appears as a task, which can be managed with the help of other persons and institutions [3,7].

Included in the counsultation of the parents, which should take place one time a week, is the encouragement of the parents and the aim, to build up a relationship to the child. This does not happen by verbal advicev mainly, but by practical doing. The consultant takes the disabeldchild in the arms and shows the parents, that they can do with the little girl or boy the same as parents do with not disabled babys , too: to let feel the baby the body of mother and father,  to stroke the face and the body tenderly, to sing songs, and to speak with the baby acompanying  all daily activities like putting on closes, washing, feeding The reaction of the baby, for example a little smile in his face , is an element of first communication and helps to accept the child. From pedagogical point of view the consuiltant shoes in the own communication with the baby the importance of a friendly mime and a melodious voice. Body contact, reactions to the parents voice are the first steps of communication and to develop positve feelings to the baby.

Beside the help in building up a relationship to the child the consultant can give many practical advices to arrange the falt for the special needs of the disabled baby.

3.2 The meaning of parents-groups

Many instituions of early intervention offer parents of disabled children the possibility to take part in weekly meetings with other parents. The participation in such groups directed by a specialist for the education ofdisabled children has a great meaning for the parents in many ways.

First the parents see, that other parents have the same fate and stand in the same situation. There is a group, were they can speak freely about their problems, their experiences and their needs. The identification with other parents is a decisive step in the own develoment and the managing the new, difficult situation to be parents of a disabled child. In such groups parents feel accepted and overcome the recent isolation. They develop a solidarity with the other parents, who are affected by the same fate, because other mothers and fathers have similar experiences, emotions and problems, parents feel accepted and understood in all matters which the unexpected birth of the child entails.

The help for the parents includes not only infomations, given by the specialist, but also informations given by the parents to each other.

The participation in groups combines official „formal“ elements as well as informal processes [7]. The formal elements include alls important inormations about the disabilitiy and what parents can do, to manage the situation, the informal elements concern psychological processes, which helf the parents to handle the situaion (Table 3).
Addtional, the scpecialist supplies many ideas to bring forward the child in the home-training He or she shows possiibilty to develop hearing abilities, motoirical skills by making practical exercises during the meetings. Naturally parents carefully observe, how the other parengts communicate with the disabled child and how the child reacts. By this they can overtake positive elements of communication from other mothers and fathers an integrate in the owm communicative behavior. Many institutoins have a great collection of specil materials and toys, which they borrow to the parents for some weeks or months. This is important for families without a great income, because assuraces often do not pay all costs for expensive materilas. With the help of the group the parents develop a new self image. Teh gorup conciousness gives suppoert to stand to the disabled baby. Disabiltiy, which was before the birth of the child was unknown, something strange, appears as a normal phenomen of life [5,6].
3.3 Meaning of self support groups

In many countries in Europe people, who have the same problems found self-helping-groups with variant interests. Beyond the mutual counseling - similar to the groups of parents, which are installad by instituions for disabled children- tehse groups have additinal aims to help the children and themselves. In the area of disabilty self-helping gorups want to change and to better the social situation as minority. Many activities aim for informing the society about the disabilty and getting more finacial help from the government.

Table 3. 
Formal and informal elements of parents support.

	Formal elements
	Informal  elements

	information about the handicap
	solidarisation of the parents

	information about „good“ clinics and doctors
	overcoming the isolation

	information, which costs are overtaken by assurances
	encouragement to each other

	inforrmation about financial help from government
	development of friendships between couples

	information, where to buy special  medical materials for the child to a low price
	private meetings, trips, common holidays

	informations about therapists for training different abiilities
	giving private advice in personal problems

	informations about other medical centers, which provides addiional help
	helping to overcome feeling of sadness and depression

	informations , where to buy suitable toys
	private meetings, where children play together

	informations, where to get professional psychological help
	common ideas for additonal activities


Activities are for example:
· articles in the newspaper

· visits and petitons to politicians

· demonstrations

· information stands at public places

· contact to political parties

· reports in radios and television

The starting points are elementary rules in the constitutions of the states all over the worls. Many governments singned international agreements for inclusion of all disabled peole and pleged themselves to realize the nececssary measures under the aspect of equal rights for disabled and not disabled persons. Disabled people msut have the chance of inclusion in society and the same possibilities of living as people withourt any handicap.

The self-helping groups make aware in the public oppinion, that the equalty in central arias of life is not reality, still an demand changes and progress from politicians. To be more powerfull the regional groups close together to nationswide and international organsations. Many groups publish an own newspaper and organize national and international congresses to inform teh members about actual developments in overcoming the consequences of disabilty and to take pressure to the politicians, who are responsible for the decisions in the matters of disabiity.

To be together in groups of parents, who are afffected by the same situation and with the same problems does not lead to sodarisation only, but to a feeling of power. Its easier in a group of others than alone to develop new ideas, new plans and new activitiies, Each member of a group has special abilities and experiences in a professional field, maybe as a lawer, a secretary, maybe in financial matters or in writing articles.The members of a group of self-helping organisations can put together all abilities and all experinces and beocme active for the bettering of the difficult siutation of disabed  childfren Similar to the parent-groups, which come together in institutions for disabled children, the memberes of self supporting groups grow together as a unit. Parents become friends, invite each other in privare rooms, make excursions and spend holidays together. They give advice to each other in practical daily questions concerning the care of the children [4].

Self-supporting groups are complete free in the decisions, what they do. Some organize flea markets, combined with the informations for interested people about the acitivities of the group and the disability itself, some groups print flyers to distribute on public places, some organize different events and invite common people. Self-helping groups, which exist for a longer time, often organize themselves with other groups in greater units, first in the region, than national and international. When they meet in national and international events, they invite specialists to inform about new developments in medical and technical help. They formulate demands and petitions, which are signed by the members and give them to politians, who are invited, too (Table 4).

Table 4.
 Examples for acitivties of self-supporting groups to inform about and to better their situation

	Written activities
	Verbal activities
	Combined activities

	articles in neewspapers and journals
	visits of politicians in talking hours
	infromations stands at different places

	flyers and posters
	lectures in national and international meetings
	infromation inmarket places

	petitions to government
	informations in differnt types of meetings for the  public
	

	papers with demands to politicians
	lectures in local instituions for further education
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HELP   FOR  PARENTS  WITH  A  NEW  BORN  DISABLED  CHILD

The following article is dedicates to parents of disabled children. The author, father of a disabled son, knows, that persons in themselves with the same problems and the same character to solve the problems, which are connected with the unexpected birth of a disabled child, do not exist. Naturally disabilities are differnt, too concerning type and degree of disability. But the scientific literature, the reports and books form parents, who have children with different disabilities show, that the problems are very similar, especially in the emotional conditions, processes and reactions of fathers and mothers. 

The article mainly turns to parents, who did not expect a disability of the child. Indeed we have carefull chck-ups during the pregnancy. Nevertheless, especially disabilities, which are inherited over generations, are not discovered.

The article has in view complete families with mother and father abd speaks from parents. But it is well known, that in realitiy often mothers must educate her child alone, because the fathers because of shame, leave the family, when he knows, that the child is disabled. For mothers who are confronted with the task to educate a disabled child alone without support from the father the problems, which are described, are mofre severs   

Key words: children with disabilities of early age, psychological and pedagogical assistance to parents.
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To insure the accompanying of the disabled person, the theme (separate, integrated or included teaching) should fit the debate in the involved country. This statement comes from long periods of studies  either in France about autism or in Germany about disability. With a prehistory leading, at the end of the XVIII th century, to the emergence of pionneers (1), to partial realisations and, from the compulsory schooling but under the pressure, in France, of doctors mainly (Bourneville at the  head of the movement) a separate system was elaborated.  Teaching to blind and deaf persons, separate teaching, such was the situation in 1909, 27 years after the 1882 law establishing a compulsory schooling.

I. A history whose key elements are intimately bound to the history of a country.

In France, the law about compulsory  schooling (1888) deals with blind and deaf people. We can see in the fourth paragraph « a rule will determine the means to insure the primary instruction of deaf-mute and blind children » thus, Jules Ferry, at first, didn’t have to face the catholic institutions which took care of this public. His priority is first to admit in class thirteen year old children who don’t attend school. In Bordeaux, in Marseille, some research  could give us some elements. In Nancy, the institution for young blind people (2) , founded in 1852 by a priest - Father Gridel-  is still in activity. With the money and protection of influent clergymen, Father Gridel bought a country house about one kilometer from the train station in Nancy. There , the children had about sixty hours of teaching per week (not including religious ceremonies) with intellectual, musical and industrial teaching. The aim was to allow them to earn a decent living – just like in Asnieres, but in a secular environment, with Gustave Baguer (3)

This rule was expected, it happened in 1909 under the presure of doctors – led by Bourneville (4) schools and classes for the improvement of such children were created - but it was optional – at a time when in Alsace and Moselle (which had become part of the German Empire as a Reichsland) they already knew a school offering help to weak pupils (deficient) (Hilfschule) – that’s why in the period beetween the two world wars Alsace Moselle had the majority of specialized teachers (5). In France, neither the villages nor the « départements » (counties) took into account this law which was disregarded until 1945.

On the one hand a mentally defective child keeps a very small place in a rural life – even if George Sand (1804-1876)  writes about a « weakly » girl who is  abandoned in 1845 in the countryside after nuns ordered it :« It clangs something like a bill-hook, it has no  more knowledge than a lamb and is as mute as a stone «  (6) on the other hand, Antoine Prost recognizes it, inequalities of results are for all of them a common fact in the XIXth and at the beginning of the XXth century.

If the chronology is solidly established in France, the initiatives of the « Popular Front » from 1936 are hopeful. In Suresnes, Henri Sellier participated in the movement leading to schools in the open air (8) and he inaugurated  in 1935 a school now classified as a « historical monument » for its architectural value. Henri Sellier, a minister for Health and Town Planning, has close contacts with the ministry of Education, assisted by Suzanne Lacore as a secretary of state. At the same time Jean Zay (9) minister of Education of the Popular Front  allows the training of specialized teachers during their work-time while keeping their salaries and compensations. 

This training involved:
	From 1909 to 1936
	164 trained teachers

	1937
	53 certificated teachers

	From 1937 to 1939
	236 trained teachers


Beside the training there was a census about more than 95000 pupils which showed that in1953 from 2 to 3% of children were intellectually weak among 7 year old pupils. With the will to cover everything, after the Popular Front started it, Vichy is very critical towards teachers.

Through by-ways initiated by the Education General Inspection, Suzanne Drouin authorizes the organization – in 1942 and 1943- of training courses for about thirty trainee masters : the first week there were visits of schools in the vicinity of Paris (Suresnes, Pantin, Soucy), reports from specialists, members of the Academy of Medecine and also « from modest educators with so rich experiences », the second week. Here we find a frame of training with a status for trainees and a mixture of concrete experience, theory and research, pedagogy and medecine with the will to cover all these terms, the foundations were present (10) . The minister of Health under the Vichy government, Doctor Grasset, fully aware of the disorganization of the society entrusts the procurator, Jean Chazal, to coordinate the services responsible for the « mentally deficient » children or/and « in moral danger »(11). Associations of safeguard, dealing with the social, medical and judiciary  aspects are federated and supported. They turn their attention to handicapped, parentless children, and those in the hands of the law. Another ministry of Vichy , the Ministry of Youth opens centres for a professionnal training which are the ancestors of our professionnal  secondary schools and of the specialized centers for disabled children  as Antoine Prost points out.

At the time of the Liberation, there are hot debates between the « National Education » and the « Health » ministries for the tutelage of the handicapped, but it is politically settled in favour of the Health Ministry. The ministry of Education creates, at the direction of the primary degree, a bureau for mentally defective children and has the will to enforce school attendance at primary school for handicapped children, 1882-1945 first great stage ? And all that in a context when for years the co-operation between these two ministries is a real subject of studies as the general inspector Bernard Gossot in 2007 points out in his article « the specialized education, an expression of a difficult communication between the medico-social side and the ordinary school environment… » (12)

In France, the creation of the « Sécurité Sociale » (National Health Service) (ordonnances of the 4th and 19th october 1945) and the setting-up of a day- fee lead to a medicalization of the handicaps, administered by various organisms such as the National Union of the associations of deficient childrens’parents  (UNAPEI) .13

At the same time, the school attendance at the primary level is done partly in ordinary school structures or in specialized establishments : in 1975 out of 394 000 pupils involved, 151 000 are in establishments. From Antoine Prost’s analysis, the great law of 1975 is due to the fact of a concentration of efforts. The associations and parents of handicapped children refuse the denial of the handicap ; because of its planning, the state has oriented a part of its reflection on structures  most of the time private, financed by the National Health Service and the day-fees. Now the analysis of the orientation of the pupils –in progress at the time-shows its dependence towards its social class pointing out the explanation by poverty which goes back to « the end of the XIXth century » (15) and which, in Germany, is still part of the debate today in the XXIth century (16). The device « Handiscol » created in 1999 reinforces the integration of handicapped pupils after the law of 1975. When, in 2005 (17) The law taking into account the Euro pean step towards inclusion, we passed from a separate school attendance to an integration in special classes to arrive at an  inclusion. The law for an equality of rights and chances, the participation and citizenship of handicapped people gives a definition of the handicap « constitute a handicap, from this law, any limitation of activity, or restriction in the participation in life in society suffered in his environment  by a person, because of a substantial alteration, lasting or definitive, of one or several physical, sensorial, mental, cognitive or psychic functions, of a polyhandicap or of a disabling health trouble » and the figures of the Ministry of Education, Department of Evaluation, of the prospective and the performance  in december 2016 show an indeniable fact : the school attendance in ordinary establishments of handicapped pupils has increased 80% , so 350 000 pupils went back to school  in 2015. Secondary schools are opened and the number of pupils has almost increased threefold (18).

Whereas at univertity the situation is beginning to change (19) Local unities of a school inclusion (ULIS) accept, in ordinary schools, a third of these pupils. There is an accompaniment with specially trained people helping children at school (20), sites open to reflection (towards-an- inclusive- school, daniel.colin ; school integration, partnership …) technical aids already tested in class (21) , adaptations of national evaluations, but also the training of specialized teachers with the help, or not, from 2018 of a certificate of professional aptitude for the practice of inclusive Education (300 hours alternatively). The evolution of the schools for the blind shows one of the consequences of this inclusion : their audience is composed of more and more varied handicapped people and more and more important difficulties and could perhaps accept pupils who couldn’t attend school previously (22).

Behind this intensity at the same time of the « classical » teaching and of the specialized establishments, from primary school to university, difficulties have a tendancy to vanish when you are victorious. But, we must be prudent and we can point out different elements without any denigration : as far as the basic training of teachers is concerned , we can notice the granted time has been cut by half :
	  2004
	750 hours  a year for a trained teacher 

	  2005 - 2006
	400

	  2017
	300


We can just establish that time is needed to integrate knowledge , practices, and make up one’s mind about them .

Human and technical aids arrive little by little but are dependant on a budget voted by the assemblies, according to a survey  realised at INS-HEA in 2016 :
	Deficiences
	Human aids
	Technical aids

	Auditory
	27 %
	24 %

	visual
	37 %
	50 %

	motory
	48 %
	14 %


If we  follow Jack Sagot in his web conference in 2016 in Astrakhan (Russie) we have got over a good deal of ground  at the social level in France in 2016 : handicapped children are much more accepted at school and at work . Generally, because on a personal level it is not as true : indeed many parents avoid registering their own children in classes with handicapped pupils for fear of a weaker school level. If the school inclusion is real at infant school, correct at primary school and is starting in first form, secondary schools are getting opened and university is getting ready. So there is a big difference depending on the school level. There is a tendency, from  the age of 12 to go to specialized establishments. This inclusion is very good for visual deficients, not as good for motory deficients and difficult for the other populations of young handicapped children who form more than half of the total of these children suffering from a handicap.   At last Jack Sagot, a real pedagogue, notes that the good examples put forward  are easy cases : young pupils facing hardly systemized teachings or for older ones cases where punctual  human and technical aids are enough. There is also the question of the professional training and getting a job. This question was (re)started by a campaign of the  Association for the administration of funds for the professional insertion of handicapped persons (AGEFHIP) in 2018-2019 (24). An extreme complexity of the polyhandicap, of associated troubles…

II. The particular case of autist children, an appearance in a national debate?

If inclusion is on the way, there is a category of pupils which is very little included, but maybe we will soon see an evolution of the system with the pressure of the medical profession based on the 1909 law, the fear of tuberculosis and the 1922 circular for the schools in the open air. Something is going on about autism in France, but also in Europe, where the resonance of the  Declaration of Salamanque, in 1984, is considerable : any child can attend school ! The report of evaluations by the general inspections of health and education in 2017 gives a definition of autism : « a trouble of the neuro-development which appears precociously during infancy and persists when an adult. It shows an alteration of the capacities to establish social interactions and to communicate, and at the same time behaviour  troubles, limited or repetitive interests.  

It is now established autism, just like the other troubles of the autistic spectrum (TSA), has a multifactorial origin, with a strong implication of factors of a genetic susceptibility. In spite of the international consensus to consider this clinical syndrome as a functional expression of alterations, more or  less precocious, of the central nervous system, numerous questions remain about the causes and the mechanism of its development. Although we have poor  epidemiological data, the High Authority of the Health Service estimates a prevalence of 1 person out of 150. If we compare this element to the French population, under 20, it is estimated that between 91 .500 and 160.000 young people should be concerned. These data do not allow us to distinguish the diversity of the profile (importance and characteristics of the handicap) »

 What is striking, is first  the prevalence of the troubles of  the autistic spectrum which increases in an almost exponential way : if there was 1 case out of 5000 births in 1973, in 1995 it was 1 /500  , in 2002 1/110 and 1/68 in 2014 (25). Now, this trouble necessitates the intervention of several professional specialists and forms the subject of an intricate debate among rival disciplines and strong competition between a psychanalitic and a behavioural theory. 

The mobilisation of parents first, of associations then, is strongly relayed by the media. In 2016  Florence Valade analysed the question of the mediatization of this trouble in the French press and realized that if as  a whole most people were ignorant of this problem thirty years ago,autism has imposed itself in the media thanks to « implicated entrepreneurs » (26) : from 1998 to 2008, 15.000 articles with a maddening increase for the number (on purpose), from 20.000 to 600.000 cases needing a proportionate demand for places. In 2012 fighting autism became a Great  National Cause. As far as training is concerned to take care of young autists, a European program  « Educautism » was set up after a first specialized class was opened in 1986. In 1987, the persons responsible for this program  entered into relationship with the « ARAPI » (association for the research about autism and the prevention of maladjustments) and these meetings gave them the idea of  « conceiving together (parents, professionals, teachers) training modules for professionals working with autist people » the European Social Fund takes over a project of training with references to neurobiology and genetic works, and also American works by Eric Schopler with the TEACCH (27) programme. France (with the CNEFEI and Christine Philip), Belgium (Ghislain Magerotte and Théo Peeters), Spain, the United Kingdom, then Portugal, Greece and Luxemburg, with parents, work out four general modules and three specific modules.

These modules are implemented as part of a continuous training in Toulouse where Bernadette Rogé works and at Suresnes in the initial and continuous training of specialized teachers (28) In 1996 a module of formation lasting six weeks is proposed, it is open to teachers to professionals and to parents (29) according to the academic politics taking into account the training , and the replacing of trained people, there is a strong base from which a pedagogy can be carried into affect in a difficult contact : tracking, precocious attention, school inclusion, and follow up in life (30).

Plans for autism were set up from 2005, and we are expecting  in march 2018 the IVth plan. In december 2017 the «Audit Office» draws up eleven advices  about three axes : a better knowledge of the TSA, a better articulation for the intervention of different partners, to insure that all the needs are taken into account in the whole country with precocious interventions. The « Rachel » affair - characterised by the placing of three autist children against the wish of their mother without validating the exactness of this investigation- shows in 2015, the strength of the psychanalitic fact and the importance – which is new- of the social networks (31).

An international scientific commission was created in 2017 and both General Inspections of Social Affairs and Education, and the « Audit Office » too, insist on six points : diagnosis and early interventions, unequal  at the level of the country ;accompaying people all life long and the discrepancy between the political  decision(creating 3.737 places)and the fact that at the end of the plan 45% are finalized ; the situation of families where we can find a family respite such as it is realized in some Scandinavian countries is spoken of in a positive way; the pursuing of efforts for research ; the training of all the people in charge – with very few concrete results – except in teaching units at the infant school level, including children aged 3 to 6. With mainly medico- social credits, a relative lack of relationship between the ministries,Henri Sellier – where are you ? and few links with the local organizations dealing with transport, secondary schools, training and a necessary evaluation through a close look at the cohorts. The General Inspectors have established facts : will they be taken into account for the IVth plan for autism ?

And during that time, specialized journals do their job, they propose evaluations, comparisons, such as the neuro-psychologic approach of learning in a child (at number 115) : the precocious identification of the troubles of the autist spectrum (2011) ; what school attendance for autist children ?  towards inclusion ? It would be useless to quote, or think it would be possible to quote all the specialized journals published in Germany, France, Europe .There are journals in a « national language »and journals said to be international because they are published in English, such as the « European Journal of Special Needs in Education »(33 volumes from 1996 to january 2018),or at the German publisher-Peter Lang- since 2006 with a series of books: «Disability Studies in Education»

As far as the questions about training are concerned the reader will understand that I mainly rely on the professional journal of the French National Centre –the NRAIS-which has become NRAS( New Journal for Adaptation and School Attendance),integration leading to inclusion and adaptation . But this journal coming from a training centre invites us to examine the equivalence in Russia .

III The training of specialized teachers in Russia : twenty years of exchanges.

For France ,the CNEFEI-which has become INS-HEA-(Upper National Institute for the Training and Research for Young Disabled People and Adapted Teaching)-,the exchanges with Russia begin in 1994 :Professor Margarita Ivanova Nikitina, dean of the faculty of corrective pedagogy at the Herzen University in Saint Petersburg contacts the National Centre at Suresnes(32).    The formula used in France since 1943 is applied : several daily studies organized by the Centre of Suresnes are open to different Russian intervening parties (University professors ,teachers on the field ,doctors) (33) . In november 1995 , an international conference paid for by the European Union ,allowed, thanks to exchanges ,to start the project « DVIJENIE »(the movement)in the framework of the programme « TEMPUS ».It proposes to help the restructuring and the renovation of upper trainings in the different eastern countries,including Russia. The aim is to allow the creation of a new  channel dealing with a university training of defectologues, specialists in the education of motor handicapped children. The department of special education of motor handicapped children at the faculty of human motivity at the Technological University of Lisbon (Portugal) with David Rodrigues forms ,with Suresnes and Saint Petersburg,a triumvirate which allows the clearing of obstacles .Conferences,we have said ,but also missions of investigations in French and Portuguese establishments,with seminars in 1998,1999 and 2000 sometimes opened to representatives of the administration, to people responsible for associations and doctors. In Russia , practicioners of three specialized establishments of Saint Petersburg, Pskov and Astrakhan open their doors for us and it allows us to understand their functionning at the field level.Software and manuals translated in Russian ,computer hardware paid by European grants (How nerve – racking it is to get a result , from the allocated grant to the computer in class) all that is wide- ranging.

We can state two things, on the French side ,the specialized training is given to teachers who are basic teachers already trained, because it is really a specialization ; the place given to practice,to the clinical observation of situations and to theorical references reveal much greater difficulties than those coming from linguistic questions. But from 1998 to 2002 a strong link was created between the participants.

This link has been followed by a second project -Tempus 3 - led by the University of Lille1, from 2002 to 2003.This  project aims to establish a master plan for hosting handicapped students in eight Russian universities : Saint Petersburg, Moscow, Tcheliabinsk, Ekaterinburg, Nijni- Novgorod, Novossibirsk, Tomsk and Saratov. Then the universities of Saint Petersburg and Novossibirsk have obtained from the French Embassy in Moscow a grant for a prepatory mission for a third European programme about the training of young handicapped people in Russia with the same partners – with also Sieglind Ellger – Rüttgardt, a lady professor at the Humbolt University (Berlin). In 2004 the mission took place in Astrakhan (Tatiana Simonova) and Novossibirsk ( Gennady Ptushim).Sixty five Russian establishments of upper teaching are implied , an internet site is organized by Tcheliabinsk to co-ordinate the exchanges, and the reflection leads us to question the pathologies associated with motor disability and the evolution  of the missions of the defectologues (34). In 2007 ,the third project , inclusive school and mutihandicap, starts with an initial conference in Saint Petersburg and ends three years later  by a final conference  in 2010.   We have texts of the different conferences:
	2007
	Novossibirsk
	« The training of specialized teachers in France : from terminology to changes in educational practices »

	2009
	Krasnoïarsk
	« School attendance of handicapped pupils and contributions of technical aids »

	2010
	Saint-Petersburg 
	« Inclusive school and multihandicap »


The reflection on the handicap and its numerous forms , its different degrees, its social and economical  insertion, there is a countless number of deeply human questions, with some answers – sometimes. It seems to me that we are facing four questions.

· Our society induces handicaps. Car accidents lead to brain lesions. And then, downstream, the learning or relearning of basic notions are at stake. Birth itself, in a passionate religious context about life, shows limits exist : if in Germany there is a consensus on the fact that under 400 grams  a newborn child is not considered viable just like the American association of paediatrics (23 weeks of pregnany and 400 grams). The will to push the limits and register a new record also exists. I don’t know what has become of Amelia Taylor, born in Florida in 2007 after a pregnancy of 21 weeks and six days, weighing 250 grams  and measuring 24 cm. I have no idea, because of a lack of follow up and the sensational aspect, if her evolution is classical and if her parents, and the society have to face a  heavy or classical handicap ?

· Memoirs of doctors should be confronted to the words of involved people (35) Here is Doctor Marie-Claire Célerier’s argument « Doctors continue their feats : to make premature babies, more and more premature, more and more malformed     live. How delightful for parents to coddle those prawns and to prepare them a  future of  mentally defective or handicapped people ! Of course the feats sometimes create a nice child who was so much desired. Alas my practice offers me the contrary, the life of so many people who have to bear their cross  of their child who is so different from others, such a burden that they do not want to have another, a child who can be hidden in a far away instutition or a cherished child to whom brothers and sisters are sacrificed. Of course these are case studies. Nobody can legislate in the race for life at any cost. We could at least wonder what is the medicine of today preparing for tomorrow, a future where the proportion of assisted people is increasing. For where medicine is able to make the weakest new born babies live, the oldest of the survivors of the diseases can’t get back the possession of all their faculties (36)

· The screening before birth, allows parents to take upon themselves - or not – the coming into this world of a child with Down Syndrome, but we are, in 2018, facing a pre-conceptal screening, which means the possibility to detect couples who might have a child with a severe genetic disease (37) which does not prevent, later on, an accident or a disease.

*Vocations are born in extreme pain, so is the case with Laurence Chirac, elder daughter of Bernadette and Jacques Chirac who  used to be  President of the French Republic. At the beginning, she is a happy girl and a very good pupil. After a meningitis, the young girl stops eating. Anorexia is there, a suicide attempt leaves her seriously injured at the level of the pelvis, the legs and the head. In 2004 her mother, helped by the influence of her husband, created in Paris « La maison de Solenn » specialized in the treatment of anorexia : « it is sure that if my elder daughter had not been struck by this horrible disease, I would never have been aware how difficult it would be to find such an establishment. I discovered there was nothing » (38)

This file was finished at the time when the ceremony of the oscars 2018 puts full headlights on a mute lady, the sign language, the insertion through work (manual…) and the discovery of love in the film : «  The shape of water ». What the writing and testimony (39) did not trigger, will the film succeed there ? This one after others ?
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1 INTRODUCTION. 
Most of pedagogues, particularly special pedagogues gets, sooner or later, into a situation (whether it means during training, upbringing, counselling, intervention, therapy, etc.) where he/she meets with members of family as a part of the solution of the situation. The family having a member with disability is largely characterized by the same features as the so-called common family. As we recently observed in European countries both types of family are concerned with general tendencies – demographic, sociological end economical. Particularly we mean tendencies such as the ageing population, continually increasing number of divorces, decay of extended family into nuclear family. Some of the parameters that have impact on the system of internal relationships in family and family existence in social environment are influenced by the presence of disability in the family – and also need a care. Within the research called “Quality of life of families caring for family member with severe disability” we concentrated on depiction of basic characteristics of such families. In the article we present the basic overview that bears importance and influences professional performance of workers in helping professions including pedagogical workers.

2 results 

2.1  The number of families caring for a member with disability

In the Czech Republic (and generally in most countries) the exact number of families that care for their member with disability is unknown. However, a partial overview of the number of families this situation concerns can be obtained from the analysis of the most common benefit that is paid in these cases. The above presented data reflect the trend that is still more obvious. This “problem” is the aging population and the need for support and dependence on the care. The paid-out care benefits figures  only confirm this fact. There is already 418 thousand people aged more than 80 in the Czech Republic
 – and this number will be increasing! Contrary to this “only” approximately 30 000 children up to 18 years of age receive the care benefit! If we take into account children up to 18 that require other forms of support and care (such as children requiring diet food, children suffering from civilization diseases that do not meet the conditions for the payment of the care benefit) then there is app. 40-50 thousand families caring for a child with disability in the CR and “only” about 20 thousand families out of the number that are caring for a child with a more severe disability (the level of care benefit).  

Tab. No. 1 
Recipients of the caring benefit according to the age and levels in 2016

	PnP* level
	Number of persons
	To 18 years
	18–59
	60–69
	70–79
	80+

	PnP 1
	108 800
	12,5
	16,8
	13,9
	21,7
	44,0

	PnP 2
	112 900
	7,7
	21,1
	15,0
	21,0
	92,1

	PnP 3
	78 900
	5,2
	16,3
	9,0
	13,5
	34,8

	PnP 4
	45 400
	4,6
	10,6
	3,9
	6,5
	19,8

	Total
	346 000
	30
	64,8
	41,8
	62,7
	146,9


* caring benefit according to the social services law

Source: Statistical yearbook of labour and social affairs area 2016, MPSV, 2017, 146 pp. Author´s archive.

2.2  Family with a disabled member is a unique social unit

It is necessary to point out the difficulties that arise whenever we want to talk about “a family caring for a member with disability”. If we focus on the quantitative sides of life of these families that can be described from general data or data acquired by us, sooner or later, we come across the problem of such approached investigations and views.
 It is the low quality of reflexion of qualitative sides of the family life and understanding of individual and unique aspects in their life. These are different for every caring family in tens of values and characteristics of the internal life as well as the external scope of their existence. It is necessary to emphasize these facts to pedagogues who, by nature, have a close relationship with the family caring for a member with disability.

We observe fundamental differences in needs and possibilities, but also opinions, experience, experiences and skills of the family caring for its member under these conditions:

Family cares for a child or, on the contrary, parents (grandparents) or a senior of advanced years.

Member of the family (a child) is chronically ill and has some from the “stigmatizing” disabilities, such as a severe speech impediment or skin disease. 

Family member is severely disabled, most vital functions are affected and he completely depends on the care and help of a carer. 

Family member is in fact healthy at present, he has occasional problems; however, the prognosis of the development of his state of health is risky or in some cases even critical and hopeless.

Family member is slightly disabled, but he has huge variations in behaviour with obvious aspects of aggression and similar disorders whose manifestations place an extreme burden on the surroundings. 

Family is financially secured or, on the contrary, family moves below the material poverty level.

Family is complete and extended, with more siblings, or a more-generation family or, on the contrary, only a carer and a cared persons remained from the original family. 

Long-term care was a substantial or a serious reason for a breakdown of relations among other members of the family or the care strengthened and enriched relations among family members. 

The type of disability (the extent of dependence on the care) does not prevent the family from making social relationships and does not limit their spending of free time in principle. 

Family (its members) cares for a few weeks or months or family whose member has a long-term care, i.e. more than 15 years. 

Supporting services of official providers of social services are accessible in the surrounding of the family and the family has financial means  for their use or, on the contrary, there are no services available and the family does not have enough means for their purchase. 

All the given characteristics have a significant influence not only on the need of outer support, but also internal motivation and cohesion of the caring family. Particularly, all the given models combine and blend with each other. Thus, one family can find itself during caring gradually in a few model situations described above. A pedagogue that intervenes in the family in any way should always know in which phase of its life (care phase) the family is!

2.3  Low quality of public support for caring families

Within this characteristic it is necessary to mention mainly insufficient securing of supporting services „relief care“ that would supplement a carer (family) in its effort and enable more frequent rest and rehabilitation. The new law about social services recognizes formerly unknown types of social services that can be used in the family home care. The remaining problem is their territorial securing (there are places in the CR where it is not possible to secure a particular service in the accessible surrounding). Similarly there is a problem with financial demand  of the care secured by professional providers ( see tab. n. 2). 

The low support of home care is also reflected in problems that a carer faces after he retires when the care time (even though some changes and improvements were made in this respect in last years) and the corresponding „pay“ mean in practice that the provided pension for the carer is very low – insufficient.

However, home care in families also means an appreciable advantage for the state and its public budgets. It is still true that home care is much cheaper for the state than the care provided by registered providers. A person in the III. degree of dependence on the care receives a contribution of eight thousand crowns every month and it is used to pay for the care needs – which means also a carer´s pay. If we place the cared person in a facility with a year-round residence the demand on public budgets will increase at least two times but possibly also four times. Home care in families is cheap for the state. Carer with his activity, more precisely „hours of hard work“, saves the state money. 

Average monthly cost of one bed in the Home for the Elderly was 25 689,- Czech Crowns in 2017, in the Home with Special Regime it was 32 272,- Czech Crowns. 

Source: Olomouc Region‘s Reply to the Reguest. File number KÚOK/768754/2017/OTH.

2.4 Significant number of caring families has only one income

In our republic it is usual that „common“ families have two incomes, i.e. both partners contribute to the family budget. An average (gross pay) monthly salary in the CR was 29 504 crowns in 2017 and the fact is that approximately 60% of people does not reach this average salary.
 If the family is complete then it is difficult for one of the persons with the average salary to become a carer which means to give up his work potential and fully devote to care. It is even more complicated  in families where partners separated and the care (for a child or a parent) lies on a partner that lives alone. In all cases it is particularly difficult to find employment, which has been connected with the economic development since 2008 (the beginning of economic crisis).  Due to the setting of the salary level part-time jobs are less developed in our country or alternatively flexible-time jobs that would enable coordination of the care for a family member and also keep the work potential of a carer.

Work exclusion is not only an economic loss for a family, but it also significantly modifies self-evaluation and self-confidence of caring people!
 If the care in families continues as  long-term  and one of the partners (most often a woman) permanently loses her contact with the labor market it modifies not only the perception of her own personality, but also relationship of both partners. It does not have to be only deterioration of the relationship, but it usually leads to different views on the value of  housework. This may eventually become the source of conflicts between a carer and his/her partner who remained economically active.

2.5 Home care of a family member is considerably time-consuming

Both the experts and laymen agree that home care in families is very demanding. No elaborate research has been done on this subject-matter yet. The following data come from a research done in 2017 the research task, “Attitudes of the social services users to their new way of providing.“ 

Graph  n. 1 Sum of the direct care time and supervision according to the level of dependence in families 

Source: Michalík, J. et al. Final research report “Attitudes of the social services users to their new way of providing“. Olomouc: VCIZP, 2017.

The stated results were the first measured value in reality that was to ascertain the number of hours, which means how time-consuming the care for citizens with disability in individual levels of dependence on the care is. If we recount the measured data and how time-consuming the care is and compare it with the purchasing power of the benefit for the given level we acquire the following data:

Tab. No. 2 
Purchasing power of the care benefit in relation to care time and supervision

	Dependence

level
	Care and supervision for a day
	Care and supervision for a month
	Benefit
	Reward for an hour*
	Number of days when it is possible to purchase the service**

	I.
	6 h 31 min
	195,5 h
	800 Kč
	4,09 Kč
	1,1

	II.
	10 h 10 min
	305 h
	4 400 Kč
	14,40 Kč
	4,1

	III.
	15 h 54 min
	477 h
	8 800 Kč
	18,40 Kč
	5,4

	IV.
	18 h 24 min
	552 h
	13 200 Kč
	23,91 Kč
	7,25


*It is a model calculation of work reward for a carer that cares for a dependent person „at home“.
**It is a number of days when it is possible to purchase the service with the benefit when the average number of days in a month is 30 and the hour-cost of the service is 100,- crowns (hourly rate for most services).

Source: Michalík, J. et al. Final research report “Attitudes of the social services users to their new way of providing“. Olomouc: VCIZP, 2017.

The acquired data gave us insight into the complexity of the care for individual groups of citizens in home care for the first time in the CR. The expectations of the increasing length of care depending on the level of disability – dependence on the care were confirmed (increasing complexity – strenuousness is also expected). 

2.6 The quality of housing as a limiting factor of care in families

From the state´s or the society´s point of view it is rather an individual responsibility of every family or individual. The cause is seen in the fact that we inherited a common standard of housing in the CR that is expressed in rental flats with abbreviations 2+1 or 3+1. What this means for caring families is that  it is hardly possible to reserve one separate room for a cared person. Moreover, for example the care for an immobile person requires a certain barrier-free standard, enough space and so on. In the last 10–20 years a group of inhabitants who solved their housing standard with a separate (and new) family house emerged. However, even in these cases we see that most of these family houses are not designed for more-generation living. One of the consequences of this state is the still increasing number of inhabitants who have been striving to gain a place with a registered provider of social services (care homes for seniors) in the last years of their lives. There was approximately 50 thousand available places in these care homes in 2018. The above-mentioned  number of citizens older than 80 years of age in our country, which is more than 418 thousand people will grow significantly. The combination of the data will mean for the CR and, of course, caring families considerable impact on the quality of life of people who reached higher senior age and thus also the quality of life of their families. It also predicts significant growth in the demand for accommodation facilities of social services in the future; despite the occasional attempts to proclaim support for home care.
Tab. No. 3 
The number of inhabited flats according to the number of rooms suitable for living in, 2011.

	Flat size
	Complete families total

	
	

	
	totally.
	%

	1 room
	201 305
	5,4

	2 rooms
	524 080
	14,0

	3 rooms
	1 017 617
	27,2

	4 rooms
	1 130 229
	30,2

	5 and more rooms
	873 631
	23,3


Source: CZSO, Fund of houses and flats according to population censuses – 2011, Available on: 

https://www.czso.cz/csu/czso/domovni-a-bytovy-fond-podle-vysledku-scitani-lidu-2011-nrabysni6f, [cit. 20. 04. 2018].

2.7  Qualitative side of the long-term (home) care 

If a helping profession worker wants to evaluate a caring family and different aspects of its life it is always appropriate to take into account the following three criteria that, when compared and combined together, may show the prevailing situation in the caring family. It is these factors: 

real and expected length of care,

real and expected difficulty of care,

conditions of care (objective and subjective).

Life of a caring family, especially a family that cares for its member with a severe disability or alternatively it is a case of a long-term care of more than 10 or 15 years, is just difficult to compare with the “common” category, which means a not caring family.  

In common families there is a rule that their members and especially the responsible ones solve, theoretically as well as practically, questions connected with the securing of a family and its members for the future. However, it is not usual for parents in common families who are in their productive age around 30 to worry about what would happen if they passed away prematurely. In caring families similar thoughts are relatively widespread. To understand these thoughts (and many other factors) it is possible to use a theory called “one language, two worlds“. We can simply state that we use one language (in this case Czech) and its means of expression for all situations, values and parameters that we investigate or empirically describe by special methods. Thus, a pedagogue observes conditions in a caring family (for the purpose of benefit or donation eligibility) and learns that a carer in the family “feels tired”. The semantic meaning of this word will not escape an observant worker; however, there is a danger that he (if only subconsciously) recalls tens of other situations, families and persons, including himself who also “felt tired”. Nevertheless, it is a qualitatively completely different piece of information under conditions of caring families and persons and taking into consideration the data stated above in graph n. 2. It can be said that we would have to use means of expression of “another language” that, however, is logically not at our disposal if we wanted to express it precisely. 

In order to emphasize selected aspects of caring families and persons lives it is possible to state results from the representative research of persons caring for a family member with a severe disability.

Next, extensive area mapping the perception of the given state, status of a caregiver and his family  within selected social situations or states were monitored. But also the existence of possible resilient factors counteracting stressful factors – as we recorded them above.

Tab. No. 4  
Changes observed by respondents in selected areas during the period of last 5/10 years*

	Monitored factor/frequency
	Yes or more likely yes
	Rarely
	More likely no or no

	
	Care-giver
	Control
	Care-giver
	Control
	Care-giver
	Control

	Increased isolation from other people
	51 %
	27 %
	19 %
	18 %
	30 %
	56 %

	Deterioration of health 
	36 %
	31 %
	32 %
	26 %
	32 %
	43 %

	Decline in family economic situation  
	53 %
	32 %
	22 %
	18 %
	25 %
	50 %

	Deterioration of relationship among family members
	15 %
	41 %
	22 %
	21 %
	63 %
	15 %

	Change in family social life 
	49 %
	23 %
	21 %
	29 %
	30 %
	48 %

	Feeling of enrichment from the care/situation
	36 %
	71 %
	28 %
	13 %
	36 %
	16 %

	Feeling of pride of what I achieved
	53 %
	79 %
	29 %
	11 %
	18 %
	10%


Source: Authors: Final research report “Quality of life of persons caring for family member with rare disease”. Olomouc: UP, 2013.

The monitored items in this part were respondents’ opinions on possible changes that could have occured during the period of caring for a diseased child regarding the economic situation and social life of caregivers and their families. Generally we can say that the overall majority of care-givers has noticed during the course of care (during more than 10 years) a significant decline in economic situation. Care for a seriously diseased child means not only physical and mental strain, but it also brings difficulties for economic securing of family. Possible notions of the part of the public about „allowance paradise“ are false and do not reflect the real state of the issue.

It is necessary to take into account that many of rare diseases are infaust already in childhood and adolescence. This fact could have also manifested in perception of the economic level of family life. Related influence that manifests in evaluation of the economic level of family is increased economic demand (aids, care cosmetics, special diet, additional charge for health care) of long-term care during the time when the deterioration of patient’s health occurs.

Another item monitored within the study was the so called „social life of family“, i.e. changes in family contacts with the outer environment. It usually includes meeting with friends, participation in culture and social events etc. Almost 50% of respondents confirmed that social contacts of their families were limited. (However, it is necessary to mention that within the group of care-givers who care for example for a child with mucopolysacharidosis this option was indicated by full 90% of care-givers!) The feeling of social exclusion and social isolation is common in caring families.

Further, it is necessary to pay attention to the item monitoring „deterioration of relationships among family members“. Here we observed quite a surprising result. Only 15% of care-givers confirmes deterioation of relationships among family members in the group of care-givers in comparison with 41% of persons from the control group! We can infer negative influence of home preparation for university studying on the quality of relationships among family members. However, we consider this item as supplementary or controlling to items presented further in this part.

It is necessary to interpret the results from the items monitoring „feeling of enrichment from care/situation“ and „feeling of pride of what the respondent has achieved“ individually. Just the first of the items is sometimes presented as an „imanent“ part of „faith“ of care-givers whether we talk about a serious disease or health diability. It is becoming apparent  that care-givers are „very realistic“ when judging „benefits“ of such a situation. Facing the strenuousness of such care the results of our research overshadow these general characteristics (or rarther prejudices). Care-givers are good at evaluating „benefits“ and „expenses“ of care… The feeling of significant enrichment was observed in persons from the control group who „have and care for a child“ – let´s add a healthy one… Similarly we observed (almost 80%) the feeling of pride of people from the control group on what they have achieved. This can be related to the results of their university studying. It is necessary to emphasize that all mentioned concerns more women who are dominant care-givers. 

Carers evaluated their own “current” state in the given category in this part. They most often confirm the feeling of great tiredness, loosing the ability to enjoy their free time and all that is  completed with the feeling of losing personal life perspectives in more than half the cases. These items were again compared with other parametres in the research and even now the strenuousness of the long-term care is confirmed as well as its impact on the socio-psychological stability of carers. 

3 Discussion and conclusion 

In the context of developing inclusivity will pedagogues educate also handicapped children more often.  It is evident that the knowledge of common frame of the lifes of their families can considerably contribute to the mutual relation enhancing of pedagog and handicapped child parents. 

Responsive pedagogue should be aware of this facts, should be able to recognize common frame in which the family moves and také into account the child´s health and the  prognosis.    

In terms of this study we resumed that especially long-term home care for a family member with severe disability represents a social event that is only with difficulty comparable with the status of the so-called common families.  

From the society-wide perspective it is an important finding that the number of caring families will significantly grow in the future. As alarming and critical are seen the data confirming the gender unbalanced arrangements of the care in families that in combination with the general data about the support of home care confirm a significant disadvantage of women. They are limited (disadvantaged or discriminated) in common social relationships as well as in the access to public property.

The goal of the pedagogues should be to help to their handicapped pupils – throught the manifested interest or throught the behaviour and approach which arises from the knowing at least general life conditions of  families caring for handicapped children. The submitted study prezents basic features by which can these families be characterised. 
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TEACHERS AND A FAMILY HAVING A MEMBER WITH DISABILITY – BASIC FEATURES

The article presents the main personal and professional characteristics of cradles that live and work with disabled people. 
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� There lives app. 10 500 000 inhabitants in the CR.


� For example, we present the average time limit of daycare for a dependant person in family in part 1.5. No matter how the research was valid and reliable for the given group – it only shows the average that tells us nothing about the qualitative side of the data in such or such family. 


� In this paper, we deliberately avoid the generally accepted statement about  „stages“ of accepting the fact of disability by  parents or families. The well-known sequence  „shock, denial,escape, acceptance“ is mostly psychologically (an even so only conditionally) valid. More about this topic can be found for example in works of: Vágnerová, M.: Psychopatologie pro pomáhající profese. Praha: Portál, 2008, or KŘIVOHLAVÝ, J.: Psychologie nemoci. Praha: Grada, 2002.


� Data for the presented periods are available on, for example: �HYPERLINK "https://www.czso.cz/csu/czso/cri/prumerne-mzdy-4-ctvrtleti-2017"�https://www.czso.cz/csu/czso/cri/prumerne-mzdy-4-ctvrtleti-2017��HYPERLINK "http://czso.cz/csu/csu.nsf/informace/cpmz030911.doc"�� [cit. 10. 4. 2018].


� In one research carers rated this statement, „Because I do not work I feel socially excluded“ with 4,2 points on the 7-point Likert scale where seven means maximum agreement.    In. Závěrečná zpráva výzkumu pracovních kompetencí osob pečujících o člena rodiny se zdravotním postižením na území hlavního města Prahy. Olomouc: VCIZP, 2013.
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