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FULL INCLUSIVE EDUCATION: IDEALISTIC OR REALISTIC MACEDONIAN
EDUCATIONAL AGENDA

Daniela Dimitrova-Radojichikj™

University “St. Cyril and Methodius” — Faculty of Philosophy, Institute of Special
Education and Rehabilitation, North Macedonia

Introduction: According to the Macedonian educational legislation, from the
school year 2022/23, all children with disabilities must be included in regular
schools.

Aim: The purpose of this paper is to explore the attitudes of teachers towards
inclusive education of all students with disabilities, and also the factors they
consider most important for the proper implementation of inclusive practices
in regular schools.

Method: The questionnaire “Teachers’ beliefs and attitudes towards Inclusive
Education” was used to examine educators’ attitudes and beliefs about full
inclusion of students with disabilities. The sample for this study consisted of a
total of 346 Macedonian regular school teachers. The Statistical Package for
Social Sciences Software was used to analyze the data, organize the results,
and provide descriptive statistics.

Results: Teachers’ attitudes towards inclusive education for all students
with disabilities were divided (45.4% of them agree/strongly agree, against
41.3% who disagree/strongly disagree with this issue). The findings show
that regular teachers are not sure about the level of confidence in teaching
students with disabilities (M=3.15+1.10). According to teachers, the biggest
barriers of inclusive education are large number of students in classrooms
(68.8%), unqualified educational staff (63.6%), and the curriculum (62.1%).

Conclusion: Generally, the teachers in this study accept the inclusion of
children with some types of disabilities in the regular classrooms, indicating at
the same time the benefits of inclusion for them and for typically developing
children.

Keywords: teachers’ attitudes, pupils with disability, regular school, full inclusive education

**  daniela@fzf.ukim.edu.mk
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INTRODUCTION

In literature, the current debate is no longer about what inclusion is and why it
is needed; the key question is how it is to be achieved (European Agency for Special
Needs and Inclusive Education, 2014). Moreover, in our country currently, the debate
focuses on “full inclusive education”. Namely, according to the new Macedonian
educational legislation, from the school year 2022/23, all children with disabilities
must be included in regular schools. When the goal is full inclusion, it is essential
for teachers to be competent and willing to work with children with disabilities
(Pappas et al., 2018). Therefore, the purpose of this paper is to explore the attitudes
of teachers towards inclusive education of all students with disabilities, and also
the factors they consider most important to the proper implementation of inclusive
practices in regular schools.

METHOD

Sample

The sample of this study consists of a total of 346 Macedonian teachers
from regular schools during the academic year of 2020 and 2021. The majority of
respondents are women (74.3%), mostly over 41 years of age, with experience in
the teaching profession over 11 years, and almost 60% of them were secondary
school teachers (Table 1). Also, 261 (75.4%) teachers have teaching experience with
students with disabilities.

Table 1
Sociodemographic characteristic of teachers
Variables Category n %
Gender Female 257 74.3
Male 89 25.7
Age 25-30 years 32 9.2
31-40 years 89 25.7
41-50 years 126 36.4
51-60 years 95 27.5
>60 years 4 1.2
Year of teaching service <10 94 27.2
11-20 119 34.4
21-30 105 30.3
>31 28 8.1
Teaching level Primary 139 40.2
Secondary 207 59.8
Teaching experiences with Yes 261 75.4

students with disability No 85 24.6
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Instrument and data analyses

The questionnaire “Teachers’ beliefsand attitudes towards Inclusive Education”
(Pappas et al., 2018) was used to examine educators’ attitudes and beliefs about the
full inclusion of students with disabilities. The questionnaire consists of five parts.
The first part contained demographic questions. The next four sections focused on
teachers’ confidence regarding teaching students with disabilities, their attitudes
toward inclusion in relation to the different kinds of disability, then learning
outcomes and possible implications of inclusion for students with disabilities and
for students without disabilities. The last part of the questionnaire was focused on
possible barriers to inclusion in our educational system. Data obtained by those
instruments were classified with Likert scale of 1 to 5 (“1”; strongly disagree, “5”;
strongly agree).

In order to do a better analysis and comprehension of the data obtained from
participants about full inclusive education, the five scale intervals are determined
as Low: 1.00-2.33; Medium: 2.34-3.66; and High: 3.67-5.00.

The Statistical Package for Social Sciences Software (SPSS) was used to analyze
the data, organize the results, and provide descriptive statistics.

RESULTS

In Table 2, it can be seen that teachers moderately agree with the statement
that all students with disabilities should be educated in inclusive schools (M=3.054).
Also, teachers have a moderate level of confidence in teaching students with
disabilities (M=3.118). A statistically no significant difference has been identified
with the teachers’ acceptance and confidence in teaching students with disabilities
(t=-0.684; p<.05).

Table 2

Teachers’ views on full inclusive education

Items M SD

Teachers’ acceptance to teaching all students with disabilities 3.05 1.29
Teachers’ confidence regarding teaching students with disabilities 3.12 1.15

The original questionnaire consists of 12 types of disabilities, in this research
two were excluded (Comprehension problems and Syndromes) and one type was
added (Multiple impairments) (Table 3). Teachers highly agree with the inclusion of
students with specific learning disabilities (M=3.81), then with mobility problems
(M=3.78) and speech impairments (M=3.73), but they seem more cautious with the
inclusion of students with aggressive behavior (M=2.64).
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Table 3

Inclusion of students with different types of disabilities
Kind of disability M SD
Mobility problems 3.78 1.19
Visual impairments 3.39 1.23
Hearing impairments 3.26 1.24
Speech impairments 3.73 1.09
Behavioural problems 3.26 1.24
Aggressive behaviour 2.64 1.22
Intellectual disability 3.24 1.24
Autism spectrum disorder 3.04 1.28
Emotional disorder 3.66 1.16
Specific learning disabilities 3.81 1.10
Multiple impairments 3.29 1.16

From Table 4, it can be seen that the teachers estimate higher that students
with disabilities will benefit from inclusion in terms of their social rather than their
academic development. Upon analyzing teachers’ beliefs in terms of outcomes of
inclusion, a significant difference has been noted across the academic and social
development of students with disabilities (t=-5.732; p<.05). Also, they statistically
significantly higher estimate social compared to academic benefits of inclusive
education for students without disabilities (t=-6.271; p<.05).

Table 4
Expected outcomes of inclusion

Students with disabilities Students without disabilities

Benefits

M SD M SD
Academic 3.32 1.07 3.30 1.16
Social 3.82 1.05 3.88 1.10

As can be seen in Picture 1, large number of students in classrooms (M=3.99,
SD=1.10), teachers’ reluctance (M=3.94, SD=1.05), curriculum (M=3.86; SD=1.08)
and incomplete funding (M=3.73; SD=1.06), teachers consider as the main four
possible barriers to inclusion. Additional barriers to successful inclusion are school
unit infrastructures (M=3.64; SD=1.19), parents’ attitudes to inclusion (M=3.60;
SD=1.14), and educational legislation (M=3.53; SD=1.06). It is interesting to underline
that the second important barrier is the teachers’ reluctance, but at the same time,
teachers do not note as a so important barrier the lack of specialized training in
special education (M=3.15; SD=1.28).



11. MEBUNARODNI NAUCNI SKUP , SPECIJALNA EDUKACIJA | REHABILITACIJA DANAS" 19
11TH INTERNATIONAL SCIENTIFIC CONFERENCE “SPECIAL EDUCATION AND REHABILITATION TODAY"

Picture 1
Barriers to inclusion

Large number of children in the classroom 3.99%
Special and general teacher collaboration
Legislative framework

Incomplete funding 731

Parents’ attitudes .589
School unit infrastructures 637
Curriculum 3.863
Teacher’s reluctance 3.942

Specialized training in special education

Finally, teachers were asked to assess the inclusive level of their school. Namely,
according to teachers’ answers, regular schools are partially (46.2%) or poorly/very
poorly prepared for the included students with disabilities (40.7%) (Picture 2).

Picture 2
Inclusive level of regular schools

50

40.7

40

30

20
13.1

very low/low partially very high/high

DISCUSSION

According to a large systematic review of the literature on inclusion in low-
and middle-income countries, there is no definitive evidence to underpin the idea
of better educational outcomes of children with disabilities in inclusive classrooms
(Wapling, 2016). Consequently, many teachers are skeptical about the practical
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implementation of inclusion at the classroom level (Avramidis & Norwich 2002;
de Boer et al.,, 2011; Ring, 2005). Also, teachers that participated in this study,
moderately agree that all students with disabilities should be educated in inclusive
schools. Generally, they seem to support the inclusion of children with specific
learning difficulties and disabilities in inclusive classrooms. However, they seem
more cautious for some types of disabilities, such as aggressive behavior, autism
spectrum disorder, and hearing impairments. Also, in this study teachers agree
with the inclusion of students with specific learning disabilities, then with mobility
problems and speech impairments, but they seem more cautious with the inclusion
of students with aggressive behavior.

Inclusive education is still a controversial concept, as researchers and
educators have still concerns about the effects of inclusion (Sharma et al., 2008).
However, the literature suggests mostly positive or neutral effects of inclusion on
students ‘academic achievement in the preschool or elementary school phases
(Kart & Kart, 2021). In this research, teachers also have a neutral belief about
the academic achievements of students with and without disabilities in inclusive
schools. Statistically more of them believe that all students will have more social
than academic benefits. Finally, the results show that a large number of students
in classrooms, teachers’ reluctance, and curriculum are the main barriers to the
implementation of inclusive education in our educational system.

CONCLUSION

The implementation of full inclusive education is a complex and very
ambitious process that requires, besides the proper legislation, serious educational
reforms. Article 24 promotes inclusion as being a basic human right of children with
disabilities (UNCRPD, 2016) but this standpoint appears to be somewhat idealistic,
with opponents arguing that inclusive education may not be the most appropriate
option for all students with disabilities (Hornby, 2015). Namely, some of them would
benefit from inclusive education and others may only be able to have their needs
met in a special school, therefore they should be allowed the opportunity to attend
a special school.
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THE IMPLEMENTATION OF REFLECTION-BASED APPROACHES IN THE
EDUCATION AND REHABILITATION OF CHILDREN WITH DISABILITIES

Andrea Hathazi™

Babes-Bolyai University, Faculty of Psychology and Educational Sciences, Romania

Education and rehabilitation of children with disabilities represent complex
processes that need to be approached in continuous, structured, and sustained
programs. Professionals need to have the competences to understand, plan
and support every aspect of evaluation and intervention, which sometimes
can be a challenge, undergoing a meaning-making process of the child’s
learning and development, trying to answer to questions such as: how the
child is learning, what his or her difficulties mean, how difficulties can be
overcome and progress be achieved, the better support of needs and interests
of child with disabilities while meaningful learning experiences are created.
It is essential to understand how and why the child learns in a specific way,
how can intervention become conceptualized, operational and implemented
in various educational and social contexts, what creation of opportunities
mean and the role of environment. The reflection-based approach has known
a growth and application in the domain of special and inclusive education,
promoting the concept of reflexive practitioner who analyzes, projects and
reconsiders assessment and intervention according to observations and
results. The presentation will focus on the implications of the practices
based on reflection in planning and developing assessment and intervention
programs, the specificity and the functional outcomes.

Keywords: reflection-based approach, education and rehabilitation, children with disabilities,
learning and development

Teachers have various roles and responsibilities being facilitators of
development, communication and learning, enabling participation and involvement
of children in learning experiences, managing interactions and relationships within
supportive environments and aiming the results of educational programs and
learning processes. Teachers also need to work in multidisciplinary teams, interacting
and cooperating with parents, colleagues, and different specialists, participating in
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taking decisions and implement those decisions so that evaluation and intervention
programs can be of great benefit and effectiveness for learners with disabilities
and their families. Teachers have to prepare resources and materials to be used by
students in their learning and testing contexts, but they also need to rethink their
practices and be updated with the latest knowledge of how children learn (Ostorga,
2006). Bullough (1997) cited by Rice et al. (2012) argued that teacher identity is the
basis of decision-making and determines them to engage in actions based on their
knowledge and experiences. The authors state that teacher knowledge consists
of formal and practical knowledge, experience, action and identity. The literature
of specialty and numerous studies underlie the importance of teachers becoming
reflective practitioners and critically reflect on their own decisions and actions.
Reynolds (2011, p. 5) proposes a definition of reflection that involves thinking about
past or current experience of events, situations or actions, attributing a meaning
to them in determining future choices, decisions and actions. Zeichner and Liston
(2011) cited by Hathazi (2020) state that teaching means both thinking and feeling,
and those who can reflectively think and feel, will have more professional rewards.
Kolb (2015, p. 50) defines learning as “the process whereby knowledge is created
through the transformation of experience” and learning takes place from the creative
tension among four learning modes, which are: experiencing, reflecting, thinking
and acting. Beard and Wilson (2002) apud Burns and Danyluk (2017) state that to
learn effectively, there is a need for an environment of trust and support. Teachers
must be aware that they need to develop a trustful environment for the students
to engage in learning and participation. Burns and Danyluk (2017) presenting Kolb’s
model of experiential learning (1984) focus on the phases that the teachers may go
through in their professional development programs to understand the implications
of experiential learning. The model starts with the concrete experience in which
the teacher functions and have the experiences. The first phase is followed by
observation and reflection on the experience, making associations with previous
experiences and knowledge. The third step is formation of abstract concepts based
on the reflections towards the fourth step of new ideas. Some of the questions that
the authors in the study suggest for teachers involved in professional development
programs relate experiential learning to the development of teacher identity. A few
examples are: “How will | teach.? Will | be successful in. . .? Does it matter that |
don’t know about. ..? How can | teach lessons that. . .? How do | create lessons. . .?”
(Burns & Danyluk, 2017, p. 254)

Sparks-Langer and Colton (1991) cited by Sofo and Easter (2010) propose three
elements of reflection: cognition, critical reflection and narrative inquiry, so that
teachers can use their knowledge in decision-making processes, to address issues
such as beliefs and experiences and to interpret their own actions. Sofo and Easter
(2010) citing Van Manen categorize reflective practice into three types: retrospective
reflection, anticipatory reflection and reflection in action. Within a model of
reflection presented by Sellars (2017) cited by Hathazi (2020) the first step is to
acknowledge the condition and the situations that triggers reflection, meaning the
need to identify the experience that will be reflected upon. The WHAT? Question,
will be followed by the SO WHAT? Question, determining teachers to identify
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causes and the implications, followed by analysis and discussions, finalizing with
the question NOW WHAT as a following plan of action. Reynolds (2011) describes
three modes of reflection: technical, aligned and critical. The technical mode refers
to problem-solving and identifying the best solution. The aligned mode ensures
that the solutions are supported by beliefs, values and norms and the critical mode
questions the above-mentioned conditions.

Common principles of reflective teaching consist in professional development
and increase of competences through adoption of responsibility, analysis and
critical evaluation of action and practices (Calderhead, 1987, p. 270). Schon and
DeSanctis (1986) suggest that successful practitioners frequently think about what
they are doing, so that “reflecting-in-action” is implemented, and practitioners
learn to cope with the difficulties and challenges within practice. The question of
WHAT to teach and to WHOM precedes the question of HOW to teach (Grant &
Zeichner, 1984). It is stated that traditional methods of teaching and classroom
structures are often decontextualized from students’ background and experiences,
so that knowledge may lack meaning (Dewy, 1938, apud Breunig, 2017). Teachers
need to take into consideration the learning profiles and experiences of learners, to
develop an educational context and space which is natural and supportive, to use
resources so that the learners can see utility and possibilities of immediate use, to
establish interactions based on trust and perceived support and understanding. It is
not only about the content and how to present it, but student-centered approach is
needed, to know students, how they are, how they learn, but also teacher-centered
approaches so teachers know about themselves, what are their values and what are
their actions driven by in terms of developing analytical and reflections in teaching
(Gheith & Aljaberi, 2018).
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Introduction: All countries around the world have experienced many changes
due to COVID-19 pandemic and many of them affected children, directly or
indirectly. Schools were closed in many countries and children were transferred
to virtual learning environments, confined to their homes with restricted
opportunities for usual ways of socializing with friends. Those circumstances
increased time children spend online, both for educational and social purposes.
Many organizations, both governmental and non-governmental expressed
concerns regarding possible impact of COVID-19 isolation measures on sex
crimes against children, online as well as offline. Obtaining epidemiological
data on child sexual abuse is connected with many methodological and ethical
issues, especially in pandemic times. In times when the governmental anti-
pandemic measures are still in force, we can rely only on official statistics,
bearing in mind all limitations of this source of data.

Aim: The aim of this paper is to analyse child sexual abuse reported to the
Croatian police in 2019 and 2020 in order to observe any changes that might
be understood as a consequence of governmental isolation measures.

Method: Official police statistics for sex crime against children in 2019 and
2020 (on a monthly basis) were obtained from Department for juvenile
delinquency and child protection.

Results: A decrease of 20% in total number of sex crimes against children is
observed.

Conclusion: Changes in specific criminal offences on a monthly basis are
elaborated in the paper, as well as possible measures for better protection of
children from child sexual abuse in pandemic times.

Keywords: child sexual abuse, COVID-19 pandemic, police statistics
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INTRODUCTION

The year 2020 will go down in history as a major health crisis. It brought
many deaths and significant changes in everyday life. Many countries implemented
lockdowns as governmental measures to suppress the spread of the virus, which in
turn had many social consequences. Many international and national organizations
warned governments and populations about certain groups in society that deserved
special attention, especially victims of domestic violence (adults and children), for
whom these measures could pose an even greater risk of victimization. It is obvious
that all countries around the world have experienced many changes due to the
COVID-19 pandemic and many of them affected children, directly or indirectly. In
many countries, schools were closed and children were moved to virtual learning
environments, confined to their homes, and had limited opportunities to socialize
with their friends. These circumstances increased the amount of time children
spent online, both for educational and social purposes. Many organizations, both
governmental and non-governmental, raised concerns about the possible impact of
COVID-19 isolation measures on sex crimes against children, both online and offline
(ECPAT, 2020; Europol, 2020a; UNICEF, 2020a). Data on the impact of the COVID-19
pandemic on child sexual victimization is sparse and mostly based on official data
and reports from agencies providing help and support to victims. Special Rapporteur
on the sale and sexual exploitation of children, Ms. Singateh, published one of the
first reports with a preliminary analysis of the impact of COVID-19 on the increased
risk of sale and sexual exploitation of children”.

In order to understand possible expectations of trend changes, it is important
to understand the complexity of child sexual abuse. The term child sexual abuse can
mean a different phenomenon to different professionals, which presents a challenge
for policy development and overall response to the problem. WHO (1999) gives a
broad definition of child sexual abuse as “involvement of a child in sexual activity
that he or she does not fully comprehend, is unable to give informed consent to, or
for which the child in not developmentally prepared and cannot give consent, or
that violates the laws or social taboos in society”. The term “child” refers to persons
below 18.

In order to set some common understanding, Interagency Working Group™
adopted Terminology guidelines for the protection of children from sexual
exploitation and sexual abuse, or “Luxembourg Guidelines” (Interagency Working
Group on Sexual Exploitation of Children, 2016). The term sexual violence against
children is proposed as an umbrella term with two broad categories: child sexual
abuse and child sexual exploitation. The main difference between the two is the
element of exchange that exists within child sexual exploitation.

Researchers use some additional categories to describe child sexual abuse,
for example, child sexual abuse with and without contact. For a full understanding
of the complexity of this problem, it is also important to know that possible
*  https://undocs.org/en/A/HRC/46/31

** 18 international partners gathered to harmonise terms and definitions related to child
protection
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perpetrators range from family members (intrafamilial or domestic child sexual
abuse’) to strangers: both individuals and criminal organizations (extra-familial child
sexual abuse), and that children are usually victimized by someone they know.

Child sexual abuse in Croatia: legal definitions

Croatian Penal code (in force since January 1% 2013) brought some changes
in the area of protection of sexual integrity of children. A new chapter of the Penal
code includes sexual offenses against children and follows the recommendations
of the Council of Europe Convention on the Protection of Children against Sexual
Exploitation and Sexual Abuse (so-called Lanzarote Convention). A new offense was
added (Allurement of children for the purpose of satisfying own sexual demands —
known as grooming), the age of sexual consent was raised from 14 to 15 years, and
sexual acts between peers (age difference of 3 years) were decriminalized and the
punishable acts were expanded™ (Turkovi¢ et al., 2013).

There are several ways of protecting the sexual integrity of children as a
particular age group through Croatian Penal Code. First, there are criminal offenses
created to protect the sexual integrity of children under the age of 15" (Sexual
maltreatment of a child younger than 15 years of age, Satisfying lust in the presence
of a child younger than 15 years of age, Allurement of children for the purpose
of satisfying own sexual demands and Introducing pornography to children). One
criminal offence is created to protect the sexual integrity of children aged 15 to
18 (Sexual maltreatment of a child older than 15 years of age) and several criminal
offences are created to protect a child (persons younger than 18) (Pandering of a
child, Abuse of children in pornography, Abuse of children for pornographic shows).
These offenses are part of a special chapter of the Penal Code — Offenses against
sexual maltreatment and sexual exploitation of child. In addition, there is special
protection of the sexual integrity of children in “general” sexual offenses in such a
way that the fact that the victim is a child constitutes a mitigating circumstance (e.g.
rape and other offenses).

Current knowledge about child sexual abuse in Croatia

Estimating the prevalence of child sexual abuse is a complex task, both in a
methodological and ethical sense, as many researchers have noted (Kovc¢o Vukadin,
2019; UNICEF, 2020b). It is believed that only a minority of cases are officially

*  Many scholars consider this as one of the most common forms of child sexual abuse (Tener
etal., 2020)

**  For example, Penal code from 1997 within the criminal offence “Sexual intercourse with
a child“ criminalized “sexual intercourse or an equivalent sexual act“ while new Penal Code
additionally criminalize inducement of a child (<15) “to engage in sexual intercourse or an equivalent
sexual act with a third party or to perform upon himself or herself a sexual act equated with sexual
intercourse”.

***  Forthe overview of the criminal offences, translation from the Croatian Bureau of Statistics
is used.
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reported and that official statistics give us a very limited (and distorted) picture of
the problem.

In general, two possible sources of information are often discussed: official
data and research data. Official data on child sexual abuse (as a crime) in Croatia
can be obtained through police statistics and Croatian Bureau of statistics. Croatian
Ministry of the Interior publishes an annual overview of safety which includes crime
statistics. There are two types of data — data on crimes reported by the police to
Public Prosecutor’s office and data on victims. These data are non provided with
additional explanations and some inconsistencies in the data are noticeable, which
imposes additional caution when analysing these data.

The Croatian Bureau of Statistics publishes two crime publications annually
— Adult Offenders of Crime: Reports, Accusations and Convictions and the same
for juveniles. They bring together data from Public Prosecutor’s Office and courts
and present data on offenders. Statistical data on child sexual abuse are partially
visible in these crime statistics due to the statutory definitions of sexual offences
against children (e.g. offences in the specific chapter — Criminal offences against
sexual maltreatment and sexual exploitation of child are ‘visible’ while others in the
‘general’ sexual offences chapter are not).

Prevalence data on child sexual abuse in Croatia are sparse. In a systematic
review of research on child sexual abuse in Croatia (for the period 1990 to 2016),
Popovié¢ (2018) found that child sexual abuse in Croatia is lower than in other
countries (8.5% to 13.7% in different studies with different methodologies). One
of the general comments on international studies can also be applied to the
Croatian context — existing research uses very different conceptualizations of the
problem, different methodological approaches and different samples, which makes
comparisons hardly possible.

AIM

Obtaining epidemiological data on child sexual abuse involves many
methodological and ethical issues, especially in times of pandemic. In times when
governmental measures to combat the pandemic are still in place and constantly
changing (due to the epidemiological situation), we can only rely on official statistics,
taking into account all the limitations of this data source.

The aim of this paper is to analyse possible changes in reported sexual offences
against children in 2019 and 2020, possibly reflecting pandemic conditions.

METHOD

Monthly police statistics data for 2019 and 2020 were used to review changes
in reported sexual offences against children. Units of observation in police statistics
are crime reports. Data were collected for four ‘general’ sexual offences (non-
consensual sex, rape, lewd acts and sexual harassment) and all offences in the
chapter Offences against sexual maltreatment and sexual exploitation of children.
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RESULTS

To analyse possible changes in reported sex offences against children, monthly
police data on sex offences for 2019 and 2020 were retrieved. Table 1 provides
an overview of 2019 and 2020 offences in relation to different time periods: (1)
full year, (2) March-December (lockdown began March 16), and (3) March-June
(lockdown: closed schools, restricted movement, work, etc.). When comparing the
number of crimes for the entire year, a 20% decrease is observed, and this decrease
is higher when the time frame is narrowed — the largest decrease is observed when
the “lockdown” period is compared to the same period in 2019.

Table 1
Reported sex crimes against children by different timeframes in 2019 and 2020
January-December March-December March-June
2019 709 643 250
2020 566 483 153
Change (%) -20.0 -24.9 -38.8

Data on the monthly distribution of sex crimes against children are shown in
Figure 1. It can be seen that in some months the number of reported crimes was
almost the same (e.g. February, March, August and November), in some months the
number of reported crimes in 2020 was lower than in 2019 (April, June, July, August,
October and November) and in some it was higher (January, May, September and
December). The highest decrease in 2020 occurred in April and October, and the
highest increase occurred in September.

Figure 1
Reported sex crimes against children by month in 2019 and 2020
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Data on the types of sexual offences against children in three different time
periods are presented in Table 2. Data on the proportion of individual offences to
total child sexual victimisation show that the most common offence (regardless of
time frame) is sexual maltreatment of a child younger than 15 years of age, followed
by abuse of children in pornography and introducing pornography to children.
Examination of the individual offences shows some decrease in rape and sexual
maltreatment of a child younger than 15 years of age. Some increase is also seen
in sexual harassment, allurement of children for the purpose of satisfying own
sexual demands, abuse of children in pornography and introducing pornography to
children.

Table 2
Reported sex crimes against children by the type of crime in different timeframes
January-December March-December March-June
2019 2020 2019 2020 2019 2020
f (%) f (%) f (%) f (%) f (%) f (%)
Rape* 45(6.3) 20(3.5) 45(70) 18(3.7) 12(4.8) 6(3.9)
Lewd acts 34(4.8) 26(4.6) 30(47) 22(45) 12(4.8) 8(5.2)
Sexual harassment 35(4.9) 53(9.4) 33(5.1) 49(10.1) 13(5.2) 17(11.1)
Sexual maltreatment of a 161
ohild <15 389 (54.9) 248 (43.8) 355 (55.2) 200 (41.4) (64.4) 65 (42.5)
Sexual maltreatment of a
ehildo1s 0 1(0.2) 0 1(0.2) 0 0

Allurement of children for

the purpose of satisfying 13(1.8) 15 (2.6) 11 (1.7) 15(3.1) 2(0.8) 4(2.6)
own sexual demands

Pandering of a child 5(0.7) 4(0.7) 4(0.6) 3(0.6) 1(0.4) 0
Abuse of children in 101(14.2) 120(21.2) 94 (14.6) 108 (22.4) 28 (11.2) 28 (18.3)
pornography

Abuse of children for
pornographic shows
Introducing pornography
to children

1(0.1)  2(0.3) 1(0.1) 2(04) 1(0.4) 0

86(12.1) 77(13.6) 80(10.9) 65(13.4) 20(8.0) 25(16.3)
Total 709 566 643 483 250 153
(100.0) (100.0) (100.0) (100.0) (100.0)  (100.0)

* On January 1t 2020 criminal offence Non-consensual sexual intercourse was deleted as a
separate criminal offence and added to Rape so data for that offense were added in this table

to rape data.

DISCUSSION

Analysis of police data on sexual offenses against children in 2019 and 2020
shows an overall decrease in reported offenses (20%). Interpol (2020) found
different trends (both increases and decreases) in police reports of child sexual
abuse during the closure period COVID-19 compared to previous periods. The data
show that school closures did not contribute to spikes in reported child sexual abuse
cases, as noted by Interpol (2020) for previous public health emergencies. Nor does
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the data presented support Interpol’s (2020) expectation of a greater increase in
reporting of child abuse and sexual assault when restrictions are relaxed. On the
other hand, the increase in some sexual crimes against children should be noted
— sexual harassment, grooming and child pornography, which implies the need for
more prevention and education activities.

The Croatian Ministry of Interior published a special report on crime in
COVID-19 times and stated in relation to materials on sexual exploitation that
“there has been an increase in all indicators monitored by Europol: Internet service
providers’ reports, P2P activity, the number of attempts to access child sexual
exploitation materials on the internet, the number of police reports, the number
of new posts on child sexual exploitation materials online forums and the amount
of activity on darknet forums” (MUP, 2021). Europol (2020b) also notes a significant
increase in child sexual abuse and exploitation activity on the internet and darknet
during the COVID-19 lockdown period, which could be partly explained by travel
bans and the diversion of perpetrators from illegal offline to online activities.

This analysis showed some changes in child sexual victimization, but the true
picture of the impact of the COVID-19 pandemic on child sexual abuse will only
become apparent in the coming years.

Inthe end, it is important to recognize the limitations of this analysis. The most
important limitation of this analysis is the use of official data. As noted earlier, official
data on child sexual abuse are limited only to cases reported to official agencies.
Many children do not tell anyone about their victimization, and when they do,
only a smaller proportion of such cases are reported to the appropriate agencies.
According to the meta-analysis based on 217 studies worldwide, Stoltenberg et al.
(2011) found in self-report studies that 1 in 8 children were sexually abused before
their 18th birthday, and European data suggest that 1 in 5 children in Europe are
victims of some form of sexual violence (Moody et al., 2018). Therefore, the results
of this analysis based on official statistics should be taken with caution.

CONCLUSION

Child sexual abuse is a significant problem, both on an individual and societal
level. Many children around the world suffer the long-term consequences of
childhood sexual victimization. Crises such as the pandemic COVID-19 put children
at even greater risk in terms of additional forms of victimization and limited
resources for help. The lack of reliable data on children experiencing this type of
victimization and the lack of understanding of the nature of the problem hinder
appropriate activities and interventions that could be implemented during crises
such as the COVID-19 pandemic, leaving professionals on the estimation level and
consequently children in need behind.

At the national level, the following recommendations could be helpful in
strengthening the child protection system in times of crisis:
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— Conduct a comprehensive analysis of the gaps and challenges faced by
various governmental and non-governmental organizations during the
pandemic COVID-19 (and the earthquake in Croatia) to learn valuable
lessons and develop a more flexible framework for maintaining a
functioning child protection system in times of crisis;

— Create prevention and awareness-raising campaigns for children and
parents;

— Train professionals from different sectors for better victim identification
(education system, health care, social care, criminal justice);

— Create functioning networks of professionals working in the field of
detection, law enforcement and victim protection;

— Create school programs (offline and online) on offline and online safety for
parents and children;

— Promote existing hotlines and helplines for children
— Improve existing data collection in this area;

— Create evidence-based knowledge on the problem of child sexual abuse
at the national level.
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Introduction: Appropriate level of hand function is a key to participation in
daily living activities, education and social life. Mapping functional abilities
related to hand may be challenging but important for ensuring participation
in rare neurodevelopmental disorders. We previously showed specific patterns
of motor control and learning capacity of the hand in Williams syndrome, a
genetically originated neurodevelopmental disorder that involves intellectual
disability and motor deficits.

Aim: Our aim in the present study was to further map the functional motor
skills related to daily living activities and possible sensory dysfunction related
to the hand in this rare neurodevelopmental disorder.

Method: Participation in activities related to hand function was assessed
by the Jebsen-Taylor Hand Function Test. Maximum motor speed in terms
of index finger tapping and somatosensory function in terms of two-point
discrimination and position sense were assessed.

Results and conclusion: Descriptive data analysis revealed that participation
in the daily living activities shows difficulties for individuals with Williams
syndrome in all domains. Moreover, somatosensory deficits and limitations in
motor speed may accompany functional challenges. We also found that the
Jebsen-Taylor Hand Function Test was appropriate to use and is a promising
tool for daily living activity assessment in the case of mild and moderate
intellectual disability with the exception of the “writing” subtest. Regarding
somatosensory testing, two-point discrimination test was not applicable
for all participants position sense. Our results support the need for further
establishment of the relationship between neurophysiological, sensory and
motor functional characteristics related to hand.

Keywords: fine motor function, hand, somatosensory, Williams syndrome, rare disease
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INTRODUCTION

About half of the persons living with rare diseases are schooled without any
special support (Linertova et al., 2019). According to the European definition, a rare
disease affects of 5 out of 10,000 persons or less and is life-threatening or chronic
conditions. The high cumulative number of affected individuals causes recent
research to urge the need for mapping special needs of persons with disability due
to rare diseases to ensure participation and quality of life (Paz-Lourido et al., 2020).
Appropriate hand function is fundamental for cognitive and sensory development
and also for participation in education, activities of daily living and quality of life
(McLean et al., 2018). Therefore, a major issue in rehabilitation is the promotion of
hand function recovery (Knutson et al., 2007).

We have previously shown that in a rare neurodevelopmental disease, namely
in Williams syndrome (WS), motor function and learning capacity show differential
pattern compared to typical development. In these studies we looked at specific
traits in hand function and learning related to hand function. Our results showed
that participants with this neurodevelopmental disorder have impaired fine motor
function both in terms of speed and accuracy. Prolonged learning was able to
improve accuracy but not speed in a fine motor task (Berencsi et al., 2016). We
also found that motor learning capacity is related to a specific sleep parameter
suggesting distinct neurophysiological processes in the background of motor
learning dysfunction (Berencsi et al., 2016).

The co-occurrence of somatosensory and motor impairments is broadly
acknowledged in the common neurodevelopmental disorders such as cerebral
palsy (Curry & Exner, 1988), autism spectrum disorders (Oldehinkel et al., 2019),
attention deficit hyperactivity disorder (Mulligan, 1996) and Down syndrome (Bruni
et al., 2010). While mapping fine motor function, the sensory side of movement
is considered to be an important but rarely assessed contributing factor in rare
neurodevelopmental disorders. Furthermore, assessing participation in daily living
activities (ADL) involving hand function in rare diseases also need to be addressed.

AIM

Our aim in the present study was to further map the functional motor abilities
and possible sensory dysfunction related to the hand in the rare neurodevelopmental
disorder of WS.

METHOD

Participants were 15 individuals diagnosed with WS (9 males and 6 females,
age 13-39 years, 2 left-handed).
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Variables

Participation in ADL activities was approached by the Jebsen-Taylor Hand
Function Test a standardised upper limb function test package consisting of seven
subtestsin everyday activities (n=14). The test measures the time required to perform
tasks in the non-dominant and dominant hand. The standard test battery was
translated into Hungarian by our research team at ELTE. Here we used a “gestural”
version of its translation in WS due to the accompanying intellectual disability. The
test was previously reported to be appropriate in intellectual disability (Zikl et al.,
2012).

Somatosensory function (n=13) was assessed by the means of position sense in
the wrist and fingers and by examining static and dynamic two-point discrimination
threshold(mm) on the palmar surface of the distal phalanx of the index finger.

Maximum motor speed (n=13) in terms of index finger tapping speed (taps/s)
was assessed by a self-developed data glove connected to a laptop computer
(Berencsi et al., 2016).

Data was collected in the summer camp of the Hungarian Williams Syndrome
Association.

ANALYSIS

Due to a low number of participants descriptive data analysis was performed
in each domain and compared to typically developing population (TD) data where
available.

RESULTS

Jebsen-Taylor Hand Function Test

Out of the seven subtests of Jebsen-Taylor Hand Function Test six were
performed by all participants. The 7% ”"Writing” subtest was presented as an
optional task, as handwriting does not always develop in WS. For all subtests tested,
lower performance was observed in compared to age and gender standard times
(included in the test battery) for both hands (Figure 1). For the dominant hand, the
highest performance was in the subtest “Turning over cards” and the lowest in the
subtest of “Simulated feeding”. Great individual variability was present between
performance of WS individuals (Figure 2) Task causing problems and being invincible
with the highest prevalence is writing, a fundamental task in educational settings.
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Figure 1

Participation in ADL functions assessed by the Jebsen-Taylor Hand Function Test.
Standard age and gender matched values in TD provided by the test battery
are shown in yellow and orange colour for dominant and non-dominant hand
respectively. In WS, performance in both the dominant (grey) and non-dominant
(blue) hand were below TD performance.
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Figure 2

Performance in the simulated feeding subtest of Jebsen-Taylor Hand Function
Test. Standard age and gender matched values in TD provided by the test battery
are shown in yellow and orange colour for dominant and non-dominant hand
respectively. In WS, performance in both the dominant (grey) and non-dominant
(blue) hand were below TD performance
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Maximum motor speed

In individuals with WS, the decline in fine motor speed occurs at an earlier age
than in typically developing individuals, particularly over the age of 30 (Figure 3, in
blue). This result is in line with our previous result from 2009/2010 (Figure 3, in red).
Finger tapping speed increases about the age of 40 years in TD than declines with aging
(Bartzokis et al., 2010). Early decrease of finger tapping speed may support previous
neurophysiological findings suggesting early aging in WS (Gombos et al., 2017).

Figure 3

Maximum motor speed in typical development (grey dots) and in WS (2009/2010-

red squares and 2019- blue squares).
9
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Somatosensory function of the hand

When testing the position sense, eleven of the thirteen participants were
able to match the position of the wrist, including nine who were able to match the
position of the fingers. Due to the low number of somatosensory tests completed
successfully, no correlation was found with fine motor function at the trend level.

In the tactile domain, static and dynamic two-point discrimination testing
was applicable only to a subgroup of the participants. In the static two-point
discrimination threshold test, seven out of nine individuals fall into the 1-5 mm
normal zone and one individual falls into the more favourable group. The responses
of the remaining participants could not be assessed due to inconsistent responses.
The dynamic two-point discrimination threshold tasks yielded results with a
similar distribution. The remaining participants could not answer consequently
to testing questions. Our results suggests that in neurodevelopmental disorders
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with intellectual disability, the replacement of two-point discrimination test needs
to be considered by another valid tool for tactile function examination. On the
other hand, proprioceptive function in terms of position matching and reporting
movement direction with eyes closed was an applicable measure.

CONCLUSION

In our recent pilot study, we demonstrated that impaired fine motor function
in WS is accompanied with problems in activities of daily living related to hand
function.

Results showed that dynamic proprioceptive cues and processing have no
deficit in our cohort. On the contrary, static proprioceptive cues and processing
as assessed by position matching may be more difficult to approach, and suggests
somatosensory impairment in WS. While co-occurrence of motor and sensory
dysfunction is clearly a case in these finding, further research is needed to map the
interrelation of somatosensory and motor function and dysfunction of the hand in
rare neurodevelopmental disorders to promote participation.
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Introduction: Families with a child with intellectual developmental disabilities
face fear, inappropriate information, ignorance, shame and exclusion. These
circumstances lead to social exclusion of these families which makes their
integration in the community even more difficult. The underlying reasons for
bad status of families of children with intellectual developmental disabilities
are deeply rooted in the social, economic, cultural and psychological
foundations in all cultures. These families are in constant social isolation,
and poverty and social exclusion are among the most relative features of the
life of these families. Many of them live in an environment of discrimination,
prejudices, ignorance, misinformation and unsatisfied basic needs. Very often
these families are families with low incomes, and the reasons for poverty
and social exclusion are the low employment rate, the unavailability of the
public services and institutions, the lack of support they should receive by the
community, as well as the insufficient development of the support services for
these families by the state.

Method: This research has been conducted on a sample of total 122
respondents, 60 parents of children with typical development and 62 parents
of children with intellectual disability and autism. With the use of a Family
Support Scale and a Family Resources Scale, the resources at the disposal of
these families, the support they receive from other family members and the
community, as well as their needs, have been reviewed. The data collected
have been processed with the statistical program SPSS (Statistical Package for
Social Sciences).

Results and Conclusion: The results lead to a conclusion that families of
children with disabilities still do not have enough resources in the community
and the institutions of the system do not offer them sufficient support in order

* This paper is part of the research done in master thesis named “CemejHa nogaplwka u
pecypcv Ha cemejcTBaTa Ha AellaTa Co MHTENEeKTyalHa NonpeyYyeHocT M ayTusam”.
** natasa.stanojkovska@fzf.ukim.edu.mk
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for them to be able to complete their obligations without any obstacles, and
at the same time allowing a better quality of life for all family members.

Key words: intellectual disability, autism, families, family support, family resources

INTRODUCTION

Republic of North Macedonia still doesn’t have an appropriately developed
system of formal and informal social protection, and the system itself functions on
an unsatisfactory level causing additional problems to the families of children with
intellectual disability and autism. Emotional problems faced by parents are very
frequent and present, such as frustration, depression, anxiety, fear for their own
future and the future of their children. This further leads to a change in the family
climate, decrease of tolerance level, increase of conflicts and the need to find the
culprit for all the problems the family is facing. The relationship to other children is
also changed, they receive more tasks and obligations with regards to their brother/
sister with intellectual disability or autism, which results in a decreased amount of
free time, decrease of social contacts with their peers, and even the appearance of
jealousy and a feeling of lower value.

AIM

This research has been conducted in order to determine family resources
and the family support of the families of children with intellectual disability and
autism in the schools with resource centers and regular schools. The research
answers the questions regarding the differences in the family resources and family
support with families of different nationalities, material status, employment status
and educational status of the parents, as well as the different levels of disabilities
and whether there are differences in family resources and family support between
the families of children with typical development and children with atypical
development.

METHOD

Descriptive and comparative methods have been applied during the research.
Surveys and content analysis were used as research techniques. During the
research, two scales have been applied. The Family Support Scale (FSS; Dunst et al.,
1988), composed of 18 questions related to the degree to which certain persons
or services offer their support to the families. Also, for this group of respondents,
a Social Resources Scale was used, consisting of 30 questions. The Family Support
Scale assesses the family’s use of assets needed to satisfy their needs. In addition,
the respondents received a survey for collecting demographic information for the
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parents themselves and their children. The Social Resources Scale (Dunst et al.,
1988) is composed of a total of 30 questions which in terms of their content can be
divided into five categories on the basis of the level of availability of resources to
satisfy: (1) basic daily needs, (2) accommodation and infrastructure needs, (3) social
protection needs, (4) personal and social needs and (5) recreation, amusement and
pleasure needs.

For the needs of this research, a Family Support Scale processing the availability
of support for the families and their social integration has been applied. The scale
consists of 18 items of potential support grouped in five categories of support:
informal, partner, social organizations, formal support and professional service
providers. The scale is a five-level Lickert-type scale with a range from “not at all”
to “exceptionally a lot”.

The Family Support Scale (Dunst et al., 1988) assesses the family strength,
functioning, relationships and interaction. The scale is composed of 30 items
hierarchically placed based on the needs where basic needs are put on the first
place. This scale is also a five-level Lickert-type scale where 1 means “never”, and 5
means “almost always”.

In addition to families of children with intellectual disability and autism,
parents of children with typical development were also included as a control group.
Within both groups of respondents (families of children with intellectual disability
and autism and children with typical development) there were 60 respondents from
regular schools “Dituria”-Saraj and “Dimitar Pop Berovski”, and 62 respondents from
the primary school with a resource center “Zlatan Sremec”, with a total number of
respondents of 122.

The data collected have been processed with the use of the statistical program
SPSS (Statistical Package for Social Sciences). The use of standard statistical
procedures for testing the significance of the differences between the arithmetic
means (t-test for independent samples, ANOVA and similar) is not the appropriate
choice if the criteria variable (here itis the Social Support Scale) is based on data from
Likert-type assessment scale. Likert-type scales are based on ordinal measurement
level and do not imply normal distribution of received data and as such they do
not meet the primary requirement for analysis through standard procedures such
as t-test for independent samples and ANOVA. In such situations, a solution for
optimal statistics analysis is a choice of some of the procedures within the scope of
nonparametric statistical procedures, and in the case in question, it would be the
Mann-Whitney U Test as an alternative to the t-test for independent samples and
the Kruskal-Wallis Test as an alternative to ANOVA.

RESULTS AND DISCUSSION

In less than half (46.72%) of the respondent families both parents are employed,
and in approximately every third family (46.72%) one of the parents is employed and
the other one is unemployed. In every sixth respondent family (16.39%) both parents
are unemployed. An interesting data is the fact that, although outside of the primary
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description of the sample characteristics, 85% (17 out of 20) of the families with both
unemployed parents belong to the group of children with developmental disabilities.
The data is similar with regards to families with one employed parent, where 75.56%
(34 out of 45) are coming from such families. Statistical verification with Chi-squared
test indicates that the pointed out tendency is statistically significant (x*=17.471,
df=2, p<.01). Taking into consideration the need of all-day care and engagement in
the raising and educating the majority of these children, we consider that this data
can be explained as a consciously made choice by the parents.

In two out of three interviewed families there are more than one child
(66.39%), and we have only one child in every third family (33.61%). Statistical cross-
referencing with the health and educational status of the child calculated using
the Chi-squared test, confirms the statistically confirmed tendency of this sample
children with developmental disabilities to appear more rarely as only children in
the family, in comparison with their peers with typical development (x*=16.154,
df=1, p<.01).

As sources (indicators) of the support from informal groups from the
local community in the Social Support Scale the following groups are taken into
consideration: group of parents, social groups (clubs) and religious communities.
The support from the religious communities has been ranked the highest (2.29),
followed by the level of support of parents group (2.12), and the support from
various social groups i.e. clubs and similar was ranked the lowest (2.00). The total
average is 2.14 and it is significantly lower in comparison with the other segments of
the SSS questionnaire. Overall, this result also creates an expected image, in synergy
with the standards and the customs of the traditional socio-cultural matrix within
the country. Within the Social Support Scale (SSS), the following categories are
carriers of the professional support in the institutions of the society: family doctor,
patronage pediatrics service, school day-care centers, professionals — individuals
from the social environment and the professional institutions within the social
sphere. The respondents have ranked the highest the support they receive as a
school day care centers (3.00), followed by the support provided by professionals
— individuals (2.87) and the support of the family doctor (2.78), while the lowest
scales belong to the support provided by professional institutions (2.55) and the
patronage pediatrics services (2.11). The total average is solid 2.66 and as such it is
lower only in comparison with the average of the support provided by family, while
it is higher in comparison with the support provided by friends and the social groups
from the local community.

The parents of children with atypical development rank lower all four indicators
of this type of support, but the data tables indicate that only one statistically
significant difference has been registered. It refers to the support provided by
colleagues at work, and parents of children with atypical development rank lower
the support received by the colleagues in comparison with the parents of children
with typical development (Z=-2.344, p<.05). No statistically significant differences
have been registered for the remaining three indicators, i.e. the value/ranking of the
support provided by their own friends, their partner’s friends and by other parents.
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Parents of children with atypical development rank lower the support received
in comparison with parents of children with typical development for two out of
five social support sources included in this segment: the support provided by the
patronage pediatrics services (Z=-2.226, p<.05) and the school day care center (Z=-
2.629, p<.01). However, the parents of children with atypical development rank
higher the support received by the professionals — individuals within the social
sphere (Z=-3.026, p<.01). There are no registered statistically significant differences
with the remaining two indicators of social support, i.e. the support provided by the
family doctor and the professional institutions within the social sphere.

The differences between the families with different social and economic status
are pretty small. The statistical verification with the nonparametric Kruskal-Wallis
test confirms this impression, demonstrating that there is no statistically significant
relation. In other words, there are no registered statistically significant differences
regarding any of the four indicators i.e. the ranking of the support provided by their
own friends, the friends of the partner, by other parents and colleagues at work.

There is a tendency parents of children with atypical development to rank
lower all six indicators regarding the level of satisfaction of basic daily needs
in comparison with the parents of children with typical development. In such
conditions, the statistical calculation from the data table points out to statistically
significant difference in five out of six possible indicators. Specifically, it refers to the
availability of sufficient financial means for their family daily needs (Z=-4.415, p<.01),
for clothes (Z=-3.854, p<.01), for heating purposes (Z=-3.406, p<.01), for daily water
supply (Z=-2.096, p<.05), and for enough money for monthly utilities invoices (Z=-
3.294, p<.01), and in all three cases parents of children with atypical development
use a lower average grade. There is no registered statistically significant difference
regarding the availability of food for at least two meals per day.

From the five segments of the SSS: the satisfaction of personal and social needs,
there is a lower value of all the indicators by the parents of children with atypical
development and there are five registered statistically significant differences out of
possible eight. It refers to the availability of enough time to sleep (Z=-2.056, p<.05),
enough time for the partner and the friends (Z=-2.974, p<.01), for a conversation
partner (Z=-4.645, p<.01), enough time for casual hanging out (Z=-3.649, p<.01) and
enough time for recreation and self-care (Z=-3.351, p<.01). There are no registered
statistically significant differences for the remaining three indicators: enough time
for themselves, the family and the children.

In accordance with the expectations, the families with both parents employed
consistently rank higher all six indicators related to the satisfaction of their basic
daily needs in comparison with the families with one employed parent or two
unemployed parents. On the other hand, families with one employed parent tend
to rank higher these indicators in comparison with families with two unemployed
parents. The statistical verification using the Kruskal-Wallis test confirms these
differences as statistically significant for all six indicators, i.e. the satisfaction
of food-related needs (H=24.861, df=2, p<.01), money for family’s daily needs
(H=18.623, df=2, p<.01), clothes (H=25.363, df=2, p<.01), heating (H=19.667, df=2,
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p<.01), regular fresh water supply (H=8.589, df=2, p<.05) and money for monthly
utilities invoices (H=19.130, df=2, p<.01).

With regards to the last of the five SSS segments: the satisfaction of the
needs related to recreation, amusement and pleasure, families with both parents
employed consistently rank higher all five indicators related to the satisfaction of
their needs for recreation, amusement and pleasure in comparison with the families
with one employed parent or two unemployed parents. Again, families with one
employed parent tend to rank higher these indicators in comparison with families
with two unemployed parents. The statistical verification using a Kruskal-Wallis test
calculation confirms these differences as statistically significant for all five indicators.
These are the indicators: availability of sufficient funds for children’s toys (H=22.432,
df=2, p<.01), funds for personal daily needs (H=17.821, df=2, p<.01), funds for family
parties (H=19.108, df=2, p<.01), funds for excursions in the area (H=19.534, df=2,
p<.01) and funds for annual vacation (H=28.309, df=2, p<.01).

Parents of children with atypical development (intellectual disability and
autism) perceive differently and value a good portion of the aspects of social
support that they receive in comparison with the parents of children with typical
development. There is a different perception of certain aspects of the social
support they are receiving. Parents with different socio-economic status perceive
and value differently certain aspects of the social support they receive. Parents with
different educational status perceive and value differently the social support they
receive. Parents of children with atypical development (intellectual disability and
autism) perceive differently and value the level of availability of social resources at
their disposal compared to parents of children with typical development. Different
ethnicity, as well as socio-economic status of the family, also affects the level of
satisfaction regarding the services provided in the community.

How successfully the families will handle the difficult situation depends
upon the quality of their mutual relationships within the marriage, parents’ health
conditions, appropriate service and assistance provision models, i.e. the treatment
of children and families from a health, pedagogic and social aspect. Social protection
can be divided into formal and informal protection. Informal protection includes the
resources linked to the family, friends, neighbors and other relatives. The number
of informal protection systems is a significant factor for the stress decrease related
to raising a child with intellectual disability and autism. Wider social network is
associated with more successful adaptation and coping. Families with children with
developmental disabilities very often have a smaller network of informal protection
and that is the reason for their greater social isolation in comparison with other
families. Families or friends may not be able to foresee or feel the time when
parents need their help the most. Grandfathers and grandmothers may not accept
the diagnosis or they may blame one of the parents, of course, most frequently the
one that is not related to them. Friends may feel uncomfortable in the presence
of the child or maybe they will not know what to say to comfort the parents, and
as a result, most often they stay aside. Furthermore, we can add that there is a
probability that the parents are ashamed of their child and the problems he/she has,
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and they very rarely dare to leave their home. All of the abovementioned factors
can lead to social isolation. As far as the formal protection is concerned, it is focused
on the resources received by a professional collective, including the protection of
the child and the family through providing an appropriate institutional and non-
institutional support, economic exemptions and incentives. The family resources
are of great importance for stress decrease. A family with better economic situation
and better health of its family members can handle stress more successfully. More
intelligent parents with higher education levels can better understand the stressful
situation they are facing and can develop better problem solving skills. However,
on the other side, these families have greater aspiration for their children and are
under greater pressure due to the gap between what they wished for their child and
the reality surrounding them.

CONCLUSION

From the data gathered during the research we can note that the partners
receive the greatest support from their partner, i.e. spouse. Very often the child
with intellectual disability or autism and the mutual fight with everyday problems
contribute the parents of children with disabilities to establish an even closer
relationship. Also, it is a very good indicator that the respondents in average value
the most the support they receive in the form of an all-day stay at school, which is
the main objective of the organized treatment of children with intellectual disability.
They also value highly the support from the immediate family members, parents of
the partner and their own parents. The support from the religious community is
also highly valued, as well as the support from their own friends. On the other side,
they value the least the support from the colleagues at work.

The family as a natural environment for development and welfare of the
children should receive the protection and the assistance needed in order for the
family to be able to fully take its responsibility in the community. Taking this into
consideration, as recommendations from the research we can point out the need of:

Education of parents regarding their rights and obligations, the resources they
can use and how those resources will affect the improvements of their everyday
life. This refers in particular to the short working hours as a benefit that is used by
a minimal number of parents.

Working of the expert team with all family members, engagement of other
expert profiles that could help with the decrease of the deviant behaviors in the
families, as well as development of prevention strategies for such deviances.

Stimulating the parents for overcoming the prejudices and the obstacles in the
environment and their re-inclusion in social activities, expanding their network of
friends and their activities aimed at the broader social context.

Psychological support and counseling (resolution of everyday problems and
organizing the life of children with disabilities, recognition of skills and talents of
the children, how to properly encourage and direct the development of a child with
intellectual disability).
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Health care support (informing the institutions and the services in the
community which could be of assistance, counseling with family members about the
importance of regular medical check-ups, organized lectures on health protection
and similar activities).

Educational support (additional learning support, cooperation with schools
and pre-school institutions, buying school accessories).

Psychosocial support (expanding the social network of the family, connecting
the family with the services provided on a local level, inclusion of the parents and
the children in free sports, recreational and cultural activities, mediation with other
institutions that are part of the support network and will contribute to improve the
quality of life of the families).

In the local community: educational system, health care institutions, social
protection institution, local authorities, public services, sports and cultural
organizations, different humanitarian organizations and citizens’ associations.
The support that they are offering should be intense, each family should have an
associate who will always be available, present and together with the family, the
children and all other relevant members, will continuously and consistently support
the family in achieving the desired changes in the life of the family and the child.
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Uvod: Demencija je postojano i progresivno neurodegenerativno stanje glo-
balnog opadanja kognitivnih funkcija koje se najéesce javlja u starijem Zivot-
nom dobu. Razli¢iti tipovi demencije u blagom i umerenom stadijumu ima-
ju posebne profile kognitivnih promena koje se registruju neuropsiholoskim
testiranjem, ali sa napredovanjem bolesti ove razlike su sve manje uocljive.
Kognitivne disfunkcije koje dovode do teskoca u svakodnevnom funkcioni-
sanju predstavljaju sustinsku karakteristiku demencija napredujuci od blaZih
teskoca u ranom stadijumu bolesti pa sve do potpune zavisnosti tesko demen-
tnih osoba od tude pomoci u bazicnim aktivnostima svakodnevnog Zivota.
Ogranicena efikasnost farmakoterapije kao i naucne cCinjenice koje govore
u prilog moZdanog plasticiteta su osnovni razlozi porasta interesovanja za
nefarmakoloske tretmane dementnih bolesnika. Vremenom, razvijena su tri
tipa kognitivnih nefarmakoloskih intervencija namenjenih poboljSanju ko-
gnitivnog funkcionisanja dementnih osoba. Kognitivna stimulacija obuhvata
sirok spektar nespecifi¢nih veZbi namenjenih osnaZivanju socijalnog i kogni-
tivnog funkcionisanja. Kognitivni trening ima za cilj odrZavanje ili poboljsa-
nje posebnih aspekata kognitivnog funkcionisanja (npr. paznje ili pamcenja)
kroz strukturisanu i vodenu praksu koja se sprovodi individualno ili grupno.
Konacno, kognitivna rehabilitacija je individualizovana intervencija koja je fo-
kusirana striktno na potrebe konkretne osobe. Naglasak je na poboljSanju ili
odrZavanju kognitivnih sposobnosti koje su povezane sa obavljanjem svakod-
nevnih zadataka, kompenzujuci ostecenja i podrZavajuci nezavisno Zivljenje.
Svi tipovi intervencija u ovakvom programu moraju da se sprovode pod kon-
trolom profesionalnih terapeuta.

Cilj: Prikazati osnovne principe, strategije i tehnike kognitivne rehabilitacije.

Metod: Analiza savremene literature namenjene proucavanju kognitivne re-
habilitacije demencija.

Rezultati: Osobe sa blagom i umerenom demecijom zadrZavaju, u znacaj-
noj meri, kognitivne i bihevioralne kapacitete i sposobne su za bihevioralne
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promene i ucenje izvesnih novih informacija ukoliko im se omoguci adekvatna
podrska. Zbog toga, obezbedujuli strategije koje se oslanjaju na o¢uvane
funkcije mogucée je kompenzovati postignuc¢a u znatno ostecenijim oblastima
kognitivnih sposobnosti.

Zakljuc€ak: Kognitivna rehabilitacija se razmatra kao najefikasnija intervencija
jer moZe da uspori progresiju kognitivnog opadanja kod osoba sa demencijom.

Kljuéne reci: kognitivna rehabilitacija, demencije, kognitivne disfunkcije

UvOD

Demencija je postojano i progresivno neurodegenerativno stanje globalnog
opadanja kognitivnih funkcija koje se naj¢esée javlja u starijem Zivotnom dobu. Rizik
od oboljevanja je veci kod osoba koje imaju kardiovaskularne smetnje, niZze obrazo-
vanje i oteZan pristup zdravstvenoj zastiti (Wu et al., 2017). Razli¢iti tipovi demencije
u blagom i umerenom stadijumu imaju posebne profile kognitivnih promena koje
se mogu registrovati neuropsiholoskim testiranjem, ali sa napredovanjem bolesti
ove razlike postaju sve manje uocljive. Kognitivne disfunkcije dovode do teskoéa u
svakodnevnom funkcionisanju (Martyr et al., 2014; Royall et al., 2007) i predstavlja-
ju sustinsku karakteristiku demencija napredujuéi od blazih tesko¢a u ranom stadi-
jumu bolesti pa sve do potpune zavisnosti teSko dementnih osoba od tude pomodi
u bazi¢nim aktivnostima svakodnevnog Zivota (Boyle et al., 2002; Njegovan et al.,
2001).

Ogranicena efikasnost farmakoterapije kao i nau¢ne cinjenice koje govore u
prilog moZdanog plasticiteta su osnovni razlozi porasta interesovanja za nefarma-
koloske tretmane dementnih bolesnika (Takeda et al., 2012). Originalno razvijena
za osobe sa kognitivnim oStecenjima nastalim usled moZzdane ozlede, kognitivna re-
habilitacija je prilagodena osobama sa demencijom. Ovaj pristup podrZava nezavi-
snost i socijalno ucesce Sto je u skladu sa mnogim evropskim i svetskim organiza-
cijama koje promovisu strategije namenjene postizanju maksimuma funkcionalnih
sposobnosti u populaciji starijih kao i onih sa demencijom.

Kognitivna rehabilitacija dementnih osoba se najéesce sprovodi u kuénim uslo-
vima ili u okruZenju u kome se generalno odvija odredena aktivnost. Ovaj proces
moze, po potrebi, da uklju¢i ne samo pacijenta nego i ¢lanove njegove porodice, sta-
raoce i druge osobe od znacaja. S obzirom da se ljudi razlikuju po nacinu odgovora
na posebne strategije i tehnike, terapeut primenjuje razlicite strategije kako biiden-
tifikovao pristup koji je najbolji za konkretnu osobu (Kudlicka et al., 2019). Progres
moze biti evaluiran od strane same osobe ili stru¢njaka, opservacijom postignuca
ili na osnovu objektivnih testova, pre nego na osnovu terapeutove procene ishoda.
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CILJ

Prikaz osnovnih principa, strategija i tehnika kognitivne

rehabilitacije

Cilj kognitivne rehabilitacije je da poboljsa funkcionisanje u onim oblastima
koje primalac ove vrste usluga identifikuje kao vazne za njega (Clare, 2008). U pro-
cesu utvrdivanja ciljeva rehabilitacije, terapeut procenjuje:

1.

Li¢nost. Terapeut nastoji da razume aktuelni nivo funkcionisanja osobe,
gde i zasto iskrsavaju problemi.

Kontekst. Terapeut treba da se upozna sa okruZenjem u kome pacijent
funkcionise kao i sa faktorima koji mogu da ometu ili olaksaju progres u
postizanju individualnih ciljeva.

Aktivnost. Terapeut treba da razume prirodu i zahteve svake aktivnosti ili
zadatka kojim osoba Zeli bolje da upravlja, korake koji su uklju¢eni u kom-
pletiranje te aktivnosti ili zadatka i koje strategije (ukoliko uopste postoje)
je osoba isprobala.

Na osnovu ovakve procene, prakti¢ar definiSe realisticne ciljeve i priprema set
metoda i tehnika, koje su procenjene kao efikasne, bilo kroz prakti¢nu proveru ili
kroz istrazivacke studije, kako bi kreirao odgovarajuéi plan rehabilitacije.

Vremenom, razvijena su tri tipa kognitivnih nefarmakoloskih intervencija na-
menjenih poboljSanju kognitivhog funkcionisanja dementnih osoba (Meiland et al.,

2017):

Kognitivna stimulacija obuhvata Sirok spektar nespecificnih vezbi name-
njenih osnaZivanju socijalnog i kognitivhog funkcionisanja (Irazoki et al.,
2020). Diskusija, podsecanje i orijentacija ka realnosti su primeri tehnika
stimulacije koji se naj¢esce koriste u grupnom radu.

Kognitivni trening ima za cilj odrzavanje ili poboljsanje posebnih aspekata
kognitivnog funkcionisanja (npr. paznje ili paméenja) kroz strukturisanu i
vodenu praksu koja se sprovodi individualno ili grupno (Bahar-Fuchs et al.,
2017).

Konacéno, kognitivna rehabilitacija je individualizovana intervencija koja
je fokusirana striktno na potrebe konkretne osobe (Clare et al., 2003).
Naglasak je na poboljsanju ili odrzavanju kognitivnih sposobnosti koje su
povezane sa obavljanjem svakodnevnih zadataka, kompenzujuéi ostecenja
i podrzavajuci samostalan Zivot.

Svi tipovi intervencija u ovakvom programu moraju da se sprovode pod kon-
trolom profesionalnih terapeuta. Mnoge tradicionalne kognitivne intervencije su
prilagodene savremenim tehnoloskim uredajima kao sto su mobilni telefoni, tableti
i kompjuteri jer se smatraju isplativim u poredenju sa konvencionalnim kognitivnim
intervencijama.
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Strategije namenjene unapredivanju pamcenja

Mnemonicke strategije ukljucuju povezivanje vizuelne imaginacije, pesama, pri-
ca ili akronima (skracenica nastalih od pocetnih slova ili slogova nekog sloZzenog naziva
ili imena) sa informacijama koje treba zapamtiti. Na primer, ove strategije su korisne
za ucenje PIN kodova, ako treba nauciti kod 139, moZe se formulisati smislena receni-
ca koja povezuje svaki broj sa odgovarajuc¢im slovom u azbuci (Ana voli zimu).

,Komadanje” podrazumeva organizovanje informacija u male grupe ili katego-
rije i moZe biti korisno kada osoba treba da zapamti listu koja sadrzi veliku koli¢inu
informacija. Organizovanje podataka u male grupe ili kategorije znac¢i manje poda-
taka za pamcenje.

Lokus metoda znadi da se informacije koje treba zapamtiti odmah povezuju sa
njihovom fizickom lokacijom.

Prostorno pronalaZenje je korisno za unapredivanje memorijskih kapaciteta
tj. za olakSavanje retencije informacija. Na primer, pokaZe se slika lica neke osobe
zajedno sa njenim imenom, a potom se posle odredenog intervala odlaganja (5 sek,
10 sek, 30 min) ista slika prikaZze i traZi se od osobe da se seti imena.

Ojacavanje ucenja se odnosi na efektivniju upotrebu rezidualnih memorijskih
vestina. Koriste se maksimalno ocuvani memorijski kapaciteti (npr. ,,memorijska
pravila“: 1 — fokusirajte paZnju; 2 — provedite vise vremena na kodiranju, sa vise
pauza; 3 — ponavljajte, u vise navrata). U ovaj pristup spada i tehnika ,nestajanja
tragova” (npr. treba nauciti komandu PRINT, pa se prezentuje re¢ bez jednog slova,
pa bez dva...) i uenje , bez gresaka”. Osnovna ideja ovog pristupa je da ljudi prave
$to manje greSaka tokom ucenja. Iz greSaka mogu da profitiraju samo ukoliko pamte
greske, a ako imaju memorijske smetnje nece ih zapamtiti.

Jedna od strategija odnosi se na upotrebu eksternih pomo¢énih stredstava, kao
S$to su: zidni kalendari, dnevnici, beleznice. Koristi se i sistem alfanumerickih pejdze-
ra koji podseéaju pacijente.

Modifikacija orkuzenja — metoda izbora kada pacijent ne moZe da koristi druge
strategije nezavisno. ldeja je smanjiti zahteve za pamcenjem (npr. sva vrata kupatila
se oboje istom bojom). Ili se kreira visoko strukturisano okruzenje koje omoguéava
rutinirano ponasanje. Pacijenti sa memorijskim ostecenjem i dalje uz ponavljanje
mogu da nauce rutine.

METOD
Metodoloski pristup obuhvata analizu savremene literature namenjene prou-
¢avanju kognitivne rehabilitacije demencija.
REZULTATI

Kognitivna rehabilitacija je razmatrana kao jedan od najefikasnijih intervencija
od kada je pokazano da mozZe da uspori progresiju kognitivnhog opadanja kod osoba
sa demencijom (Amieva et al., 2016).
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Medu dementnim osobama, bolja funkcionalnost je povezana sa viSom samo-
procenom kvaliteta Zivota Sto je u skladu i sa procenom struc¢njaka (Dourado et al.,
2016; Martyr et al., 2018)

Nadeno je da kognitivna stimulacija ima pozitivne efekte na kogniciju osoba sa
blagom i umerenom demencijom (Streater et al., 2016). Kognitivni trening moze da
poboljsa opste kognitivno funkcionisanje osoba sa blagom demencijom (Tsantali et
al., 2017)

Kognitivni trening, stimulacija i rehabilitacija organizovane putem digitalnih
uredaja mogu biti korisne za odrzavanje kognitivnih funkcija kod zdravih starijih oso-
ba i kod onih sa blagim kognitivnim deficitom (MCI) (Hill et al., 2017). Tako je pokaza-
no da kompjuterizovani trening ima pozitivne efekte i na kratkoro¢nu i na dugoro¢-
nu memoriju osoba sa o¢uvanim kognitivnim funkcijama (Ten Brinke et al., 2018).

Osobe sa blagom i umerenom demencijom zadrZavaju, u znacajnoj meri, ko-
gnitivne i bihevioralne kapacitete i sposobni su za bihevioralne promene i ucenje
izvesnih novih informacija ukoliko im se omoguci adekvatna podrska (Fernandez-
Ballesteros et al., 2003). Zbog toga je, obezbedujudi strategije koje se oslanjaju na
ocuvane funkcije, moguée kompenzovati postignuéa u znatno ostecenijim oblasti-
ma kognitivnih sposobnosti.

ZAKLJUCAK

Rehabilitacioni principi se mogu fleksibilno primenjivati kod razlic¢itih tipova
demencije kao i kod razli¢itih stadijuma bolesti. Pristup je orijentisan ka specifi¢nim
ciljevima, kao Sto su svakodnevno funkcionisanje, aktivnosti svakodnevnog Zivota,
briga o sebi, jezik i komunikacija, socijalne interakcije i fizicka nesposobnost pove-
zana sa demencijom. Ovaj proces moZe da ukljuc¢i nova ucenja i ponovno ucenje,
koris¢enje kompenzatornih strategija, ili njihovu kombinaciju.

Kognitivna rehabilitacija se razmatra kao najefikasnija intervencija, jer moze da
uspori progresiju kognitivnog opadanja kod osoba sa demencijom.
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Introduction: Dementia is a stable and progressive neurodegenerative condition of
global decline of cognitive functions, which mostly occurs at an older age. Different types
of dementia in its mild and moderate stadium have special profiles of cognitive changes
which are registered by neuropsychological tests. As the illness progresses, these differences
become less noticeable. Cognitive disfunctions that lead to difficulties in everyday functioning
are major characteristics of dementia. They can progress from mild difficulties at early
stages of the disease, up to complete dependence of patients on others when basic activities
of everyday life are concerned. Limited efficiency of pharmacotherapy and scientific
facts that speak in favor of brain plasticity are main reasons of increased interest in non-
pharmacological treatments of patients with dementia. Over time, three different types of
cognitive non-pharmacological interventions aimed towards enhancing cognitive functioning
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of patients with dementia have been created. Cognitive stimulation includes a large spectrum
of unspecific exercises dedicated to enhancing social and cognitive functioning. The aim of
cognitive training is to maintain or enhance special aspects of cognitive functioning (e.g.
attention or memory) through structural and guided practice which is carried out individually
orin groups. Finally, cognitive rehabilitation is an individualized intervention which is focused
strictly on the needs of a specific person. It focuses on enhancing or maintaining cognitive
abilities related to carrying out everyday tasks, by compensating damages and by enhancing
independent life. All types of interventions in these programs need to be carried out under
control of professional therapists.

Aim: To present basic principles, strategies and techniques of cognitive rehabilitation.

Method: Analysis of contemporary literature dedicated to analyzing cognitive
rehabilitations of dementia.

Results: People with mild and moderate dementia significantly retain cognitive and
behavior capacities and they are capable of behavioral changes and of learning certain new
information, given they are provided adequate support. Thus, by providing strategies that
rely on preserved functions, it is possible to compensate achievements in severely damaged
areas of cognitive abilities.

Conclusion: Cognitive rehabilitation is being considered as the most efficient
intervention, because it can slow down the progression of cognitive decline in patients with
dementia.

Keywords: cognitive rehabilitation, dementia, cognitive disfunctions
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POKAZATELJI USPESNE REHABILITACIJE ADOLESCENATA SA
POREMECAJEM ZAVISNOSTI | NJIHOVIH PORODICA

Sladana Milosevic¢™, Snezana Filipovic¢

Institut za mentalno zdravlje, Srbija

Uvod: Lecenje adolescenata sa poremecajem zavisnosti i njihovih porodica
zahteva stalnu evaluaciju slede¢ih komponenti terapijskog procesa: dijagno-
ze, fleksibilnosti terapijskog pristupa u odnosu na konkretnu porodicu i toka
terapijskog procesa u celini. Pored toga, evaluacija je potrebna i u procesu
uspostavljanja terapijske predikcije postrehabilitacionog ,,uklapanja” i potpu-
ne resocijalizacije adolescenata i njihovih porodica. IstraZivanja pokazuju da
je za uspesan rehabilitacioni proces neophodna promena na individualnom,
roditeljskom, porodi¢nom, relacionom i socijalnom nivou funkcionisanja.

Cilj: Cilj ovog rada je analiza pokazatelja uspesnosti rehabilitacionog procesa
na svim nivoima (individualnom, roditeljskom, porodi¢nom, relacionom i soci-
jalnom), s obzirom na to da su ove kategorije prakticno povezane i neodvojive,
te da se i njihov medusobni uticaj kontinuirano terapijski potvrduje.

Metod: U radu se koriste analiza i sinteza teorijskih i empirijskih nalaza kroz
proucavanje relevantne literature u razli¢itim naucnim izvorima podataka.

Rezultati: Individualni pokazatelji uspesnosti rehabilitacije se ogledaju u po-
boljSanju zdravstvenog stanja adolescenta, postovanju terapijskih pravila i
zahteva na ,,duZe staze”. Prema empirijskim podacima adolescent obogacuje
interpersonalne relacije, prihvata rekonstruisanu strukturu porodice, koriguje
poziciju roditeljskog autoriteta. Kod roditelja dolazi do progresivne promene
u tri pravca: licnom domenu, roditeljskoj relaciji i promeni u odnosu prema
adolescentu. Napeti, nestabilni odnosi u porodici ustupaju mesto pozitivnim
emotivnim tendencama. Kako terapijski proces odmice, uspostavlja se dijalog
izmedu mladih i starijih ¢lanova porodice. Porodica definise nove diskurse u
kojima poziciju konstantne kritike menja u poziciju podrske i usvaja obrazac
traZenja resenja. Na socijalnom nivou adolescent i porodica prevazilaze sti-
gmu i socijalnu izolaciju i na terapijski i funkcionalan nacin obnavljaju reduko-
vane socijalne veze.

Zakljucak: Zakljucna razmatranja ukazuju na to da su analiza i pracenje po-
menutih pokazatelja rehabilitacije kompleksni procesi oteZani varijabilnim

**  sladjanamilo@gmail.com
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intenzitetom. Stoga, temeljna evaluacija omogucava da se dobije realnija slika
kretanja terapijskog procesa u celosti, kao i bolje razumevanje nepredvidivosti
poremecaja zavisnosti.

Kljucne reci: rehabilitacija, adolescenti, porodica, poremecaji zavisnosti

UvOD

U tretmanu poremecaja zavisnosti adolescenata i njihovih porodica rehabilita-
ciona faza predstavlja vazan, neophodan i neodvojiv deo adekvatnog procesa lece-
nja. Polazeéi od metodoloske specificnosti sistemske porodi¢ne terapije, rehabilita-
cioni proces predstavlja nastavak intenzivne faze, ali odredeni stepen rehabilitacije
pocinje vec sa uspostavljanjem apstinencije (Brannigan et al., 2004; Mitrovi¢, 2005;
Patalay et al., 2015).

Pre pocetka rehabilitacione faze nophodno je definisati ciljeve ovog dela tera-
pijskog procesa. Ciljevi se uskladuju sa posebnostima adolescenata i njihovih poro-
dica u svakom pojedina¢nom slucaju, ali i u skladu sa opstim principima terapijskih
smernica koje odreduju sustinu rehabilitacionog procesa u tretmanu poremedaja
zavisnosti adolescenata (Lazeti¢ i sar., 2010).

Lecenje u rehabilitacionoj fazi pred adolescenta i njegovu porodicu stavlja ne-
koliko ciljeva od kojih su neki definisani jos u intenzivnoj fazi. To su:

a) odrzavanje stabilne apstinencije,
b) konstantan rad na licnom usavrsavaniju,

c) kontinualna korecija odnosa u porodici, sa intenzivnijim radom na pripadno-
sti odredenom subsistemu i

d) adaptacija na stare i nove sredinske uslove (LaZeti¢ i sar., 2010; Liddle et al.,
2009; Needle et al., 1988).

U rehabilitacionom procesu adolescent i njegova porodica treba da steknu i
usvoje obrasce ponasanja i vestine koje ¢e im olaksati reintegraciju i dalju borbu
sa umrezenim disfunkcionalnostima koje su ih dovele do lecenja. Tako sada u spo-
liasnjim potencijalno rizi¢nim sistemima, bez intenzivne terapijske zastite, porodicu
i adolescenta pronalaze faktori rizika za relaps (Nastasi¢, 2011). Sam adolescent je
kontinuirano izlozen izazovima koji su uobli¢avali njegovu zavisnost. Istovremeno
¢lanovi porodice takode, nisu postedeni svakodnevnice koja ée terapijska dostignu-
¢a stavljati na ispit od apstinencije do promena drugog reda (Lazeti¢ i sar., 2010;
Mitrovié, 2005).

Pokazatelji uspesne rehabilitacije

Pokazatelji uspesnog rehabilitacionog procesa adolescenata i njihovih porodi-
ca obuhvataju sledece nivoe funkcionisanja:
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a) individualni,

b) roditeljski,

c) porodicni,

d) socijalni (LaZeti¢ i sar., 2010; Mitrovi¢, 2005).

Individualni pokazatelji uspesnosti se prevashodno sagledavaju u odnosu na
adolescenta, aliina druge ¢lanove porodice. Uspe$nost na individualnom nivou obu-
hvata Citav spektar promena (Black & Chung, 2014). Najpre su to promene na nivou
generalnog zdravstvenog stanja samog adolescenta. Ako se uzme u obzir da pore-
mecaji zavisnosti, kao $to su zavisnost od alkohola i drugih psihoaktivnih supstanci,
dovode do ostecenja u ogranizmu, prac¢enjem biohemijskih i drugih klini¢kih para-
metara moZe se pokazati i stepen oporavka (Taylor & Miloh, 2019). lako odrZzavanje
apstinencije predstavlja preduslov bilo kakvog terapijskog napretka, uspostavljenu
apstinenciju podrzava i korekcija disfunkcionalnosti u porodi¢nim odnosima (Black
& Chung, 2014; Choi et al., 2017). Ukoliko u porodici dode do znacajnih terapijskih
promena, prihvatanje drugacijih relacija predstavlja ozbiljan znak napretka i samog
adolescenta. Prihvata rekonstruisanu strukturu porodice, najpre u korigovanoj pozi-
ciji roditeljskog autoriteta, kao i po pitanju novih zahteva i pravila (Milojkovié i sar.,
1997; Stanton, 1981).

Od snaznih otpora preko postepenog prihvatanja u intenzivnoj fazi, prome-
ne u ponasanju adolescenta se uocavaju posebno u rehabilitacionoj fazi. Ne samo
kroz prihvatanje, ve¢ i potenciranje drugacijeg pristupa funkcionisanju porodice. U
uspesnom terapijskom procesu, adolescent bez otpora prihvata i korekciju sopstve-
ne pozicije u porodicnom sistemu, prihvata da ima vise porodi¢nih uloga i pocinje
da ih posmatra kroz prizmu umreZene odgovornosti (Barrett et al., 1988). UvaZzava i
neguje ,ulogu“ brata ili sestre, sina ili kéerke, ulogu odgovornog ucenika, studenta
(Hogue et al., 1988). Individualni status adolescenta dobija realno osnaZenje, nje-
govi stavovi i misljenje u porodici se tretiraju sa viSe paZnje, te proces emotivnog
sazrevanja dobija oslonac na vise mesta. Interakcija sa drugim ¢lanovima porodice
poprima kvalitete snaznije povezanosti (Black & Chung, 2014).

U ovako korigovanom porodi¢nom miljeu dolazi i do karakternih terapijskih
promena u licnosti adolescenta, $to predstavlja suprotnost od karakternih prome-
na nastalih kao posledica zavisnosti od alkohola ili drugih psihoaktivnih supstanci
(Berkowitz & Wesley, 1988; Gupta et al., 2006). Razmisljaju agrumentovano, intros-
pektivno, sveobuhvatnije. Sam sadrZaj misljenja, odnosno kvalitet razmisljanja o
prethodnim i sadasnjim Zivotnim sekvencama, porodici i Sirem okruZenju je pro-
nicljiviji, pokrece diskusije koje su odvojene od sveta zavisnosti. Kvalitet diskusija
biva pokazatelj prihvatanja ili neprihvatanja drugacijeg nacina Zivota kroz terapiju,
do potencijala za realnije sagledavanje Zivotnih okolnosti i suocavanje sa njima bez
straha i osecéaja potistenosti (Godley et al., 2007).

Prihvatanjem i poStovanjem terapijskih pravila i zahteva ,,na duZe staze” ado-
lescent doprinosi da se porodica aktivno usmerava na obogaéenje interpersonalnih
relacija. Uspeh u Skolovanju/na fakultetu je vazan pokazatelj napretka (Lazeti¢ i sar.,
2010). Zbog ukljucivanja u terapijski proces, adolescent izostaje sa predavanja u $koli,
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na fakultetu, ne izlazi na ispite, te mora da nadoknaduje propusteno. Adolescent i u
ovom polju pokazuje bolju funkcionalnost (Tanner-Smit et al., 2013). Nisu retki pri-
meri da tokom rehabilitacione faze adolescenti nadoknaduju propusteno, zavrsava-
ju Skole, fakultete, ¢ime menjaju i stav prema odgovornosti.

Vremenska strukturisanost je sve bolja, poprima nove sadrzZaje u koje spadaju
i socijalno povezivanje, integracija i odredenost. Socijalna umreZenost i identifikaci-
ja su vazne stavke koje adolescenta oja¢avaju i nadograduju (McHugh et al., 2010).
Dakle, terapijski uspesan adolescent ¢e bolje organizovati svoje vreme, njegove ak-
tivnosti postaju precizne i nadovezujuée, bez interferencije ili medusobnog poni-
Stavanja. Dijapazon interesovanja je prosiren, a aktivnosti se oplemenjuju i postaju
fokusirane (Hogue et al., 2008). U tom kontekstu su razne aktivnosti, poput bavlje-
nja sportom, hobija, razlic¢itih stru¢nih obucavanja, pokazatelji Sirenja interesovanja
i bogacenja socijalizacije.

Kako poremecaji zavisnosti poprimaju sve sloZenije forme, tako se uocava i pri-
sustvo komorbiditeta, kao Sto su: depresivne epizode (Davis et al., 2011), anksiozni
poremedaji (Blumenthal et al., 2010), psihoti¢cne dekompenzacije (Hartz et al., 2014).
Komorbiditet moZe biti posledica zavisnosti, ali i prethoditi zavisnosti (Dakof, 2000;
Rao et al., 2011). Odsustvo relapsa (Chung & Maisto, 2005) i kompenzovanost ko-
morbiditeta predstavljaju faktore stabilizacije za porodi¢ni sistem u celini, doprino-
se ,,smirivanju” napete atmosfere, zabrinutosti i nepoverenja prema adolescentu.

Terapijski pomaci roditelja mogu se sagledavati na tri nivoa: individualnom, u
odnosu na roditeljsku relaciju i u odnosu na adolescenta. Individualna pozicija rodi-
telja jeste aspekt koji se moze iskoristiti za evaluaciju terapijskog napretka posma-
tranjem eventualnog drugacijeg, analitickog i aktivnog pristupa problemu zavisnosti
kod samog roditelja (Tanner-Smith et al., 2013). Prelaz pozicije roditelja od uplase-
nosti, zbunjenosti, Sokiranosti, neverice zbog postojanja poremecaja zavisnosti kod
njegovog ,deteta” ka analiticnom, odgovornom i korektibilnom roditeljstvu nije lak
(Liddle et al., 2009; Liddle et al., 2006; Tanner-Smith et al., 2013). Podaci ukazuju da
bi se roditeljski skripti donekle izmenili, te da se roditelji kao odrasle osobe uhvate
u kostac licnih promena, a sve u svrhu ojacavanja porodi¢nog sistema, potrebno je
mnogo terapijskog angazovanja i truda (Lo et al., 2020). Nije iznenadenje da rodi-
telji tek u poodmaklom periodu lecenja prihvate neophodnost ovakvih promena.
Neretko se deSava da potrebu prisnije komunikacije sa adolescentom dozivljavaju
kao vrstu ,nametnutog” odnosa i ideju o drugacijem vrednosnom sistemu u hije-
rarhijskoj strukturisanosti porodice i roditeljskom autoritetu kao nepotrebnu i ne-
ostvarivu (Hogue et al., 1998). Ovo je od posebnog znacaja ukoliko postoji i trans-
generacijsko optereéenje poremecaja zavisnosti (Bien et al., 1993; Bernoussi et al.,
2015; Kerr et al., 2012; Nastasi¢, 1998), jer je stabilna apstinencija roditelja presudna
za stabilizaciju stanja samog adolescenta. Kako se pozicija jednog roditelja nadove-
zuje na poziciju drugog i kako je interparentalna interakcija od sustinske vaznosti za
usvajanje vrednosnih sistema adolescenta, pozicija roditelja se ,testira” i kroz rodi-
teljsku relaciju (Waldron & Turner, 2008).

Usaglasenost roditeljskih stavova je takode pokazatelj napretka, narocito u si-
tuacijama kada roditelji ne Zive zajedno. Dolazi do zajedni¢kog angaZovanja roditelja
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u razmatranju roditeljskih uloga, kompatibilnosti i saradnje kroz rasporedivanje op-
tereéenja koje nosi roditeljska pozicija (Belendiuk & Riggs, 2014).

U odnosu sa adolescentom, umesto kaznjavanja, promovisu podrsku u prekidu
obrazaca zavisnosti. To nikako ne znaci odustajanje od autoriteta, nego priliku da
stecena znanja koriste za kontinuiranu analizu odnosa sa adolescentom (Liddle et
al., 2001). Ovakve analize i njihovi ishodi predstavljaju parametre uspesnosti tera-
pijskog procesa i podrske roditeljskom autoritetu.

Vazan segment procene parametra uspesnosti rehabilitacionog terapijskog
procesa su i odnosi u porodici, i to ne samo roditeljski—adolescentni subsistem, nego
i subsistem siblinga. Napeti i nestabilni porodi¢ni odnosi ustupaju mesto pozitivnim
emotivnim tendencama. Ukoliko se podsetimo, ¢lanovi porodice na pocetku terapije
dozivljavaju Sirok spektar emocija poput besa, straha i anksioznosti (Needle et al.,
1988). Teret koji porodica oseca se smanjuje edukacijom o poremecaju, dobija po-
moc¢ za sebe, identifikuje se sa drugim porodicama koje imaju slicne probleme i dele
osecanja i brige. Kako se porodica osnaZuje i stice nove vestine, njihov emocionalni
teret se smanjuje (Edwards & Steinglass, 1998; MiloSevic i Zari¢, 2016). Tek rasterece-
ni, postaju spremni da poziciju konstantne , kritike” ustupe mestu ,trazenju reSenja“
(Klostermann & O’ Farrell, 2013; Ozechowski & Liddle, 2000; Szapocznik & Williams,
2000). Prevazilazi se dosadasnji koncept razudenosti porodice i uspostavlja jedinstvo
porodice. Pokazatelji problema kao $to su: povladenje adolescenta u sebe, izolacija
od siblinga i roditelja, potenciranje sebstva, kako terapijski proces odmice, jenjavaju.
Uspostavljeni dijalozi izmedu starijih i mladih su strukturisaniji i analiti¢niji. Proces
sazrevanja adolescenta moZe biti ubrzan terapijskim ponasanjem, te tendencija re-
Savanja ,,njihovih“ a ne samo ,njegovih“ problema i potreba je pokazatelj dobrog te-
rapijskog pravca (Nastasi¢, 2011). Uspesnost porodice u prevazilaZzenju teskoc¢a i ade-
kvatnom reSavanju problema je posledica korektibilnosti porodice. Upravo, sposob-
nost porodice da na nove izazove reaguje rezilijentno i uz visok stepen adaptibilnosti
je vazan putokaz u tumacenju terapijskog uspeha (Milojkovic¢ i sar., 1997). Medutim,
pretenciozno bi bilo da su ovi procesi kontinuirano ispoljeni u punom obimu. Padovi
i usponi su na stalnom testu. Pogotovo $to se nakon duZeg perioda pasivnosti, ado-
lescent i njegova porodica suoCavaju sa izazovima, nema viSe ,,guranja pod tepih” i
obrasce zavisnosti menjaju zdravim mehanizmima (Ollendick & Prinz, 1997).

Nista manje vazan kontekst koji se odnosi na pokazatelje uspesne rehabilitacije
adolescenta i njegove porodice, jesu promene na socijalnom nivou. Promene socijal-
ne propagacije porodi¢nog sistema tokom rehabilitacione faze posebno treba uzeti u
obzir, pogotovo u odnosu na prethodnu socijalnu izolaciju i redukciju socijalnih veza
porodice i adolescenta, obnavljaju se socijalne veze na terapijski i funkcionalan na-
¢in (Klostermann & O’Farrell, 2013; Schomerus et al., 2011). PrevazilaZzenje stigme je
jedan od socijalnih ciljeva u le¢enju (Hing et al., 2015). Porodice pocinju da traZe ,sa-
vete” u daljoj socijalnoj adaptaciji i obnavljaju pokidane socijalne veze. Stavise, zdravi
socijalni sistemi adolescentu i njegovoj porodici mogu pruZiti podrsku i oslonac u le-
¢enju od poremedaja zavisnosti (Grunfeld et al., 2004; Smith et al., 2010).
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ZAKLJUCAK

Pracenje pokazatelja koji govore u prilog uspesnog rehabilitacionog lecenja
adolescenata od poremecaja zavisnosti i njihovih porodica predstavlja znacajan
terapijski i terapeutski zadatak. Viseslojnost poremecaja zavisnosti, disfunkcional-
nost porodice kao i kompleksnost posledica, zahtevaju sveobuhvatnu analizu tokom
ovog procesa lecenja.

Ostvarivanje zadatih ciljeva se mora sagledavati kroz pojam vremena, na duze
staze i u kontinuitetu uz korekciju relapsa i ,proboja“ starih obrazaca ponasanja kod
adolescenta, ali i porodice u celini. Stoga je analiza i pra¢enje navedenih parametara
kompleksan proces otezan njihovim varijabilnim intenzitetom.

Temeljna evaluacija omogucava da se dobije realnija slika kretanja terapijskog
procesa u celosti, kao i bolje razumevanje nepredvidljivosti poremecaja zavisnosti.
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INDICATORS OF SUCCESSFUL REHABILITATION OF ADOLESCENTS
WITH ADDICTIVE DISORDERS AND THEIR FAMILIES
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Institute of Mental Health, Serbia

Introduction: Treatment of adolescents with addictive disorders and their families
requires constant evaluation of the following components of the therapeutic process:
diagnosis, flexibility of the therapeutic approach in relation to a specific family and the
course of the therapeutic process as a whole. In addition, evaluation is needed in the
process of establishing a therapeutic prediction of post-rehabilitation “fitting in” and
complete resocialization of adolescents and their families. Research shows that a successful
rehabilitation process requires change at the individual, parental, family, relational and
social levels of functioning.
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Aim: The aim of this paper is to analyze the success indicators of the rehabilitation
process at all levels (individual, parental, family, relational and social), given that these
categories are practically connected and inseparable, and that their mutual influence is
continuously confirmed therapeutically.

Method: The paper uses the analysis and synthesis of theoretical and empirical findings
through the study of relevant literature in various scientific data sources.

Results: Individual indicators of rehabilitation success are reflected in the improvement
of the adolescent’s health condition, respect for therapeutic rules and requirements in the
“long run”. According to empirical data, the adolescent enriches interpersonal relations,
accepts the reconstructed structure of the family, and corrects the position of parental
authority. There is a progressive change in parents in three directions: personal domain,
parental relationship and change in attitude towards the adolescent. Tense, unstable
family relationships give way to positive emotional tendencies. As the therapeutic process
progresses, a dialogue is established between younger and older family members. The family
defines new discourses in which the position of constant criticism changes into a position
of support and adopts a pattern of seeking solutions. At the social level, adolescents and
families overcome stigma and social isolation and renew reduced social ties in a therapeutic
and functional way.

Conclusion: Concluding remarks indicate that the analysis and monitoring of the
mentioned rehabilitation indicators is a complex process complicated by variable intensity.
Therefore, a thorough evaluation enables getting a more realistic picture of the movement of
the therapeutic process as a whole, as well as a better understanding of the unpredictability
of addictive disorders.

Keywords: rehabilitation, adolescents, family, addictive disorders
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ISPITIVANJE ASPEKATA PORODICNOG FUNKCIONISANJA KOD OSOBA
SA EPILEPSI|OM
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Uvod: Nacin na koji osobe sa epilepsijom percipiraju svoje porodice igra vaZznu
ulogu u celokupnom toku epilepsije.

Cilj: Primarni cilj istraZivanja bio je ispitati kako osobe sa epilepsijom opaZaju
funkcionisanje svojih porodica. Detaljnije, ispitivala se povezanost duZine tra-
janja simptoma i porodicnih skala.

Metod: Uzorak su Cinila 22 pacijenta sa epilepticnim napadima. Radi dobijanja
neophodnih podataka koris¢ena je modifikovana lista sociodemografskih poda-
taka koja je sastavni deo upitnika FACES IV i Mek Masterov upitnik za proce-
nu porodice (McMaster Family Assesment Device; FAD). FAD sadrZi 60 pitanja,
podeljenih u sedam skala: ReSavanje problema, Komunikacija, Uloge, Afektivna
responzivnost, Afektivno ukljucivanje, Kontrola ponasanja i Opste funkcionisanje.
Rezultati: Utvrdeno je da osobe sa epilepsijom opaZaju porodicno funkcionisa-
nje kao disfunkcionalno na dimenziji Kontrola ponasanja (AS=2,08; SD=0,34;
cut off skor=1,90). Muskarci percipiraju porodi¢no funkcionisanje kao vise
disfunkcionalno u odnosu na Zene na dve dimenzije porodicnog funkcionisa-
nja — Komunikacija [t(20)=2,18; p<0,05; d=0,93] i Uloge [t(20)=2,77; p<0,05;
d=1,18]. Pacijenti koji i dalje Zive u primarnoj porodici percipiraju porodicno
funkcionisanje kao vise disfunkcionalno na dimenziji Komunikacija, u odnosu
na one koji su se odvojili od primarne porodice [t(20)=2,18; p<0,05; d=0,93].
Rezultati regresione analize pokazuju da skale Resavanje problema, Afektivna
responzivnost i Opste funkcionisanje objasnjavaju 34,7% varijanse duZine tra-
janja epilepti¢nih napada [R?=0,35; F(3,18)=3,19; p<0,05].

Zakljucak: IstraZivanje istice znacaj porodicnih varijabli i specificnosti istih
kod osoba sa epilepsijom, kao i vaZnost uklju¢ivanja cele porodice u proces
lecenja pacijenta.

Kljuéne reci: epilepsija, porodicno funkcionisanje, primarna porodica
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UvVOD

Epilepsija je hroni¢no neurolosko oboljenje koje se karakterise spontanim po-
navljanjem epilepti¢kih napada usled povremenog, ekscesivnog i naglog praznjenja
neurona (Kosti¢ i sar., 2007). Oko 50 miliona ljudi Sirom sveta ima dijagnozu epilepsi-
je, Sto epilepsiju Cini jednom od najucestalijih neuroloskih oboljenja (World Health
Organization, 2019).

Uticaj epilepsije na svakodnevni Zivot pacijenata je visSestruk, ukljucujuci broj-
ne izazove u vise razli¢itih funkcionalnih i psihosocijalnih domena (Bishop & Allen,
2003), sto dalje moZe dovesti do znacajnog pada kvaliteta Zivota (Vaurio et al., 2017)
i visoke ucestalosti psihijatrijskih problema. Cak 30-50% osoba sa epilepsijom ima
smetnje raspoloZenja, emocija ili ponasanja (LaFrance et al., 2008). Obicno pocev
od Skolovanja, epilepsija moZe nametati znacajna ogranicenja u realizaciji socijal-
nih odnosa, akademskih, okupacionih i Zivotnih postignuca (Bishop & Allen, 2003;
Mameniskiené et al., 2017; McCagh et al., 2009).

Epilepsija moZe imati veliki uticaj na sve ¢lanove porodice i njihov kvalitet Zi-
vota, ukljucujudi visok nivo stresa, anksioznosti, nezadovoljstvo ograni¢enim soci-
jalnim aktivnostima (Thompson & Upton, 1992), stigmatizaciju (Amjad et al., 2017),
bracne probleme (Tedrus et al., 2015), porodi¢nu disfunkcionalnost. Osobe sa epi-
lepsijom opaZaju svoje porodice kao disfunkcionalne u domenu porodi¢ne komu-
nikacije i opSteg porodi¢nog funkcionisanja, muskarci viSe nego Zene (LaFrance et
al., 2011). Cak 83,3% adolescenata sa epilepsijom izve$tava o umerenoj porodi¢noj
disfunkcionalosti. Autori isti€u da porodicno funkcionisanje i percepcija istog mogu
imati znacajne implikacije za dalji ishod epilepsije (Eseigbe et al., 2014).

Istovremeno, porodica predstavlja znacajan izvor socijalne podrske za osobe
sa epilepsijom (Collings, 1995; Mahrer-Imhof et al., 2013), posebno posto je kod epi-
lepsije ona medu najsnaznijim osloncima kojima se kompenzuje manjak prijateljsta-
va i socijalnih veza na poslu (Hills & Baker, 1992) i jedna od najvaznijih determinanti
Zivotne ispunjenosti (Collings, 1995). Percipirana socijalna podrska u okviru porodi-
ce izdvaja se kao jedan od najvaznijih faktora kvaliteta Zivota osoba sa epilepsijom i
ostalih ¢lanova porodice (Mahrer-Imhof et al., 2013).

CILJ

Cilj ovog istrazivanja je formiranje preliminarne, robusne slike o tome kako
osobe sa epilepsijom dozivljavaju svoje porodice, te kako epilepsija moze uticati na
funkcionisanje porodice u nasoj sredini.
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METOD

Uzorak

U studiji je ucestvovalo dvadeset dvoje pacijenata sa epilepsijom, starosti iz-
medu 17 i 57 godina (AS=34,00; SD=12,69), podjednako Zena i muskaraca, bez dru-
gih znacajnijih bolesti ni psihijatrijskih komorbiditeta. Prosecno trajanje epilepsije
je bilo 13 godina (5D=10,17), sa rasponom od 1 do 30 godina. Svi ucesnici su dali
pismenu saglasnost za ucesce u istraZivanju.

Instrumenti i procedura

Relevantni liéni podaci dobijeni su primenom modifikovane liste sociode-
mografskih podataka iz Upitnika porodi¢ne adaptibilnosti i kohezivnosti (Family
Adaptability and Cohesion Evaluation Scales, Version IV — FACES V) iz koje su izdvo-
jene varijable: pol, uzrast, stepen obrazovanja, bra¢no stanje, Zivot sa/van primarne
porodice, struktura primarne porodice, red rodenja i broj dece.

Porodicne varijable su registrovane Upitnikom za procenu porodice (McMaster
Family Assesment Device; FAD). Ovaj instrument, baziran na Mak Masterovom mo-
delu porodi¢nog funkcionisanja fokusiranom na dimenzije koje su se pokazale znacaj-
nim u sistemskoj porodi¢noj terapiji, meri strukturne, organizacione i transakcione
karakteristike porodica (Miller et al., 2000). Upitnik sadrzi 60 stavki, podeljenih u
sedam skala: reSavanje problema (sposobnost porodice da resava probleme tako da
odrzi efikasno funkcionisanje), komunikacija (nacin na koji ¢lanovi porodice razme-
njuju informacije), uloge (ponavljani obrasci ponasanja kroz koje ostvaruju svoje po-
rodicne funkcije), afektivna responzivnost (sposobnost porodice da odgovori na dati
stimulus adekvatnom snagom i kvalitetom osecanja), afektivno ukljucivanje (stepen
zanimanja koji jedni ¢lanovi porodice pokazuju prema aktivnostima i interesovanjima
drugih), kontrola ponasanja (porodi¢ni obrazac ponasanja u razli¢itim situacijama) i
opste funkcionisanje (opste zdravlje/patologija porodice) (Epstein et al., 1978; Ryan
et al., 2005). Odgovori se daju na Cetvorostepenoj Likertovoj skali, sa rasponom od
1 (zdravo funkcionisanje) do 4 (problemati¢no funkcionisanje). Odgovori na FAD su
kontrolisani Inventarom li¢nih reakcija — skalom za procenu sklonosti ka davanju so-
cijalno poZzeljnih odgovora (modifikacija Marlou-Kraun skale) (Tenjovi¢, 2000).

Statisticka obrada rezultata

Za obradu podataka primenjene su metode deskriptivne statistike. Kako se pri
testiranju normalnosti skala pokazalo da je slican procenat skala sa normalnom ras-
podelom i onih ¢ija distribucija statisti¢ki znac¢ajno odstupa od nje, prilikom testira-
nja razlika primenjene su parametrijske i neparametrijske metode, u zavisnosti od
skale koja se koristi (Man-Vitni test/t-test za nezavisne uzorke, ili jednofaktorska
analiza varijanse/Kraskal-Volisov test, u zavisnosti od broja nivoa nezavisne varija-
ble). Doprinos porodi¢nih varijabli objasnjenju varijanse duZine trajanja epilepsije
testiran je viSestrukom regresionom analizom.
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REZULTATI

U najveéem broju sludajeva, ispitanici poticu iz porodica sa oba roditelja
(90,9%). Polovinu uzorka (50%) Cine prvorodena deca. Vecina (77,3%) je zavrsila
srednju Skolu. Preko polovine ispitanika iz uzorka i dalje Zivi sa primarnom poro-
dicom (54,5%), od kojih je Cetvrtina (25%) starije od 35 godina. Priblizno polovina,
(54,5%) ispitanika nije u bra¢noj zajednici. Najveci broj nema decu (68,2%).

Na FAD, osobe sa epilepsijom na dimenziji Kontrola ponasanja prosecno per-
cipiraju svoju porodicu kao disfunkcionalnu (AS=2,08, SD=0,34, cut off skor=1,90).
Ipak, rezultati t-testa ukazuju na to da muskarci (AS=2,32, SD=0,37) doZivljava-
ju Komunikaciju kao manje funkcionalnu u odnosu na Zene (AS=1,92, SD=0,49), t
(20)=2,18, p<0,05, d=0,79, sto se, takode, nalazi i za skalu Uloge (AS=2,26, SD=0,32 u
odnosu na AS=1,88, SD=0,31), t (20)=2,77, df=20, p<0,05, d=1,21.

Ispitanici sa epilepsijom koji i dalje Zive u primarnoj porodici (AS=2,31, SD=0,46)
opazaju porodi¢no funkcionisanje kao vise disfunkcionalno na skali Komunikacija,
u odnosu na one koji Zive odvojeno od primarne porodice (AS=1,90, SD=0,39), t
(20)=2,18, p<0,05, d=0,93.

Rezultati regresione analize pokazuju da model koji u sebe ukljucuje tri ska-
le upitnika FAD: ReSavanje problema, Afektivna responzivnost i Opste funkcioni-
sanje objasnjava 34,7% varijanse duZine trajanja epilepsije [R?=0,35, F (3,18)=3,19,
p<0,05)]. Parcijalni doprinos prediktora prikazan je u Tabeli 1.

Tabela 1

Regresioni model kojim se predvida duZina trajanja epilepsije koriste¢i kao
prediktore tri skale upitnika FAD (Opste funkcionisanje, Afektivna responzivnost,
Resavanje problema)

Prediktori B t

FAD: Opste funkcionisanje 1,78 2,94**
FAD: Afektivna responzivnost -1,37 -2,71*
FAD: ReSavanje problema -0,56 -1,40

Legenda: * p<0,05; ** p<0,01; B — standardizovani regresioni koeficijent

DISKUSIJA

Nalaz da vecina ucesnika ove studije i dalje Zivi sa primarnom porodicom, nije
u braku i nema decu, u skladu je sa ranijim podacima da osobe sa epilepsijom rede
stupaju u brak i osnivaju sopstvenu porodicu (Agarwal et al., 2006; Elliott et al.,
2008). Pojedini autori smatraju da na bracni status osoba sa epilepsijom utice sti-
gma (Agarwal et al., 2006; Tedrus et al., 2015), o ¢emu govori to da one Cesto pri-
krivaju bolest od partnera, ili da epilepsija moze biti jedan od razloga za prekid veze
(Mameniskiené et al., 2017; Santosh et al., 2007), ali i prezasti¢ujuéi odnos rodite-
lia kojim reaguju na nepredvidljivost epileptickih napada (Ellis et al., 2000), a koji
moZze dovesti do porodicne zavisnosti, emotivne nezrelosti i slabih socijalnih vestina
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(Ives-Deliperi & Jokeit, 2019; Langfitt et al., 1999), dalje smanjujué¢i mogucénosti
ostvarivanja adekvatnih odnosa sa drugima (McCagh et al., 2009).

Ucesnici nase studije narocito nisu zadovoljni postoje¢im standardima prihvat-
liivog ponasanja u fizicki opasnim, psiholoskim i socijalnim situacijama u porodici i
dozvoljenim odstupanjima od istih (percepcija porodice kao disfunkcionalne na di-
menziji Kontrola ponasanja FAD), izrazitije oni koji i dalje Zive u primarnoj porodici.
Komunikacija se opaZa kao vi$e prikrivena i indirektna. Zelja roditelja da se prikrije ili
porekne postojanje epilepsije, prezasti¢ujuéi odnos prema deci, kao i strah od stigme
predstavljaju neke od znacajnih prepreka u komunikaciji izmedu roditelja i dece sa epi-
lepsijom (O’Toole et al., 2015), pa se postavlja pitanje da li su sli¢ni faktori i u pozadini
manje efikasne komunikacije kod odraslih sa epilepsijom koji i dalje Zive u primarnoj
porodici.

Muskarci sa epilepsijom su manje zadovoljni jasno¢om i nivoom direktnosti
komunikacije koja se odvija unutar porodice nego zene, kao i ulogom koju ostvaruju
u porodici. Moguce je da muskarci osecaju da, time Sto imaju epilepticke napade,
gube ono sto se tradicionalno smatra ,,muskom” ulogom u porodici, $to je u skladu
sa istraZivanjima (LaFrance et al., 2011), kao i sa pomakom u sferu disfunkcionalno-
sti u domenu Kontrole ponasanja na FAD. Nalaz da model koji u sebe ukljucuje tri
skale upitnika FAD (Opste funkionisanje, Afektivna responzivnost, Resavanje proble-
ma) znacajno doprinosi objasnjenju varijanse duZine trajanja bolesti sugerise ulogu
epilepsije u narusavanju zdravlja porodi¢nog sistema. Ipak, neki vide ovu poveza-
nost i kao visSesmernu, pretpostavljajuci da porodi¢no okruzenje moze biti znacajno
za tok bolesti i njen dalji ishod (Ellis et al., 2000; Eseigbe et al., 2014).

ZAKLJUCAK

Ranjivost (bar) nekih aspekata porodi¢nog funkcionisanja pod uticajem epi-
lepsije, kao i, uopsteno, problem odvajanja od primarne porodice osoba sa epilepsi-
jom jasno govore o relevantnosti ove teme, kao i o potrebi za ve¢com podrskom
porodicama obolelih od epilepsije no $to je to do sada bio slucaj.
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Introduction: The way people with epilepsy perceive their families plays an important
role in the overall course of epilepsy.

Aim: The primary goal of the study was to examine how people with epilepsy perceive
the functioning of their families. The relationship between symptom duration and family
scales was examined in more detail.

Method: The sample consisted of 22 patients with epileptic seizures. To obtain the
necessary data, a modified list of socio-demographic data was used, which is an integral
part of the FACES IV questionnaire and the McMaster Family Assessment Device. The
Family Assessment Device contains 60 questions, divided into seven scales: Problem Solving,
Communication, Roles, Affective Responsibility, Affective Involvement, Behaviour Control,
and General Functioning.

Results: /It was found that people with epilepsy perceived family functioning as
dysfunctional on the Behaviour Control dimension (M=2.08; SD=.34; cut off score=1.90). Men
perceived family functioning as more dysfunctional than women in two dimensions of family
functioning — Communication [t(20)=2.18; p<.05; d=.93] and Roles [t(20)=2.77, p<.05, d=1.18].
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Patients still living in the primary family perceived family functioning as more dysfunctional
in the Communication dimension, compared to those who separated from the primary family
[t(20)=2.18; p<.05; d=.93]. The results of regression analysis show that the scales Problem
Solving, Affective Responsiveness and General Functioning explain 34.7% of the variance in
the duration of epileptic seizures [R?=.35; F(3,18) =3.19; p<.05].

Conclusion: The research emphasizes the importance of family variables and their
specificity in people with epilepsy, as well as the importance of including the whole family in
the process of treating the patient.

Keywords: epilepsy, family functioning, primary family
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PARTICIPACIJA RODITELJA U PROCESU TRANZICIONOG PLANIRANJA ZA
UCENIKE SA SMETNJAMA U RAZVOJU

Gordana Odovié™

Univerzitet u Beogradu - Fakultet za specijalnu edukaciju i rehabilitaciju, Srbija

Uvod: Odluke koje se donose tokom tranzicionog planiranja znacajne su za
uspesno ukljucivanje ucenika sa smetnjama u razvoju u odraslo doba. Zbog
toga, timski rad ima poseban znacaj, a podrazumeva saradnju ucenika, rodite-
lja, predstavnika Skole i sluzbi za pruZanje usluga tokom tranzicije. Participacija
roditelja omogucava dobijanje informacija o sposobnostima, ogranicenjima i
potrebama deteta koje doprinose uspesnom ostvarivanju ciljeva postavljenih
tokom tranzicionog planiranja. Ipak, roditelji se Cesto suocavaju sa potesko-
¢ama u ravnopravnom ucescu u timskom donosenju odluka o buducnosti svog
deteta.

Cilj: Na osnovu pregleda literature identifikovati faktore koji oteZavaju i olak-
Savaju participaciju roditelja u procesu tranzicionog planiranja.

Metod: Prikupljanje literature izvrseno je pregledom elektronskih baza ERIC,
JSTOR i Google Scholar. Obuhvacen je period od 2010. do 2020. godine. Za
pretraZivanje je korisceno nekoliko kljucnih reci i njihovih kombinacija: ro-
ditelji, participacija, tranziciono planiranje, invaliditet, prepreke, facilitatori.
Izdvojena su 22 rada koja se odnose na prepreke i facilitatore ucesca roditelja
u tranzicionom planiranju, a potom je analiziran njihov sadrZaj.

Rezultati: Najcesce prepreke sa kojima se suocavaju roditelji ukljuuju potes-
koce psihicke prirode, demografske karakteristike, nedovolinu komunikaciju
i partnerski odnos sa predstavnicima Skole i tranzicionih servisa, nedovoljno
razumevanje procesa tranzicije i nedostatak znanja o obrazovanju nakon za-
vrSetka srednje skole. Faktori koji olaksavaju participaciju roditelja su: znanja
o procesu tranzicionog planiranja u skoli, povecanje komunikacije i saradnje
sa predstavnicima Skole i tranzicionih servisa, izgradnja neformalne podrske u
zajednici i smanjenje stresa.

Zaklju€ak: Dosadasnja istraZivanja pruZaju dokaze o znacaju participacije ro-
ditelja u tranzicionom planiranju i faktorima koji oteZavaju njihovo aktivno
ucesce. Podaci o facilitatorima participacije roditelja manje su zastupljeni, pa
bi buduca istraZivanja trebalo usmeriti na njihovo dalje otkrivanje, kao i na
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razvoj programa za aktivnu participaciju roditelja u timskom radu, kako bi se
unapredili ishodi tranzicionog perioda ucenika sa smetnjama u razvoju.

Kljucne reci: tranzicioni proces, roditelji, prepreke, facilitatori

UvOD

Prelazak iz Skole u radno okruZenje izazov je za sve ucenike, posebno za uceni-
ke sa smetnjama u razvoju. Halpern je definisao tranziciju kao ,,promenu ponasanja
od statusa ucenika do preuzimanja uloge odrasle osobe u zajednici” (Halpern, 1994,
p. 116). Tranzicija se zasniva na porodi¢nim vrednostima, prioritetima i kulturi, a
usredsredena je na snage, interesovanja, sklonosti i potrebe deteta.

Tranziciono planiranje je proces usmeren na pripremu ucenika sa smetnjama
U razvoju za zivot nakon zavrsetka Skolovanja u oblasti zaposlenja, nastavka obra-
zovanja nakon srednje Skole, odrZzavanja kuce, uklju¢ivanja u drustvenu zajednicu i
ostvarivanja odgovarajuéih meduljudskih odnosa (Hendricks & Wehman, 2009). U
ovom periodu znacajno je pomodi ucenicima sa smetnjama u razvoju da razumeju
svoj invaliditet, kao i odluke koje ¢e odrediti njihovu buduénosti. Centralni deo tran-
zicionog planiranja je izrada individualnog plana tranzicije, ¢ija je svrha da olaksa
prelazak iz Skole u Zivot odraslih. Plan sadrzi ciljeve koje treba ostvariti u oblasti
zaposljavanja ili nastavka Skolovanja, stanovanja, pristupa uslugama u drustvenoj
zajednici i slobodnog vremena (Goupil et al., 2002). Pojedini autori poput Test i sa-
radnika navode postupke u sekundarnoj tranziciji koji omogudéavaju zavrsetak skole
ili preveniraju njeno napustanje, a to su: a) zavrSetak profesionalnog osposoblja-
vanja uklju€ujuci podizanje svesti o karijeri, istrazivanje karijere, genericke i speci-
ficne stru¢ne predmete i placeno zaposlenje; b) aktivno ucesce ucenika u procesu
tranzicionog planiranja; c) promena strukture programa u smislu dodavanja izbornih
predmeta, smanjenja broja ucenika u odeljenju i pruzanje mogucnosti za ukljuciva-
nje u alternativne obrazovne programe (Test et al., 2009).

Planiranje tranzicije treba sagledavati kao visegodisnji proces koji podrazume-
va timski rad ucéenika, roditelja, predstavnika skole i sluzbi za pruzanje usluga tokom
tranzicije. Tim Cine razliciti stru¢njaci, a svako od njih ima jedinstven pogled na tran-
ziciju Skola-posao. Odluka ili preporuka koju donosi tim oslanja se na stru¢no znanje
svojih ¢lanova i sadrzi objedinjene informacije (deFur, 2002).

Roditelji i u€enici igraju vaznu ulogu u procesu tranzicije. Uce$ée roditelja vise
je od samog prisustva sastancima tima za tranziciono planiranje i pretpostavlja ak-
tivno ucesée i saradnju (Miner, 2014). Roditelji imaju pozitivan uticaj na spremnost
svog deteta za rad, istraZivanje karijere i uspeh na radnom mestu, a pruzaju mu po-
mo¢ da nauci koja pitanja treba postaviti prilikom razmatranja buduéeg zaposlenja
i koris¢enja postsekundarnih agencija i usluga. Porodice poseduju dragocene infor-
macije o snagama, interesima i potrebama deteta sa smetnjama u razvoju (Wandry
& Pleet, 2009).



11. MEBUNARODNI NAUCNI SKUP , SPECIJALNA EDUKACIJA | REHABILITACIJA DANAS" 87
11TH INTERNATIONAL SCIENTIFIC CONFERENCE “SPECIAL EDUCATION AND REHABILITATION TODAY"

Blecer smatra da je aktivno ucesée porodice u planiranju i donosenju odluka o
tranzicionim uslugama primarni faktor uspesne tranzicije za mlade osobe sa smet-
njama u razvoju (Blacher, 2001). Uéestvovanje brace i sestara bez smetnji u razvoju
verovatno je znacajan faktor kako uspesne tranzicije tako i dobrobiti za roditelje.
Oni pruzaju podrsku roditeljima kao i bratu ili sestri, pokazuju brigu i interes za nji-
hovu buduénost, a imaju vlastitu ulogu i odgovornosti u tome. U literaturi se istice
sustinska prednost participacije roditelja i razlika koju ona Cini u efikasnoj tranziciji.
Ipak, stru€njaci u praksi neretko to previde, pa u proces tranzicionog planiranja ce-
sto ne ukljucuju roditelje, ne uvazavaju njihove stavove i doprinos (Morris, 2002).

CILJ

Cilj istraZivanja je identifikovati faktore koji uticu na participaciju roditelja u
procesu tranzicionog planiranja na osnovu pregleda literature.

METOD

Prikupljanje odgovarajuce literature izvrSeno je pregledom elektronskih baza
ERIC, JSTOR i Google Scholar. Pregledom je obuhvaéen period od 2010. do 2020. go-
dine. Za pretraZivanje je koris¢eno nekoliko klju¢nih reci i njihovih kombinacija: ro-
ditelji, participacija, tranziciono planiranje, smetnje u razvoju, prepreke, facilitatori.
Nakon ¢itanja apstrakata izdvojena su dvadeset dva rada objavljena na engleskom
jeziku koja su se odnosila na participaciju roditelja u tranzicionom planiranju, kao i
na prepreke i facilitatore participacije.

REZULTATI

Analizirana literatura nedvosmisleno ukazuje na znacaj aktivne participacije
roditelja u tranzicionom planiranju. Prepreke sa kojima se suo¢avaju mogu se grupi-
sati kao teskoce psihicke prirode, demografske karakteristike, nedovoljna komuni-
kacija i partnerski odnos sa predstavnicima Skole i tranzicionih servisa, nedovoljno
razumevanje procesa tranzicije i nedostatak znanja o obrazovanju nakon zavrsetka
srednje Skole (Baker et al., 2016; Crockett-Love, 2016; Francis et al., 2014; Francis
et al., 2019; Hetherington et al., 2010; Hirano, 2016; Hirano et al., 2016; Hornby &
Lafaele, 2011; Kraft & Dougherty, 2013; Kraft & Rogers, 2015; Lewis, 2014; Martinez
et al., 2012; Rehm et al., 2013; Schueler et al., 2017; Smith et al., 2011). Faktori koji
olaksavaju participaciju roditelja obuhvataju znanja o procesu tranzicionog planira-
nja u Skoli, povecanje komunikacije i saradnje sa predstavnicima skole i tranzicionih
servisa, izgradnju neformalne podrske u zajednici i smanjenje stresa (Francis et al.,
2019; Gonzalez et al., 2011; Hirano & Rowe, 2016; Martinez et al., 2012; Rowe &
Test, 2010; Topping, 2011; Trach, 2012; van Rens et al., 2018; Young et al., 2016).

IzloZenost roditelja visSestrukim stresorima poput nedostatka podrske od strane
Skole i porodice, vremenski raspored sastanaka i ativnosti dovodi do emocionalnog
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stanja koje ukljucuje osecanje iscrpljenost i slomljenosti (zbog stalnog trazenja in-
formacija, resursa, usluga i podrske), frustraciju i razocaranje (Francis et al., 2014;
Francis et al., 2019; Rehm et al., 2013).

Znacajnu ulogu u otezavanju participacije u tranzicionom planiranju ima eko-
nomski status porodice i kulturoloska i jezicka razli¢itost. Kada porodica nastoji da
zadovolji svoje osnovne potrebe za prezivljavanjem, aktivnosti koje nisu hitne, poput
ucesca na Skolskim sastancima, obi¢no se zanemaruju. Roditelji iz razli¢itih kultura
imaju potrebu da ostvare bliZi odnos sa stru¢njacima u skoli koji ¢e im pomoci da se
osecéaju manje otudeno i da budu vrednovani kao ¢lan tima za izradu individualnog
tranzicionog plana i tranzicionog planiranja (Crockett-Love, 2016; Hetherington et
al., 2010; Lewis, 2014). Jezicka barijera moze doprineti poteSkodi u komunikaciji sa
Skolom (Hornby & Lafaele, 2011; Smith et al., 2011).

Istrazivanja Cesto ukazuju na nedovoljnu komunikaciju i nedostatak partner-
skog odnosa roditelja, predstavnika skole i tranzicionih servisa. Kada predstavnici
Skole imaju pozitivan stav prema porodici i njenoj participaciji, roditeljska oseca-
nja prema Skoli su pozitivna (Hornby & Lafaele, 2011). Takode, roditelji izrazavaju
nezadovoljstvo podrskom koju dobijaju od agencija za pruzanje tranzicionih usluga
(Martinez et al., 2012). Kao barijere u komunikaciji roditelji navode nepravovreme-
nost, nedovoljno kvalitetnu i nejasnu komunikaciju, a predstavnici Skole isticu jezi¢-
ke barijere i netacne kontakt podatke za komunikaciju sa porodicama (Baker et al.,
2016).

Nepripremljenost roditelja i ucenika, nedovoljno razumevanje procesa tran-
zicije i nedostatak znanja o moguéem obrazovanju nakon zavrsetka srednje Skole,
takode su razlozi nedovoljno aktivnog uceséa roditelja u tranzicionom planiranju.
Porodice treba angaZovati pre pocetka tranzicionog planiranja i podsticati na aktiv-
nu ulogu u oblikovanju tranzicionog plana svoje dece. Mogucnost za efikasnije pla-
niranje moze im pruZiti obuka o pravima uéenika i porodice, informacije o planiranju
tranzicije i resursima u zajednici (Hetherington et al., 2010).

PaZnja istrazivaca bila je usmerena i na izradu instrumenata za identifikova-
nje faktora za ukljucenost roditelja u tranziciono planiranje, sto ujedno moZze biti
nacin identifikovanja oblasti za primenu intervencije kao facilitatora uklju¢enosti
roditelja u tranziciono planiranje i usluge (Hirano, 2016; Hirano et al., 2016; Kraft &
Dougherty, 2013; Kraft & Rogers, 2015; Schueler et al., 2017).

Upoznavanje sa tokom tranzicionog planiranja u domenima postavljanja cilje-
va, tranzicionih usluga i pruzaoca usluga posle sekundarne tranzicije jedan je od
nacina podsticanja aktivne participacije roditelja (Rowe & Test, 2010). Preporucuje
se i struéno usavrsavanje i kontinuirana obuka za stru¢njake u $koli i van nje uz kori-
$¢enje postojecih znanja i vestina o partnerstvu roditelja i zajednice (Gonzalez et al.,
2011; Hirano & Rowe, 2016; Martinez et al., 2012).

Dobru komunikaciju i saradnju sa predstavnicima skole i tranzicionih servisa
treba ostvariti $to ranije tokom skolovanja deteta primenom kolaborativhog mode-
la. Prema tome, timovi treba da dele informacije i rade zajedno kada kreiraju plano-
ve tranzicije (Trach, 2012). Pored toga, korisna bi bila obuka roditelja za poznavanje
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tranzicionih usluga i ostvarivanje kontakta sa pruzaocima usluga u zajednici (Young
et al, 2016).

Jedan od nacina za unapredivanje participacije roditelja predstavlja koris¢enje
neformalnih oblika podrske u zajednici. S obzirom da okruZenje utice na tranzici-
ju viSe nego razvojne karakteristike deteta smatra se da mreZa eksterne podrske
moze biti od sustinskog znacaja za uspesnu tranziciju (Topping, 2011; van Rens et
al., 2018).

PruZanje emocionalne podrske roditeljima i umrezavanje porodica uz stvara-
nje lokalnog mentorskog programa moze da doprinese smanjenju stresa kod rodi-
telja (Francis et al., 2019).

ZAKLJUCAK

Dosadasnja istraZivanja pruZaju dokaze o znacaju participacije roditelja u tran-
zicionom planiranju i faktorima koji otezavaju njihovog aktivno ucesée. Podaci o
facilitatorima participacije roditelja manje su zastupljeni, pa bi buduéa istraZivanja
trebalo usmeriti na njihovo otkrivanje, kao i na razvoj programa za podsticanje ak-
tivne participacije roditelja u timskom radu, kako bi se unapredili ishodi tranzicionog
perioda ucenika sa smetnjama u razvoju.
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