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In memory of Professor Jozef Bergier
(17 February 1952 - 21 March 2019)

Weregretfully announce that Professor J6zef Bergier, Head
of the Scientific Council for the Health Problems of Civilization
journal and rector of Pope John Paul II State School of Higher
Education in Biata Podlaska, which is the publisher of our
journal, passed away on March 21, 2019.

Jézef Bergier was born on 17 February 1952 in Miedzyrzec
Podlaski, where he also attended and graduated from primary
and high school. He studied at Warsaw University of Physical
Education (AWF), Faculty in Biata Podlaska, from which he
graduated in 1975.

He worked as an academic at AWF from 1975 until 2013.
He obtained his PhD in 1983, and his postdoctoral degree in
Cultural Physical Studies in 1999. In 2000, he was appointed
rector of the newly established State School of Higher
Education in Biata Podlaska and he performed this function
until 2009, and then again from 2013 until his last day. From
2009 until 2013 he was vice-rector and rector’s proxy. During
those two decades, he was involved in the administration,
operation and development of the State School of Higher
Education. Being in charge of the school, Professor Bergier
focused not only on improving educational activity as a basic
aim of the institution, but also on expanding research and
development activity and publishing activity as a way of
reforming its scientific staff, and also on strengthening the
role of the school as a modern regional academic centre. With
great enthusiasm he pursued his vision of establishing a new Bialska Academy. Modern didactic, scientific and
sporting facilities representing the school’s material foundations and the ever-growing renown of the school
around the country are proof of his success. In the last decade, the State School of Higher Education in Biata
Podlaska worked its way up the Polish rankings of universities, receiving the title of Poland’s Best State School
of Higher Education in the last three years.

Professor Bergier was a notable scientist in the fields of Cultural Physical Studies and of Sport Theory,
a specialist in team sports training theory and practice, and a coach of football masterclass. In 2012 he was
appointed a professor of Cultural Physical Studies. He published over 500 scientific papers and 6 textbooks.
He was an editor of many joint publications ensuing from organised scientific conferences. Many papers were
published in journals from Master Journal List. Over the last years the professor participated in international
research programs while also promoting and actively participating in scientific cooperation with universities
located abroad.

As the school’s rector, Professor J6zef Bergier paid special attention to the expansion of publishing activity,
which is reflected in the establishment of the school’s three scientific journals, and in publication of many
monographs and textbooks. From 2010 he served as Editor-in-Chief of the scientific journal Cztowiek i Zdrowie/
Human and Health, renamed in 2014 to Health Problems of Civilization. He was Deputy Editor-in-Chief of the
journal Rozprawy Spoteczne, and a member of Editorial Council of the journal Economic and Regional Studies/
Studia Ekonomiczne i Regionalne. He was also a member of Scientific Councils of journals published in other
scientific centres including Polish Journal of Sport and Tourism.

Professor Jozef Bergier carried out many functions outside the school, in the area of science and sports. In
years 2012-2013 he was a member of the Polish Accreditation Committee (PKA) in the Medical, Health and
Physical Culture Sciences team. He was engaged in self-government and political activity. He was a member of
the City Council for Biata Podlaska until 2006, and Vice-President of Lubelskie voivodeship assembly in 2007. He
also served as a Member of the Polish Parliament in the 3rd term (1997-2001) and in the Polish Senate in the 7th
term (2007-2011). In years 1981-1985 he was Head of the football association in Biata Podlaska (BOZPN), and as
Head of the Women'’s Football at the Polish Football Association between 2009 and 2013. He was also a member
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of the International Association of Sport Kinetics and Deputy Chairman of the International Scientific Society of
Sports Games.

He received many collegiate and Ministry of Science and Higher Education awards. He was awarded the
Golden Medal for services rendered to the school and was awarded the title of Distinguished Person for the Town
of Biata Podlaska. He was also awarded the Cross of Merit and the Knight’s Cross Order of Polonia Restituta. In
2017 he was elected as Honorary Professor of Ternopil State Medical University (Ukraine).

The passing of Professor J6zef Bergier is a great loss for his close friends and relatives, for members of staff
and students of the school, and for his many colleagues.

The Policy Council of Pope John Paul II State School of Higher Education Publisher in Biata Podlaska, together
with Editorial Committees and Scientific Councils of journals published by the school regretfully say farewell
to Professor Jozef Bergier, the rector of the school. We have lost the founder of our journal, and a distinguished
scientist and promoter of science. The bereaved academic society will always keep their founder and his
achievements in our memory.

Professor Mieczystaw Adamowicz Associate Professor Wioletta Zukiewicz-Sobczak, PhD
Rector’s Proxy Deputy Editor-in-Chief
for Research and Applications Health Problems of Civilization

Pope John Paul II State School of
Higher Education in Biata Podlaska
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Pamieci Profesora Jozefa Bergiera
(17 lutego 1952 - 21 marca 2019)

Z gtebokim zalem informujemy, ze 21 marca 2019 roku
zmart Profesor Jozef Bergier, Przewodniczacy Rady Nauko-
wej czasopisma Health Problems of Civilization, a jednocze$nie
rektor Panstwowej Szkoty Wyzszej im. Papieza Jana Pawta Il
w Biatej Podlaskiej, uczelni, ktéra jest wydawca naszego cza-
sopisma.

Jézef Bergier urodzit sie 17 lutego 1952 roku w Miedzy-
rzecu Podlaskim, gdzie ukoniczyt szkote podstawows i $red-
nig. Studiowat w Akademii Wychowania Fizycznego w War-
szawie, Filii w Biatej Podlaskiej, ktora ukonczyt w 1975 roku.

W tej uczelni pracowat w latach 1975-2013 w charakte-
rze nauczyciela akademickiego. W 1983 roku uzyskat stopien
doktora, aw 1999 roku zostat doktorem habilitowanym nauk
o kulturze fizycznej. W 2000 roku zostat rektorem nowo po-
wstatej Panstwowej Wyzszej Szkoty Zawodowej w Biatej Pod-
laskiej, ktéra to funkcje sprawowat do 2009 roku, a nastep-
nie od 2013 roku az do $mierci. W latach 2009-2013 petnit
funkcje prorektora badz petnomocnika rektora. Byt osobg,
ktéra przez cate dwudziestolecie angazowata sie w organi-
zacje, funkcjonowanie i rozwoéj Panistwowej Szkoty WyzZszej.
Kierujac uczelnia, Profesor Bergier zwracat uwage nie tylko
na doskonalenie dziatalnosci edukacyjnej, jako podstawo-
wego zadania Panstwowej Szkoty Wyzszej, ale takze na roz-
woj dziatalno$ci naukowo-badawczej i publikacyjnej, rozwdéj
wtasnej kadry naukowej, a takze na umacnianie roli uczelni
jako nowoczesnego o$rodka akademickiego w regionie. Z zapatem i sukcesem realizowat wizje budowy nowej
Akademii Bialskiej. Ewidentnym dowodem na to sg zar6wno nowoczesne obiekty dydaktyczne, naukowe i spor-
towe, tworzace baze materialng uczelni, ale takze rosnaca z biegiem lat renoma uczelni w catym kraju. W ciggu
ostatniego dziesieciolecia Pannstwowa Szkota Wyzsza w Biatej Podlaskiej pieta sie co roku w gére w ogdlno-
polskich rankingach uczelni wyzszych, dochodzac w ostatnich trzech latach do pozycji najlepszej panistwowej
szkoty zawodowej w Polsce.

Profesor byt wybitnym naukowcem w dziedzinie nauk o kulturze fizycznej i teorii sportu, specjalista w sfe-
rze teorii i praktyki treningu w zespotowych grach sportowych, trenerem klasy mistrzowskiej w pitce noznej.
W 2012 roku otrzymat tytut profesora nauk o kulturze fizycznej. Opublikowat ponad 500 artykutéw naukowych
i 6 podrecznikéw. Byt redaktorem wielu prac zbiorowych, powstatych zwtaszcza w wyniku organizowanych
konferencji naukowych. Wiele prac ukazato sie w czasopismach z listy filadelfijskiej. W ostatnich latach Profesor
uczestniczyt w miedzynarodowych programach badan naukowych i wspierat wspétprace naukowa z uczelnia-
mi zagranicznymi czynnie w niej uczestniczac.

Profesor Jozef Bergier jako rektor uczelni przyktadat duza wage do rozwoju dziatalno$ci wydawniczej, czego
wyrazem jest funkcjonowanie w uczelni trzech czasopism naukowych, a takze publikacja licznych monografii
i podrecznikéw. Od 2010 roku byt Redaktorem Naczelnym czasopisma naukowego Cztowiek i Zdrowie / Human
and Health, ktére od 2014 roku przyjeto nazwe Health Problems of Civilization. Byt tez Zastepca Redaktora Na-
czelnego czasopisma Rozprawy Spoteczne oraz cztonkiem Rady Redakcyjnej czasopisma Economic and Regional
Studies/Studia Ekonomiczne i Regionalne. Byt tez cztonkiem rad naukowych czasopism wydawanych w innych
osrodkach m.in. Polish Journal of Sport and Tourism.

Profesor J6zef Bergier sprawowat szereg funkcji poza uczelnig zaré6wno w dziatalnos$ci naukowej jak i spor-
towej. W latach 2012-2013 byt cztonkiem Polskiej Komisji Akredytacyjnej w Zespole Nauk Medycznych o Zdro-
wiu i Kulturze Fizycznej. Zajmowat sie dziatalno$cig samorzadowa i polityczna. Do 2006 roku zasiadat w Radzie
Miasta Biata Podlaska, w 2007 roku petnit funkcje wiceprzewodniczacego w sejmiku wojewddztwa lubelskiego.
Byt postem na Sejm III Kadencji (1997-2001) oraz senatorem VII Kadencji Senatu Rzeczypospolitej (2007-2011).
W latach 1981-1985 byt prezesem Bialskopodlaskiego Zwigzku Pitki Noznej, a w latach 2009-2013 sprawowat
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funkcje Przewodniczacego Wydziatu Pitkarstwa Kobiecego Polskiego Zwigzku Pitki Noznej. Byt takze czlon-
kiem Miedzynarodowego Stowarzyszenia Motoryki Sportowej i Zastepca Przewodniczacego Miedzynarodowe-
go Towarzystwa Naukowego Gier Sportowych.

Otrzymat liczne nagrody uczelniane, a takze nagrody Ministra Nauki i Szkolnictwa Wyzszego. Zostat wy-
rézniony Ztota Odznaka za zastugi dla wiasnej Uczelni i otrzymat tytut Zastuzonego dla Miasta Biata Podlaska.
Odznaczony brazowym i ztotym Krzyzem Zastugi, a takze Krzyzem Kawalerskim Orderu Odrodzenia Polski.
W 2017 roku otrzymat tytut Honorowego Profesora Uniwersytetu Medycznego w Tarnopolu (Ukraina).

Odejscie Profesora J6zefa Bergiera jest ogromna stratg dla bliskich mu oséb, dla pracownikéw i studentow
uczelni, oraz dla szerokiego grona wspétpracownikow.

Rada Programowa Wydawnictwa Panstwowej Szkoty Wyzszej im. Papieza Jana Pawta Il w Biatej Podlaskiej
oraz Komitety Redakcyjne i Rady Naukowe wszystkich czasopism wydawanych w Uczelni, z gtebokim Zalem
zegnaja Profesora J6zefa Bergiera, Rektora Uczelni. Z odejSciem Profesora tracimy zatozyciela naszego pisma,
wybitnego naukowca, organizatora nauki. Pograzona w zatobie spoteczno$¢ akademicka zachowa w dobrej pa-
mieci swojego lidera i tworzone przez niego dzieta.

Prof. zw. dr hab. Mieczystaw Adamowicz Prof. nadzw. dr hab. Wioletta Zukiewicz-Sobczak
Petnomocnik Rektora ds. Nauki i Wdrozen Zastepca Redaktora Naczelnego
Panstwowej Szkoty Wyzszej Health Problems of Civilization

im. Papieza Jana Pawta Il w Biatej Podlaskiej
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HISTOPATHOLOGICAL RESULTS ANALYSIS IN WOMEN UNDERGOING
HYSTEROSCOPIC PROCEDURES DUE TO ENDOMETRIAL POLYPS

ANALIZA WYNIKOW HISTOPATOLOGICZNYCH U KOBIET PODDAWANYCH
ZABIEGOM HISTEROSKOPOWYM Z POWODU POLIPA ENDOMETRIALNEGO
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Summary
Background. Endometrial polyps are the most common pathology of the mucous layer of the
uterine cavity. In most cases, they do not cause symptoms and are detected accidentally during
ultrasound.
Material and methods. Medical records of 79 patients hospitalized in the Obstetrics and
Gynecology Ward of the Provincial Specialist Hospital in Biata Podlaska, who underwent
hysteroscopy due to suspicion of endometrial polyps, were analyzed.
Results. In the final histopathological evaluation after the hysteroscopy procedure, presence of
endometrial polypoid cells was found in 14 out of 79 women (17.7%).
Conclusions. The final diagnosis of pathological changes in the uterine cavity should be based
on hysteroscopic examinations - they enable accurate assessment of the uterine cavity and
allow for targeted biopsy collection.

Keywords: endometrial polyp, diagnostic ultrasound, hysteroscopy

Streszczenie
Wprowadzenie. Najczestsza patologia btony sluzowej jamy macicy s polipy endometrialne.
W wiekszosci przypadkéw nie powoduja one objawdéw i sa wykrywane przypadkowo, podczas
badania USG.
Materiali metody. Analizie poddano dokumentacje medyczna 79 pacjentek hospitalizowanych
na Oddziale Ginekologiczno-Potozniczym Wojewddzkiego Szpitala Specjalistycznego w Biatej
Podlaskiej, u ktérych wykonano zabieg histeroskopii z powodu podejrzenia obecnosci polipa
endometrialnego.
Wyniki. W konicowej ocenie histopatologicznej po zabiegu histeroskopii, obecno$¢ komérek
polipa endometrialnego stwierdzono u 14 sposréd 79 kobiet (17,7 %).
Whioski. Ostateczna diagnostyka zmian patologicznych w obrebie jamy macicy powinna

Tables: 2

Figures: 2

References: 13
Submitted: 2018 Dec 13

opierac sie na badaniach histeroskopowych - umozliwiaja one doktadng ocene jamy macicy
i daja mozliwo$¢ pobrania biopsji celowane;j.

Stowa kluczowe: polip endometrialny, diagnostyka ultrasonograficzna, histeroskopia

Accepted: 2019 Jan 3

Introduction

The concept of building an ultrasound scanner dates back to the beginning of the 20th century, when German
and Russian scientists discovered the possibility of using ultrasound for tracking submarines. The first devices
using this phenomenon attracted the interest of medical researchers, who quickly in the 1940s, began to carry
out experiments with the use of ultrasound on living organisms. The first devices were used particularly for

Szeszko t, Oszukowski P, Kisiel A, Szeszko A, Bienkiewicz M. Histopathological results analysis in women undergoing hysteroscopic procedures
due to endometrial polyps. Health Prob Civil. 2019; 13(2): 99-103. https://doi.org/10.5114/hpc.2019.81340
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diagnostic evaluation of organs such as kidneys, gallbladder and brain, although one of the most spectacular was
the diagnosis of fetuses and organs of the genitourinary system.

Nowadays, ultrasound techniques, clearly improved in comparison to the original ones and are the most
frequently used methods of imaging. They are still based on the same phenomena as several decades ago. Thanks to
ultrasound diagnostics, we can visualize a number of changes and defects of the uterus and ovaries. Gynecological
diagnostics of patients of reproductive and postmenopausal age is usually based on vaginal examination. The
image of the ultrasonographically examined endometrium is characteristic for a given moment of the menstrual
cycle. In the menstrual phase the endometrium is 2-4 mm thick, in the follicular phase it reaches up to 8 mm, in
the ovulation phase between 8 and 11 mm and in the luteal phase as much as 14 mm. Measurement disorders can
occur with the coexistence of endometrial cancer, endometrial hyperplasia, uterine fibroids, endometrial polyps
and mucositis, which is characteristic of miscarriage, postpartum period or an ascending infection. Uterine defects
are found in a small percentage of fertile women, and even in 26% of infertile women. For women in which pre-term
birth occurred, the percentage is up to 30%. In most cases, changes in the reproductive organs, especially in the
initial stage, do not give clinical signs and are therefore not diagnosed. Manifestations in the form of menstrual
disorders, pain, abnormal and pathological vaginal bleeding promote a visit to a gynecologist and the detection of
functional or anatomical abnormalities of the reproductive organs.

Endometrial polyps are the most common pathology of the uterine mucosa. Itis alocal hyperplasia of the basal
layer of the mucosa of the uterine cavity. Endometrial polyps are a mild change, with a diameter not exceeding
3 cm, most likely caused by unbalanced estrogen stimulation. Most often they grow towards the uterine cavity
and are pedunculated. They can be found as single and multiple changes in the uterine cavity. Polyps of the
body of the uterus can be found in any period of a woman’s life. The frequency of their occurrence is about
10% in women of reproductive age and up to 15% in women in the perimenopausal age. In the vast majority of
cases, endometrial polyps do not cause clinical signs and are found during routine gynecological examination
and ultrasound imaging. If symptoms manifest themselves, women most often complain of heavy menstrual
bleeding, breakthrough bleeding/spotting. These changes in women trying to get pregnant may be the cause of
infertility acting in a similar way to an intrauterine device. In ultrasound examination endometrial polyps are
shown as limited, hyperechoic (significantly higher echogenicity than the uterus muscle) areas of thickening of
the uterine mucosa. The image of an endometrial polyp during hysteroscopy procedure is shown in Figure 1 and
Figure2[1,2,3,4,5,6,78,9, 10].

Figure 1. Image of an endometrial polyp during hysteroscopy procedure
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Figure 2. Image of endometrial polyps during hysteroscopy procedure
Material and methods

The material was collected on the basis of retrospective studies conducted on materials and collected as part
of routine medical procedures. Medical records of 79 patients hospitalized in the Obstetrics and Gynecology
Department of the Provincial Specialist Hospital in Biata Podlaska, who underwent hysteroscopy due to
suspicion of presence of endometrial polyps, were analyzed. In the statistical analysis of the study, the basic
methods of describing and evaluating the results were used. The analysis was carried out using the statistical
package Statistica 12.0. The assumed significance level p was 0.05.

Results

79 women aged from 19 to 75 years (mean age - 46 years) were referred to the hospital with the diagnosis of
endometrial polyps. 53 women were of premenopausal age and 26 of them were of postmenopausal age (age > 50
years). In all patient’s ultrasound measurement of uterine size was performed. Its longitudinal dimension ranged
from 24 to 91 mm (mean 56 * 13 mm) and its transverse dimension from 18 to 64 mm (mean 42 + 11 mm).

The endometrium thickness measurement results ranged from 3.9 to 26.1 mm (mean 12.5 # 5.1 mm).
Pathology (thickness >10 mm before menopause or > 4 mm after menopause) was found in 53 subjects (67.1%).
The majority of cases of endometrial hyperplasia (34 out of 53) concerned premenopausal women, who
constituted the majority of the study group (51 out of 79), but the incidence of endometrial hyperplasia was
significantly higher in postmenopausal women (95% vs. 67%). The relationship between menopause age and
endometrial hyperplasia was statistically significant (x*> = 6.1; p = 0.014) (Table 1, Table 2).
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Table 1. Table of relationships between age and endometrial hyperplasia

Endometrial hyperplasia

Age Both
No Yes
Premenopause 17 [33.3%)] 34 [66.7%] 51
Postmenopause 1[5.0%] 19 [95.0%)] 20
Both 18 53 71

Table 2. Table of correlations between menopause age and confirmation of polyp diagnosis in histopathological examination

Polyp in histopathological evaluation

Menopause age Both
No Yes
Before 46 [86.8%)] 7 [13.2%)] 53
After 19 [73.1%)] 7 [26.9%)] 26
Both 65 14 79

Hysteroscopy was performed in the whole group of patients:
¢ in 75 (95%) surgical hysteroscopy,
¢ in 4 (5%) diagnostic hysteroscopy.
In all 53 women with endometrium hyperplasia, hysteroscopy performed was surgical.
In the final histopathological evaluation after the procedure, the results were as following:

e normal result - 35 (44.3%)
e endometrial hyperplasia without atypia - 18 (22.8%)
e endometrial hyperplasia with atypia - 1(1.3%)
e endometrial atrophy - 2 (2.5%)
¢ endometrial polyp - 14 (17.7%)
e uterine fibroid cells - 7 (8.9%)
« cancer cells - 2 (2.5%).

12 (92%) out of 13 patients with histopathologically confirmed polyps which had their endometrium
measured earlier had endometrial hyperplasia.

However, the relationship between endometrial pathology and referral accuracy was not statistically
significant (y* = 1.6; p = 0.21).

Discussion and conclusions

The findings presented in this article highlight an important cause for concern. Out of 79 women referred
to the hospital because of endometrial polyps, histopathological confirmation was obtained only in 14 patients.
In the majority of cases the initial diagnosis was established on the basis of routine ultrasound examination.
Hysterosonography (administration of contrast agent into the uterine cavity) enables improvement of
ultrasound imaging and, consequently, better differential diagnostics. Another option for enhanced diagnostics
is the use of color Doppler. Characteristic of polypoid lesions is vascularization in the form of one or more vessels
penetrating directly into the lesion (these are nutrient vessels). However, the final diagnosis of pathological
changes in the uterine cavity should be based on hysteroscopic examinations - they enable accurate assessment
of the uterine cavity and allow for targeted biopsy collection. Very often hysteroscopy is not only a diagnostic
but also a therapeutic tool [11, 12, 13].
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Introduction

Summary
Background. A social network is a group of people with whom a given person - the central
person in the network - maintains contact. Social support networks for families raising an
intellectually disabled child offer significant advantages for the functioning of family members:
from providing help in performing everyday tasks, to sharing information, and offering
emotional support.
Material and methods. The aim of the paper is to analyse the structure of social networks and
the types and sources of support received by mothers raising intellectually disabled children.
The study was based on quantitative methods. Bizon’s Questionnaire of Social Surroundings
(Kwestionariusz Otoczenia Spotecznego) and a categorised interview were used. Each
interview lasted about 2 hours. Fifteen mothers who raise intellectually disabled children have
participated in the interviews.
Results. The social support networks of the mothers were usually comprised of more than 10
people. Close relatives and more distant family members act as the most important elements of
social support networks for mothers who raise intellectually disabled children.
Conclusions. A multifaceted and complete spectrum of support was found in the mothers who
participated in this study. The fact that the support systems are very centralised is alarming - if
the main person leaves, the entire network of support might collapse.

Keywords: social support network, intellectual disability, child, mother of intellectually
disabled child

Streszczenie
Wprowadzenie. Sie¢ spoteczna to pewna liczba oséb, z ktérymi dany cztowiek - centralna
osoba sieci - utrzymuje kontakt. Sieci spotecznego wsparcia rodziny wychowujacej dziecko
z niepetnosprawnoscia intelektualng posiadaja istotne korzysci w funkcjonowaniu cztonkow
rodziny, od pomocy w wykonywaniu codziennych czynnosci, po otrzymanie informacji, czy
oparcie emocjonalne.
Material i metody. Celem pracy jest analiza badan wtasnych dotyczacych struktury sieci
spotecznych oraz rodzajéw i Zrodet wsparcia otrzymywanego przez matki wychowujace dzieci
z niepelnosprawnos$cia intelektualng. Badania miaty charakter jako$ciowy. Wykorzystano
Kwestionariusz Otoczenia Spotecznego Bizonia. Postuzono sie wywiadem skategoryzowanym.
Kazdy wywiad trwat okoto 2 godzin. W wywiadach uczestniczyto 15 matek wychowujacych
dziecko z niepetnosprawnoscia intelektualna.
Wyniki. W sktad sieci wsparcia badanych matek wchodzito zazwyczaj ponad 10 oséb.
Najwazniejszymiweztamisieci wsparciamatekwychowujacych dzieckozniepetnosprawnoscia
intelektualng sg cztonkowie blizszej i dalszej rodziny.
Whioski. W grupie badanych matek mozna wskaza¢ na wielostronny i petny zakres wsparcia.
Niepokojacy jest fakt zogniskowania systeméw wsparcia - jezeli osoby dominujgcej zabraknie
moze doj$¢ do zatamania systemu podtrzymania.

Stowa Kkluczowe: sie¢ spolecznego wsparcia, niepetnosprawnos¢ intelektualna, dziecko,
matka dziecka z niepelnosprawnoscig intelektualna

In Polish, social support (wsparcie spoteczne) is usually treated as a synonym of providing help (udzielana
komus$ pomoc) [1]. McDowell and Newell indicate that support can be understood as providing a person who is
experiencing some kind of difficulties with emotional, informational or material resources by other people -
that is, by that person’s social network [2].
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Thoits perceives social support as a degree to which an individual’s basic social needs (such as belonging and
safety) are awarded by contact with others [3]. Janocha, indicating the popularity of this term, highlights the fact
that it is defined in multifaceted ways by various scholars [4]. Social support can be understood as:

 the expected help that is available for an individual (or a group) in difficult, stressful, life-changing
situations which the individual (or group) cannot manage on their own [5];

e the attitude that is based on being ready to bring help to those who need it in order to regain mental
balance, or the attitude thatis based on being ready to prevent situations that may lead to such a condition
[6];

« passing information that shapes an individual’s sense of being respected, cared for and functioning as
a member of a specific network of communications and mutual responsibilities [7];

« the resources provided by others that are helpful in coping with various situations, or the exchange of
resources in the process of social interaction [8].

Taking into consideration the functioning of a family with a disabled child, and the fact that the appearance
of a child who does not develop in a standard way is a difficult situation, I assume that support is a type of
social interaction that has been initiated by one of a few individuals who participate in a difficult, problematic,
stressful, or critical situation [8]. This approach can also be found in J. S. House’s works (1981) - he treats social
support as an interpersonal transaction, a type of interpersonal exchange [9].

There are various ways of supporting a family who raises a disabled child. According to Janocha, help can
take the form of emotional, informational, or material support, as well as showing understanding, acceptance,
and reassurance [4]. Social support may come from various sources. Singer and Lord indicated three categories
of sources of support: personal, formal and professional. Friends, relatives, and acquaintances constitute the
first one. The second one is made up of various organisations such as charities, institutions whose role is to
provide help, social security, sports clubs, or church groups and communities. The third category is reserved for
clinics that offer professional help and psychotherapy, as well as access to special, dedicated support groups [10].

According to Axer’s definition, a social network is a certain number of people with whom a given person - the
central person in the network - maintains contact [in: 11]. A social network is different from a small social group
because not every member needs to know every other member [12].

The close relationship between an individual’s social network and the support that is available to that
individual is emphasised [2]. The existence of social networks is seen as a sufficient indicator of social support.
A social network might be seen as “a structure or an arrangement, through which support is provided” [2].

In the case of a family group, the social network is made of the closest and more distant relatives, as well
as non-related people whom the individual meets in various places and circumstances. For a given individual,
all these people are important to various degrees. They are sources of both positive and negative stimuli; they
provide support but they also add burden. This is why the terms “social network” and “social support network”
should not be treated as synonyms - as we know, social interactions do not always influence an individual in
a positive way [13].

Social support networks of families that raise a disabled child offer noticeable benefits in the context of the
family members’ functioning, from offering help in everyday chores to providing information that is valuable
in terms of rehabilitation, treatment, or taking care of a disabled child [14]. Axer describes three views on
social support offered by the environment to a disabled person: people who constitute the closest environment
(their feelings, attitudes, and behaviours may have a positive influence), organisations offering support, and
institutions that provide medical, social, and psychological help [12]. A. Maciarz discusses the support of a family
raising a disabled child in its psycho-emotional aspect, in terms of social structures and services, in terms of
care and upbringing and, finally, in terms of rehabilitation [15].

A family that raises a disabled child needs constant support - it is necessary not only when a diagnosis is
presented. Social support facilitates the formation of an adequate image of a child’s disability, adaptation, and
the process of learning skills associated with care and rehabilitation. Social support networks also play an
important role in the quality and effectiveness of education, rehabilitation and socialisation of a disabled child.

The aim of the study
The aim of the study was to analyse the structures of social networks, as well as the types and sources of the
support that mothers who raise an intellectually disabled child receive. The main research problem was defined

in the following question: what is the individual perception of their own support networks for mothers who
raise a disabled child?
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Material and methods
The description of the research method

The research was based on qualitative methods. A categorised interview has been employed. Bizon'’s
Questionnaire of Social Surroundings (Kwestionariusz Otoczenia Spotecznego) was used - it was created in the
1980s. The tool is made of the following elements: the Map of Social Network (Mapa Otoczenia Spotecznego),
the List of Social Network (Lista Otoczenia Spotecznego), and the Support System Record Sheet (Arkusz Zapisu
Sytemu Oparcia). The second, revised version has been used - it is the one that is referred to as the research
version (wersja badawcza) by the authors [16].

In order to determine who belongs to the category of a social support system for mothers of disabled children,
eight fields were specified within the social environment: household members (1), closest relatives (2), other
relatives and family members (3), colleagues (4), neighbours (5), other friends and acquaintances (6), therapists
(7), other significant people (8). In the case of the first two groups, participants were encouraged to list all the
people who meet the given criterion. In the case of the remaining groups - only those people who, for some
reason, are more significant for the participant than others. These people are recorded by the participant on
the Map of Social Network (Mapa Otoczenia Spotecznego), which illustrates a social network in a graphic form.

The next stage is based on filling in the List of Social Network (Lista Otoczenia Spotecznego) - using
a questionnaire and the Map of Social Network. A participant responds to questions related to the length of their
relationships with the aforementioned people and their intensity, as well as questions about the availability of
those people.

Then, we use the Support System Record Sheet (Arkusz Zapisu Sytemu Oparcia). An interviewer records
answers to questions related to the specific types of support. The aim is to distinguish people who fulfil specific
supportive functions, and to eliminate those network members who do not offer any kind of support. These
questions allow us to characterise the surroundings, the support system, and the supportive functions in detail.

Indexes used to characterise social support networks

The criteria for the evaluation of the supporting features of a support system are divided into the scope of
support and the level of support.

1. The scope of support - this is the number of a network’s functions in a person’s system; it does not depend
on the number of people who fulfil a given function. We have:

A/Very narrow systems - 1 to 2 functions
B/Narrow systems - 3 to 4 functions
C/Average systems - 5 to 8 functions
D/Broad systems - 9 to 10 functions

2. The level of support expressed through the support system index.

The support level index (wskaZnik poziomu podtrzymania, wpp) - includes the number of a network’s
functions in a given system (the scope of support) and the degree to which a given function can be replaced
by other sources; it is also sensitive to the differences in the significance of particular functions. The value of
the support level index also depends on the deficits in the support system - i.e,, it takes into consideration the
importance of the functions that are missing in the support system.

The support level index is calculated as follows: functions with one source - 1 point, functions with two
sources - 2 points, functions performed by 3 three or more sources - 3 points. In the case of a lack of functions,
we deduct points according to the following rules: the lack of the function indicated in questions 7 and 10 - we
deduct 3 points, the lack of the function indicated in questions 1 and 8 - we deduct 2 points, the lack of the
function indicated in the remaining questions - we deduct 1 point. Thus, the value of the support level index
ranges from -18 to +30 points.

The criteria for the evaluation of the features of a support system are also based on the size, components and
structure of the system.

1. The size of a support system (the number of the support sources) - this is the number of people who belong
to the social environment of a participant and who perform supportive functions for the participant (at
least one supportive function). We can have small (1 to 3 people), medium (4 to 10 people) and large
systems (more than 11 people).

2. The components of a support system - this is the description of the area of social environment, which
is made up of people who act as sources of support. We differentiate between the following types of
systems:
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e family systems (areas I, II, III),
e non-family systems (all the other areas), including institutional ones (area VII).

In terms of the length of a relationship, we have old systems (those in which relationships with the majority
of members are over 10 years old), intermediate systems (those in which the relationships with the majority
of members are from 1 to 10 years old) and new systems (those in which the relationships with the majority of
members began less than 1 year ago).

3. The structure of a support system is based on its homogeneity of heterogeneity, its concentration or
dispersion, and the density of relationships within the system.

A homogenous system is the one in which sources come from a single area. A heterogenous system is the one
in which sources come from at least three different areas of the surroundings.

A concentrated system is a system in which one person dominates all the other members in terms of the
performed functions (i.e., that person performs atleast 3 more functions than the others). In a dissipated system,
all the members perform the same or a similar number of functions.

The description of the studied group

The research was conducted with the use of a categorised interview in a group of mothers who raise
intellectually disabled children via nonprobability sampling, were the fundamental criterion was being a parent
of a disabled school-age child. Some of the children were mildly disabled, others had medium-degree disabilities,
and others were seriously disabled. The research was conducted among mothers whose children attended Zesp6t
Szkét Specjalnych (Special School Complex) in Biata Podlaska in 2017 and 2018. Fifteen women participated in
the study. Every interview lasted about 120 minutes.

The mothers’ age ranged from 33 to 60 years. The majority was 40-50 years old (11 women), three were
younger - 33, 33 and 29 years old - and the oldest participant was 60 years old. The majority finished a vocational
school or less (6 graduated from a vocational school, 4 had primary education). Three finished high school, and
two were university graduates. Seven of them were single mothers, they had been divorced and were often
conflicted with their children’s fathers. Two of the fathers had rejected their disabled children, the others did
not really maintain contact with their children. Eight women lived in complete families and they indicated that
they do have the support of their husbands or partners. Three mothers reported that when they had given birth
to a disabled child, their closest relatives (in-laws, more distant relatives) avoided contact. Other women have
not experienced such reactions from their family members, neighbours or friends.

The families lived in both blocks of flats (8 families) and houses (7 families). None of the mothers worked
professionally.

In one case, the disabled child was the only child, in five families there were two children, in six families there
were three children, one family had four children and one had five. In one of the families there were 14 children.
In three of them, there were two intellectually disabled children, and in one there were twins. In total, there
were 18 disabled children in these families. Ten of the children were severely disabled, five had medium-degree
disabilities, and three were mildly disabled. Three children had to use a wheelchair apart from their intellectual
disability, one boy had been diagnosed with autism, most of the children could perform everyday tasks on their
own (15 children could perform everyday tasks unassisted, 3 needed help).

The youngest of the disabled children of the mothers who participated in the study was 6 years old, the oldest
one was 22 years old. The children of the mothers do not have non-disabled friends at the moment, even though
a few mothers indicated that the situation was different when the children were younger - when they were in
kindergarten.

The mothers were asked about the most common difficulties that they experience in their everyday lives and
in raising a disabled child. They could choose between: difficulties in providing health care and rehabilitation,
difficulties related to education, architectural barriers, difficulties associated with that fact that other people
treat a disabled person differently, and difficulties in obtaining information related to disabilities and disabled
people’s rights. Three women selected architectural barriers as problems, since their children use wheelchairs
- one of them was a single mother raising a son. The most popular choice was the one related to difficulties in
obtaining information related to disabilities and disabled people’s rights - this point was selected 7 times. Three
mothers mentioned negative social attitudes towards their intellectually disabled children, describing these
situations as particularly difficult.

Summarising the description of the studied group, it should be noted that the mothers are usually not well-
schooled, they live in both blocks of flats and detached houses, and they are either single mothers or they live in
complete families. They do not work professionally - they take care of their children full-time. Their economic
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situation and living conditions are average. Their children are of various ages and have various degrees of
intellectual disabilities. The description proves that the mothers constitute a varied group, which is beneficial
for the study.

Results
The type and the scope of support

Ten types of support were determined: appreciation/recognition, replacement (performing certain tasks
for the mother), taking care of the mother’s rest, support/protection, providing information, providing care,
providing help with unexpected problems, comforting, offering a chance to confide in, and unconditional support
- “they won’t leave me when the situation is extremely bad” (results from 0 to 10).

In the selected group, one can see a multifaceted and complete scope of support. The social environment
provided support in a broad scope for 11 mothers (9-10 functions; in detail: 7 mothers - 10 functions, 4 mothers
- 9 functions). The remaining four participants indicated an average scope of support (5-8 functions; in detail: 1
mother - 6 functions, 2 women - 7 functions, 1 woman - 8 functions). None of the mothers indicated fewer than
5 functions of support. All of them indicated in their environment some people who express their appreciation
for and recognition of what the mothers do, people who can comfort them when they are worried and cheer
them up, people that they can confide in and tell them about their most personal worries and problems, and
people who will not leave them when the situation is extremely bad. People who take care of the mothers’
opportunity to rest were most often missing (there were no such people in the case of 5 of the mothers), just like
people who would take care of the women themselves (in the case of 3 women), and people who would act as
important sources of information about the world and people (in the case of 3 women). Two mothers indicated
the lack of people they could depend on when support is needed, or when an important matter has to be taken
care of (Table 1).

The mother who functions in the narrowest system (participant number 10) did not have anyone in her
environment who would take care of her (function number 6), who would take care that she had a chance to rest
(function 3), who would help her settle important matters (function 2), and on whom she could count in case of
a serious problem (function 7).

Table 1. The scope of support for mothers of intellectually disabled children in relation to the type of social support; support
level index (wskaznik poziomu podtrzymania, wpp)

No. Types of social support Participant number
1|2 |3|4|5|6|7|8|9|10(11|12|13 |14 |15
1 | Appreciation/recognition 4 1118 | 4|5 (12| 5|9 |17| 6 | 3 |19|10| 11| 6
2 | Replacement 0 2 3 314 3 2 2 3 1 2 1 3 3 2
3 | Taking care of rest o|2|0 (|2 |1|1|1|2[3]0|0|]O0]|1]3]3
4 |Support/protection 1 |112{3|3|5|5|2(1|3]|]0|0]1]3]|3]|1
5 | Providing information 0| 6|4 (|31 [13|(2]0]|0]|3 1|1 1]2]3 |1
6 | Providing care 1 2 3 2 3 2 1 2 710]0]0 0 2 1
7 | Helping with unexpected problems 21103 |2 |5|6|2]|3|7]|0]3 1|13 | 3] 3
8 | Comforting 2119|2456 |13 |1|2|1|8]|1]|2]?2
9 | Confiding in someone 210|131 |2 1|57 |2 |1|2]|1]|2]?2
to | Uncondiiensloupport theywortleae | 2 [ 5 | 3 |5 [ 5|2 |17 [ 7| 1]a|1]2]2]
Support level index (wpp) 10|28 |23 |27 |24 (25|16 (21|24 | 6 | 11| 11| 18| 26| 21

The level of support

The size of a support system depends on the number of people that the mothers can count on within the
various types of support.

The size of a support system is measured by the support level index (wskaznik poziomu podtrzymania, wpp),
which ranges from -18 to +30. In the selected group of mothers who raise intellectually disabled children, the
value of the wpp index ranged from 6 to 28. There were no values below zero, which is a positive trait. For the
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majority of the studied women, the value of the index exceeded 20 (9 mothers), for one the value was below 10,
and the others had a support level index (wpp) of 10, 11 (two mothers), 16, and 18 (Table 1).

If a given function is performed by only one person, then the person is practically irreplaceable. If that person
leaves the system (e.g., due to an illness or travelling), the mother loses support in the given category. In the
case of 12 mothers, there was an irreplaceable person (Table 1). Most of these cases were noted in the area
of the following types of social support: taking care of the mother’s rest, offering a chance to confide in, and
comforting. The functions in which someone could be replaced (doubled functions) belonged to one category of
social support: recognition/appreciation (Table 1).

The size of the support system

The size of the support system is understood as the number of people in the participant’s environment that
perform supportive functions for the participant. These are the people on whom the mothers can count in
various situations.

30

25 24

20

23 23
19 19
17 18
15
15 14 14
11 11 12

10 8
I I
N

1 2 3 4 5 6 7 8 9 10 11 12 13 14 15

m participant number
Figure 1. Number of people in mothers’ social support networks

The number of people in a system ranges from 4 to 24. Most of the systems included more than 10 people (in
the case of 13 mothers) (Figure 1).

In the studied group of mothers who raise disabled children, one could notice medium-sized systems (4 to 10
people), and large ones (more than 10 people). Large systems were the dominant type: 13 mothers functioned
in this kind of a network, while two had medium-sized networks. Small systems (ones that include fewer than 3
people) were not recorded (Figure 1).

Participant no. 1 had the smallest social support network (4 people). This can be explained by her personal
experiences. She has been raised in an orphanage and did not have a family of origin, and the disabled child’s
father does not maintain contact with the family. The mother has also struggled with alcohol addiction. The
largest support system (for participant no. 8) included 24 people. The mother has five children who have their
own families (all of them, apart from the intellectually disabled son). The other children accept their disabled
brother. The mother is an active, open person. An article that she wrote has been published in the “Bardziej
Kochani” quarterly, and she is the chair of the Parents’ Council in Zespdt Szkot Specjalnych in Biata Podlaska.

The components of a support network

The components of a support system are the detailed features of the social environment to which the people
who provide support belong.
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Table 2. Areas in the support system of mothers who raise intellectually disabled children

No. S TG G Total Participant number
v n | % |1]2]3[4]5]6|7][8]9f10]11]12]13][14][15
FAMILY: 130 | 56
1 | Household members 47 (20,3 1 5 2 2 2 1 2 2 4 5 4 4 6 4 3
Closest relatives 56 | 24,1 3 3 4 3 4 9 4 3 3 4 3 7 6
3 Other relatives and family 27 | 116 5 3| 2 3|4 312213
members
OUTSIDE OF THE FAMILY: 102 | 44
Colleagues 0 0
5 | Neighbours 22 | 95 1| 1] 4] 2 3131 213|111
6 Sj;‘j;fgézﬁfjjnd 30 (129 1 | 2| 1|1 ]1]4]1]2 501 2]4]3]|2
7 ;ﬁi{ggﬁgﬁcﬁms 48 (207 2|3 (3|1 |3|2|3|5|4|a|1|5]|5]5]2
8 | Other significant people 2 0,9 1 1
Total 2321100 4 (11 (15| 8 |17 |14 |11 |24 |19 |18 | 12|19 | 23| 23| 14

In a support system, the closest relatives and more distant family members function as the sources of support
most often. In terms of composition, family members constitute 56% of the entire support system for mothers
in comparison to all the other areas. Interviews prove that contacts with the closest relatives were initiated
directly or via phone calls every day or at least a few times each week. When it comes to more distant relatives
(“other relatives and family members”) these contacts were not as frequent, and they usually took the form
of phone calls or online messaging - they were not direct as often as those initiated with the closest family
members. Institutions dominated the fields outside of family: they constitute 20.7% of entire systems. Mothers
mentioned lead teachers and teachers who specialise in oligophrenopedagogy. Moreover, they indicated speech
therapists, physiotherapists, psychologists, the headmaster, and the school’s club room teacher. The mothers
usually contacted these people directly, and in many cases the contact took place everyday. In the case of
specialists - it was two times a week, and in the case of the headmaster - only when there was a specific need.
The next group of people that mothers can rely on are friends and acquaintances. Other mothers of disabled
children were mentioned most often in this context (Table 2).

The majority of relations in the mothers’ support systems have lasted for more than 10 years (old systems),
and this refers to family members, teachers, and therapists, as well as neighbours and acquaintances. Hence, we
see an indicator of prominent preservation and continuity of a support system, as well as its low elasticity or
openness, understood as the ability to include new people who could act as sources of support.

The people indicated by the mothers are usually easily available. But is should be noted that some of the
women experience difficulties in maintaining contact with their disabled children’s fathers (5 cases of divorce,
one of the fathers passed away) and sometimes with their in-laws, too.

The structure of a support system

The structure of a support system is based on its homogeneity of heterogeneity. A homogeneous system is
one in which all the sources of support come from one area. In a heterogeneous system, sources come from at
least three different areas of the environment. The closest relatives and more distant family members should be
treated as one area, while non-relatives who live together with the respondents should be treated as a separate
category - no such situation occurred among the participants. The people who support the mothers come from
at least three different types of groups, so these support systems might be described as heterogeneous. In one
case (respondent no. 1) the supportive people came from only three areas (Table 2).

Defining the degree of concentration or dispersion of a system was the next task. A concentrated system is
a system in which there is one major source of support - i.e., one person fulfils a large number of supportive
functions (they perform atleast 3 functions more than the other members). In a dispersed system, various types
of supportive functions are distributed among various members.

By analysing the degree of concentration or dispersion of a support system for mothers who raise disabled
children, one can propose two theses: the first one says that the character of the degree of concentration varies;
the second one says that it depends on the mother’s marital situation. Six of the systems were dispersed - these
were the mothers’ families which were not complete. Nine of the mothers functioned in concentrated systems: in
six cases, only one person dominated over others in terms of performed functions - the systems were extremely
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concentrated. That person was usually a husband/partner, or a mother (the child’s grandmother), and one
woman indicated her older son. In the remaining concentrated systems, two people were dominant (a daughter
and a sister, a husband a mother - the child’s grandmother - a husband and an older sibling).

The danger of concentrating the majority of supportive functions in one person is based on the fact that
arespondent is much more prone to a loss or a disruption of the entire system of social support.

Discussion

While comparing families who raise a non-disabled and a disabled child, we notice a higher degree of
dysfunctional elements and the need for supportin the case of the families who raise a disabled child. Significant
differences can be observed in the areas of adjustment, partnership, development, tenderness, determination,
the coherence of a family, support, organisation, and communication [17].

The findings reported here are in line with Wrona'’s conclusions - she used the same research tool (Bizon'’s
Kwestionariusz Otoczenia Spotecznego - Questionnaire of Social Surroundings). 25 parents who raise disabled
children and live in $laskie voivodeship participated in the research. The findings showed that the respondents’
own families constituted the foundations of all the networks, and functioned as the most important factors of
support. In S. Wrona’s analysis teachers and specialists constitute the second most numerous group in terms of
connections, which is similar in the case of the present study [14].

Seybold, Fritz,and Macphee arrived at similar conclusions based oninterviewing 163 mothers of intellectually
disabled children. The mothers declared that they receive more instrumental and emotional help from informal
networks than from formal ones. The degree of satisfaction related to the support was related to a mother’s
sense of her own parenting competence and her ability to overcome the numerous demands that a mother of
a disabled child experiences. As a result, the authors propose to use informal support networks while working
with a family. Mothers who received higher education and those living in complete families were coping better
- they were more often able to use instrumental support [18].

Cwirynkato and Zywanowska analysed the types of support that families who raise intellectually disabled
children receive. They analysed 20 families in which there were children with mild, medium-degree and severe
intellectual disabilities. The authorsindicted that 81% of families use social support. 19% of the parents reported
that they have no access to support - especially in small towns and in rural areas. Kindergartens, schools,
healthcare institutions, and early intervention centres, as well as psychological and pedagogical clinics were
listed as those institutions that provide support most often. Support offered to the children in the form of classes
included speech therapy classes, psychological sessions, and pedagogical meetings. The parents emphasised
the value or Parent’s Associations (Kota Rodzicéw) - self-help groups that share information and offer mutual
support. It seems that institutional organisations such as clinics focus on diagnoses and opinions, while they do
not pay enough attention to other forms of support such as therapy for the whole families, the children, or the
parents [19].

The help provided for families raising a child with a mild intellectual disability was analysed by Kazanowski
and Byra. A community interview that they conducted using their own original questionnaire was focused on
families whose children attend vocational schools. The authors found the results disturbing. More than 40%
of the families believed that their children did not need special psychological and pedagogical help, and the
parents’ expectations in terms of help were focused on material aid - 40% - and financial aid - 20% [20].

Many academics emphasise the correlation between a high level of social support and a lowered level of
stress associated with the necessity of taking care of a disabled child. They also focus on the degree of the
received support, and the intensity of satisfaction; they take the size of a support network into consideration,
as well as the type of the support provided, making these variables dependent on the type and the degree of
a child’s disability [21].

Crnic and colleagues used an approach based on development and working with the entire family was
emphasised. A methodically planned training for parents will lower the degree of their stress and it will generate
indirect benefits for the behavioural competence of the children [22].

In a later study based on analysing the situation of 50 families with disabled children, it was determined that
a complete family - and especially healthy relations between the parents, and the parents’ personal resources
(such as the willingness to take risks and openness) - influences the quality of the family’s life and helps all the
family members in coping with stress [23].

In 2011, Silibello et al. used a questionnaire to study 154 families. The study defined the needs and changes
that occur in the everyday lives of families that include children suffering from rare diseases of various degrees
of severity - including intellectual disabilities. Deficiencies in social support systems - particularly in relations

-111-



Health Prob Civil. 2019, Volume 13, Issue 2 Social support networks for mothers who raise...

within families — were found. The need to focus on the family and improving the quality of its members’ lives
was highlighted [24].

Conclusions

1.

In the group of the studied mothers, one can indicate a multifaceted and complete scope of support. The
social surrounding provided 11 mothers with a support characterised by a broad scope: 9-10 functions
(out of 10 in total).

. All the mothers indicated in their environments people who express appreciation for what they do, who

can comfort them and cheer them up, who can be confided in, and who will not abandon the mothers in
an extremely bad situation.

. The support systems usually lacked people who would take care of a mother’s opportunity to rest, who

would take care of the mothers themselves, and who would provide information about the world and
people.

. The environments of 12 of the mothers included irreplaceable functions (ones that were fulfilled by just

one person). The disappearance of this person from a mother’s social surroundings will result in the lack
of this kind of support. This situation was found in the following areas: taking care of rest, confining in,
comforting.

. The mothers’ support systems usually included more than 10 people. One of the participants listed 24

people belonging to her network, while two respondents indicated only 4 and 8 people who have ever
provided them with help.

. The members of the closest and more distant family act as the most important elements of the support

systems of mothers who raise intellectually disabled children.

. The fact that teachers who specialise in oligophrenopedagogy are the second most important group

should be treated as a positive factor - they support the children’s upbringing and education. These
people have very good relations with the mothers, and the contact between them is frequent and direct.
The cooperation between parents and teachers is very important in the context of effectively raising and
teaching intellectually disabled children.

. Friendships between mothers whose children attend the special school are a strong suit of the systems.

Not only do these interactions provide information, but they also offer mutual support, specific forms of
help (writing and submitting applications and requests) and, as the mothers said, they also help because
they allow the mothers to spend time together outside of school - which is where they usually meet.

. The studied systems of social support were usually concentrated. The concentration of a support system

for mothers seem to be significant in the context of prognoses. If the dominant person disappears, the
entire system may collapse.

The family as well as specialists still continue to function as irreplaceable sources of support for mothers
who raise intellectually disabled children, and this support helps them in overcoming difficult situations. The
fact that the systems of support are so concentrated is worrying, just like the lack of such people in the systems
who would take care of the mothers’ opportunity to rest for shorter or longer periods of time.
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Summary

Background. Autism is not only a problem for people with autism, but also for their entire
families. Material and methods. 83 families were analysed, including 30 families from Poland,
25 families from Belarus and 28 families from France, an author’s questionnaire was used.
Results. The majority of respondents were aware of the fact that autism can also be diagnosed
inanadult person. Likewise, the notion of the autistic spectrum was known. While parents from
Poland and France realised that a one-time diagnosis of the condition is insufficient, parents
from Belarus more often chose the incorrect answer, and therefore they express the tendency
to immediately start a therapy without additional consultations. All respondents from France
chose the statement that treatment of autism should be started before the age of 3, which was
confirmed by the majority of respondents from the other two countries. Polish parents barely
considered the importance of preparation required to understand their child’s behaviour,
whereas this aspect of the therapy was indicated by almost 90% of the respondents from the
other two countries. Parents from Poland (69%) and Belarus (76%) were mostly convinced that
autism cannot be cured completely. A different opinion was expressed by 42.9% of parents from
France, who were convinced about it. The Poles most willingly used the Internet as a source of
knowledge, while the French and Belarusians - a psychologist. A paediatrician was a preferred
educator in Poland, in Belarus and France - a psychologist. Conclusions. The parents of autistic
children, regardless of the country, showed a low level of knowledge about autism. The vast
majority of respondents declared a desire to deepen their knowledge on autism, expressing
their preference to have an individual conversation with an educator.

Keywords: autism, parents, knowledge

Streszczenie

Wprowadzenie. Autyzm nie jest problemem jedynie oséb z autyzmem, ale réwniez catych ich
rodzin. Material i metody. Analizie poddano 83 rodziny, w tym 30 rodzin z Polski, 25 rodzin
z Biatorusioraz 28 rodzin z Francjii wykorzystano kwestionariusz autorski. Wyniki. Wiekszo$¢
ankietowanych wiedziata, Ze autyzm mozna zdiagnozowac takze u osoby dorostej, znane byto
takze pojecie spektrum autystycznego. O ile rodzice z Polski i Francji zdawali sobie sprawe, ze
jednorazowa diagnoza choroby jest niewystarczajaca, to rodzice z Biatorusi cze$ciej wybierali
btedna odpowiedz, a wiec natychmiastowe rozpoczecie terapii bez dodatkowych konsultacji.
Wszyscy ankietowani z Francji wybierali stwierdzenie, iz leczenie autyzmu nalezy zacza¢
przed 3 rokiem zycia, co potwierdzito wiekszos¢ ankietowanych z pozostatych dwéch krajow.
Rodzice z Polski ledwie w potowie za wazne uznali przygotowanie rodzicow do zrozumienia
zachowan dziecka, podczas gdy ten aspekt terapii wskazato niemal 90% ankietowanych
z dwbéch pozostatych krajow. Rodzice z Polski (69%) i Biatorusi (76%) byli w wiekszosci
przekonani, iz autyzmu nie mozna wyleczy¢ catkowicie. Odmienna opinie wyrazito 42,9%
przekonanych o tym rodzicéw z Francji. Polacy najchetniej jako zrédto wiedzy wykorzystywali
Internet, Francuzi i Biatorusini - psychologa. Za edukatora w Polsce preferowano pediatre,
na Biatorusi i we Francji - psychologa. Wnioski. Rodzice dzieci autystycznych, niezaleznie
od kraju, wykazywali niski poziom wiedzy na temat autyzmu. Zdecydowana wiekszo$¢
respondentéw deklarowata che¢ poglebienia wiedzy na temat autyzmu preferujac w tym celu
rozmowe indywidualng z edukatorem.

Stowa kluczowe: autyzm, rodzicie, wiedza
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Introduction

Children’s autism is a developmental disorder, present in almost all communities, which is characterized
by abnormalities in the development of social interactions, communication and serious limitations in terms of
activity and interests [1].

The progress in the diagnosis of the disorder has caused an increase in the frequency of diagnoses of children with
autism in the world (in 1970 - 1 case per 10,000 births, and in 2009 - 1 case per 150 births), which means that the number of
families involved in the care, upbringing and education of children with autism is also rapidly increasing [2, 3].

The first epidemiological study on autism was completed in 1966 in Great Britain and was carried out by
Lotter [4] in Middlesex County.

In the literature [5, 6, 7] it is emphasised that the difficulty of defining autism lies in the fact that the
phenomenon itself is a complex problem, and the diagnostic perspectives adopted make it possible to perceive
only its individual fragments, which, when considered in their entirety, form a meaningful whole.

It is not easy to be a parent of an autistic child, since more often it is connected with experiencing very
difficult moments. Moreover, frequently such guardians are close to a breakdown and simply do not know what
to do, how to proceed, where to ask for help, how to teach their child.

The development of an autistic child is different from that of their peers. According to Greenberg et al.
[8], such parents need reliable knowledge, so that they can efficiently motivate the child to act and help them
overcome difficulties. Taking care of a sick child and their upbringing requires patience, perseverance and
entrepreneurship in obtaining the help of specialists and skills to cope with difficult situations. The involvement
and dedication of parents in the hardship of caring for an autistic child and the atmosphere in the family affect
the functioning of a sick child. It has been observed that the high level of negative emotions in the family system
causes the intensification of maladaptive behaviours and other symptoms of autism [8].

Therefore, one of the tasks of specialists is to support parents in creating a coherent and realistic picture
of their child, in order to help them strengthen their sense of satisfaction with the achieved successes and to
increase their awareness and level of knowledge.

In the literature on the subject [9-13], it is emphasized that contemporary activities are aimed at the greatest possible
activation and involvement of parents in the therapeutic process of children. In this respect, attention is drawn to the
importance of professional therapeutic programmes aimed at parents of children with autism. On the one hand, they
are based on directing parents to active participation and cooperation in the activities conducted with autistic
children, and on the other, on deepening their teaching skills and causing the change in their behaviour.

Unfortunately, in the professional literature there are sporadic studies concerning parents’ knowledge of
autism and their preparation for cooperation with such a child.

The aim of the study was to assess the knowledge of parents of children with autism from Poland, Belarus
and France on the subject of a child’s condition.

Itwas hypothesised that parents to alarge extent show interestin the knowledge about their child’s condition,
mainly in the field of forms of therapy.

Material and methods

The study was carried out after obtaining the consent No. RI-002/242/2009 of the Bioethics Committee of
the Medical University in Bialystok.

Parents of children diagnosed with autistic disorder were subjected to a questionnaire survey. The parents
came from three European countries: Poland, Belarus and France, while the attempt was made to make the
numerical structure with regard to the origin similar. The following inclusion criteria have been adopted: joint
living with a child now and throughout the entire period of the condition, being biological parents, diagnosed
(according to ICD 10 or DSM IV) and documented chronic disorder, with its minimum duration of 3 years and
consent to the study. Furthermore, the exclusion criterion was the lack of consent to the study.

83 families were analysed, including 30 families from Poland, 25 families from Belarus and 28 families from
France.

The study was based on an author’s questionnaire, which consisted of general and fundamental questions
composed of 18 questions, among others: knowledge of the percentage of the population affected by autism,
most affected gender, the possibility of its diagnosis in adults, knowledge of the concept of autistic spectrum,
symptoms of autism, evaluation of myths about autism, the period in which a therapy should be started, opinions
on the treatment of autism with a diet, the existence of effective medicines, the possibility of curing autism
completely, whether a one-time medical examination is sufficient to diagnose “autism”, sources of knowledge
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about autism, the need to expand the knowledge in this area, preferred individuals who should provide parents
with knowledge about autism, topics they would like to have discussed in the field of autism, preferred forms of
communication of such knowledge.

The study was carried out in 2011-2012. In total, 30 questionnaires were distributed in Poland and 30
were used in the study, 30 questionnaires were distributed in Belarus and 25 were used, while in France, 30
questionnaires were distributed and 28 were used.

In view of the nature of the data, the chi-squared test was considered an appropriate tool for statistical
inference. Based on the result of the test (p-value test), which is included in the header of the table, it was
concluded that the studied dependence between the country and the approach to the disease was statistically
significant. It has been assumed that when p? is 0.05 it indicates that the tested difference, dependence, effect,
it was not statistically significant; when p< 0.05 we talk about statistically significant dependence (we mark
this fact with *); p<0.01 is a highly significant dependence (**); p<0.001 is a very highly statistically significant
dependence (**¥*).

Results

Parents in Poland have mainly resided in the city (57.7%), the rest (42.3%) in the rural areas. Parents from
Belarus - also mainly resided in the city (88%) and a small percentage (12%) in rural areas, and parents from
France - primarily in the city (74.1%), and only 25.9% in rural areas. Generally, the mothers studied were a few
years younger (means age was 36.2+6.7 years) from their spouses (39.4+7.5 years). The mean age of fathers in
Poland was 42.7+8.0 years, in Belarus - 38.1£6.9 years, and in France - 37.1£6.4 years. The mean age of mothers
in Poland was 38.4£6.8 years, in Belarus - 36.0+6.2 years, and in France - 34.1+6.5 years. The mean time from
the diagnosis of autism in a child in Poland was 7.9+2.7 years, in Belarus mean age was 7.2+5.2 years, and in
France - 5.2+3.2 years.

In the next part of the paper, the authors attempted to present the information on the level of parents’
knowledge about autism, taking into account the country of their origin.

25% of parents from Poland, 4.3% of parents from Belarus and 3.6% from France have correctly defined
the percentage of the world population suffering from autism as 0.5%. 50% of respondents from Poland, 34.8%
from Belarus and 3.6% from France were convinced that the value isbetween 0.5 to 1% of the population. 7.1%
of respondents from Poland, 8.7% from Belarus and 14.3% from France believed that the problem of autism
concerns over 10% of the population. 17.9% of respondents from Poland, 52.2% from Belarus and 14.3% from
France had a problem with an unambiguous response. The distribution of responses differed significantly
between the countries (p = 0.0000***).

Regarding the question about the determination of a gender that is more vulnerable to autism, Polish parents
have provided the most incorrect answers, as 53.2% of parents from Poland, 83.3% of parents from Belarus
and 78.6% of parents from France were convinced that the boys are mainly affected by the disease. The girls
were indicated by 10% of respondents from Poland and 17.9% from France. About 10% of parents from Poland
and 3.6% from France were convinced that the same percentage of both genders was concerned. 26.7% of
respondents from Poland and 16.7% from Belarus did not express an unambiguous opinion on this matter. The
distribution of responses differed significantly between the countries (p=0.0122%).

The majority of respondents were correct to indicate that autism can also be diagnosed in an adult person
- 69% of parents from Poland, 52% from Belarus and 78.6% from France stated that. A different opinion was
expressed by 3.4% of the respondents from Poland and 4% from Belarus. 27.6% of the respondents from Poland,
44% from Belarus and 21.4% from France were undecided on this issue. The distribution of responses did not
differ significantly between the countries (p = 0.3086).

The autistic spectrum, as a general name for all forms of autism, was well defined by 96% of parents from
Poland, 94.6% from Belarus and 96.2% from France. Concerning the group of colours, which autistic children
do not distinguish, it was correctly defined by 4% of respondents from Poland and 3.8% from France, and as
a device to stimulate positive behaviours of a child - 5.3% from Belarus. The distribution of responses did not
differ significantly between the countries (p = 0.4881).

While the parents from Poland (70%) and France (72%) were mostly aware that a one-time diagnosis of the
condition was insufficient, parents from Belarus were less convinced about it (40%). The latter preferred to start
the treatment immediately (60%), which was supported by 23.3% of parents from Poland and 4% from France.
6.7% of Polish parents and 24% of French parents were advocates of waiting two years after the specialist’s
diagnosis and repeating the examination. The distribution of responses differed significantly between the
countries (p = 0.0001***).
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Table 1. shows the parents’ responses to the question about the most recognizable symptoms of autism. Polish
parents most often mentioned the delayed speech development (73.3%) and the development delay (63.3%).
Parents from Belarus - repetition of the same activities (96%), and parents from France - obsessive repetition of
behaviours (82.1%). Details are provided in Table 1.

Table 1. Symptoms of autism

Symptoms of autism Country p
Poland Belarus France

delayed speech development 73.3% 24.0% 60.7% 0.0009***
impaired social communication 50.0% 68.0% 46.4% 0.2451
no response to the name, commands 56.7% 56.0% 42.9% 0.5071
repeating the same activities 50.0% 96.0% 60.7% 0.0009***
fluttering with hands 46.7% 56.0% 67.9% 0.2653
attachment to routine 43.3% 28.0% 71.4% 0.0055**
tantrums, fury 30.0% 52.0% 64.3% 0.0298*
lack of natural fear 46.7% 36.0% 39.3% 0.7080
sleep, nutrition disorders 43.3% 32.0% 35.7% 0.6714
the impression of absence 56.7% 36.0% 28.6% 0.0784
bed-wetting 33.3% 8.0% 17.9% 0.0623
biting 50.0% 32.0% 25.0% 0.1232
mental numbness 23.3% 20.0% 10.7% 0.4388
no response to commands 50.0% 52.0% 17.9% 0.0144*
delay in development 63.3% 80.0% 39.3% 0.0094**
pedantry 13.3% 36.0% 3.6% 0.0057**
unwillingness to change in routine 26.7% 36.0% 42.9% 0.4300
low / excessive sensitivity to stimuli 20.0% 16.0% 64.3% 0.0001***
obsessive repetition of behaviours 10.0% 68.0% 82.1% 0.0000***

Table 2. presents a detailed analysis of the answer to the question concerning the truthfulness of certain
statements about autism in the consciousness of the respondents from different countries. On many issues
statistically significant differences were observed between the respondents from Poland, Belarus and France.

Table 2. Characteristics of autistic children

Country
Poland Belarus France
Characteristics of autistic < < 210 .
children % o S |g 2| » o g |8 2l w o g |g 3
S| =| S |eEl 5| 5| R |88 5| 5| = |88
- |[S XM - T X - T X
(=] b (=] b (=] e
= = =
they do not hug 7% |50% | 40% | 3% | 4% |29% | 42% | 25% | 14% | 54% | 32% | 0% | 0.0200*
they do not look in the eyes 23% | 20% | 57% | 0% |16% | 8% | 76% | 0% |68% | 7% |21% | 4% 0.0004***
autism only affects children | 3% | 55% | 31% [ 10% | 0% |58% | 21% | 21% | 4% |79% | 11% | 7% 0.3070
i‘}llleas“::i‘“h“dre“beha"e 0% | 73% | 27% | 0% | 4% | 76% | 20% | 0% | 0% |56% | 44% | 0% | 0.4208
they are aggressive 3% | 27% | 67% | 3% | 0% [24% | 76% | 0% | 4% | 22% |70% | 4% 0.9144
ii‘siir:rf::?t‘i‘tsjgebythe 0% | 47% | 43% | 10% | 4% | 54% | 13% | 29% | 4% | 93% | 4% | 0% | 0.0001***
S;g;’ll(e“"tha“tlsmdo“"t 10% | 23% | 57% | 10% | 4% | 40% | 56% | 0% | 4% |48% |44% | 4% | 0.3125
f;t";ll‘:fs‘:jca“”’eak"“s 10% | 43% | 40% | 7% | 0% | 72% |24% | 4% | 7% |86% | 7% | 0% | 0.0224*
E‘jéf:fﬁi;‘;gf’\::;they 7% | 47% | 43% | 3% | 8% |24% | 60% | 8% |57% | 7% |36% | 0% | 0.0000%**
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autistic children are calm 7% |37% | 57% | 0% |12% | 8% [80% | 0% |36% | 18% | 46% | 0% 0.0166*

people with autism create
their own world

23% | 27% | 33% | 17% | 48% | 8% | 16% | 28% | 71% | 4% | 25% | 0% 0.0009***

children with autism tend to

. . 20% | 30% | 50% | 0% |60% | 4% |36% | 0% | 71% | 18% | 11% | 0% 0.0021**
tum various objects

people with autism are
exceptionally talented
autism is incurable 24% | 28% | 24% | 24% | 48% | 20% | 8% | 24% | 48% | 44% | 8% | 0% 0.0236*
autism is associated with
mental retardation

3% |28% | 59% | 10% | 20% | 0% | 68% | 12% | 50% | 4% |46% | 0% 0.0007***

3% [37% |57% | 3% |12% | 36% |48% | 4% | 25% | 21% | 54% | 0% 0.2582

autistic children do not
understand what is being 10% | 31% | 52% | 7% | 0% |44% | 56% | 0% | 4% | 11% | 81% | 4% 0.0607
said to them
children grow out of autism 7% | 60% | 13% | 20% | 4% | 67% | 13% | 17% | 0% | 86% | 14% | 0% 0.2003
the child should be sent to
kindergarten

17% | 34% | 41% | 7% | 42% | 17% [ 38% | 4% | 0% [82% | 11% | 7% 0.0000***

autism is a form of
schizophrenia, a mental 7% | 55% | 24% | 14% | 32% | 28% | 16% | 24% | 14% | 61% | 25% | 0% 0.0178*
illness

people with autism have no

" o 21% | 31% [ 38% | 10% | 17% | 26% | 30% | 26% | 64% | 7% [29% | 0% 0.0008***
ambition, no sense of dignity

children with autism are not

) . . 17% | 40% | 40% | 3% | 8% |33% [50% | 8% | 14% | 11% | 75% | 0% 0.0788
interested in other children

they do not have any
interests

people with autism are sad 7% | 41% |45% | 7% | 4% | 67% | 21% | 8% | 0% | 43% | 57% | 0% 0.1152
the speech of these people is
monotonous as if they were | 14% | 24% | 48% | 14% | 21% | 17% | 46% | 17% | 32% | 29% | 39% | 0% 0.2699
chanting

3% |40% |43% | 13% | 0% |58% |33% | 8% | 0% | 14% | 82% | 4% 0.0092**

people with autism do not

. 30% | 30% | 30% | 10% | 50% | 21% | 25% | 4% |[89% | 7% | 4% | 0% 0.0013**
like changes

All respondents from France chose the statement that the treatment of autism should be started before
the age of 3. A similar opinion was expressed by 86.7% of respondents from Poland and 83.3% from Belarus.
Starting the therapy before the age of 5 was preferred by 13.3% of parents from Poland and 4.2% from Belarus,
and after 7 years of age - 4.2% of respondents from Belarus. 8.3% of Belarusians parents considered the time
before puberty to be optimal to start the treatment. The distribution of responses did not differ significantly
between the countries (p = 0.0588).

The views of the respondents from individual countries on the scope of therapy of a sick child were different.
50% of parents from Poland, 88% from Belarus and 89.3% from France (p=0.0005***) preferred to receive
the preparation in the form of explaining the child’s behaviour. Extension of forms of contact with a child was
emphasized by 33.3% of parents from Poland, 68% from Belarus and 57.1% from France (p=0.0295%*). Stimulation
of the child for social contacts was indicated by 66.7% of respondents from Poland, 92% from Belarus and 71.4%
from France (p=0.725). 30% of parents from Poland, 72% from Belarus and 53.6% from France (p=0.0076**)
were in favour of pharmacological treatment. Only 6.7% of respondents from Poland (p=1636) claimed that the
child cannot be cured, and 16.7% had a dilemma of which answer to choose (p=0.0091**).

The majority of Polish (86.7%) and French (78.6%) parents believed that the diet is an effective secondary
treatment in the case of autism, which is a false assumption. Only 8% of Belarusian parents expressed this
opinion. 56% of the Belarusian parents and 10.7% of the respondents from France doubted the effectiveness of
the diet, whereas 13.3% of respondents from Poland, 36% from Belarus and 10.7% from France had a problem
with the response. The distribution of responses differed significantly between the countries (p = 0.0000***).

Similarly, Polish parents (41.4%) believed that there is an effective medication which helps to neutralize
the symptoms of autism. Parents from other countries were more restrained in their optimism, because 4%
of parents from Belarus and 14.3% from France thought so. A significantly different opinion was expressed by
27.6% of respondents from Poland, 32% from Belarus and 46.4% from France. 31% of respondents from Poland,
64% from Belarus and 39.3% from F