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Pe3ume

Bo MoMeHTOT Kora J103HaBaaT Jieka HUBHOTO Jie-
T€ € CO MPEYKH BO Pa3BOjOT, PEAKIIMUTE HA POJTHU-
TENMUTE C€ WCKIYYUTEIHO WHIUBHIyarHu. Ha
MHOTY POJUTEIH UM ce OTpeOHH Mecelr, a Ha
HEKOH U TOJIMHU 3a J]a Ce coouar co GakToT JeKa
HUBHOTO JIeT€ MMa IPEYKH BO pa3BojoT. Oaa
HACTaHaTa COCTOj0a M KpU3a TEIIKO MOXKE Jia Ce
CHpeyH, HO co A00pa mpodecroHaIHa TOMOIIT U
MOJIPIIIKa MOXKE MOJIECHO Jia ce HanmuHe. [len-
Ta Ha OBa UCTPAXYBAmE € Jla Ce UCITUTa HUBOTO
Ha CTPEC IITO IO JIOKHUBYBAAT POAUTEIUTE HA JC-
1aTa Co MPEYKH BO Pa3BOjOT, HA MOMAJPIIKATA
MTO ja J0OMBaaT OJi CEMEjCTBOTO M JIOKAJIHATA
3aenHuIa. AHkeTnpanu ce 31 poauren Ha mena
CO HWHTEJEKTyallHa MONPEYCHOCT, IepedpaiHa
mapanu3a ¥ omrereH Buj. [IpalmarHukoT ce of-
HecyBallle Ha HAYMHOT HAa KOMYHHUKAlHWja Ha
MPOGECUOHAIIIUTE CO POJUTEIUTE, CTCIICHOT Ha
CTpEC IITO IO JOKUBEANle MOpaay MPEYKUTE Ha
HUBHOTO JICTE W MOJIPIIKATA O] IIOTECHOTO, IM0-
ITUPOKOTO CEMEjCTBO, TIPHjATEIIUTE U JIOKATHATA
3aemHUIA. 32 POIUTEIINTE HAjCTPECHO € CO3Ha-
HHETO JIcKa HUBHOTO JICTE MMa MPEYKH BO Pa3BO-
jor. Hajromema momapiika mumaar Oj HUBHHTE
MapTHEPU U POIUTEIIH.
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Abstract

Parents’ reactions, in the moment when they
find out that their child is with developmental
disabilities, are absolutely individual. A lot of
parents need months, while some of them need
years to face the fact that their child is with
developmental disabilities. The state and the
crises that arise are very hard to be prevented,
however they could be overcomed by a good
professional help and support. The aim of this
research is to examine the stress level that the
parents of these children experience as well as
the support that they receive by the family and
the local community. Thirty one parents of
children with intellectual disabilities, cerebral
paralysis and visual impairment have been
inquired. The questionnaire referred to the way
of communication between professionals and
parents, the stress level that they experienced
because of their child and the support they
received from their close family and other
family members, their friends and the local
community. For parents, the most stressful
thing is the moment of finding out their child’s
developmental disabilities. The biggest support
they receive from their partners and parents.
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Kayunu 300poBu: pooumenume Ha Oeyama co
npeuKu 80 PA360jom, cmpec, NOMOW U HOOOPUIKA.

Bosen

CeMejCTBOTO € He3aMEHJIMBA CpelrHa BO Koja
JeTeTo ce (opMupa Kako JIMYHOCT, BO KOja KH-
Bee 3a/I0BOJTYBajKH HEKOW O] HETOBUTE HajBaXK-
HU MOTPeOU KOM MOXKAT J]a ce 33J0BOJIAT CamMo
BO ceMejCTBOTO. Mako HM ce YMHM JieKa 3a ce-
MEjCTBOTO 3HAaeMe €€, HETOBOTO HAYYHO TIPOY-
YyBamkE¢ HE € €JHOCTABHO, TaKa IITO BO OBaa 00-
JIACT TOCTOjaT HU3a HepaspellleHH Ipallama H
npoOJeMu — MOYHYBajKH OJl UCTOPUCKUOT pa3-
BOj Ha CEMEjCTBOTO, NMPEKY HETroBaTa CTPYKTypa
n (QyHKIOHja, OIHOCHUTE KOH OIIITECTBOTO,
BHATPENIHUTE OJHOCH U quHamMuka. C¢ OHa MITO
Ba)KH 332 CEMEJCTBOTO U yIJloraTa Ha POAMUTEIHNTE
BO Pa3BOjOT Ha JIETETO IITO HE € MOMPEUEHO BO
pa3BojoT, BAXXH U 33 POJUTEIUTEC KOU HMaar
JIeTe CO MPEYKH, CO TOA MITO POAUTEINTE HA OBa
JICTe UMaaT U CHEIUPUUHU TPOOJIEMH KOH JAPY-
TUTE POTUTENN THM HEMaaT WIA TM HeMmaaT BO
TOJIKaB 00eM, TeXKHHA W Pa3HOBUAHOCT. JleTreTo
CO TPEYKH BO Pa3BOjOT OJ POTUTEIOT Oapa
MHOTY TIOBEKE BpeMe W BHUMaHHUE BO criopenda
CO JIeTeTO Oe3 MPEeUKH.

Popurenure xora ke mo3HaaT Aeka HUBHOTO
JIeTe ¥Ma TPEYKH BO Pa3BOjOT, KUBOTOT IIEIIOC-
HO UM CE€ MEHYBa W THE K€ MOpaar Jia ce CIpa-
BaT CO MHOTY CTPECOBH. MHOTY HCTpaxXyBama
MOKa)XyBaaT JeKa OBUE POJAUTENH JO0KHUBYBaaT
MOTOJIEM CTPEC OTKOJIKY POIUTENINTE Ha Jerara
0e3 mpeuku Bo paszBojot (1-7). Ilpen cé, tme
MOpaaT Jla TM IPOMEHAT OYeKyBamaTa KOU THU
“MaJie 3a CBOeTO JeTe, a ce CIpaBaT CoO JIOTOJ-
HUTEIHUTE (PMHAHCUCKH TPOIIONH (TUIakame Ha
JICKOBH, JIOTIOJIHUTEIIHA TPETMaHHW, NPUBATHH
JacOBH, MPEBO3), KAKO M CO COIIMjaJIHATA CTHUT-
Ma TIOBp3aHA CO MONPEYCHOCTAa HAa HUBHOTO
nere (8-10). MHory dYecTto €OHHOT POIUTEIN
(HajuecTo Majkara) € MPHUHYAEH Ja Ce OTKaKe
ol paboTara mopaau norpebarta o]l UHTCH3UBHA
rpmwka 3a jaerero. Jlem om HHB MOXeOH ke ce
COOYaT M CO COIMjalTHa U30JIalrja O] MOIIHPO-
KOTO ceMejCTBO, cocenute M mpujatenute (11—
13).

Ha mHOTY poguTenu UM ce moTpeOHU Mecely, a
Ha HEKOW M TOAWHHU JI0JIeKa Jla C€ TMOMHpPAT CO
(dakTOT JeKa uMaarT JeTe CcO MPEeYKHd BO
pazBojor. Taa cocToj6a W Kpu3ara IITO
HACTaHyBa, TEUIKO MOXE Jla Ce CIOpeYd, HO

Key words: parents of children with developmen-
tal disabilities, stress, help and support

Introduction

The family is an irreplaceable environment
where the child is formed as a person, where
he/she lives satisfing some of his/her most
important needs that can be satisfied only
within the family. Although we sometimes feel
that we know everything about the family, its
scientific background is not simple at all,
therefore there is a list of unresolved questions
and problems — starting from the historical
family development all the way to its structure
and function, the relations towards the society,
the internal relations and dynamics. Everything
that is valid for family and parents’ role in the
development of the child without any
disabilities, is also valid for parents of child
with developmental disabilities, in addition to
which these parents have other specific
problems that other parents do not have or they
have them much less. A child with
developmental disabilities requires a lot more
time and attention from its parent in comparison
to other children.

Parents’ lives are turned upside down at the
moment they find out that they have a child
with developmental disabilities and they have
to cope with a lot of stress. A lot of researches
state that these parents experience bigger stress
than the parents of normal children (1-7). At
first, they have to alter their expectations about
their child, to cope with the additional financial
issues (paying for medicine, additional
treatments, tutoring, transportation), as well as
social stigmatization related to their child’s
disability (8—10). Quite often one of the parents,
usually the mother, must quit her job because of
providing an intensive child’s care. Some of
them might face a social isolation by their
family, neighbors and friends (11-13).

A lot of parents need months and some of them
even years to accept the fact that they do have a
child with developmental disabilities. The
condition and the crisis that occur are very hard
to be prevented; however the parents’
difficulties could be facilitated in a way. They
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MOXaT Ja ce OJleCHaT TEIIKOTUUTEe Ha
pomutenute. HuMm mMm e morpeOHa eMOTHBHA
nmoanpmka u uHOopMupanocT. OBa e mpolec
K0j monro Tpae. CeMejcTBOTO € MpBO Koe Tpeba
Jla To IpudaTH IETETO CO MPEYKH BO Pa3BOjOT.
3a MOBEKeTO POAWTENH HCKYCTBOTO Ja C€ H3-
pacHe JeTe CO MPEYKH BO Pa3BOjOT € MHOTY
ctpecHo. [pyru, ce cipaByBaar co mpobIemMoT
CO3lIaBajKi HepeasHa ciuka (Omio Aa € mo3u-
THBHA WJIM HETaTWBHA) WM TH 3aHeMapyBaar
orpaHNYyBamaTa Kaj HUBHOTO Aete. [locTojar u
POIUTENN KOU PEealtHo ja mpHudakaaT cocTojdoara
Ha JIETETO M Ce NOCBETEeHH, Becelld, nMaar Ha-
JeK, camopoBepba u ropaoct (3, 4, 14, 15).
Bower u Hayes Bo 1998 roguna uctakHyBaie
JleKa ceMejcTBara Ha jerara 0e3 W CO MPeukd
BO Pa3BOjOT MMaaT MOBEKe 3aeHUYKH KapaKTe-
PUCTUKH OTKOJIKY pasiuku (16).

VYnorpebata Ha TMO3UTHBHUTE CTpaTerud 3a
CIIPaBYBamkE CO CTPECOT BIIMjae Ha HaAMATyBambe
Ha CTPECOT Kaj pOIUTEINTE Ha JAelaTa co Imped-
ku Bo pa3Bojot (17). Cropen Lustig, onue ce-
MejCTBa KOH ja pedopMmymupaar mompedeHoCcTa
Ha CBOETO JIeTe Ha MO3UTHUBEH HAYMH U cebecu
Ce cMeTaaT Kako KOMIIETEeHTHH, a He KaKo Ia-
CUBHH aKTEpH, UMaaT MoJ00po CeMEjHO MpuIia-
roayBame (18). Cé moBeke poauTenu Ha Jerara
CO TIPEYKH BO Pa3BOjOT, MTOKPaj CTpecoT, pede-
pHpaar jeka IoKuBeaje U Ju4YHa TpaHnchopma-
ja (19).

Bo cBojara ananu3a Ha 00jaBeHUTE UCTPAXKyBa-
Ba 3a IPUPOJATA U CTPYKTypaTa Ha MO3UTHBHU
TIEPLENINI Ha CEeMEejCTBaTa CO Jiella CO MPEUYKH
BOo pa3Bojor, Hastings u Taunt (20) ru cy-
mupaatr kako: (1) 3amoBoicTBO/catuchakiyja
BO 00e30emyBame TprKa 3a IeTeTo, (2) aeTeTo
KaKo HM3BOp Ha pagocT/cpeka, (3) 4yBCTBO JeKa
HaIpaBWJIe Hajao0po 3a mereTo, (4) cromeny-
Bame JbYOOB co Jnerero, (5) o00e30emyBame
MOJKHOCT 3a JIETEeTO JIa Y4H U J]a Ce pa3BuBa, (6)
3ajaKHyBamke Ha CEMEjCTBOTO W/MiH Opakor, (7)
JlaBa HOBa IIeJT BO KHMBOTOT, (8) pa3Boj Ha HOBU
BEIITHHH, CTIOCOOHOCTH HJTH HOBU MOYKHOCTH 32
kapuepa, (9) cranyBa mojmoOpa JUYHOCT (I10-
Beke BHHMATEIIHA, MOMAJKy ceOW4yHa, MOBEeKe
tosiepanTHa), (10) 3rojeMeHa JWMYHA CHIIA WM
camozmoBep6ba, (11) mpommpena couujanHa U
ommTecTBeHa copabotka, (12) 3romemena my-
XOBHOCT, (13) n3MeHeTa mepcreKTHBa Ha KUBO-
TOT (Ha IPUMEP: OHA IITO € BaKHO BO KHBOTOT,
MOTOJIEeMa CBECHOCT 3a maHuHaTa) u (14) xu-
BeCHE CO T0OABHO TEMIIO.

need a lot of emotional support and
information. It is a process that takes a long
time. The family is the first that needs to accept
the child with developmental disabilities.

For most of the parents the experience of
raising a child with disabilities is extremely
stressful. Others try to cope with the problem
by creating a surreal image (no matter if it is a
positive or a negative one) or they ignore the
disabilities of their child. There are also parents
who really accept their child’s state and they are
dedicated, cheerful and they have a lot of self-
confidence and pride (3, 4, 14, 15). In 1998,
Bower and Hayes pointed that families of
children with and without developmental
disabilities have more common characteristics
than differences (16).

Usage of positive strategies for dealing with the
stress, affects reducing the stress in parents of
children with developmental disabilities (17).
According to Lustig, those families which
reformulate their child’s disability in a positive
way and consider themselves as competent,
have better family adaptation (18). More and
more parents of children with developmental
disabilities refer that beyond stress, they also
have experienced a personal transformation
(19).

In their own analysis of the published research
studies about the nature and structure of the
positive perceptions of the families with
children with developmental disabilities,
Hastings and Taunt (20) summarized as: (1)
pleasure / satisfaction in providing care for the
child, (2) the child as a source of joy /
happiness, (3) feeling that they did the best for
the child, (4) sharing love with the child, (5)
providing possibilities for child’s learning and
growth, (6) strengthening the family and/or
marriage, (7) gives a new life goal, (8)
development of new skills, capabilities or new
career opportunities, (9) becomes a better
person (more careful, less selfish, more
tolerant), (10) increased personal strength and
self-confidence, (11) extended social and
societal cooperation, (12) increased spirituality,
(13) changed life perspective (e.g. what is
important in the life, more aware for the future)
and (14) living with slower beat.

HE®EKTOJIOLUIKA TEOPUJA U IIPAKTHUKA 2013; 14(1-2): 7-19
DOI: 10.2478/v10215-011-0029-z



SPECIAL EDUCATION-PROFESSIONAL AND SCIENTIFIC ISSUES

HajuoBute uctpaxyBama 3a cemMejcTBara Ha Jie-
1aTa co MpevKH BO pa3BOjOT Ce OJHECYBaaT Ha
MOJKHUTE CTpaTerhd 3a MoAoOpyBame Ha KBa-
JUTETOT Ha )KUBOTOT Ha POJUTENNTE U HUBHUTE
Jiella, a HC Ha HETaTUBHUTE CTAaBOBH KOH WH-
BanuaHocta (21). Hamero uctpaxyBame nae-
JyMHO € HAaCOYEHO KOH HCIHUTYBamke HAa OBHE
CTaBOBH, OWJEjKkH Kaj HAC OBHE Tpaliama J0ce-
ra He Ce UCTPaKEHH.

Llen na ucmpasicysarwemo

» Jla ce HCTIMTa HUBOTO HA CTPEC Kaj POAUTENH-
TE Ha Jielata Co OIITETeH BHJ, IepeOpasiHa
napann3a U HHTEJIeKTyalTHa MOMPEUCHOCT;

= Jla ce YTBpAM Nl POIUTENHTE JOOWBAaT
MOJUIPIIKA O] IIOTECHOTO CEMEJCTBO U JIOKAJI-
Hara 3aeHHUIIA.

Memooonozuja na ucmpascysarsemo

ITlpumepox

Bo ucrpaxyBamero 6ea ondarenu 31 poauten
Ha 31 JeTe co MPEYKH BO Pa3BOjOT KOU CE Cy-
IUpaaT BO MOCEOHN YYWIIUIITA, OJJHOCHO UMaaT
CEpUO3HM WHTEJIEKTyallHH, BU3YEIHH HIH MO-
TOpHH HapywyBama. On HuB, 22 (71%) Oea
Majku ¥ 9 (29%) TaTKOBIIM, HA BO3pacT o 23
no 58 rogunu (40,25+6,73 rogunu). [loBekero
ol poaurtenute ce Bo Opak (29 mmm 93,5%).
JBaecer aHkeTwpanu poaurenu wuinu 64,6%
MMaatr 3aBpIICHO CPEJAHO 00pa3oBaHHUE, MIECT
(19,3%) ocuoBuo, uwetupu (12,9%) BHCOKO U
eneH (3,2%) Bumio obpazosanue. Co 11 1a IO
YTBPAMME COIIMOCKOHOMCKHOT CTaTyC Ha OBHE
ceMejCTBa, poAMTENUTe Oea 3ampamiaHd Jald
THE U HUBHHUTE OpauyHu MapTHEpPH ce BO pabdo-
TeH ogHoc. OJl aHKeTHpaHUTEe 9 TaTKOBIIH, Bpa-
6otenu ce 6 (66,6%), a on 22 aHKETHpPaHU Maj-
ku, 5 (22,7%) ce Bo paboreH ogHOC. 30MpHO, 01T
29 noTnonHu cemejcTBa, kaj 9 (31%) cemejcTBa
BpaboOTeHH ce W ABajiara poaurtend, kaj 11 ce-
MmejctBa win 38% paboTn caMoO €qHHOT POaH-
TeN U Kaj ocraHarute 9 cemejctBa (31%) HeBpa-
0oTeHu ce W aBajuara pomutenu. OcTaHATHTE
JIBajlla CAaMOXPaHU POJMTENHN Ce HEBPaOOTCHHU.

Bpeme u mecmo na ucmpaosicysarve

UctpaxyBameTo Oeimie CHOpoBeAEHO BO MapT
2011 rogmna Bo Ckomje. bea omndarenn 11
(35,5%) pomurenn Ha Aena CO HMHTENEKTyalHa
nonpedeHocT o [ToceGHOTO OCHOBHO yUHIIHIITE

Recent research studies about the families of
children with developmental disabilities refer to
the possible strategies for improvement of the
life quality of the parents and their children, and
not to the negative attitudes toward the
disability (21). Our study is partially directed
towards examination of these attitudes, because
in our country these questions have not been
investigated yet.

The purpose of the research

= To examine the stress level that parents of
children with visual impairment, cerebral
paralysis and intellectual  disabilities
experience.

= To ensure that parents receive support from
their families and the local community.

Methodology of the research

Sample

Thirty one parents and 31 children with
developmental disabilities who go to special
primary schools and have serious intellectual,
visual and motor impairments were included in
the research. 22 of them (71%) were mothers
and 9 (29%) were fathers at the age between 23
and 58 years (40,25+6,73 years). Most of the
parents were married (29 or 93,5%). 20 of the
inquired parents or 64,6% have high school
degrees, 6 (19,3%) have elementary school
degrees, 4 (12,9%) have BA and 1 (3,2%) have
junior college degree. In order to determinate
the social-economic status of these families, the
parents were asked whether they or their
spouses are employed. 6 of 9 inquired fathers
were employed (66,6%) and from 22 inquired
mothers, 5 were employed (22,7%). In total,
from 29 complete families, in 9 families (31%)
both of the parents are employed; in 11 families
(38%) only one parent is employed and in the
other 9 families (31%) both parents are
unemployed. The other 2 single parents are
unemployed.

Time and place of the research

The research was conducted in March 2011 in
Skopje. 11 (35,5%) parents of children with
intellectual disabilities from the Special primary
school “Dr. Zlaten Sremec”, 12 (38,7%) parents
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»A-p 3matan Cpeman®, 12 (38,7%) poautenu Ha
Jema co mepeOpamHa mapainm3a on JIHeBHHOT
LIEHTap 3a 3TPWKyBambe Ha JIMIa 3a00JNeHU OJ
nepebpaiHa mapanusa u 8 (25,8%) poautenu Ha
Jletia co OIITeTeH B of JpikaBHOTO YUHIIHIITE
3a pexaOmwiuTanuja Ha Jera W MIATUHIA CO
OLITETEH BUJ ,,JlumuTap Braxos®.

Hucmpymenmu u mexuuxu Ha UCMpadicy8aroemo
3a moTpeduTe Ha HMCTPAKYBAFHETO KOPHCTEBME
noceOHO M3rOTBEH MpAallaHUK COCTaBeH on 22
npaiiama MoIeNICH! BO TpH jena. [IpBHOT nen ce
COCTOEIIE OJ] YSTUPH Mpaliaka Ha KOU POJHTE-
nuTe Tpebale ja 0JIroBopar: Aaiy 3HaaT KakBU
Npedkd BO Pa3BOjOT MMa HHBHOTO JeETe; Kora,
KOj ¥ KaKo MM COOIIINTHJ 32 MOIMPEYCHOCTa Ha
HHUBHOTO JieTe. Bo BTOpWOT men Gea KOpHUCTEHH
camo 7 mpamama on npamatHukor FSCI
(Family Stress and Coping Interview) (MuTepsjy
3a CIpaByBambe CO CTPECOT BO CEMEjCTBOTO), CO
1IeJT 1a CE M3MEPH CTEIECHOT Ha CTPEC Kaj ceMejc-
TBaTa (22). Ox pomutenoT ce Oaparie fa ro paH-
THpa CTENCHOT Ha CTPEC 3a CeKOe Tpallame Mo-
ceOHo, kopucrejku ja [lercrenenara JlukeproBa
ckana. Bo TpeTnoT men 3a yTBpAyBame Ha CTe-
MEHOT Ha MOAJPINKA Ha POTUTEIUTE KOPUCTEBME
nen, omHocHo 11 ox 45-te mpamama om FSS
(Family Support Scale) (Ckana 3a mporeHa Ha
MOJ/IPIIIKaTa BO ceMejcTBOTO) (23). Pomurenure
Tpebamie Ja TO paHTUpaaT CTEeHOT Ha
HOAJPIIKA CO KOpUCTemhe Ha YeTupucrerneHara
JluxepToBa ckana (0 - HuKakBa; 1 - MoBpeMeHa;
2 - ronema; 3 - MHOTY Tosnema). [Iprauan 3011TO
He Oea KOPHCTCHH KOMIUICTHUTE OpPWUTHHAIHU
npawmanauiy (FSCI u FSS) ce Henocroemero Ha
COOJIBETHH PECYPCH 3a MOIPIIKA HA CEMEjCTBa-
Ta Ha Jerara co IMPEeYKH BO Pa3BOjoT (Ha IPH-
Mep, HEJOBOJHO Pa3BHEHa MpeKa Ha paHa WH-
TEpBEHINja, MPOPECHOHATTHA TIOAPINKA Ha Ce-
MEjCTBOTO H JIp.), KaKO U KyJITypHUTE U COIIHjaI-
HHUTE CHEeNU(pUYHOCTH HA CEMEjCTBaTa BO Hallla-
Ta apkaa. OTKako poJUTENUTE Ce COryiachja aa
yUYeCcTBYBaar, UM Oea MOJIENICHN MPAIIATHHUIN CO
NpeTX0AHO 00jacHyBambe Ha LIeNITa U OCTaNKaTa
Ha UCTPaXYBAKETO.

Cmamucmuuka ananusza

Ilo coOupamero Ha moAaToLUTe, HCTUTE Oea
rpymnupanu, Tabenupanu, o0paborenu u rpaduy-
KU TIpUKakaHu co mporpamor Microsoft Office

of children with cerebral palsy from the
“Daycare center for persons with cerebral
palsy” and 8 (25,8%) parents of children with
visual impairment from the state school for
rehabilitation of the children and youth with
visual impairments “Dimitar Vlahov” were
included in the research.

Instruments and techniques of the research

For the research’s needs, a specially prepared
questionnaire with 22 questions divided in three
sections, was used. The first section included
four questions that parents needed to answer: do
they know what kind of disabilities their child
has; when, who and how were they informed
about their child's situation? In the second
section there were only 7 questions from the
FSCI questionnaire (Family Stress and Coping
Interview), in order to examine the stress level
(22). The parents were asked to rate the stress
for each question, using the five level Likert
Scale (0- it was not stressful, 1 — a little
stressful, 2 — stressful, 3 — very stressful and 4 —
extremely stressful). In the third section for
confirming the level of support, we used part of
the questions i.e. 11 questions out of 45 were
taken from the FSS (Family Support Scale)
(23). Parents were supposed to rate the support
level by using the four level Likert Scale (0 —
no support at all; 1 — rare support; 2 — big
support, 3 — very big support). Lack of adequate
resources for support of the families of children
with developmental disabilities (e.g. insuffi-
cient developed network of early intervention,
professional support for the family) as well as
cultural and social specificities of the families
in our country, are the main reasons why
complete original questionnaires (FSCI and
FSS) were not used in the research. After the
parents confirmed their participation in the
research, they were given the questionnaires
with a previous explanation of the aim and the
methods of the research.

Statistical analysis

After collecting the data, they were grouped,
classified in tables, processed and graphically
presented by the program Microsoft Office
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Excel 2003. 3a TecTupame Ha 3Ha4ajHOCTa BO
pasznmkuTe Oeme KOPHUCTEHa HerapaMeTpucKa
cratuctuka (Pearson %> Ttect). CuraudukaHt-
HocTa Oele onpeayBana 3a HUBO Ha p<0.05.

Pes3yimamu

[loBekeTo Onx pOOWTENUTE C€ H3jacHUja JeKa
3HAaT KaKBa IOIIPEYEHOCT MMa HUBHOTO JieTe (28
mm 90,3%). dpaecer (64,5%) pomutenn Toa ro
JI03HAJIC BO MpBaTa rofMHa OJ XKMBOTOT HAa HUB-
HoTo jere. Bo Hajronem Opoj ox ciyuaute (25
mwm 80,6%) uM OMIIO COOMIITEHO OJ CTpaHa Ha
nexap. Ocranarure 6 (19,4%) pomurenu camu oT-
KpHJIE Jicka HUBHOTO JICTE OTCTAIyBa BO Pa3BOjoT.

Tabena 1/Table 1

Excel 2003. To test the significant difference
we used non-parameter statistics (Pearson %>

test). The significance was determined at level
p<0.05

Results

Most of the parents stated that they are familiar
with their child’s disability (28 or 90,3%). 20
(64,5%) parents found it out in the first year of
their child’s life. In most of the cases (25 or
80,6%) parents were informed by a doctor. The
rest of them, 6 parents (19,4%) found out on
their own that there were some kind of
obstacles in their child’s development.

IIpodecnonanen WuTenexryanna Lepebpanua OmrrereH By / Bkymnno/Total
onHoc / Professional MOMpeYeHoCT / napanusa / Visual
relationship Intellectual Cerebral palsy impairment
disabilities
AC Ch AC Ca AC Ca AC CJ (SD)
M) (SD) M) (SD) M) (SD) M)
A 2,18 0,75 1,58 1,24 0,75 1,03 1,58 1,14
B 1,72 0,90 1,83 1,11 1 1,30 1,58 1,11
C 2,09 0,94 1,50 1,16 1 1,30 1,58 1,17
D 1,63 1,02 1,83 1,26 1 1,30 1,54 1,20
dr=6 p=0.894

A: Tlomnpuika/Support

B: Bu nanoa uadopmanuu 3a monpedyeHocta/ They gave you information about the disability
C: BaumarenHo ru ucnyiryBaa Bammre rpmwku/ They carefully listened your worries
D: CornacyBame nomery npodecuonaiure (3a qujarnosara u Tpermanor)/ Coordination among the professionals (for the diagnosis

and the treatment)

Bo TaGenara 1 ce mpe3eHTHpaHU OJTOBOPHUTE HA
pomutenuTe 3a MPO(ECHOHATHHOT OJHOC Ha
MEIWIIMHCKAOT KajJap W OCTaHaTUTe Mpodecuo-
HaJIA WHBOJIBUPAHH BO paHaTa WHTEPBEHIIW]a
Ha jpereto. On WcraTa MOXKE Ja Ce BHIU JIeKa
BKYITHATa CpellHa BPEAHOCT Ha OJrOBOPUTE CE
nBwkH ox 1,54+1,20 no 1,58+1,17, omHOCHO 0ox
MHOTY HE3aJJ0OBOJIUTEITHO IO HE3a0BOJIUTEITHO
HuBO (0 — HUKAKOB, | — MHOTY HE3aJIOBOJIHUTE-
JIeH, 2 — He3aI0BOJIUTEINEH, 3 — 3aI0BOJIUTENICH,
4 — wmHory 3amoBonmtelnieH). CTaTHcTHUYKaTa
3Ha4yajHOCT p uma BpeaHoct 0,894, mto 3HaUM
JIeKa He TIOCTOM CTaTUCTHYKU 3Ha4YajHa pa3liuka
BO HAYMHOT Ha KOMYHHKaIMja Ha TMpodecho-
HaJIUTEe CO POAUTEIUTE Ha JIela CO pa3InyucH
BUJI IONIPEYCHOCT.

Table 1 presents the answers of parents about
the professional attitude of the medical staff and
the other professionals involved in the early
stage of the intervention. We can conclude that
the total average value of the answers is
between 1,54+/-1,20 and 1,58+/-1,17, or
starting at a very unsatisfying level and going to
an unsatisfying level (0- unsatisfying at all, 1 —
very unsatisfying, 2 — unsatisfying, 3 -
satisfying, 4 — very satisfying). The statistical
difference p has a value of 0,894, which means
that there 1is no statistically significant
difference in the manner of communication of
the professionals with the parents of children
with different types of disabilities.
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Tabena 2/Table 2

Hauun Ha xomyHukauuja/ Way of communication N %
Excneprcka: ... Hanpaseme 2o moa u moa!/ Expert: ... do this and that! 7 22,6
WndopmarusHa: ...nanpaseme 20 moa, 3amoa wimo .../ Informative: ...do that, because of... 13 41,9
[MapTHepcka: ...mooceme 0a 2o Hanpaseme moa unu moa, wimo Bue mucaume?/ Partner:...you can do this or 11 35,5
that, what do you think?

Bkynno/ Total 31 100

Tpunaecer (41,9%) poauTemu ce u3jacHIUIe Jieka
MEIMIIMHCKUOT TIEPCOHAN M OCTaHaTUTe TIpodecho-
HAMIA WM TO COOIIITHJIC MOHATAMOIIHHOT TPET-
MaH Ha HHMBHOTO JieTe¢ Ha WH(POPMATHBEH HAYHH
- Hanpaseme 20 moa, 3amoa wimo ...*“ (trabemna 2).

13 (41,9%) parents have stated that the medical
staff and other professionals have informed
them about the subsequent treatment of their
child in an informative way “do that, because
...”(Table 2).

Tabena 3/Table 3
CTpecHH CHTYalMU MOBP3aHH WuTenexryanHa Iepebpanna OmrereH Bu/ BxkymHo/Total
CO JIETETO CO MPEUKH BO MONPEYESHOCT/ napanuza/ Cerebral | Visual impairment
pasBojot/ Stressful situations Intellectual palsy
related to the child with disabilities
developmental disabilities AC Cl AC (M) Cl AC (M) Cl AC (M) CH (SD)
™) (SD) (SD) (SD)
A 3,63 0,50 3,66 0,65 3,75 0,46 3,67 0,54
B 3,27 0,78 2,83 0,83 3,62 0,51 3,19 0,79
C 2,27 1,34 1,91 1,31 3,50 0,53 2,45 1,31
D 2,45 1,12 2,41 1,37 3,50 0,53 2,70 1,18
E 2,27 1,42 2,91 1,08 3,37 0,51 2,80 1,27
F 2,09 1,57 1,83 1,26 3,12 0,83 2,25 1,36
G 2,90 1,30 3,50 0,90 3,87 0,35 3,38 1,02
Bkymno / Total 2,72 1,24 2,72 1,24 3,53 0,57 2,93 1,16
df=12 p=0.936

A: Co3HaHHETO 3a IPeYKHTE BO pa3BojoT Ha Aereto/ Information about the child with developmental disabilities

B: 1a um oGjacuute Ha npyrure/ Explaining to the others

C: CekojIHEBHHOT KOHTAKT co mpujarenute/cocenute/ Everyday contact with friends /neighbors
D: Konrakror co mequiHCcKHOT nepconan/ Contact with the medical staff

E: Konrakror co anMuHHCTpaTHBHUOT nepconan/ Contact with administrative staff

F: Konraxrot co exykaruBHuOT nepconan/ Contact with educational staff

G: CnpaByBame co punancun/ Managing the financial part

Bo Tabenara 3, gageHu ce oNrOBOPUTE HA 7-T€
npamama onx mnpamanHukor FSCI (Family
Stress and Coping Interview) (22). Pomurenure
IITO 'O PAHTHPAa CTENECHOT Ha CTPEC IO JT0XKHU-
Beajie MOBP3aH CO JIETETO CO MPEYKH BO Pa3Bo-
jot, xopuctejku ja I[lercrenenara JlukeproBa
ckama. (0 — mHe Owmino crpecHo, 1 — Mmaiky
CTpecHO, 2 — CTPECHO, 3 — MHOTY CTPECHO U 4
— eKCTpeMHo cTpecHo). On uctata MoXe Ja ce
BUJIM JIeKa ITOBEKETO O] POJTUTEIINTE JOKHUBEa-
Jie TOJIeM CTpec Kora J03Hajie JIeKa HUBHOTO
JIeTe UMa MPeykH Bo pa3BojoT (3,67 +0,54). 3a
HUB MPHJIMYHO CTPECHO UM OWJIO W CIIpaByBa-
weTo co punancuute (3,38 +1,02), a Hajman-
Ky CTpECeH UM OHJI KOHTaKTOT CO €IyKaTHB-

In table 3, there are answers for the 7™ question
form the FSCI (Family Stress and Coping
Interview) (22) questionnaire. The parents rated
the degree of the stress that they experienced in
relation to the child with developmental
disabilities, by using the five degree Likert scale
(0 - was not stressful, 1 - little stressful, 2 -
stressful, 3 - very stressful, 4 - extremely
stressful). From the same Table it can be seen
that most of the parents have experienced a huge
stress when they found out that their child has
developmental disabilities (3,67+/-0,54). One of
the most stressful thing for them was coping and
managing the financial expenditures (3,38+/-
1,02), and less stressful was the cooperation with
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HUOT mepcoHan (2,25 +1,36). Bo oanoc Ha
BHJIOT Ha MONPEYCHOCTa U CTEIEHOT Ha CTPEC
KOj TO JIOXHBeEajge POAUTEIUTE, HE TMOCTOU
CTATUCTUYKHU 3HAUYajHA pa3iiuKa Mmomery poju-
TEJUTE Ha JellaTa CO MHTEICKTyalHa Mompe-
YEHOCT, IiepedpaHa mapaius3a U OIITETEH BH/I
(p=0,936).

the educational staff (2,25+/-1,36). Regarding the
type of disability and the degree of stress endured
by the parents, we can conclude that there is no
statistically significant difference between the
parents of children with intellectual disability,
cerebral palsy and impaired vision (p=0.936).

Tabena 4/Table 4
Jluna/ Persons Wurenexryanna Lepebpanna napanuza/ Omwrreren Buy/ Visual P
nonpevyeHoct/ Cerebral palsy impairment
Intellectual disabilities
AC (M) CJ1 (SD) AC (M) CJ1 (SD) AC (M) CH (SD)
TTapraepot/The partner 2,54 0,82 2,77 0,44 2,80 0,44 0,188
Mouwre poautenn/ My parents 1,70 1,18 1,50 1,08 2,50 0,75 0,490
Poxurenure Ha MOjOT conpyr/conpyra/ 233 0.86 1.80 113 214 121 0.783
My spouse’s parents ’ ’ ’ ’ ’ ’ ’
IMoTecHoTO CcemejcTBO Opaka/cecTpu/
Immediate family Brothers/sisters 1,75 1,28 1,5 1,06 2,12 1,24 0,442
Tommpoxoto cemejcrBo/ Wider family 1 0,70 0,87 1,12 1,42 1,27 0,294
Mouwre npujarenu/ My friends 1,8 1,09 0,71 0,83 1,42 1,13 0,632
Tpujarente na mojor 1,2 0,44 0,62 0,74 1,28 1,38 0,380
comnpyr/conpyra/ My spouse’s friends
Mouwre nena/ My children 2,12 0,83 2,22 1,20 2,16 1,16 0,662
Komnerun/ Colleagues 0,2 0,44 1,14 1,21 2,5 1 0,018
Conujanau rpynu (3apyxKeHrja Ha
nna co uHBanuaHocT) / Social groups 1.66 121 133 111 0.2 0.44 0.019
(Associations for persons with ’ ’ ’ ’ ’ ’ ?
disabilities)
Jlokanna 3aexuuia Local community 0,28 0,48 0,66 1,03 0 0 0,161

JloOueHuTe pe3yaTaTd TMOKaxkaa JeKa IOCTOU
CTaTUCTUYKH 3HAYajHA Pa3lIiKa BO OJITOBOPUTE
Ha POJIUTEIIUTE CO Jiella CO Pa3juueH BHJ Ha
WHBAJIHMHOCT BO OJIHOC HA OJPEACHU PEeCypcu
KOM TH MMaaT 3a MOMOII W TOJAPINKA, KaKo
IMTO C€ KOJETHTEC W COIMjaTHUTE TPYIH, T.C.
3IpYXKCHHMjaTa Ha JIMI[aTa CO WHBAJIUIHOCT.
WmenHo, poautenute Ha AeniaTa co OIITETSH BHT
BO OJHOC HAa POJWUTEIUTE HA Jerara co Apyra
MOMPEYCHOCT, HAjTOJIeMa MOMOII M TOAIPIIKA
nobusaart ox ceoute kojeru (2,5+1), a Hajmaina
on commjamaute rpymu (0,2+0,44). 3a paznuka
O] HHWB, POAWTEIIUTE Ha JeIara CO HHTEICK-
TyaJlHa MOTPEYCHOCT HajToJIeMa IMOMOII U TIO/-
Ipiika M1oOWBaaT O/ COLWjaTHUTE TPYIH, T.C.
3Ipy)KeHHjaTa Ha JHUIlaTa CO WHBAIAITHOCT
(1,66+1,21), a HajMasia OJ CBOUTE KOJETH
(0,2+0,44).

The obtained results showed that there is
statistically significant difference in the answers
of the parents of children with different types of
disabilities regarding certain resources for help
and support that they receive, from their
colleagues and other social groups that is from
associations of persons with disabilities. The
largest help and support that the parents of
children with vision impaired receive, in
comparison to parents of children with different
types of disabilities, is by their colleagues
(2,5+1). They receive the lowest help and
support by social groups (0,2+0,44). Unlike
them, parents of children with intellectual
disabilities receive the biggest help and support
by the social groups (associations of persons
with disabilities (1,66+1,21), and the least from
their colleagues (0,2+0,44).
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[Tapruep / Partner

Mowure ponurenu / My parents

Poautennte na mojor naprep / My partner’s parents
Moeto norecHo cemejctio / My closer family

Moeto nommpoxko cemejerso / My larger family
Moute npujarenu / My friends

[pujarenure Ha Mojot naptHep / My partner’s friends
Mowure neua / My children

Konerure / Colleagues

Counjanuu rpynu / Social groups

Jlokanua 3aennuua / Local comunity

70,4

10 20 30 40 50 60 70 80

Cnuka 1: MHory ronema nomor u oaapiika (%)

On ciukara 1 MOXe 1a ce BUIM JIeKa POANUTEIIH-
TE HajrojeMa MOMOII M IMOAJPIIKA T0OHBAAT O]
cBojot Opaven npyrap (70,4%). Kako pecypc 3a
HOMOIII ¥ MOAJIPIIKA, POIUTEIUTE Ha JeIara co
NpPEYKH BO Pa3BOjOT TH IMOCOUyBaar u 6adbute u
JeIOBLIMTE, KAKO U CBOMUTE OCTaHATH Jella.

Huckycuja

CeMejcTBOTO € KpUTHYCH M3BOP Ha MOAPIIKA 32
Jenara co Mpevykd BO pa3BojoT. HaumHOT Kako
CEMEJCTBOTO Ce€ CIpaByBa co (GakTOT JcKa MMa
JeTe CO TPEYKd BO pas3BojoT, Omi (okyc Ha
MHOTY HCTpa)KyBama BO ITOCIIEJHHUTE JBE JeIie-
Huu (24, 25). Bo HUB ce onmiryBa Kako pOIUTeE-
JMTE pearupaar Ha JETCKHUTE MpoOiIeMH BO pas-
BOjOT: HEKOH C€ MPEMHOTY €MOIMOHATHH, APYTH
MOBJICYEHN W OCTaBaaT BIICYATOK JieKa CE He-
3aMHTEPECHPaHH, HO MMa M POJUTEIN KOU pea-
HO ja puakaar cocrojoaTa Ha HUIBHOTO JIETE.

[loBekeTo o McTpaxyBamara 3a poAUTEINTE Ha
Jieriata co Mpedkd BO Pa3BOjOT €€ MPaBEHH BO
AHTJIOCAKCOHCKUTE 3eMjH U MaJIKy CE 3Hae 3a CH-
TyalyjaTa Ha POAUTEIUTE BO JAPYTH KYJITYpHH
koHTeKcTH. OBaa cTyauja Oerie CIpoBeIeHa BO
MakenoHuja, 3eMja co crnabo pa3BHEHa paHa
HO/UIPIIKA O] MYJITHAMCIUIUIMHAPHA THMOBHU HA
ceMejcTBaTa co Jierara co Mpeuky BO Pa3BojoT.

CoozaserHuTe HHGOPMALIMU U COBETH 32 MOMpeYe-
HOCTa Ha JIETETO C€ MHOTY BayKHH JICTCPMHHAHTU
32 POAUTENICKOTO CIIPaBYBame CO CTpECHaTa CH-
Tyauuja (26). MHOTy poauTeNn KOM MMaaTr Aela

Figure 1. Biggest help and support (%)

By Table 4 and picture 1 it can be seen that
parents receive the biggest help and support
from their spouses (70,4%).

As a resource for help and support, parents
point at grandparents as well as at their
children’s siblings.

Discussion

The family is a critical source of support for the
children with developmental disabilities. The
way in which the family deals with the fact that
they have a child with developmental
disabilities was the focus of many researches in
the last two decades (24, 25). They all describe
parents’ reactions to the child’s developmental
problems: some of them are too emotional,
others are quiet and seem uninterested, but there
are also parents who accept the reality about
their child.

Most of the research studies for parents of the
children with developmental disabilities were
conducted in Anglo-Saxon countries, and little
is known about the situation of the parents in
other cultural contexts. This study was
conducted in the Republic of Macedonia, a
country with poorly developed early support
and multidisciplinary teams for families of
children with developmental disabilities.
Appropriate information and advice for the
child’s impairment are very important
determinants for parental coping with the
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CO MPEYKU BO Pa3BOjOT 300pyBaaT M MHIIyBaaT
CO TOpYMHA 32 TOa KaKo KOH HHUB C€ OJHECYyBae
npodecronanuure. OJ HAIIETO HCTPAKYBAbE,
HCTO TaKa MOXeE JIa C€ 3aKITy4H JIeKa POJUTEINTE
HE C€ 3aJ0BOJIHU O] MPOhECHOHAIIINTE, OTHOC-
HO OJ: HUBHATAa TOJIPIIKA, HHPOPMAITUUTE KOU
I J00WMBaaT, pa3OMpameTo M COTJIacyBamara
rmoMery mpo(ecHOHAIIMTE BO OJHOC HA JHjar-
HO3aTa ¥ IOHATaMOIIHKOT TPETMaH Ha IETETO.
Crnopen Appleton u Minchom mocrojar 3
HauMHA Ha KOMYHHKAIHja TIOMely POTUTENUTE U
po(eCHOHAIIHNTE, M TOA: EKCIEepTCKa, MH(OP-
MaTHBHA U mapTHepcka (27). Bo oBa nctpaxysa-
we camo 11 (35,5%) poautenn ce wuzjacHMIIE
JieKa MEAULMHCKHOT TEePCOHANl U APYTHTE MpO-
(ecnoHaIM IO KOpUCTEIIe MAPTHEPCKUOT HAYUH
Ha KOMYHHUKaIMja KOj € ¥ Haj1o0ap, OAHOCHO I10-
HATAMOITHMOT TPETMaH Ha HHUBHOTO JIET€ UM
OWJI TIPEIUIOKECH HAa HAYHH ,,... Modiceme 0d 20
Hanpagume moa unu moa, wmo muciume Bue?*
Bo uctpaxysamero Ha Jones u Passey Bo 2005
roguHa, 82,4% ox 48 aHKETUpaHU POAUTEIH
JOKUBeaje EKCTPEMEH CTpeC NMPH KOHTAKT CO
nokropute (3,49+1,24). 55,6% on HUB HajroINE-
Ma TOAZPIIKA JOOWIIE OJf CBOMTE TapTHEPH, a
camo 20% on muBHUTE poauTenu (28). Bo Ha-
MIHOT TPUMEPOK, 3HAYUTEIHO IOMAaJl MPOIEHT
(32,3%) onm pomutenurte ce M3jacHHUIE AEKa JI0-
KHBeaJle eKCTPEMEH CTpPeC MPU KOHTAKT CO Me-
IULOUHCKUTE Tpodecnonanm. Ha mpBo mecto
M0 MHTEH3UTET Ha CTpec 3a HUB OMJIO CO3HAHM-
€TOo JIeKa HUBHOTO JIETE € CO MPEYKH BO Pa3BOjOT
(3,6740,54).

CemejHaTa KOX€3Hja M YyBCTBOTO Ha 3aeIHUIII-
TBO M COpaboTKa € BTOpaTa JIETePMUHAHTA KOja,
HCTO TakKa, € MHOTY BayKHa 3a CIIpaBYyBambe Ha PoO-
JUTEATE CO CTPECHUTE CHUTYAIlUH TOBP3aHU CO
HUBHOTO JETE CO TPEYKH BO pa3BojoT. bpojam
CTyIIUHM 33 PONUTENUTE Ha Jiela CO TPEYKH BO
Pa3BOjOT yKaXyBaT Ha TOCTOCHETO Ha IMOBP3a-
HOCT TIOMel'y COITMjaJIHATa ITOAIPITKA M POIH-
Tenckuotr crpec (29, 30), 0OAHOCHO TTOBHCOKUTE
HHBOA HA MOJAPILIKA KOPECTIOHIUPAAT CO TIOHUC-
KM HUBOA Ha POJUTENCKHA cTpec. Bo omgHOC Ha
MOJIIPIIKAaTa, BO HAIETO HCTPaXKyBambe Hajro-
nem npoueHT (70,4%) on pomutenuTe ce mu3jac-
HUWJIE JIeKa MaJjle HajrojieMa MOJIPIIKa O] CBOH-
Te MapTHEpPH, a OJ JIoKamHara 3aeqHuna 13,6%
ce M3jacHUIIE JieKa uMaar nospemena u 9,1% ro-
JieMa Mo/IpIIKa.

stressful situation (26). Many parents who
have children with developmental disabilities
talk and write with bitterness about the way
they were treated by some of the professionals.
From this research, it can be concluded that
parents are not satisfied with the professionals,
more clearly with their support, the information
they receive, the understanding and the agree-
ment among the professionals regarding the
child’s diagnosis and treatment.

According to Appleon and Minchom there are
three ways of communication between parents
and professionals: an expert, informative and
partner communication (27). In this research
only 11 (35,5%) parents stated that the medical
staff and other professionals used the partner
the way of communication which is also
considered as the best one, meaning that the
following treatment of their child was sugges-
ted in this way “...you can do this or that, what
do you think?”

In Jones and Passy’s research in 2005- 82.4%
out of 48 examined parents experienced an
extreme stress when contacting the doctors
(3.49+/-1.24). 55.6% of them received the
biggest support by their partners, and only 20%
by their parents (28). In our sample, a signifi-
cantly smaller percent (32.3%) of the parents
stated that they experienced an extreme stress
when contacting the medical professionals.
According to the stress level, finding out that
their child has developmental abilities is in the
first place (3.67 +0.54). The family cohesion
and the feeling of belonging to the community
and cooperation are the second determinants
which are also very important for parental deal-
ing with the stressful situations related to their
child with developmental disabilities. Numero-
us studies for parents of children with develop-
mental disabilities suggest that there is a rela-
tion between the social support and the parental
stress (29, 30), pointing out that higher levels of
support correspond with the lower levels of
parental stress. In terms of support, in our
research, the greatest percentage (70.4%) of the
parents answered that they received the biggest
support by their partners, however none stated
that there was a big support by the local commu-
nity. From the local community, only 13.6% got
occasional support and 9.1% got big support.
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3akayuok

Cmy>x0OuTe 3a TOMOII U MOJAPIIKA Tpeba ma ce
(hokycupaar Ha OTPeOUTE HA IENOTO CEME|CT-
BO, a HE CaMO Ha NpoOJIeMHTE Ha JETETO CO
NpevKH BO paszBojoT. Bo cmopenba co MuHaTO-
TO, POJUTENUTE HE Ce CaMO MacHBHHU HaOJbyIy-
Bauyl Ha pexaOwiIuTanujaTa W eayKarujaTta,
TYKy aKTUBHM M pPaMHONpPAaBHH WICHOBHU U
YUECHHUIIH.

MHory ucTpakyBama T'o 0COvyBaaT HEeroBOJI-
HOTO BJIMjaHUE HA ,,XCHAUKCITUPAHUOT" WICH BO
CEMEJCTBOTO Bp3 KMBOTOT Ha IEJIOTO CEME)-
cTBO. BOo HekoM ox HHMB ce HCTaKHyBa JeKa
»XCHIUKEIUPAHOTO " JeTe BCYLIHOCT 3HAYM M
»XeHaukenupano cemejctso (31). Ho uma u
UCTPa)KyBama KOU MOTEHIHUPAaT IeKa HaKo po-
JUTENNTE Ha JienaTa co MPEeuKu BO pa3BojoT JI0-
JKUBYBAaT rojeM CTpPEC, THE HCTO TaKa J0KUBY-
BAaaT U 3a7J0BOJICTBO IIPH CEKOj HajMaJl ycIeX Ha
HUBHOTO Jnere. OBHE pOTUTENH CMETaaT JeKa
HUBHOTO J€Te HWMa MOoceOHM NOTpeOH, a He
npobiemu (32-35).

PonuTenure Ha nmemara co MpEYKH BO Pa3BOjOT
uMaar rnmoceOHU NoTpedu — morpeda 3a nHMOP-
Malll{, COBETH, MOAJPIIKA M TMPAaKTUYHA TO-
Moll, Kako M MoTpeda ma OuaarT BKIYYECHH BO
cekoja ¢asza Ha HWACHTHU(UKANK]a W TIPOICHKA
Ha HuBHoTo niete (DfES, 2001). 3a na ce octa-
patr oBue moTpedm, Tpeba ma ce KOMOMHMpaatr
(dhopmanHu 1 HeOpMAITHH COLIMjAITHU MPEXKH 32
nojzapmka u aganrtanyja (36). Hedopmannarta
MOJIIPIIKAa MOXKE Ja UMa ,,TaMIIOH" epeKT Ha
ctpecort (37).

Pesynratute ox HameTo HCTpaxkyBame MOKa-
JKyBaaT Jieka pOJUTEINTE Ha JieraTa co MPEeuKu
BO Pa3BOjOT JOKHMBEae BUCOKO HUBO Ha CTpeEC,
0co0€HO Kora J03Haje JIeKa HUBHOTO JIETEe uMa
Ipeykd BO pa3BojoT. OBa HCTpaxyBame HMa
rojieM Opoj orpaHudyBama. MaauoT IPUMEPOK
CEKaKo JIeKa He MOXe J1a IPUJ0HECE 3a FeHepa-
IU3Mpame Ha J0OMEHHTE pe3ynTatu. MaHute
HUCTpaXyBamba BO HaIIaTa JpxkaBa Tpeba ma Ou-
JIaT HACOYCHHW M KOH MPHIOOMBKHUTE O] paHaTa
MHTEpBEHLMja, eIyKalujaTa Ha POJUTEINUTE U
KOPHUCTEHETO Ha CIIyKOM 3a MOAIpIIKA HA Po-
JUTENNTE Ha JIela CO MPEYKH BO Pa3BojoT.

Conclusion

Institutions for help and support should focus
on the needs of the entire family, and not only
on the needs of the child with developmental
disabilities. In comparison to the past, parents
are not just passive observers of the
rehabilitation and the education, but they are
active and equal members and participants.

A lot of researches point to the unwanted
influence of the “handicapped” member in the
family. Some of them emphasize that a
“handicapped” child actually means a
“handicapped” family (31). However, there are
researchers that emphasize that although
parents of children with developmental
disabilities experience big stress, they also
experience an immense happiness with every
success of their child. These parents consider
that their child has special needs and not
problems (32-35).

The parents of the children with developmental
disabilities have special needs - need for
information, advice, support and practical help,
and need for their inclusion in every phase of
identification and assessment of their child
(DfES, 2001). For accomplishment of these
needs, it is necessary to combine the formal and
informal social networks for support and
adaptation (36). The informal support can
diminish or moderate the effect of stress (37).
The services for help and support should be
focused on the needs of all family members,
and not only on the problems of the child with
developmental disabilities. The results from our
research show that parents of children with
developmental disabilities experienced a high
level of stress, especially when they discovered
that their child has developmental disabilities.
This research has a number of limitations; the
small sample cannot contribute to the
generalization of the obtained results. The
future research in our country should be
directed towards the benefits of early
intervention, education of the parents and usage
of the services for support of the parents of
children with developmental disabilities.
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