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Pezume

JlereTo cO pa3BOjHH TPEYKH 3HAYUTEIHO TO
NPOMEHYBa HAUYWHOT Ha JKUBECHE Ha JPYTUTE
YJICHOBM Ha HETOBOTO ceMejcTBO. PesymraTtute
BO TOJIETO Ha Tepamujara ¥ pexaOuiuTanujata
Ha Jerara co pa3BOjHM HEIOCTATOIM ja Haria-
CyBaaT Ba)KHOCTA Ha yJorara Ha POAUTENIOT BO
HOAJpIIKATa TPH Pa3BOjoT Ha AeTeTo. Bumor
Ha HEJOCTAaTOKOT € MHOTY BaXKeH (haKTop mopa-
I TOA IITO JOKOJKY WHBAJIMIHOCT Oapa BHCOK
CTEIlEH Ha 3aBHCHOCT OJ MOMOILTA O IPYTUTE
YJICHOBHM Ha CEMEjCTBOTO, HCTHOT TO HaMalyBa
KBaJINTETOT Ha HUBHOTO XKHBeewme. OBa mcrpa-
KYyBamke € MPBO BO XpBAaTCKa KOE HMCTPa)KyBa
BaXHH CEMEjHH MpoOJIeMH BO CeMejcTBaTa Ha
Jena co nHBaIuAHOCT. LlenTa e ma ce ornenu Bu-
JOT ¥ HUBOTO JIO0 KOE pPa3BOjHATa WHBAIHIHOCT
Ha JIeTeTO BiHjae Bp3 HAOJbyIyBaHWOT KBaJIHU-
TeT Ha JKMBeewe Ha poautenoT. [lopamu orpa-
HUYEHHUTE PECYPCH U EKCIUIOpaTHBHATA MPHPO-
Jla Ha UCTPaKyBamkeTO, KaKo W JieraiHaTa u Co-
IMjaJHa YyBCTBUTEIHOCT HA OBaa TeMa, Oea u3-
OpaHN TpH HOTHPHMEPOL HA POIUTENN Ha Jena
CO Pa3BOjHH MPEUYKH, KOU Beke Oea 4JICHOBU Ha
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Abstract

The child with developmental disabilities
significantly influences the lives of the other
members within the family. Findings in the
therapy and rehabilitation of children with
developmental disabilities emphasize the
importance of the parental role in the support of
his/her development. The type of child’s
disability is a very important factor, because if
the disability requires a high level of
dependence on the help provided by the family
members, it decreases their quality of life. This
study is the first of this kind conducted in
Croatia, which investigates an important issue
that arises within the families of children with
disabilities. Its aim was to evaluate whether the
type and level of the child’s developmental
disability, affects the parental perceived
subjective quality of life. In regards to the
limited resources and explorative nature of this
study, as well as the legal and social sensitivity
of the topic, three subsamples were constructed
each containing parents of children with
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POIIUTEIICKA acoljaliud ¥ JOOPOBOJIHO yuec-
TBYBaa; POAUTENIN KOU UMaarT Aela co MOTOPHU,
MCUXOMOTOPHH ¥  HWHTENEKTYyalTHH IPEUKH.
bemwe mpumener MeryHapogHHOT HHIEKC Ha
omarococrojoa, MUB (International Wellbeing
Index, IWI), koj e coctaBen ox [lepconarnuom
unoexc Ha Onacococmojoa - IIUF (Personal
Wellbeing Index - PWI) u Hayuonannuom uH-
dexc Ha Onacococmojoa - HHUB (National
Wellbeing Index- NWI). JloOuenure pe3ynraTu
HE TIOKa)kaa CTAaTUCTUYKH 3HaYajHa pas3sinka Ho-
Mery MOTIPUMEpPOLUTe Ha poaurenu. TakBute
pe3yiTaTH He OTCTanMja OJ IPYTH UCTpaKyBa-
Ba CIPOBEACHHU BP3 ONIUTATA MOMyJaluja, HO
HHBHATA CHIOpeada Co pPe3ysITaTUTe TOOUESHH O]l
UCTpaXyBama CIPOBEICHU BpP3 DPOAUTEIH H
Jela cO HapylleH ayTUCTHYeH CIIeKTap, IO-
Ka)kaa NOBEKe MO3MTHBHA CyOjeKTHBHA OJaro-
coctoj0a Kaj pOANTEIHNTE Off OBa UCTPAKYBAILE.
ITopanu Toa MOe 1a ce 3aKiIydu JeKa THIOT U
CTENICHOT Ha WMHBAJIMAHOCT Ha JAETETO HUMa
edeKT Bp3 HHBOTO Ha HaOJpyIyBaHaTa CyOjeK-
THBHA OJ1arococTojoa.

Knyunu 360poeu: nabmyodysan Keanumem Ha Hcu-
6eerbe, NePCOHAIeH UHOeKC Ha Onazococmojoa -
IIUB, pooumenu Ha Oeya co paszBojHu npeuxu
(MOMOPHU, NCUXOMOMOPHU U UHMETEKIYATHIL).

Boeeo

Op mpernenu Ha TUTEpaTypa W MPETXOJHU HC-
TpaKyBarha CIIPOBEIEHN BO XpBaTCKa U CBETOT,
MOXe J1a ce 3a0eNexu JeKa MHTEPecoT 3a KBa-
JIUTETOT HA KUBECHC U MOJIUTHYBAaHETO HA KBa-
JUTETOT Ha XHBeewme pacte. cro Taka ce 3ro-
JieMyBa MHTEPECOT 3a UCIUTYBamkEe Ha TOTpeOu-
T€ Ha JIUIaTa CO WHBAIMIHOCT M HUBHUTE CE-
MejcTBa. MHOTY € BayKHO J1a ce pa3depar moTpe-
OuTe Ha ceMejcTBaTa CO WICHOBU CO WMHBAJIHI-
HOCT, TIOpaJay Toa IITO THE MpeTcTaByBaaT 3Ha-
YUTENeH MPOIEHT OJ CBETCKaTa IOMyJjalHja.
Cnopen mponenkute Ha OOenuaernte Harwmm,
MHBAJIMIHOCT C€ IOjaByBa Kaj CEKOj JCCETTH
KHUTEJI Ha ceKoja 3eMja, IWTo mpercTaByBa 450
MWJIHOHH IIyTe, a Kora Ke ce Moaafar U 4JIeHO-
BHTE Ha HUBHHUTE CEMEjCTBa, OBOj Opoj ce 3rose-
MyBa. 3aKOHOT LITO C€ OAHECYBa Ha XPBATCKHOT
peructap Ha ayre co uHBaauaHocT ox 2001 ro-
IWHA, ja TeGUHUpa WHBAIMTHOCTA KaKO TPajHO
OrpaHWYyBame, 3aryda WM HaMalyBame Ha

developmental  disabilities, which  were
volunteers and members of parental
associations; parents who had child with
motor, psychomotor or intellectual disability,

respectively. The International Wellbeing
Index, IWI, consisting of the Personal
Wellbeing Index-PWI and the National

Wellbeing Index- NWI, was applied. The
obtained results didn't statistically
significant difference between the subsamples
of parents. Such results didn’t differ from other
study among the general
population, but comparison of these results
showed more positive subjective wellbeing
among the parents, when compared to the
results from a study carried out on parents of
children with autistic spectrum disorders.
Therefore, it can be concluded that the type
and degree of child's disability affects the level
of perceived subjective wellbeing.

show

carried out

Key words: perceived quality of life, personal
wellbeing index- PWI, parents of children with
developmental disabilities (motor, psychomotor
and intellectual)

Introduction

From literature review and early studies
conducted in Croatia and worldwide, it can be
seen that the interest for quality of life and the
improvement of the quality of life are
increasing. It also appears that the interest for
investigating the needs of the persons with
disabilities and their families is increasing as
well. Understanding the needs of families with a
member with disabilities is very important,
since they make a significant percent of the
world's population. According to the United
Nation’s estimation, disability appears in every
tenth inhabitant of every country, which is
about 450 million of people, and this number is
increasing when added the members of these
families. The Law referring to the Croatian
register of people with disabilities from 2001
defines the disability as a permanent restriction,
loss or decrease of ability to accomplish some
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CIIOCOOHOCTHTE HAa YOBEKOT Ja JIOCTHTHE
olpelieH! (PU3UUKH AaKTUBHOCTU WM TICHXUYKH
(byHKIIMM COOABETHU HA HETOBUTE TOJMHU, a CC
OJTHECYBa Ha CIIO’)KEHU aKTUBHOCTH U OJIHECYBa-
€ KOU CE CBOjCTBEHH 3a CEKOjTHEBHUOT JKHBOT.

HoBu oTkputHja Bo Tepamujarta U pexaOuinTa-
1[jaTa Ha Jella CO Pa3BOjHH MPEUKH, YKaKyBaaT
Ha BaXHOCTa HA BIMjaHWETO HA POIUTEIIOT.
Cropen Hexom astropu (1-3), pomuTenckara
rprXa 3a WICHOT Ha CEMEjCTBOTO CO MHBAJMJI-
HOCT OM HMMaja MO3UTUBEH C(PEKT JOKOJIKY Ce
MPUCYTHA HEKOW YCIIOBH: XapMOHHja BO (pamm-
JUjapHaTa BPCKa, MOBUCOK COIMO-EKOHOMCKHU
CTaTyC W TOJJIPIIKA 32 CEMEJCTBOTO OJI OKOJIHU-
Hara. [lopaau Toa, MOTpeOHO € Ja ce 3eMme
MIPEIBUA U 1a C€ NCIUTA KBAJUTETOT HA JKHUBee-
e Ha POJIUTENNTE WU 3aIITUTHUIINTE Ha JIela-
Ta co pa3BojHU npeuku. DakToT nexa PemyOmm-
ka XpBaTcka ce Haora moMery 3eMjuTe CO HHC-
KM TipuMama Bo EBporia, Bo KOMOMHHMHAIH]a CO
HAPYIICHUOT KBAJIIUTET HA CEMEEH YKHBOT, MOXKE
Jla TO 3arpo3u KBAJIMTETOT Ha IpuXkara Koja ce
Mpy’Xa Ha WICHOT OJ CEMEjCTBOTO CO WHBAIH/I-
HOCT. (4-7) Cnopen uHpopManuuTe T00UEHU O
PErHCTapTOT Ha JIWIA CO WHBAIUIHOCT BO XP-
BaTcka oj jaekemBpu 2009 roj., mpHjaBeHU ce
okomy 51 060 (11,5%) nwma co MHBaIUIHOCT
(8). Cnopen mogarorute JOOUEHH OJ1 XpPBAaTCKH-
OT CHCTEM 3a COIlMjalHa rpuxa, moseke oa 80%
O]l JINTaTa CO Pa3BOjHHU HEAOCTATOIN JKUBEAT BO
cBOUTE ceMejHU JoMoBH (8). 3amMajku TH TIpea-
BUJ CHUTE OBHE TMOAATOIM, MOTpeOHO € Ja ce
HarJlacH JieKa OBaa IOITyJialldja Ha CEMEjCTBa €
MOJICIMKATHA U MOTPEOHO € MOroJIieMO BHHUMA-
HUE W PECypCH, CO el 1ma ce 00e30emn KBam-
TETHa TPHKa 3a Jelara Co XeHIHUKET, a BO UCTO
BpeMe J1a ce oApXu NpupaTIBO HUBO Ha (u-
3UYKO M IICUXOJIONIKO 3/IpaBje.

Kaxo ce oepunupa keanumemom na sxcugeerbe?

KoHIenToT Ha KBaJIUTETOT Ha )KUBECHE € TeMa
OJ1 MHTEPEC 3a MHOT'Y pa3jMYHU HAy4YHH JUCIIHU-
TUIMHY, €IyKaTHBHO-PEXaOWINTAIIUCKU HAYKH,
COLIMjallHM HAayKW, KIMHWYKaTa MEIUIIMHA U
ommrara romynanyja. [loctojar MHOTY Teopuu
U AeGUHUIIMU 33 KBAJUTCTOT HA JKUBECHC U
noeke ox 800 mpamanHUIM 32 HETOBO nedu-
Hupame. CBeTcKaTa 37paBCTBEHA OpTraHM3aIldja
(C30) ro neuHupa KBAJIMTETOT HA JKUBECHC
KaKO 3aMHCJICHA II0JIOKOA BO OJpEICH KyJI-
TypeH, COIjaJieH W XHUBOTEH KOHTEKCT (9).

physical activities or psychical function
appropriate to age. The term activity refers to
complex activities and behaviors which are
common for the everyday life.

New findings within the field of therapy and
rehabilitation of children with developmental
disabilities reports on the importance of the
parental influence. According to some authors,
(1-3) the parental care for the family member
with disability will have a positive effect if
some conditions are present: harmony in the
family relations, higher socio-economical status
and family’s support from the environment.
Therefore, it is necessary to consider and
investigate the quality of life of parents or care
providers of children with developmental
disabilities. The fact that the Republic of
Croatia is among the low income countries in
Europe together with the eroded quality of
family life, can endanger the quality of care for
the family member with disability (4-7).
According to the Croatian register of persons
with disabilities from December 2009, 51 060
(11, 5%) persons were registered with a
disability (8). According to the data provided by
the Croatian social service system, more than
80% of the people with developmental
disabilities live in their family homes (8).
Considering all the facts, it is necessary to
underline that this population of families is
more delicate and needs more attention and
resources to be able to provide quality care for
the child with disability, while maintaining an
acceptable level of parental physical and
psychical health.

How do we define quality of life?

The concept of quality of life has been very
appealing topic for investigation in different
fields of sciences, mostly psychology,
educational-rehabilitation sciences, philosophy,
social sciences and clinical medicine, mainly
concerning the general population. There are
many theories and definitions of the quality of
life and more than 800 questionnaires for its
defining. The World’s Health Organization
(WHO) is defining the quality of life as an
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Cnopen uneHoBuTe Ha MeryHapoaHaTta acouu-
jaruja 3a Omarococrojoa (10), kBamuTeTOT Ha
XHBeewe ¢ AepUHUpaH Kako MYITHIMMEH3HO-
HaJIeH KOHIIENT KOjIITO TH ofndaka: cTaHAapAOT
Ha )KHMBEEHEe, IMTHOTO 37[paBje, )KWBOTHUTE J0C-
TUTHYBaWa, JINYHUTEC BPCKHU, JIMYHATA Oe30en-
HOCT, MOBP3aHOCTa BO OMIITECTBOTO M HAHATA
0e30eaHOoCT. KBaNMTETOT HA )KUBEEHE T'O BKIY-
4qyBa MPOLIECOT Ha 3aJI0BOJIyBakbE Ha TTOTPeOUTE
W WCHOJHYBAamETO Ha HHTEPECUTE, JHUYHHOT
n300p, BPETHOCTUTE ¥ TEHIACHIMHTE KOH
Pa3IMYHU MOJNEA BO PA3IMYCH TePUO O KH-
BOoTOT. Ilokpaj oOjekTUBHHTE (HaKTOpH, KakKo
IITO C€ COIHjaTHUTE, EKOHOMCKUTE U TTOJIUTHY-
KHUTE, UCTO TaKa IOCTOjaT U CyOjeKTHBHH (hak-
TOPH Kako IITO ce€ OICHyBame Ha (u3nukara,
MaTepujajHara, COIMjaHaTa ¥ EMOTHBHATA
Omarococroj0a, JTUYHHUOT PACT W IKUBOTHUTE
JOCTHTHYBama. Bpckara moMery 00jeKTHBHUTE
1 Cy0jeKTUBHUTE JICJIOBU HA KBAIUTETOT HA JKH-
BeeHe HE € IMHeapHa, CIiope]] Toa, i3MeHarTa Ha
o0jekTUBHUTE (aKTOpH HE Mopa Ja 3HAYd
NpOMEHAa Ha CYyOjeKTUBHHTE KOMIIOHEHTH
(11,12). Cute maneHu aenoBu Ha CyOjeKTHBHU-
OT KBaJHTET Ha JKMBECHE Ce 10| BIMjaHHE Ha
WHIUBUIyalleH cucteM ofn BpeaHocta (13).
VYcnoBute KoM MpUAOHECYBaaT 3a KBaJUTETOT
Ha JKMBECHE CE WMCTO TaKa aKTUBHHU YYECHHUIU
BO cOpabOTKaTa M KOMYHHKALIUCKHOT MpOIIEC,
KaKo M MpH pa3MEHaTa BO (U3UYKATa M COILIHU-
jamHata cpenuHa (14).

Cmabunnocm Ha cyOjeKmusHUoOm Keaiumem Ha
JHcuseerbe

be3 paznmuka Ha OpojHUTE EKOHOMCKH W TIOJIH-
TUYKH TIPOMEHH BO CBETOT KOM MOXE Ja Hapy-
IIaT €HA WM HEKOJKY JUMCH3MH Ha KBAJIUTE-
TOT Ha KHBEEHE, MHOTY UCTPAKYBamba IMOKAXKY-
Baar Jieka HUBOTO Ha 3a0eJie)kaHaTa CyOjeKTHBHA
Onarococroj0a, BO MPOCEK € CTaOWIHO U TIO03H-
TUBHO. bpojHM wuCTpakyBama TMOKakaa Jeka
JMyreTo KOW MMajle HeraTMBHHU W TpayMaTHIHU
WCKYCTBAa BO MHHATOTO, MCTO TaKa MCKaXKyBaar
3aJI0BOJTyBaYKU W TO3UTHBEH CYyOjeKTUBEH KBa-
JUTET Ha JXUBEeHme. TaKkBU MPHMEpH ce JyIeTo
CO HMHBIMJHOCT KOM HE TIOKa)KyBaaT TpajHO
ornarame Ha HUBHHOT HAOJbYIyBaH KBAIUTET HA
KUBECHE, 3aT0a IITO THE Ha Kpaj ce HacodyBaar
KOH JPYTY BPEIHOCTH M UHTEPECH, CO LIl /1A Ha-
JIoOMecTaT 3a HUBHUOT nHBaUIHOCT (15). TakBu
Y CIIMYHH PE3YJITaTH JOBEI0a JI0 MPETIOCTaBKa-

individual perception of the position in specific
cultural, social and environmental context (9).
According to the members of the International
Well Being Group (10), the quality of life is
defined as a multidimensional concept which
includes: standard of living, personal health, life
achievements, personal relationships, personal
safety, community connectedness and future
safety. The quality of life includes the process
of satisfying the needs and achieving the
interests, the personal choices, values and
tendencies toward different fields in different
periods of the life. Besides the objective factors
such as the social, economical and political,
there are also subjective factors such as
assessment of physical, material, social and
emotional wellbeing, personal growth and life
achievements. The relation between the
objective and subjective components of quality
of life is not linear, therefore alterations in the
objective factors do not necessary mean
alterations in the subjective components (11,
12). All given components of the subjective
quality of life are under the influence of
individual system of values (13). The conditions
which contribute to the quality of life are also
active parts of the process of interaction and
communication, as well as the exchange in the
physical and social environment (14).

Stability of subjective quality

of life

Regardless the numerous economic and
political changes in the World which can
disturb one or more dimensions of the quality
of life, many studies show that the level of
perceived subjective wellbeing is in average
positive and stable. Studies have shown that
people who had negative or traumatic
experiences in their past, also express
satisfying and positive subjective quality of
life. Such examples are people with disabilities
who do not show permanent decrease in their
perceived subjective quality of life, because
they eventually turn to other values and
interests in order to compensate for their
disability (15). Such and similar findings lead
to the assumption that there is a mechanism for
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Ta JIeKa MMOCTOM MEXaHU3aM KOj OM TO IOMOTHAI
OJIP)KYBAaETO Ha HAOJbYIyBaHHOT KBAIUTET HA
KHUBeeHE Ha oapeneHo HHBO. Robert Cummins
Bo 1995 ja mpercraBu Teopuwjara Ha XOMeEOCTa-
3ara Ha CyOjeKTHBHUOT KBAJUTET Ha KUBECHC
(10, 12). MexaHu3MOT Ha XOMeocTazaTa HMa
yJiora Ha KOHTPOJIEH CHCTEM, BO KOj JIMLETO ja
Ha0JbyIyBa COTICTBEHATa Ojarococrojdoa BO I0-
MEH KOj € crieliuUIeH 3a CeKoj MOeANHEIl, U TO
OJpKyBa HMBOTO HAa HaOJbyIyBaHHOT KBAJUTET
Ha >KUBECHE Mely MO3UTHBHUTE BPEAHOCTU KOH
ce moromau 3a Hero (10,16). Schkade u Kahne-
man (17) ucto Taka ja NOTBpAMja OBaa TEOPHja.

Kesanumemom na oicuseerve Ha cezuejcmeama
KOU UMAam YieH cO UHBATUOHOCH

Jeteto co pa3BojHa mpedka UMa ToJIeMO BIIHja-
HHE Bp3 JpYI'UTe YWIEHOBU Ha cemejcTBoTO. Jloc-
TalHU HUCTpaKyBama IMOKakaa 3HAuYajHO pas-
JWYHU pe3ynTaTd Kaj edekTHTe on rpuxara 3a
YJICHOBHTE CO WHBAIMAHOCT BP3 KBAJIMTETOT HA
KHUBECHE Ha LEeNoTo ceMejcTBo. IlocTojaT aBToO-
pU KOM TO 3acTallyBaaT MHCIEHETO JIeKa TpHU-
JKara 3a 4YIeH O] CEMEjCTBOTO CO MHBAIHIHOCT
ro moxoOpyBa €IUHCTBOTO U BPCKUTE IOMErY
YIICHOBHTE O TOA CEMEjCTBO, JOJEKa OJ] JApyra
CTpaHa MOCTOjaT aBTOPH KOW TBpJAT JIeKa WHBA-
JUIHOCTa TO HaMmalyBa (hDaMUINjapHUOT KBaJIH-
TET Ha JKWBeewe. BUIOT Ha Jerckata MHBAIUI-
HOCT € MCTO Taka MHOTY BakeH ¢akrop. Jloko-
Ky WHBaJHMJHOCTa Oapa BHCOK CTEICH Ha 3aBHC-
HOCT OJ] APYTUTE YJICHOBU BO CEMEjCTBOTO, TOj
MOX€ []a TO HaMalu HUBHUOT KBAJIUTET HA XKH-
Beewe. Hekon nctpaxyBama nokaxaa Jieka Tpu-
KEHETO 32 WIEH O CEMEjCTBOTO CO MHBAIUJI-
HOCT, ja 3rojieMyBa ceMmejHaTta koxeswja (18) u
MCTOTO HE TNPEIU3BHKYBa JOMOJHHUTENICH CTpPEC
Bp3 Toa cemejcTBO (19). IIpomecoT Ha amanTarm-
ja KOH HOBaTa CUTyalWja HOPMAJIHO € MHOTY
KpaTOK M Ha KPajoT UMa MO3UTUBHU €(eKTH BP3
cemejctBoto (20, 21). Morrony (19) ro moren-
mpa (HaKToOT JeKa MHCTUTYLUjalHaTa TPHXKa He
e o1 HajooOap WMHTEpeC 3a JIMIaTa cO MHBAIU-
HOCT WJIM 32 HUBHUTE ceMejcTa. [loremkoTunte
BO TPHJKaTa 3a 4ICHOBUTE OJ] CEMEjCTBOTO CO MH-
BaJIMIHOCT MOXKE J1a OWIaT COBJIAAaHU CO OXpald-
pyBame, Koe Mpou3JieryBa O]l 3aJ0BOJICTBOTO Ha
Toj wieH (23) co Tmo3UTHBEH eQeKT Ha
emMoTuBHara Bpcka (24). Asropute Yau u Li
Tsang (2) ru AUCKyTHpaa MOXHHUTE IMpoOIeMH
KOM C€ jaByBaaT IpU TIpIKaTa 3a WIEH Of

maintaining the perceived subjective quality of
life at a certain level. Robert Cummins in 1995
introduced the theory of homeostasis of the
subjective quality of life (10, 12). The
homeostasis mechanism functions as a control
system in which the person observes their own
wellbeing within a range specific for each
individual and it maintains the level of
perceived subjective wellbeing among the
positive values which are convenient to that
individual (10,16). Schkade i Kahneman (17)
also confirmed this theory.

The quality of life of the families with a disabled
member

The child with developmental disabilities has a
big influence over the other family members.
Available studies showed significantly different
findings regarding the effects over the quality of
life of the whole family when taking care of a
disabled family member. There are authors who
support the opinion that the care for a disabled
family member improves the unity and
connections between the family members, while
other authors state that it decreases the family’s
quality of life. The type of child’s disability is
also very important factor. If the disability
requires a high level of dependence on the
members of the family, it can decrease their
quality of life. Some studies report that the care
for a family member with disabilities enhances
the family cohesion (18) and doesn’t create
stressful effect on each family member (19).
The process of adaptation in the new situation is
usually very short and at the end has a positive
effect over the family in general (20, 21).
Morrony (19) emphasizes that the institutional
care is not in the best interest of the family
members with disabilities or their families. The
difficulties in the care for the family member
with disabilities can be overcome with
encouragement elicited by the satisfaction of the
disabled (23) and the positive effect of the
emotional bonding (24). The authors Yau and
Li Tsang (2) discussed the possible issues
which can occur while nurturing the disabled
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CEMEJCTBOTO CO WHBAJIMIHOCT, M HUCTUTE TH
HMHTEPIPETUPaaT Kako IEpUo] 3a ajanrtaunuja u
BpeMeTpacmhe JI0 LIENOCHO TNpHdakame Ha CH-
Tyamujata. Criopen HMB, MpoOJIEMOT ce Hama-
JyBa W HM3Ye3HyBa Kako IITO TIOMHHYBa MEpH-
OJ0T Ha ajanTanyja Mo IMITO CleAyBa LEJIOCHO
npudakame Ha WICHOT O] CEMEjCTBOTO CO MHBA-
JIMTHOCT, O CTpaHa Ha caMHTe poauTeni. Poau-
TEJIUTE CMETaaT JieKa HUBHHUTE >KUBOTH ce 300-
raTeHd IMopaayd HHUBHHUTE Jena. 3a na ouae yc-
MelIHa ajanTanujaTa W TprKara 3a WICHOT Ja
“Ma TTO3UTHBEH €PEKT BP3 CEMEjCTBOTO, Tpeda
na OUIaT MCHONHETH HEKOJKY YCIOBH KakKo IITO
ce: XapMOHMYHM BPCKM BO COCTaB Ha ce-
ME]jCTBOTO, IIOBHCOK COILIO-EKOHOMCKH CTaTyC U
KHBECHE BO OMIITHHH KO MPY>KaaT MOAAPIIKA.

Hexou aBTOpM ro monapKyBaaT CIpPOTUBHOTO
TBPICHE U IPUKaKyBaaT HUCTPaXKyBama CO 3a-
KIIy4OLH JIeKa 3alITHTHULIUTE CE IO/ BUCOKO HU-
BO Ha cTpec (25) U ce CKIOHH KOH JIETIPECUBHO
pacnonoxenue (26), ¥ THE >KHBEAT CO HHUCKO
KBaJIMTEeH XUBOT (3). Hekonky mcrpaxkyBama To
MOTBPAMja HUCKOTO HUBO HA MCHXHWYKO W IICH-
XOJIOUIKO 37paBje Ha 3alITUTHULUTE, IITO TJaB-
HO 3aBHUCH O] IOJDKMHATA Ha MEPUOIOT Ha TPHU-
’Kara, KaKo U IIOHUCKOTO HUBO HA KBAIUTETOT Ha
ceMejHHUOT XuBOT (3). HapymieHnoT kBanuTeT Ha
KHMBOTOT Ha CeMejcTBara € rojieM mpobiem mHo-
paay Toa MITO TOCTOM MOBUCOK PU3WK Ha 3JI0Y-
notpeda Ha JMLETO CO MHBAJIMIHOCT OX CTpaHa
Ha HETOBHOT 3rpwxyBad (27). pyru uctpaxy-
Bamba UCTO TaKa MOKakaa JieKa CeMejcTBaTa KOU
npy’KaaT TpWKa Ha YICHOBH CO WHBAIUIHOCT
MMaaT 3HAYMTEIHO IOMajl Opoj Ha COIWjaHH
KOHTaKTH, IIOMaJIKy BpeMe 3a OIMapame 1 MOXKe
Jla ¥Maat MpoOJieM CO HUBHOTO Npu(akame O]
CTpaHa Ha JAPYId WICHOBH Ha CEMEjCTBOTO KOU
ce MOMAaJIKy BKIIyYCHU BO MPOLECOT Ha 3IPHXKY-
Bame (28). [lokpaj HayuyHHTE UCTpaKyBama KOU
MOKa)KyBaaT MOHMCKO HMBO Ha KBaJIHUTETOT Ha
XKHMBOTOT, IOMETY POJUTENINTE Ha Jela CO ayTu-
3aM ¥ HUBHHUTO M3JIOKYBam€ Ha BUCOKO HUBO Ha
CTpec, aBTOpUTE ja HarjacyBaaT BaKHOCTA H
euKacHOCTa Ha MPOTpPaMHTE 332 WHTEPBEHIIN]ja
3a IOHOOpyBamke Ha KBUITUTETOT Ha KUBOTOT Ha
Jenara co ayTu3aM W HHMBHHTE poautenu (29).
[Iporpamute 3a MHTEpBEHLIMja C€ OCHOBAaHH Ha
TpyNy KOM MM HyJaT TOMOII Ha POIUTENUTE,
Kako IITO C€ yYCHETO Ha BEIUTHHH 3a N0A00pYy-
Bambe HA KOMYHHKalMjaTa cO HHMBHHUTE Jeua U
MICUXOJIONIKA MoAapIKa (29).

family member, and they interpreted them
within the frame of adaptation period and total
expectance level of the situation. According to
them, the issues decrease and disappear as the
period of adaptation is passing and the total
expectance levels of the member with
disabilities and the parents themselves are being
established. After, the parents consider as their
lives are enriched because of their child. For the
adaptation period to be successful and the care
for the member to have a positive effect on the
family, there are some requirements such as:
harmonious relations within the family, higher
socio-economical status and living in a
supporting community.

There are some authors who support the
opposite opinion and presented studies
concluding that the caregivers are under a high
level of stress (25), and are susceptible to
depressive moods (26) and live with a lower
level of quality of life (3). Several studies
confirm that the lower level of physical and
psychological health of the caregiver is a
corollary of the length of the care period, as
well as of the lower level of family’s quality of
life (3). Deteriorated quality of life of the whole
family is a big issue, because there is a higher
risk of caregiver’s abuse over the member with
disability (27). Some studies also show that
families who provide for the disabled family
member have significantly lower number of
social contacts, less time for resting and might
have an issue with their acceptance from other
family members who are not primarily involved
in the process of care give (28). Besides the
scientific studies which indicate a lower level of
quality of life among parents of children with
autism and their exposure to a high level of
stress, the authors also emphasize the
importance and efficiency of the intervention
programs for enhancing the quality of life of
children with autism and their parents (29).
These intervention programs are based on
groups which provide help for parents such as
learning skills for improving communication
with their child with autism and psychical
support (29).
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Ilen na ucmpascyearsemo

1. Jla ce ucnmTa MOCTOCHETO HA PA3IUKH BO Ha-
OpynyBaHata cyOjekTHBHAa Ojarococtojba
noMery pOoJUTENUTEe Ha Jenara coO MOTOPHHU
NPEUKH, UHTEICKTYaIH! TPEYKA U CO IMCHXO-
MOTOpHU mnpeukd Bo gomeHutre Ha [IWB-
ckanata u IlepcoHanHMOT MHIEKC Ha Onaro-
€oCT0j0a;

2. Jla ce ucrmmra NOCTOCHETO Ha PA3IMKH BO HAO-
JbyAyBaHaTa CyOjeKTHBHa  OJyiarococtojoa
roMery pOJUTENIUTe Ha Jenara coO MOTOPHHU
NPEUKH, WHTEICKTYaJHH TPEYKH U CO IICH-
XOMOTOpHHU Tpedku Bo gomenute Ha HUB-
ckamata ¥ HamnoaHIHHOT WMHIEKC Ha OJsaro-
cocToj0a;

3. Mla ce cnopenar 1oOHeHUTE pe3yJITaTH CO Apy-
T'H HCTPaXyBara CIIPOBEICHN BO XPBATCKa.

Memooonozuja na ucmpaixrcysaroemo

Yuecnuyu

HctpaxyBameTo Oelrie CIIpoBEAICHO BP3 POIUTEIH
Ha JIeTia co pa3BojHM Ipeuku, N=49, co 1en 1a ce
OJIpe/I HUBHUOT HAOJbY TyBaH KBAIUTET Ha KHBEC-
Be. YuecHHIUTE Oca WICHOBU HA POJAUTEIICKH
3MpyKeHHja 32 POAUTENH CO Jella CO Pa3BOjHU He-
JTOCTATOIW BO 3arped. YUecHUIUTe Oea BOJIOHTEPH
U TeCTUpamETOo Oele anoHUMHO. 80% of1 ucrtmra-
Huure Oea Majku u 20% TaTKOBIM, O/ KOU IITO
40,8% wnMaa BuImo oOpazoBanue, 18,4% BHCOKO
obpazoBanvie 1 32,7% umMaa cpeHo 00Opa3oBaHUE.
[Nopaau orpaHu4eHUTE PECYpPCH U EKCILIOpATHBHA-
Ta MPUPOJA Ha HCTPAKYBAHETO, KAKO U JIeraHaTa
U COLIMjaJIHA YyBCTBHUTEIHOCT HA Temara, Oea W3-
OpaHu Tpu MOTIPUMEPOIM HA POJMUTENN Ko Oca
YJICHOBU HA POJUTEJICKH 3Py KEeHHja U KOU I00pO-
BOJIHO Ce corvlacHja nia ydectByBaar. Ilopamm Toa,
MIPUMEPOKOT Ha POAUTEIIH CE COCTOCIIIC OJT POJATE-
JIM KOW MMaa JieTia co MOTOpHH (28,6%), Icnxomo-
topuH (12,2%) n uarenexryamau (59,2%) nmpedku.

Hncempymenm

beme kopucren MeryHapoaHHOT HWHAEKC Ha
onarococrojoa - MUB (16), koj ce cocrou of
Ilepconannuom umnoexc Ha 6aazococmojoa -
IIUF w Hayuonarnuom unoexc na 61a2ococ-
mojoa -HUB. T1Nb-ckanata ce cocTou 01 ce-
IyM TOYKH Ha 33JJOBOJICTBO, CEKOja O]l HUB IIPH-
marajki Ha TOMEHOT Ha KBaJIUTETOT Ha JKHUBEE-
e XKUBOTEH CTaHAap/, 3/IpaBje, )KUBOTHH J0C-
TUTHYBama, BPCKU, MOBP3aHOCT CO 3acAHUIIATA

Aims of the study

1. To investigate the existence of differences in
the perceived subjective wellbeing between
the parents of children with motor
disabilities, intellectual disabilities and
psychomotor disabilities, in the domain of
the PWI scale and the Personal Wellbeing
Index.

2. To investigate the existence of differences in
the perceived subjective wellbeing between
the parents of children with motor
disabilities, intellectual disabilities and
psychomotor disabilities, in the domain of
the NWI scale and the National Wellbeing
Index.

3. To compare the obtained results with other
studies conducted in Croatia.

Methodology of work

Participants

The study was carried out over parents of
children with developmental disabilities
(N=49), in order to determine their perceived
quality of life. The participants were members
of parental associations for parents of children
with developmental disabilities in the town of
Zagreb. The participants were volunteers and
the testing was anonymous. There were 80% of
mothers and 20% of fathers, of whom 40,8%
had a college education, 18,4% higher
education and 32,7% had a high school
education. Considering the limited resources
and the explorative nature of the study, as well
as the legal and social sensitivity of the topic,
three sub samples of parents, all volunteers and
members of parental associations were elicited.
Respectively, the investigated sample of parents
was consisted of parents who had children with
motor (28,6%), psychomotor (12,2%) and
intellectual (59,2%) disabilities.

Instrument

The International Wellbeing Index, IWI (16)
that was used was consisted of the Personal
Wellbeing Index, PWI and the National
Wellbeing Index, NWI. The PWI scale contained
seven items of satisfaction, each one
corresponding to a different standard within the
domain of quality of life: standard of living,
health, achievements in life, relationships,
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n ugHa O0e30emHocT. OBHE cemyM JTOMEHHU ce
TEOPETCKHU BIPaJIeH! MPETCTaBYBAjKU T'O TIPBOTO
HUBO Ha KOHCTPYKIMja Ha TJIO0AIHOTO Tpa-
mame: Konky cre 3agoBonnu on Bammot xu-
BOT BO LIeNMHA?

HarmmonanHuoT wuHAEKC Ha Omarococrtojba
(HHWB) ce cocTon o meCT TOYKHA HA 3aI0BOJI-
CTBO OJf eKOHOMCKHOT CTaTyC, XHBOTHATa Cpe-
JIMHA, COLMjaTHUTE YCJIOBH, BiIajaTa, OM3HUCOT
W HanMoHanHaTa 0e30enHoCT. OAroBOpHUTE U Ha
JBaTa TECTa CE PacHopeleHu Ha ,,0fHaNpes Jae-
¢unMpaHa“ eauHaecercreneHa ckana (ox 0 1o
10), momery aBeTe OCHOBH Ha ,,JIOTIIOJHO HE-
3a/I0BOJICH(HA)/TIOTIIONHO ~ 3aM0BoJIeH(HA) W
HeyTpallHaTa cpeivHa Ha ,HeyTpaieH(Ha)*
(HUTY 3a/0BOJICH/HA HUTY HE3aJ0BOJICH/HA).
Cexkoj on toOMeHHTE MOKe Ja Ouje aHaIU3HpaH
Kako moceOHa MPOMEHJINBA WIIM Pe3yJiaTaThuTe
MOXe 1a ce cobepart 3a na ce qo0re IpoCeTHH-
OT pe3yJTaT KOj ja IpeTcTaByBa ,,cy0jeKTHBHATA
6marococroj6a“. Tpanchopmanujata wa [IUB
MOCGHUTE € HampaBeHa co mpedprame Ha Je-
LMMaTHOTO MECTO HaaecHO (Ha mpumep: 6,56
cranyBa 65,5% CM). PesynraTtute Moxe na ce
MPOTOJIKYBaaT KaKo WHAMBHIyalleH pe3yJTar 3a
CEKOj IOMEH, WJIH MOXe Ja Oumar coOpaHu U
MoToa O] HYB Jia ce J00We cpelHa BPEeIHOCT U
na ce cospane IIMb. HopmaTuBHUOT orcer 3a
3anmaanuTe 3eMju ¢ 70-80 moeHH, a Ha CBETCKO
HuBo 60-80% CM.

BammmaocTta Ha KOHCTpYKITHjaTa Oemie KOMIIjy-
Tepckn TmpoBepeHa mpeky Cronbach-oBata
Alpha BpemHOCT, KOja Oelie MHOTY 33 0BOJIH-
tenna (I[1Mb=0,909, H1b=0,862), t-rectroT u
enno-Hacounata AHOBA.

Tabena 1. /leckpunmuena cmamucmuxka Ha pe-
synmamume 00 IIUB-ckanama, cnoped eudom
Ha pa360jHUOM XeHOUKen

safety, community-connectedness and future
safety. These seven standards were constructed
by theory, each representing the basic level in
the construction of the generic question: How
satisfied are you with your life as a whole?

The National Wellbeing Index (NWI) was
consisted of six items of the general feeling of
satisfaction; with the economic situation,
environment, social conditions, government,
business and national safety. The answers from
both tests were deployed on a 11- point ‘End-
Defined’ response scale (from 0 to 10),
containing the two response anchors of
‘completely dissatisfied/ completely satisfied’ in
the opposite poles and the impartial position of
'neutral’ (neither satisfied nor dissatisfied) in-
between. Each of the domains can be analyzed
as a separate variable or the scores can be
summed to yield the average score of the
“Subjective Wellbeing” value. The transfor-
mation of the PWI points is made by shifting
the decimal place to the right, in example the
mean 6,56 becomes 65,6% SM. The results can
be interpreted as an individual score on every
domain, or can be summed and then used to
calculate the mean value and create the Personal
Wellbeing Index. The normative range of mean
values for the Western countries is 70-80 points
and for the rest of the World, 60-80% SM.

The validity of constructs was checked by
computing the Cronbach's Alpha, which was
very satisfactory (PWI1=0,909, NWI=0,862) and
the t-test and One-way ANOVA analyses.

Table 1. Descriptive statistics of the results on
the PWI scale according to the type of
developmental disability

HnureneKkTyanHu Motopuu IIcuxomoTopun
HApyHIyBama / HApyHIyBama / HApyHIyBama /
Intellectual disabilities Motor disabilities Psychomotor disabilities
M N CT. JaeB./ M N CT. JeB./ M N CT. JeB./
St.Dev. St.Dev. St.Dev.
IUB / | ’KuBoreH crangapn / 54,10 29 28,50 66,40 14 20,60 76,70 | 6 20,70
PWI Living Standard
3npasje / Health 72,40 29 24,00 70,70 | 14 18,60 78,30 | 6 2,32
JKMBOTHH 10CTHTHYBaba 63,40 29 24,20 65 14 14,00 80 6 1,41
/Achievements in Life
Bpcku/ Relationships 79,00 29 20,20 70 14 16,20 7830 | 6 1,72
Be3oennoct / Safety 70,00 29 25,50 74,30 | 14 21,00 80 6 1,26
IoBp3acHocT co 3aeqHNIATA/ 73,40 29 25,80 72,10 14 21,90 56,70 | 6 1,21
Community-connectedness
Wnna 6e3dennoct/ Future Safety | 54,40 29 25,00 54,30 | 14 24,10 71,10 | 6 1,17
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Cropen pe3yaTaTuTe TpUKa)KaHW BO TaberaTa
1, poouTenuTe Ha Jenara co ICHXOMOTOPHHU He-
JIOCTATOLM C€ HAaj3aJ0BOJIHU CO HUBHUTE KU-
BOTHM cTaHjmapau (M=76,70). Poagurenure Ha
Jerata co MOTOpHH HegocraToru (M=66,40) ce
MOMAJKy 3aJI0BOJHH, JOJCKa POIUTEIUTE Ha
JIeliaTa CO WHTCIICKTYalTHH TPEYKU CE HAjMaJIKy
3agoBonHd (M=54,10). HajHe3anoBosHM 01 TIOBp-
3aHOCTa CO OIMIITECTBOTO CE€ POAWTENHNTE Ha Je-
1aTa co ICUXOMOTOpHH Henocratorm (M=56,70),
HO CIIOpE]] *KMBOTHWUTE JOCTUTHYBamka, THE Oca
3agoonan (M=80). Bo 1OMEHOT Ha 37paBjeTo,
CHUTE POIWTENIM TOKaKaa CIWYHH pEe3yJITaTH.
Cure mMOTIPUMEPONIM HA POIUTENN H3pasuja
3aJJ0BOJICTBO BO JOMEHOT Ha Bpckute. [locToeja
pasIuKA BO JOMEHOT Ha WAHATa 0e30eTHOCT
KaJie pOAUTENINTE Ha JleraTra co IICUXOMOTOPHH
npeukn (M=71,10) Gea moBeke 3aJ0BOJIHH 32
pasnuka opn napyrute. Pasmukure Bo  pe-
syntatute kaj [IMb u HMbB-ckamuTe momery
MOTIIPUMEPOLIUTE Ha POAMTENIHN He Oea cTaTHc-
TUYKHU 3HAYajHU, OCBEH BO JIOMCHOT Ha KHBOT-
HHUOT CTaHIapj, KaJe POJUTEINUTE Ha Jela CO
ncuxoMoTopHn npedkn (M=76,70) mokaxaa
MOTOJIEMO 33JI0BOJICTBO OTKOJKY IPYTUTE IOT-
MPUMEPOLIU Ha POJTUTEIIH.

Tabena 2. JleckpunmusHa cmamucmuka Hd

According to the results shown in Table 1, the
parents of children with psychomotor
disabilities were the most satisfied with their
life standard (M=76, 70). The parents of
children with motor disabilities (M=66, 40)
were less satisfied, while lest satisfied were the
parents of children with intellectual disabilities
(M=54, 10). Most dissatisfied with the
community-connectedness were the parents of
children with psychomotor disabilities (M=56,
70), but they were the most satisfied regarding
life achievements (M=80). In the domain of
health, all parents showed similar results. All
subsamples of parents expressed satisfaction in
the relationship domain. There was a difference
in the domain of future safety, in which the
parents of children with psychomotor
disabilities (M=71, 10) were more satisfied then
the rest. The differences in the results on the
PWI and the NWI scale between the subsamples
of parents were not statistically significant,
except in the domain of living standard where
the parents of children with psychomotor
disabilities (M=76, 70) expressed more
satisfaction then the other subsamples.

Table 2. Descriptive statistics of the results on

pesyimamume 00 HUB-ckanama, cnopeo  the NWI scale according to the type of
8UOOM HA PA3BOJHOMO HAPYULYBAIbEe developmental disability
HNHTenexTya nn MotopHuu IIcnxomoTopuu
HapyuyBamwa / HapyuIyBamwa / HapyuryBama /
Intellectual disabilities Motor disabilities Psychomotor disabilities
M N CT. 1eB./ M N CT. 1eB./ M N CT. 1eB./
St.Dev. St.Dev. St.Dev.

HUB ExoHoMmcka cutyanmja/

INWI Feonomie situation 30,71 | 28 18,64 27,14 | 14 | 2016 | 21,67 | 6 29,94
7KuporHa cpeanna/ Environment 55,93 27 18,24 52,86 14 20,91 46,67 6 33,86
Counjannn yeaosu/ 38,89 | 27 | 1502 | 3571 | 14 | 1869 | 1500 | 6 | 1871
Social conditions
Baana/ Government 34,07 27 23,90 37,86 14 28,87 13,33 6 19,66
busnuc-kanma/ Business 36,67 27 16,64 41,43 14 23,16 26,67 6 28,05
Haumonasua Gesenwoct/ 5593 | 27 | 2485 | 5571 | 14 | 2681 | 50,00 | 6 | 3347
National safety

Pesynratute Bo Tabenata 2 mokaxyBaar Aeka  The results in Table 2 show that all

CHUTE TIOTHPUMEPOITU HA POJUTEIN U3Pa3UIIC He-
3aJI0BOJICTBO CO E€KOHOMCKHOT CTaTyc BO Xp-
BaTcka. [locToele CTaTUCTHYKM 3HAYajHA pa3-
JIMKa BO JOMEHOT Ha COIMjaTHUTE YCIOBH, KaJe
HajHE3aI0BOJIHA Oea POTUTENNTE Ha Jela Co
ncuxoMoTopHu Hemoctatonu (M=15,00). Tue
UCTO Taka Oca HAjHE33J0BOJIHM CO BIAjara
(M=13,33).

subsamples expressed dissatisfaction with the
economical situation in Croatia. There was a
statistically significant difference in the
domain of social conditions, were the most
dissatisfied were the parents of children with
psychomotor disabilities (M=15,00). They
were also the most dissatisfied with the
government (M=13, 33).
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100,00
80,00
60,00 ..............
40,00 B IIMB/PWI
0 HUB/NWI
CUUCREN R — 4032 |
20,00 28.89 0,3
0,00
HHuTenexTyannu Mortopuu [cuxomoTopHU BxymHo / Sum
HEIO0CTaToLH / HEJIO0CTaTOLH / HEIO0CTaTOLH /
Intellectual Motor Psychomotor
disabilities disabilities disabilities

Cnuxka 1. Cnopeoba na epednocmume 00 [IUBE
u HUB-cxanume cnopeod 6uoom Ha pazeojHama
nonpeuenocm

Pesynrarute npukakaHu Ha ciinkara 1 MmoKaxy-
BaaT JieKa POJUTEIIUTE Ha Jierara co ICHUXOMO-
TOPHU HENOCTATOIM TOKa)kaa MOTOJIEMO 3aJ0-
BojictBo Ha IIMb-ckanarta, OTKOJKY HpyruTe
MOTHpUMeEpoLlM, HO Oea HajHE3alOBOJIHU Ha
HUb-ckanara. HajsanoBomau na HMbB-ckanara
Oea poauTenHTe HA Jemara CO MHTEICKTyaTHH
HEJI0CTATOIH.

Tabena 3. Cnopeoba na OeckpunmusHama cma-
mucmuxa na I[IMb-cmaskxume cnoped sudom Ha
paseojHama nonpeueHocm

Figure 1. Comparison of the values from the
PWI and the NWI scales according to the type
of developmental disability

The results presented in Figure 1, show that the
parents of children with psychomotor
disabilities declared greater satisfaction on the
PWI scale then the other subsamples, but they
were the most dissatisfied on the NWI scale.
Most satisfied on the NWI scale were the
parents of children with intellectual
disabilities.

Table 3. Comparison of the descriptive statistics
of the PWI items according to the type of
developmental disability

b/ PWI Hnrenexkryannn Motopuu IlcuxomoTopHH AyTHCTHYHH Be3
HegocTaTonu/ HeocTaTonu/ HegocTaTOL W/ HegocTaTOL W/ HegocTaTOL W/
Intellectual Motor Psychomotor Autistic No
disabilities disabilities disabilities disorder disabilities
M N | Cca/SD M N | C/SD M N | C4/SD M N C/SD M N CI/SD
JKusoten
cranjapa / 54,10 | 29 28,50 66,40 | 14 20,60 76,70 | 6 20,70 48,60 | 177 26,50 63,70 169 21,90
Life Standard
3npasje/
Health 72,40 | 29 24,00 70,70 | 14 18,60 78,30 | 6 2,32 58,50 | 177 26,90 70,70 169 20,70
JKuBoTHn
RocturnyBama/ | o3 40 | g | 2490 65 | 14 | 14,00 80 | 6 | 141 | 5390 | 177 | 2620 | 71,00 | 169 | 19,10
Achievements
in Life
Bpckn/
. . 79,00 | 29 20,20 70 14 16,20 78,30 | 6 1,72 66,00 | 177 28,20 79,60 169 20,10
Relationships
]S;:;ffy"“""/ 70,00 | 29 | 2550 | 7430 | 14 | 21,00 80 | 6 126 | 43,70 | 177 | 31,80 | 67,00 | 169 | 23,50
TloBp3anoct co
sacaHHLATA/ 73,40 | 29 | 2580 | 72,10 | 14 | 21,90 | 56,70 | 6 | 121 | 4930 | 177 | 30,70 | 70,90 | 169 | 24,50
Community-
connectedness
Hnna
Ge3beqHoOCT/ 54,40 | 29 25,00 5430 | 14 24,10 71,10 | 6 1,17 3530 | 177 28,30 55,30 169 25,50
Future safety
IHAB Biynno! | coa | 99 | 2131 | 67,55 | 14 | 1415 | 7452 | 6 | 11,79 | 50,67 | 176 | 23,02 | 6833 | 169 | 1693
PWI Sum
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Kako mro e npukaxkano Bo tabenara 3, nobue-
HUTE pe3yNITaTH HE MOKa)kaa CTATUCTHUYKH 3Ha-
YajHa pas3sinKa MoMery TeCTUpaHUTE MOTIpUMe-
POLIM HA POJUTEINH.

As shown in Table 3, the obtained results
didn’t show statistically significant differences

between the tested subsamples of parents.

100,00
80,00
60,00 -
40,00 -
20,00 e
0,00
HNuTtenexryanuu IIcuxomoropHU be3 menocratok /
HegocTaronu / Hexgocrarony / None
Intellectual Psychomotor
disabilities disabilities

Cnuka 2. Cnopedba na epedonocmume 00 [1HB-
CKANama cnopeo 6U0Om HA pA360jHOMO HAP)-
uysare

Cropendara Ha JOOMEHHTE PE3yNTaTH CO pe-
3yNTAaTUTE HAa UCTPAXKyBamaTa CIPOBEACHU BP3
POJIMTENN Ha Jiella CO ayTUCTUYHU HapyIIyBarmba
U POJIMTENN Ha Jiena 0e3 HUKAKBH HapylIyBamba
(30), mokaxka meka MOCTOjaT pPa3iIUKH IOMEry
TECTUPAHUTE TMOTIPUMEPOLM HA POJMUTEIH U
poIouTeNnnTe Ha Jiela co ayTu3am. Pesynrarute
MoKakaa JleKa CUTE POAMTENUTEe Ha Jena co
MOTOPHH, TICHXOMOTOPHH W WHTEIEKTYaTHH
HapyllyBamka ja TOTBpAWja HHUBHATA CyOjek-
TUBHO HaOJbyJyBaHa OJjlarococrojba Kako Io-
no0pa OTKOJIKY OHaa Ha POIMTENIUTE Ha Jiera co
aytuctrueH cnekrap (M= 50,67). HopmaTus-
HUOT oricer Bo 3amaauHute 3emju ¢ 70- 80 %
CM, a 3a cBerot e 60-80% CM (3). Hdoxonxy
pEe3yIATATOT MajJHE HAJBOP OJ TPAHUIIMTE, KBa-
JUTETOT Ha JKUBOTOT € 3arpO3CH U MOCTOW BU-
COKa IIaHca 3a MojaBa Ha JENPECUBHU CUMIITO-
M (3). Pomutenure Ha era co MHTENEKTYATHH
npeukun (M=66,70) ¥ MOTOPHU HapyIIyBamba
(M=67,55) ce Haoraa BO OIICErOT Ha CBETCKHUTE
paMKH, HO HE W BO 3alaHUTE PaMKH, KaKo IITO
Ce pOJWTENIHTE Ha Jela CO TCHXOMOTOPHH
HapymyBama (M=74,52). Pogurenure Ha neua
CO ayTHCTHYHHM HapyllyBama 3HAYUTEITHO
OTCTamnuja oJ MOTIPHUMEPOKOT Ha POAUTEIH BO
OBa HCTpaxKyBamke W He Oea BO THIIMYHHOT

Figure 2. Comparison of the values from the
PWI  scale according to the tpe of
developmental disability

The comparison of the obtained results with the
results of other study carried out on parents of
children with autistic disorder and parents of
children without disabilities (30) indicated that
there were differences between the tested
subsamples of parents and parents of children
with autism spectrum disorder. The results
showed that the parents of children with motor,
psychomotor and intellectual disabilities all
together stated that their subjective personal
wellbeing is better than the one of the parents of
children with autism spectrum disorders (M=
50,67). The normative range for the Western
countries is 70- 80 %SM and for the World is
60-80%SM (3). If the result falls outside the
limits, the quality of life is endangered and there
is a higher possibility for depressive symptoms
(3). The parents of children with intellectual
disabilities (M=66, 70) and motor disabilities
(M=67, 55) were in the typical range for the
World, but not for the Western countries. Such
were the parents of children with psychomotor
disabilities (M=74, 52). The parents of children
with autistic disorders significantly differed
from the subsamples of parents in this study and
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OTICEeT, HUTY CIOpEHA 3aMaJHUTEe HHUTY CIOpEN
CBETCKUTE cTaHxapau. Bp3 ocHoBa Ha Toa Oerre
M3HECEH 3aKIy4YOK JieKa KBAJIUTETOT Ha JKU-
BOTOT Ha POJMTENUTE OCIlie 3HAYUTEIHO Hapy-
IIEH TIOpajay MOTENIKOTHHTE M MOTpeOUTe CO
KOM THE CE COOYyBaaT Mopaayd HUBHUTE Jiela CO
uHBaMHIHOCT. OBa OTKPHUTHE € BAXKHO YKaXKY-
BajKH JIeKa TOKOJIKY WHBAJIUAHOCTA O6apa BHCOK
CTEIEH Ha 3aBUCHOCT OJ YJICHOBHTE HA CEMEj-
CTBOTO, HCTaTa MOXE JIa TO HAMaJIl KBaJIUTETOT
Ha XUBOTOT HA TOA CEMEjCTBO.

Huckycuja

Crnopen Benjak (30), pogurenure Ha aena co
ayTUCTUYHO HapyIIyBame MOKaKaa 3HAYNTEITHO
OTCTaIyBame OJI OIIITATa MOITyJIaI[ija BO CMHUC-
JJa Ha HUBHUOT KaBaJIMTCT HA JKHUBCCHC, a HUB-
HUTE PE3YyATaTH C€ IOJ MPOCEYHOTO HUBO Ha
ommrara nomynanuja. OdekyBamara Oea aeka
pe3yaTaTUTEe Ha OBa UCTPaKyBame Ke I'M MOT-
BpAAT Pa3MKUTE TOMEly HAIUTe MOTHpHUMe-
poun Ha pomutenu. JloOueHUTe pe3yaTaTH Mo-
Ka)kaa JIeka He TIOCTOM OTCTalyBame IMOMery
MOTIIPUMEPONINTE HA POIAUTENH U OIIITaTa I0-
myJialja BO CMHUCIIA Ha HA0JbY/IyBaHUOT KBaJIU-
TET Ha JXUBEEHE, HO HaKo 0e3 CTaTHCTUYKA 3Ha-
YajHOCT, TIOCTOjaT Pa3jIMKH MOMEry MOTIpUMe-
pouute Ha poautenu Ha [IMb u HUB-ckanure.
[Topagm TOa, MOXeE N1a ce 3aKIy4H AeKa HabJby-
IYBaHUOT KBAJUTET HAa JKUBECHE CE MCEHYBa
CHOpe BHIOT H IMOTPeONTE Ha NHBAIMIHOCT Ha
neteto. Co apyru 300pOBH, KaKo IITO Ce 3roJie-
MyBa 3aBHCHOCTa O]l MOMOINTA Ha POAMTENOT,
Taka orara HWBOTO Ha HAOJbYIAyBaH KBAJIATET
Ha JKUBECHE Ha POAUTENOT. HUBHMOT KBaNIUTET
Ha JKUBOTOT € 3HAYMTEIHO 3aBUCEH OJI BUAOT H
norpebara Ha WHBAJIMIHOCT Ha JIETETO, TaKa
LITO, JOKOJKY MHBaJIMJHOCTa Oapa BHCOK CTe-
MeH Ha 3aBUCHOCT OJ] WICHOBHUTE HAa CEMEjCTBO-
TO, TOj TO HAMaTyBa KBAJIUTETOT Ha KUBOTOT Ha
Toa ceMejcTBo. Mohinde u Steiner (26) nokaxkaa
JieKa POJTUTEIINTE Ce TOJ| CTPEC M TOJIOKHH Ha
JCTIPECUBHO PACIIONIOKEHUE, U UCTO TaKa >KH-
BeaT CO MOHHCKO HUBO Ha KBAJIUTETEH >KHUBOT.
Cummins (3) OTKpH JieKa cemejcTBaTa KOU ce
TpYXKaT 32 WICH CO MHBAJIUIHOCT, 1O IIPABHUIIO
nMaaT IIOMaJIKy KBaJIUTCTCH JXHUBOTCH CTHUIIL.
CemejcTBaTa KOM UMaaT YiICH CO MHBAIUAHOCT
MMaaT MOMAJIKy COIMjajTHH KOHTAKTH, TIOMaJKy
BpeMe 3a OAMOp M uMmaar mpobiem jaa Ougar
npudaTeHn OJ] CTpaHa Ha IOMIMPOKOTO Ce-

they were not within the typical range neither
for the Western countries nor for the World.
Therefore, the conclusion was that their quality
of life was significantly disturbed by the
difficulty and the demanding conditions of their
child’s disability. This finding is of a great
importance, because if the disability requires a
high level of dependence on the family
members, it can decrease the family’s quality of
life.

Discussion

According to Benjak (30), the parents of
children with autistic disorder have shown
significant  deviation from the general
population in terms of quality of life, their
results being below the average for the general
population. The expectations from this study
were that the results would verify the
differences between the subsamples of parents.
The obtained results showed that there was no
deviation between the subsamples of parents in
this study and the general population in terms of
perceived quality of life. However, although
with no statistical significance, there were
differences between the subsamples of parents
on the PWI and NWI scale. Therefore, it can be
concluded that the perceived quality of life is
changing in regards to the type and the demands
of the child’s disability. In other words, as the
level of required reliance on the parental help is
higher, the level of perceived quality of life of
the parents is decreasing. Their quality of life is
significantly affected by the type and the
demands of their child’s disability, so if the
disability requires a high level of dependence on
the family, it decreases the family’s quality of
life. Mohinde and Steiner (26) reported that the
parents are stressed and subject to depressive
moods and live with lower level of quality of
life. Cummins (3) reports that the families that
nurture a member with disability, as a rule of
thumb have a lower quality of life. The families
who care for a disabled person have less social
contacts, less time for resting and possibly have
an issue with the acceptance from the members

72

JOURNAL OF SPECIAL EDUCATION AND REHABILITATION 2012; 13(1-2): 61-76
DOI: 10.2478/v10215-011-0019-1



TICUXOJIOUIKO-ITEJAI OLLIKHU ITPETJIE]]

mejctBo (31). Pomurenure ce UCTOIMITEHH OX
TICUXWYKUTE ¥ eMOTHBHHUTE HATIOPH KOW TH BJIO-
JKyBaaT 3a Jla ja M3rpajar BpcKara cO CBOETO
JIETe CO pa3BOjHA IpPedKa, O]l IITO KaKo pe3yl-
TaT TPOM3JIETyBa MOHUCKOTO HHBO Ha KBAJIHU-
TeTeH KUBOT. [lopaan pa3BojHUTE MpEUKH HA
HUBHUTE JIeT[a, POAUTEIINTE CE TIOPAHIIUB 1€ O
OTIITAaTa MOIYJIAIH]ja, KOj € H3JI0KEH Ha BHCOKO
HUBO Ha ctpec (31). PesynraTure mokaxyBaar
JIeKa HCIUTYBaHUTE MOTPUMEPOIH HA POTUTEIH
ce MHOTY 33JI0BOJIHH CO CBOETO 3[paBje; poIu-
TEJHTE Ha JIeTa CO IICHXOMOTOPHH HETOCTATOIH
(M=78,30) ce Haj3aI0BOJHH, HOJCKA POJIUTE-
TuTe Ha jgeua co mHTenektyanHu (M=72,40) u
MoTOopHHU HemocTarton (M=70,70) ce moManky
3a[0BOJIHM, JOAEKa POAMTEIUTE Ha Jena co
ayTtu3am, criopen Benjak (30), n3pasuja HajHUC-
KO HHUBO Ha 3a0BojcTBo (M=58,50). HUctpaxy-
BamaTa KoM 0xpalOyBaaT NMO3UTHBEH CTaB KOH
TprkKaTa 3a WIEH CO MHBAJIUIHOCT KOj JKUBEE BO
CEMEjCTBO, MOTEHIHMpaaT AeKa KOIUYEBCTBOTO
Ha TprKa ja 3rojieMyBa KOXe3WjaTa W BpcKara
BO cocraB Ha Toa cemejcTBO (19). ABropure
Yau m Li Tsang (2) wucrtpaxyBaa MOXHH
mpoOJieMH KOM MOXKE J]a HacTaHaT BO TEKOT Ha
rpwkaTa 3a WIEH OJ CEMEjCTBOTO CO UH-
BaJIMTHOCT, U UCTHTE TH MHTEPIIPETHPAAT KaKO
MEPUOJ Ha ajianTalja U 1eJoCcHO npudakame
Ha cutyanujata. Cropen HHB, Kako IITO Iie-
pHOMIOT Ha ajmanTalfja U3MHHYBa, TpOOIeMUTe
ce HaMalyBaaT M LIEJIOCHO MCUE3HYyBaaT, a ce
MojaByBa WENOCHO mpudakame Of CTpaHa Ha
YIICHOBUTE Ha CEMEJCTBOTO M  HHUBHHUTE
pooutenu. Ponurenurte cMeTaaT Aeka HUBHUTE
JKUBOTH ce 300TaTeHu O] CTpaHa HAa HUBHUTE
nena. 3a ajanTanujata jga Ouje ycrlemiHa H
rprkara 3a 4WISHOT Ja MpeAn3BUKa MO3UTHBHH
e()eKTH Bp3 CEMEjCTBOTO, IOCTOjaT HEKOU YC-
JIOBM Kako MITO C€: XapMOHWYHA BPCKa BO COC-
TaB Ha CEMEjCTBOTO, MoOpa KOMYHHUKAIlHja BO
COCTaB Ha CEMEjCTBOTO, (haMHUIIMjapHa KOXe3Hja,
MIOBHCOK COITO-€KOHOMCKH CTaTyC U KHUBECHE
BO ONINTHHA KOja Mpyka nomapmka (2, 3). Bo
OBa HCTpa)XyBame, MOTPIUMEPOLUTE Ha PO-
TUTENN TI0Ka)kKaa BICOKO HWBO Ha 33J0BOJICTBO
CO HUBHUTE BPCKH; POAMTEIUTE Ha Jena co
WHTENEKTyallHl TIpeYKd Oea Haj3aJI0OBOJHH
(M=79,00), a pomuTenuTe Ha J€Ma CO MICUXOMO-
topau (M=78,30) u MOTOpPHH HEIOCTATOLHU
(M=70) Gea moManKy 3aI0BOJIHH. Bo JOMEHOT
Ha ColMjajiHaTa CPelMHA, POJUTENINUTE Ha Jiera
co uHTeNneKkTyaHu npedku (M=73,40) u moTop-

of the extended family (31). The parents are
exhausted from the physical and emotional
efforts they invest in their relationship with their
disabled child, which results with lower lifestyle
quality. As a result from the developmental
disabilities of their child, these parents are more
vulnerable segment of the general population
exposed to a high level of stress (31). The
results show that the investigated subsamples of
parents are very satisfied with their health; the
parents of children with psychomotor
disabilities (M=78, 30) are the most satisfied,
while the parents of children with intellectual
(M=72, 40) and psychomotor disabilities
(M=70, 70) are less satisfied. The parents of
children with autistic disorder according to
Benjak (30) expressed the lowest satisfaction
(M=58, 50) in that area. Studies which
encourage the positive attitudes toward care for
disabled family member emphasize that the high
amount of care increases the cohesion and
connectedness within family members (19). The
authors Yau and Li Tsang (2) examined the
possible issues that can occur along the care for
a disabled family member and they understand
them as a period of adaptation and total
acceptance of the situation. According to them,
the issues decrease and completely disappear as
the period of adaptation is passing and the total
acceptance of the member with disabilities by
the parents themselves is taking place. The
parents consider that their lives are enriched by
their child. In order for the adaptation to be
successful and the care for the member to create
a positive effect on the family, some demands
have to be fulfilled; harmonious relations within
the family, good communication among the
family members, family cohesion, higher socio-
economical status and living in supporting
community (2, 3). The subsamples of parents in
this study show high satisfaction with their
relationships; the parents of children with
intellectual disabilities are the most satisfied
(M=79,00), the parents of children with
psychomotor (M=78,30) and motor disabilities
(M=70) were less satisfied. In the domain of
social environment, the parents of children with
intellectual disabilities (M=73,40) and motor
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HU HEAOCTaTOLH M3pa3uja 3aJoBOJICTBO, HO PO-
IWUTEINTEe Ha Jerara co ICHXOMOTOPHH HeIoc-
tatoun (M=56,70) mokaxxaa TIOHHCKa caTHC-
¢akuuja. Poxutennte Ha pena co ayTUCTHYHO
HapymyBamke (30) m3pa3uja MOHHCKO HHUBO Ha
catucakmmja (M=49,30) co conwmjanHara
CpelyHa, CIOpEleHO €O MOTIPHMEPOKOT Ha
POIMTENHN Ha JIela CO MHTEICKTYalIHH, MOTOPHH
U TICHXOMOTOPHH Hejioctarouu. Poxurenure ox
OBa HCTpaxyBame Oea 3aJOBOJHH CO TMPH-
BaTHUTE BPCKM M COLMjaHaTa CpeiuHa, IITO
NPETCTaByBa MPEIYCIOB 3a MO3UTHBEH e(QEeKT
KOj TIpOM3IIETyBa O] TPIKara 3a 4WiICH BO Ce-
MEjCTBOTO CO WHBAJIHIHOCT.

3akayuox

JloOueHuTe pe3ynraTd He MOKa)kaa CTATUCTHY-
KM 3HaYajHa pa3jinKa IMoMery HMOTIIPUMEPOIINTE
Ha POJUTENH, a BO HCTO BPEME TaKBUTE pe3yJ-
TaTW HE OTCTamuja OJ IPYrd HAIMOHAIHU HC-
TpaxKyBama Bp3 OIMITaTa mnomyianuja (22).
Criopen0arta Ha noOueHuTe pe3yiaTaTH CO HC-
TpaXkyBama CIIPOBEICHU BP3 POIUTENHN Ha Jena
co ayructudeH criektap (AC/) (30), mokaxaa
rorojieMa TO3UTHBHO TIEpIIeTHpaHa Cy0jeKTHB-
Ha 0JarococTojba (KBaJUTET Ha JKUBECHE) Kaj
POIMTENUTE OJ] OBa UCTpaxKyBame. JJoOueHnTe
pe3yaTaTH TMOKaXyBaaT Jieka HUCKaTa HaOJby-
IyBaHa cyOjeKTUBHa OJIarococTojoa (KBalHTET
Ha XMBECH-E) € MOBp3aHa CO BUAOT U CTEHEHOT
Ha WHBAJIHMIHOCT Kaj neteto. J[OKOJIKy WHBa-
JTUIHOCTA 0apa moroyieMa 3aBUCHOCT O] YJICHO-
BUTE Ha CEMEjCTBOTO, TOA IO HAMallyBa KBaJIU-
TETOT Ha )KUBOTOT HA TOA CEMEjCTBO.
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