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PeJuMe 

Bose11. 

Ayrncn11rn110T cneKrap Ha HapyrnyBaEba (ACH) ce cMera 
,[leKa MM3 roJieM0 BmtjaHMe Bp3 ceMejHHOT )l<HB0T. 
E11.y11MpaEbeTO Ha po,LIMTenme KOH MMaaT ,L1e11a co ACH 
33 HMBHara cocrnj6a e 0,[I K0pHCT 11 33 p0,LIHTeJIMTe 11 33 
11.e11ara. KaKo 11 11.a e, raKBHTe nporpaMH ce He,[locranHM 
BO jyrmtCTO'iH3 EBpona. 

IJ.eJIH 

3a ,[la o6pHe BHMM3HMe Ha oBa, ESIPP npoeKTOT 6erne 
BocnocraBeH 33 11.a ce p33BHe 11 11.a ce 0B03M0)KH e,L1y­
Ka1111ja Ha p0,[111TeJIHTe 33 xpBaTCKHTe, KHnapCKHTe 11 
MaKell,0HCKHTe ceMejcrna, Ha H3'iHH llITO 6ea 11CTµe­
HHp3HH 335 'iJieH0BH Ha ceMejcrna. Eea p33BHeHH 06YKH 
33 e,[IYK31\Hja Ha p0ll,HTeJil1Te 11 C03ll,3B3Ebe Ha M3Tep11jam1 
KOH ce pa3JIH'iHH BO Oil.HOC Ha JI0KaJIHM0T K0HTeKCT, K3K0 
11 npenopaKH 33 eBp0nCKHTe KpeaTOp11 Ha TI0JIHTMK3T3. 
OBoj TPYA rn npe3ettrnpa pe3ymarnTe 011. HCTp3)Ky­
Bafbero Koe ce 0,[IHecysa Ha 70 'iJieH0BH Ha MaKell,0HCKH 
ceMejcrna. 
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Abstract 

Introduction 
Autism spech·um disorder (ASD) is identified as 

having a significant impact on family life. Educating 

parents of children with ASD about the condition 

benefits both child and family. However, such 

programmes are typically unavailable in South-east 

Europe. 

Aims 
To address this, the ESIPP project was established to 

develop and provide parent education (PE) for 

Croatian, Cypriot and Macedonian families, h·aining 

335 family members in total. A parent education 

curriculum and locally differentiated materials were 

developed, as well as recommendations for European 

policymakers. This paper presents the findings of the 

study regarding the 70 Macedonian family members. 
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MeToi.onoruja 
TipoeKTOT 6erne npo1.1eHeT co ynorpe6a Ha Mern.nonornja 
Ha TIOBeKe MeTOAH H nporpaMH 33 npo1.1eHKa BO KOH 
CeMejcrnarn 6ea 3HKeTHpaHM BO O):\HOC Ha HHBHHTe HCKY­
CTBa 33 CeMejHHOT )KHBOT H BJJHjaHMeTO Ha e.nYKa1.111jarn 
Ha po,nHren11re. TiparnanHHI.\H npe.n e.nYKa1.111jarn (n=70) 
11 nocne e,nyKa1.111jarn (n=42) 6ea nononHeTH 11 6ea cnpo­
Be,neHH nonycrpYKTYHP3HH HHTepBjya (n= 16). 

PeJyJITaTH 
KnytJHHTe pe3yJJTaTH KOH ce noBp33HH co BJJHjaHHeTO Ha 
ACH Bp3 KBanmeTOT Ha )lmBOT, ceMejHHTe HcKycrna 3a 
CTHrMaTH3a1.111ja 11 H3ona1.111ja, Hecoo,nBernarn npoqiecHo­
HanHa no.n,nprnKa 11 3HatJe!heTO Ha ceMejHara no.n,nprnKa. 
Eea 11,neHTHqJHKYB3HH 6eHeqJHTHTe o.n e,nyKa1.111jarn Ha 
pOAHTeJJHTe H Hej3HHMTe TI03HTHBHH BJJHjaHHja Bp3 cpe­
KaTa Ha PO/:IHTeJJHTe H npo6ne~rnTe BO BpCKaTa, K3KO H 

-norpe6arn 3a KOHTHH)'HpaHa e,nyKa1.111ja Ha po,n11ren11re H 
npoqiec110HaJII.\HTe 3a ACH. 

Kny 1m11 J6opoa11: egyKGl\lljG HG poguitienuffie, Gy11iuc11iu­

l/eH ciieK111Gp HG HGpywyeGHJG, ceA-teeH :J1cueo111, iiog­

gp11IKG. 

Boeeo 

!(a ce J1c11aee co ayiii11Ja11, 

Tip1-1cycrnorn Ha aymcrwrn110T cneKrap Ha HapyrnYBaH,a 
ACH BO ceMejcrnoro e roneM qiaKrop Koj BnHjae Bp3 
qiyHKI.\HOHaJJHOCTa Ha ceMejCTBOTO 1-1 HeroBaTa .no6po­
COCToj6a (I, 2). TMITHlJHHTe KapaKTepHCTHKH Ha OBaa 
COCToj6a - Tell!KOTHH H pa3JJHKH BO co1.111janHaTa KOMY­
HHK31.1Hja 1-1 J,fHTepaK1.1Hja, orpaHl-llJeHH 1-1 TIOBTOPY834KM 
HHTepeCM, CeH30pHa ceH3HTHBHOCT - MO)Ke 3HatJajHO .na 
BJJHjaaT Bp3 CMTe acneKTH Ha ceMejHHOT )KHBOT, orpaHM­
lJY831he Ha co1.111janHarn J,fHKJ1y31-1ja, ,nocrHrHYBaH,a 1-1 
TIOCTHfHY831h3 33 .npyrnre lJJJeHOBH BO ceMejCTBOTO 
(3 - 5). 

EgyKm(1,ja Ha po911iiien11iiie Ja ayiii11JJ1toiii: ES/PP 
11poe«1Tlo1Ti 

E,nyKa1.1Hjarn Ha po,n11ren1-1 e KJ1Y4Ha HHTepBeH1.1Hja Kaj 
ACH. Mo)Ke ,na ,noBe,ne .no HaManyBa!he Ha HHBOTO Ha 
aHKCH03HOCT 11 crpec, 3roneMeHo p336Hpa!he 3a ACH, 
eqiHK3CHOCT Ha pOAHTeJJHTe H KBaJJHTeTOT Ha )KlfBOT H 
no.no6pYBa!ha BO cnpaBYBalheTO, HHTepaK1.111jarn po,n11ren 
- ,neTe 1-1 KOMyttHK31.\Hjarn (6). KaKO H .na e, B3KB3Ta 
e.nYKa1.1Hja e orpaHWieHa HJIH HenocrnetJKa HH3 jyro­
HCTOtJHa EBpona (7 - 9). 3a ,na ce a,npeCHpa oBaa 
c1-1rya1.111ja, 6ell!e cnpoBe,neH rp1-1ro.n11meH npoeKT ( cen-
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FROM PRACTICE TO PRACTICE 

Methodology 
The project was evaluated using a mixed methods 
programme evaluation methodology in which families 
were surveyed regarding their experience of family life 
and the impact of parent education. Pre-PE (n=70) and 
post-PE questionnaires (n=42) were completed, and 
semi-structured interviews were undetiaken (n= 16). 

Findings 
Key findings relate to the impact of ASD on quality of 
life, families' experience of stigma and isolation, the 
inadequacy of professional support and the importance 
of family support. The benefits of PE and its positive 
impact on parental happiness and relational issues are 
identified, as is the need for continued parent and 
professional education regarding ASD. 

Keywords: Parent education, autism spectru111 

disorder,fa111ily life, support. 

Introduction 

Living with autism 
The presence of autism spectrum disorder (ASD) in the 
family is a major factor affecting family functioning 
and wellbeing (I , 2). The typical characteristics of the 
condition - difficulties and differences in social 
communication and interaction, restricted and 
repetitive interests, sensory sensitivities - can impact 
significantly upon all aspects of family life, restricting 
social inclusion, achievement and fulfilment for all 
family members (3 - 5). 

Parent education in autism: the ES/PP project 
Parent education (PE) is a key intervention in ASD. It 
can lead to reduced levels of anxiety and stress, 
increased understanding of ASD, parental efficacy and 
quality of life, and improvements in coping, parent­
child interaction and communication (6). However, 
such education is limited or non-existent throughout 
south-east Europe (7 - 9). To begin to address this 
situation, a three-year project (September 2015-August 
20 I 8) was unde1iaken - funded by the European 
Commission and led by the University ofN01ihampton 
- to provide PE regarding ASD to Croatian, Cypriot 
and Macedonian families. 
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Oil nPAKTHKATA3A nPAKTHKATA 

TeMBpH 2015 - aBrycT 2018) - cjJHHaHCHpaH OA EBporr­
CKaTa KOMHCHja H npeABO,geH OA YHHBep3HTeTOT BO 
HopTxaMITTOH - 3a ,ga ce 06e3fie,g11 e,gYKal.(11ja Ha po,g11-
Ten11Te BO xpBaTCKHTe, KHrrapCKHTe H MaKeAOHCKHTe 
ceMejcrna. 
TipoeKTOT ,,E,gHaKBa H COl.(HjanHa HHKnY3Hja HH3 Il03H­
THBHO pOAHTencrno" (ESIPP) - BKnytJyBawe poAHTenH 
o,g l.(ena EBporra, BKnytJyBajKH ro 11 MaKe,goHCKOTO 
HaytJHO 3,gpy)lceHHe 3a aYTH3aM (MH3A). Kona6opaTHBHa 
Mern,gonornja 3acH0BaHa Ha aKl.(Hja (10) 6ewe KopHcTeHa 
3a ,ga ce pa3BHe, 11crronHH H npol.(eHH rrpoeKTOT. Tipe3e­
MeHHTe aKTHBHOCTH BKny'lyBaa HAeHTl•HjrnKal.(Hja Ha 
o6yKaTa, co,gp)KHHa Ha TJ)eHHHfOT H rrpol.(eCOT Ha 
11cnopatJyBa!he, pa3Boj Ha MaTepHjanHTe 3a TpeHHHr H 
TpeHHHr THMOBH BO TpHTe _gp)l<aBH, o,gpe,g6H 3a 
e,gyKal.(Hja Ha POAHTemne BO CeMejcrnarn H pa3BOjOT Ha 
nomm-r'IKH rrpenopaKH 3a KpearnpHTe Ha rronHTHKarn 
(11 ). OBoj TPYA ce o,gHeCYBa Ha pe3ymaT11Te ,go611eHH o,g 
MaKeAOHCKHTe POAHTenH. 

MemoiJonozuja 

Tipocne,geHO OA npBH'IHOTO aHKeTttpalbe 3a HAeHTHcjJH­
KYBalbe Ha npHopHTenne Ha ceMejcrnarn (12), pOAH­
Ten11Te o,g MH3A pa6oTea 3ae,gHo co KonernTe o,g 
XpBaTcKa, K1map 11 O6e,g11HeTOTO Kpancrno 3a c03,ga­
Balbe Ha TpeHHHr MaTepHjanHTe. )].ononHHTenHo, neT 
MaKeAOHCKH TpeHepH 6ea HCTJ)eHHpaHH 3a ,ga ja 
npeTCTaBaT nporpaMaTa. illecT rpyllil Ha MaKeAOHCKHTe 
pOAHTemt/crnpaTenH 6ea TpeHHpaHH 3a BpeMe Ha 
npoeKTOT (n=70) Ha neT pa3flH'IHH noKal.(HH BO AP)Ka­
Barn: CKonje, Benec, OxpHA, EHrnna H )].e6ap. Tipol.(eH­
Karn 6ewe HanpaBeHa co ynoTpe6a Ha KOM6HHHpaH 
npol.(ec H pe3ynrnT OA Mern,gonornjarn 3a npol.(eHKa (13) 
npeKy ,gmajH Ha ITOBeKe cjla3HH pa3nH'IHH MeTO,gH KOH 
BKnytJYBaaT H KBaHTHTaTHBHH H KBaflHTaTHBHH H3BOpH 
Ha no,gaTOl.(H H MeTOAH 3a aHanH3Hpa!be (14). 

Co611p(IH1e H(I 11ogmTto1(111Tte II HIIBHO (IH(IJ11t111p(IHJe 

Ilpa111aJ1H111i11 
Eea co3,ga,geHH CTPYKTyHpam1 npawanHHl.(H 3a co6Hpalbe 
no,gaTOl.(H o,g_ poAHTeJil.fTe npe,g H rrocne rrp11cycrnoTO Ha 
cec1111Te 3a e,gyKal.(Hja Ha po,gHTenHTe. OBHe npawan­
HHl.(H co_gp)l{ea CKana 3a KBanHTeTOT Ha )l{HBOT (the 
CarerQoL) o,go6peHa 3a ynoTpe6a Kaj ceMejcrnarn KOH 
)l{HBeaT co ACH ( 15). Tio,gaTOl.(H 6ea co6paHH BO o,gHoc 
Ha ceMejHHOT KBaflHTeT Ha )l{HBOT, pa36HpaH,eTO Ha 
pOAHTenHTe 3a ACH, O'leKYBa!ha o,g nporpa~rnrn 3a 
e,gyKal.(Hja Ha POAHTemne H HMnaKTOT OA rrp11cycTBOTO 
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The project - Equity and Social Inclusion through 
Positive Parenting (ESIPP) - involved partners from 
across Europe, including the Macedonian Scientific 
Society for Autism (MSSA). A collaborative, action­
based methodology (10) was used to develop, deliver 
and evaluate the project. Activity unde1iaken included 
the identification of the curriculum, training content 
and delivery process; the development of training 
materials and training teams in the three counh·ies; the 
provision of PE to families; and the development of 
policy recommendations for policy-makers (11 ). This 
paper reports findings regarding Macedonian parents. 

Methodology 

Following an initial survey to identify family priorities 
(12), partners from MSSA worked alongside 
colleagues from Croatia, Cyprus and the UK to 
develop the training materials. In addition, five 
Macedonian trainers were trained to deliver the 
programme. Six coho1is of Macedonian parents/carers 
were trained during the project lifetime (n=70) in five 
locations across the country: Skopje, Veles, Oh rid, 
Bitola and Debar. Evaluation was undertaken using a 
combined process and outcome evaluation 
methodology (I 3) via a multi-phase mixed methods 
design incorporating both quantitative and qualitative 
data sources and methods of analysis (14 ). 

Data collection mu/ an(l/ysis 
Questionnaires 
Structured questionnaires were designed to gather data 
from parents before and after they attended PE 
sessions. These incorporated a Quality of Life Scale 
(the CarerQoL) validated for use in families living with 
ASD (15). Data were gathered regarding family quality 
of life, parental understanding of ASD, expectations 
regarding the PE programme and the impact of 

attendance. Quantitative data were analysed using IBM 
SPSS Software. 

Interviews 
Semi-structured interviews (16) were conducted with 
family members from each coh01i three months after 
h·aining regarding parents' understanding of ASD, their 
experience of ASD in their daily lives, their experience 
of the PE programme and its impact (if any). A range 
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Ha HCTaTa. KBaHTHTaTIIBHttTe DO):laTOJU1 6ea aHaJitt3J,f­
paHtt co ynoTPe6a Ha coqirnepoT HEM cncc. 

I1Htuepejya 
TTonycTpyKTyttpam1 ttHTepBjya ( 16) 6ea cnpoBe):leHtt co 
11neH0Btt Ha ceMejcrnarn BO ceKoja oi:1 rpynttTe, TPH 
MeceuH nocJie 0/:lplKaHHOT TPeHttHr, BO 0):IHOC Ha 
pa36ttpmneTO Ha p0/:IHTeJIHTe 3a ACH, HHBHttTe HcKycrna 
co ACH BO ceKoji:1HeBHttOT lKttB0T, HttBH0TO ttcKycrno co 
nporpaMHTe 3a ei:1yKauttja Ha p0/:lttTeJIHTe tt HIIBHHOT 
tt~maKT (aKO B00DWTO DOCTOH). Ei:1eH once)KeH coqirnep 
3a aHaJIH3a Ha KBaJIHTaTttBHH noi:1arnuH 6ewe ynoTpe6eH 
HJ,!3 npoeKTOT: MaKe):I0HCKl1Te P0J:IHTeJIH K0pttCTea 
ATLAS.ti (1 7). TpaHcKpttmttTe oi:1 HHTepBjyarn 6ea 
aHaJIH3HpaHH co ynoTPe6a Ha KBaJIJ1TaTliBHa TeMaTCKa 
aHaJitt3a (18). 

Ilpa111aJ1HIIK 
ITpawanHHK npei:1 ei:1yKau11jarn Ha poi:111TeJIJ,fTe 6ewe 
06e36ei:1eH 0/:1 CHTe 70 tJJieH0Btt Ha ce~1ejcrnarn KOH npH­
cycrnyaaa Ha 6-Te o6yKH, npawanHHK nocne ei:1yKau,11-
jarn Ha p0/:IHTeJIHTe 6ewe 06e16ei:1eH oi:1 42 11JieHOBH Ha 
ceMejcrnarn, crnnKa Ha oi:1r0Bop oi:1 62 %. 

FROM PRACTICE TO PRACTICE 

of qualitative data analysis software was used across 

the project: Macedonian partners used ATLAS.ti (1 7). 
Transcripts of the interviews were analysed using 

qualitative thematic analysis (18). 

Sample 

Questionnaires 
Pre-PE questionnaires were collected from all 70 

family members attending the six courses; post-PE 

questionnaires were collected from 42 fami ly 

members, a response rate of 60%. 

Ta6eJl{t 1. /(eiuaJ111 og y'lecmnimue: upeg u i1ocJ1e egyKau,ujmua Ha pogmueJ1utue. 
Table 1. Student's details: before and after parents education 

Cohort Location Total fa mily 
r pyna Mecrn members trained 

(n) 
BKyneH 6poj Ha 

'IJJeHOBII Ha 
cMejecrna Kou ce 

TpeHnpaH11 
I. March/October 2016 Skopje 20 
I. MapTIOKTOMBpn 2016 CKonje 
2. February 2017 Skopje 16 
2. <t>eapyapH 20 17 CKonje 
3. June 201 7 Veles 10 
3. JyHH 2017 Benec 
4. September 20 I 7 Ohrid 11 
4. Ceme~rnp11 2017 OxpHJ:\ 
5. October 2017 Bitola 8 
5. OKTOMBpH 20 17 E11rnna 
6. February2018 Debar 5 
6. <t>eapyapH 20 18 L(e6ap 
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Pre-PE Post-PE 
questionnaires questionnaires 

(n) (n) 
Ilparn aJJHIIK Ilparn aJJ HIIK 

npei:1 nocne 
ei:1yKa u,njarn Ha ei:1yKa1111jarn Ha 

pO/:IIITeJ111Te pomtTemtTe 
20 9 

16 I I 

10 8 

II 6 

8 8 

5 0 

,/;E<t>EKTOi/OWKA TEOPIIJA II llPAKTIIKA 10/8; / 9/3--4):/27- /38 
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011 nPAKTHKATA 3A nPAKTHKA TA 

Mmuepejya 

TionycTp)'KTy11paH11 HHTepBjya 6ea HanpaBeH11 co 16 
pOAl1TenJ1/crnpaTen11 (23 o/o OA Cl1Te p0AH11Hl1 KOH 
np11cycrnysaa Ha eAyKal.\11jarn 3a pOAJ1Te1rn). llinepBjy-
11paH11Te n111.\a 6ea ca~10 1136paH11 11 6ea H3Bne'leH11 OA 
Cl1Te 6 rpyn11 Ha Y4eCHl11.\l1 Ha 06yK11Te. OcyM 6ea OA 
CKonje 11 8 OA Apyr11Te rpaAOBl1. WecT 11HTepBjy11paHH 
n111.\a 6ea OA MamKH non 11 IO 6ea OA lKeHCKl1 non, Ha 
B03pacT OA 26 AO 69 fOAHHH (cpeAHa BpeAHOCT = 24,5 
fOAHHH). OcyM ro HMaa HanyrmeHO o6pa30BaHHeTO 
nocne 3aBpmysali>e Ha cpeAHO o6pa30BaH11e, ceAyM 
OAene Ha cpaKynTeT (eAeH Ha MarncTepCKH) 11 eAeH HMa 
OAeHO BO BOeHO Y'lHJll1WTe. OcyM OA 11CnHTaH111.\HTe 6ea 
co nnaTeHo Bpa6orysali>e, neT (c11Te lKeH11) 6ea Ha 
nnaTeHo Bpa6orysali>e, ABajl.\a npH:Maa neH3Hja H eAeH 
6ewe cryAeHT. C11Te AeMorpacpcKH noAaTOI.\H 3a ncnn­
TaHHI.\HTe ce o6e36eAeHH BO Ta6ena 2. 

lntervie1Vs 

Semi-structured interviews were undertaken with 16 

parents/carers (23% of all relatives attending PE). 

Interviewees were self-selecting and were drawn from 

all six cohorts attending PE. Eight were from Skopje, 

and eight from elsewhere in the country. Six 

interviewees were male and ten were female; ages 

ranged from 26 years to 69 years (mean= 24,5 years) . 
Eight had left education after secondary school; seven 

had attended university ( one to post-graduate level), 

and one had attended military school. Eight 

interviewees were in paid employment; five (all 

female) were not in paid employment, two were in 

receipt of a pension and one was a student. Full 
demographic data regarding interviewees is provided 

in Table 2. 

Ta6e;,a 2. /f,eM02paq1cK11 iwgaiuo1;u Kou ce ogHecyeamu Ha ucuuiuaH111;111ue 

Table 2. Demographic data for the examiners 

Cohort City Relationship to Age 
rpyna rpaA child BolpaCT 

BpcKa co AeTeTO 
I Skopje/CKonje FatherffaTKo 45 
I Skopje/CKonje Mother/Maj Ka 43 
I Skopje/CKonje Mother/Maj Ka 39 
I Skopje/CKonje Mother/MajKa 41 
2 Skopje/CKonje Mother/MajKa 39 
2 Skopje/CKonje Mother/Maj Ka 36 
2 Skopje/CKonje Mother/Maj Ka 43 
2 Skopje/CKonje FatherffarKo 47 
3 Veles/Benec FatherffaTKO 42 
3 Veles/Benec Mother/Maj Ka 32 
3 Veles/Benec Mother/Maj Ka 45 
4 Ohrid/OxpHA Mother/Maj Ka 46 
5 Bitola/E11rona Grandfather/TJ.eAO 69 
5 Bitola/Enrona Brother IE par 26 
5 Bitola/E11rona Mother/Maj Ka 46 
6 Debarfll.e6ap Father/TaTKo 42 

PeJynmamu u aucKycuja 

HcKycl7iaa Ha poguiiienmTte Ja J1c11aeelbe co ACH 
CarerQoL co6paH11111e iiogmuoiiu iipeg y 'lec111eoiuo Ha 
o6yKOIUO 30 egyKOl(lljO Ha pog11111eJ1l/ll/e 60 ogHOC 110 
iiepi1eiil11,ja111a Ha c11111e 70 pogmuem1/11e2yea1ueJ111 ea 
og11oc 110 He2yea1veiiio ll lll/6111/lUe l/CK)'CIUBO 30 
J1c11eee1ve1110 co ACH (eugu Ta6eJ1a 3). y,,eclllll\llute 110 
llll/Uepejy1110 l/Cll/0 11/0KO 6ea 11pa111a1111 30 Hl/BH0/110 
ucKyc111eo 30 :J1cueee1ve co ACH. 

Jl£</>£KTOHOWKA TEOPIIJA If llPAKTIIKA 10/8; /9(3-1) /27- /38 
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Education level Employment status 
CTeneH Ha o6pa3oBaHne CTaTyc Ha 

Bpa6oTyBalhe 
Military School/BoeHo PensionerilleH3HOHep 
Secondary/CpeAHO No/He 
Secondary/CpeAHO No/He 
Post-Graduate/MarncTepcKH Yes/TJ.a 
Secondary/CpeAHO No/He 
University/<l>ayJJTer Yes/TJ.a 
Secondary/CpeAHO Yes/TJ.a 
Secondary/CpeAHO Yes/TJ.a 
University/<l>aKynTer Yes/TJ.a 
University/<l>aKynTer No/He 
Secondary/CpeAHO Yes/Tl.a 
Secondary/CpeAHO No/He 
University/<l>aKyJJTer PensionerilleH3HOHep 
University/<l>aKyJJTer Student/CTyAeHr 
Secondary/CpeAHO Yes/TJ.a 
University/<l>aKyJJTer Yes/TJ.a 

Results and discussion 

Families' experience of living with ASD 

The CarerQoL collected data before attendance at PE 

regarding all 70 parents' /carers' perceptions regarding 

caregiving and their experience of living with ASD 

(see Table 3). Interview participants were also asked 

about their experience of living with ASD. 
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FROM PRACTICE TO PRACTICE 

Ta6ena 3. Ilepi;ei,i;ztja Ha pecitoHgeHttiuttie ea ogHoc Ha HllBHattia cu1uyai11tja KaKo He2yemuem1 (n=70) 
Table 3. The respondent's percepcions regarding their situation as caregivers 

No Some a lot of Did not 

He HeKOJIKY ~rnory answer He 

OAroBop11 

n n II n 

I have 0 20 48 fulfilment carrying out my care tasks. 2 (2.9 %) 

l1MaM (0%) (28.6%) (68.6%) l1cno;rnyBaH,e Ha MOHTe HeryBaTencKH 3aAa'IH 
I have 12 33 23 relational problems with my child. Tipo6neMH co 2 (2.9 %) 

l1M3M (17.1%) (47.1%) (32.9%) BpCKaTa co MOeTO AeTe 
I have 14 (20%) 32 22 difficulties regarding my own mental health. 2 (2.9 %) 

l1M3M (45 .7%) (31.4%) TewKOTHH BO OJ].HOC Ha MOeTO MeHTanHO 3JJ.paBje 
I have 23 23 20 problems combining my care tasks with my other 4 (5.7 %) 

l1MaM (32.9%) (32 .9%) (28.6%) daily activities. Tipo6neMH BO KOM6HHHpaH,e Ha 
MOHTe HeryBarencKH 3aAa'IH co ApyrHTe AHeBHH 
aKTHBHOCTH 

I have 22 22 15 financia l problems because of my care tasks. I (1.4 %) 

l1MaM (31.4%) (31.4%) (21.4%) ¢HHaHCHCKH npo6ne~m nopaAH MOHTe 
HeryBarencKH 3aAa'IH 

I have 7 20 39 support with carrying out my care tasks, when I 4 (5 .7 %) 

l1MaM (10%) (28.6%) (55.7%) need it. TioMplllKa BO cnpoBeAyBae,ern Ha 
HeryBaTencKHTe 3aAa'IH Koja MH e norpe6Ha 

I have 22 27 19 problems with my own physical health. Tipo6ne~rn 2 (2.9 %) 

l1MaM (31.4%) (38.6%) (27.1%) co MOeTO cpH3H'IKO 3ApaBje 

BnujaH11e1uo/fb.ti:iQKiiioiti HQ ACH Impact of ASD 
C11Te pecnoH,[\eHTH KOH ro KOMrmernpaa CarerQoL 
KalKaa ,l],eKa rne HaotaaT 11cnonttyBa11,e BO rpIDirnrn 3a 
HHBHOTO ,ll,eTe co ACH. CeriaK, 80 % 11,1J,eHTmp11KyBaa 
,l],eKa l1CKyc11ne npo6neMl1 BO BpCKaTa co ,l],eTeTO KOe HMa 
ACH 11 Bo 11HTepBjyarn ,1J,ononH11Tentto ro pacBern11ja 
cTeneHOT ;i.o Koj ceMejcrnarn ce acpeKrnpaHH O,ll, np11cy­
crnorn Ha ACH. Po,1J,11Temne, 6paka/cecrpH 11 ,1J,e,1J,OB­
u:Hl6a611 11CTO TaKa YKa>I<aa Ha TelllKOTHl1Te BO MHOry 
o6nacrn O,ll, ceMejHl10T )I<HBOT 11 lJYBCTBOTO Ha 11cu:pne­
HOCT 11 H30Jiau:11ja. 
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,,JfciionHyea1ue11io HQ epe,11ellio e 11ie111Ko. HeKo-
2a111 HeAtaM ugejQ 1111uo ga 11paeaM. IloHeKozaw 
cyM y,11opHQ u eo qJQ3Q HQ xu6epHat(ltja. 3a JICQJI, 
He,,wM Ha Koza gQ MY ce jaeaM 3a 11oggpU1KQ, ce e 
oc1uaeeHo Ha 11-1eHe." (MajKa O,ll, CKonje). 

,,O1t1KQKO 6eu1e pogeHa Halltat"iia eHyKa Ha11111oiu 
J1cueoi"ii ce iipoMeHZt. Pogu1uen111"iie 211 goHecyea­
mu ognyKutue, HO He e necHo Hui"iiy 1a gegoe1i11-
1"iie/6a6lll"iie." (Ae,ll,o O,ll, IJpHJien). 

All respondents completing the CarerQoL rep01ted that 

they found fulfi lment in caring for the child with ASD. 

Nonetheless, 80% identified that they experienced 

relational problems with the child with ASD; and the 

interviews shed fu1ther light on the extent to which 

family life was significantly affected by the presence 

of ASD. Parents, siblings and grandparents alike 

repo1ted difficulties in many areas of family life and 

experiencing exhaustion and isolation. 

"Filling the time is hard. I sometimes do not have 
any idea what to do. Sometimes I'm tired or in a 
phase of hibemation. Unfortunately, I have no 
one to call for support, it is all down to me. " 
(Mother - Skopje). 

"Since our granddaughter was bom our life has 
changed. Parents make the decisions, but it is not 
easy for grandparents either. " (Grandfather -

Prilep). 
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OJI nPAKTHKATA 3A nPAKTHKATA 

3gpa8Clll8eHI/ II qJIIHOHCIICKll iipo6Jle.MI/ 
Ha,11, 75 % 0,11, pecnoH.D,eHntTe yKa>KaJJe Ha Tet!JK0TIDI BO 
0,11,H0C Ha HHBH0TO TTCHXJ,lllK0 3,11,panje 11 60 % HCKyc11ne 
npo6neMH co Hl1BH0TO qm3J,llJKQ 3,11,paBje; 0BHe ce BHC0Kl1 
npol.\eHnt, HO ce no)J,)J,p)KaHH 0,11, npeTX0.D.HH 11cTpa)Ky­
nalba KOH YKa>KYBaaT ,11,eKa po,11,11Ten11Te Ha ,11,el_\a co ACH 
HajBepojaTHO Ke HCKycaT cepH03eH TTCl1X0JJ0UIKH CTPeC 11 
cna6 3.D,paBCTBeH KBaJJHTeT Ha )l(HB0T 0TK0JJKY 0HHe 
po,11,11Ten11 Ha ,11,el_\a 6e3 nonpe'leH0CT (19, 20). Ha,11, 50 % 

0,11, pecn0H.D,eHntTe yKa)KaJJe Ha cjJ11HaHCHCKHTe npo6neMH 
nopa,11,11 HHBHHTe HerYBaTeJJCKH 0,11,fOB0pH0CTH. 11,11,eHnt­
cjJHKYBaHO e ,11,eKa )KJ1Bee!heTO co ACH MmKe ,11,a 611,11,e 
TT0Bp3aH0 co cjJ11HaHCHCKl1 npo6neMH (21, 22). Tioce6HH 
npo6neMH ce HHCKHTe np11xo,11,11 Kaj 0BHe ce~1ejcrna 
(nopa,11,11 noTPe6ara 0,11, npy)Kalbe Hera BO noro11eMH0T 
6poj cnytJaH) 11, HCTO TaKa, TP0UJ0l_\HTe noBp3aHH co 
Me.D,Hl.\HHCKHTe HJJH TepaneBTCKHTe HHTepBeHl_\HH. 

,,MHozy e cKa110 ga ce 11,110 ge111e co ay111111aA1. 
Hue 11J1afo,we 1a 111pe111MaH Ha iioce6Ho 06pa10-
8aH11e 611gejK11 He,11a,11e c11e1vl}am1111paH11 ycJ1y211. " 
(raTKO 0,11, fOCTHBap). 

Iloggp111Ka 
TioroneMHOT 6poj (pe1JHc11 60 %) YKa)Kaa ,11,eKa npm.rnne 
noBeKe narn HecjJopMaJJHa TTOMPUJKa. OBa e no3HTl1BH0 
cnope,11,6eHo co HCTPa)KYBa!haTa BO 3ana,11,Ha EBpona, 
Ka,11,e noMpUJKara e yrnp,11,eHa KaKo orpaHH'leHa (23). Bo 
paMK11Te Ha HHTepBjyara, 3HalJelbeTO Ha TT0UIHp0K0TO 
ceMejcrno - 11 ,11,e,11,0BI.\HTe/6a611Te oco6eHo - BO ,11,aBalhero 
Ha no,ll,,ll,pUJKa 6eUJe 11,11,eHrncjJ11KyBaHo. 

,,lf,ypu 11 1a 1101apefbe 80 cy11epA•tapKe11111t11e, Jae 
m10,11 110111pe6a og HeKoj ga zo 'IJl8a At0jo111 CIIH 1a 
11100 8pe,11e. IloKpaj A1011111e 1um11Ko 11 Ata}Ka He 
go6118CJA1 110,110w og gpyzu fllll\a ... gypu 11 11111e He 
ce CHao'kam11 Hajgo6po." {MajKa 0,11, CKonje). 

Bo cnope,11,6a, KaKo 11 BO ,11,pynne Mecra BO pernoH0T 
(24), npocjJeCHOHaJJHara TT0MPUJKa ce CMera KaK0 Hea­
,11,eKBaTHa 11 noKpaj no,ll,,ll,pUJKara UJTO rne ja ,11,0611BaaT, 
Ha,11, 65 % 0,11, pecnoH.D,eHntTe yKa>Kaa ,11,eKa HHM m.1 e 
TeUJK0 ,11,a rn KOM6HHHpaaT HHBHHTe HefYBaTeJJCKH 3a,11,a­
lJH co HliBHHTe ,11,pyrn o6BpCKH. 

,,Il11110 e c11c111e,Hot111a 11oggp111Ka? Huezo HeMa­
Ate 800111111110. Hue c,11e oc1ua8eH11 ca,1111111e Ha ce-
6e." (MajKa 0,11, Benec). 

PE<PEKTOHOlllKA TEOPI/JA II llPAKTIIKA 10/8; 19/3-4) 117-138 

001: 10.19057/jser.201 9.44 

Health and financial issues 
Over 75% of respondents rep01ted difficulties 
regarding their mental health, and over 65% were 
experiencing problems with their physical health: these 
are high percentages but are supported by previous 
research which suggests that parents of children with 
ASD are more likely to experience serious 
psychological distress and poor health-related quality 
of life than those of children with other disabilities (19, 
20). Over 50% of respondents rep01ted financial 
problems due to their caring responsibilities. It has 
been identified that living with ASD can be associated 
with financial problems (21, 22). Particular issues are 
such families' relatively low incomes (due in many 
cases to the need to provide care) and also the costs 
associated with medical or therapeutic interventions. 

"It is vetJ' expensive to have a child 1t1ith autism. 
We pay for special educational treatment, 
because 1t1e don't have any specialised service. " 
(Father - Gostivar). 

Support 
A majority (almost 60%) identified that they received a 
lot of informal support. This compares favourably with 
Western European studies, where supp011 has been 
identified as more limited (23). Within the interviews, 
the importance of the wider family - and grandparents 
in pat1icular - in providing suppot1 was identified. 

"Even to shop at the supermarket, I need 
someone to keep my son for that time. Apart from 
my mother and father I have no help from 
anyone ... And even they do not manage the best." 
(Mother- Skopje). 

By contrast, as elsewhere 111 the region (24), 
professional support was seen as inadequate; and 
despite the supp011 that they received, over 65% of 
respondents identified that they found it difficult to 
combine their care tasks with their other 
responsibilities. 

"What is a system of support? We do not have 
that at all. We are left alone. " (Mother - Veles). 
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Ciu112.Ma ll l/30llat(Uja 
CeMejcTBara HH3 l.(ena ,np)l<aBa 360p)'Baa 3a ,n11cKp11M11Ha­
l.(110H11Te O,QHeC)'BaH,a 11 CTHrMaTa, BO 0,QHOC co npeTXOA­
HHTe HCTpmK)'BaH,a BO jyro11CTOqHa EBpona (7). ,nel.(aTa 
co ACH ce 113on11paH11 BO HHBHHTe yq11n11!llra 11 noKaJIHH . 
3ae,QH11l.(111111cKycyBaaT 3a,neBa11,e 11 6yn11Hr. 

,,Taj caKa ga ce coi;ujam/3/tpa co gei(aiiia 60 
He2060ll/O Y'lllJ/IIUliue, HO iuue 20 Ha6pegy6aatTt. 
Taj Cit goaJa gOJ\/G II 61/Ka, Jae He caKaM I/06eKe 
ga ogw,1 Ha y'l11J1uu1111e, gei;aiua ce J10111u!" 
(MajKa OA Oxp11,n). 

,,MojoiTt 6paiu He MO:JJce ga cu Hajge iipujaiTtem,. 
AKo 20 JeMaM co MeHe 11 co A10111Tte i1p1yaiiiem1, 
iTtoa e eg1mctTt6eHmTto iip1yaiTteJ1ciu60 1111110 20 
U.Ma. "(6paT o,n E11Tona). 

Eoy«au,uja Ha pooumenume 

Il031/llll/6HO 6lllijaH11e 
lJ:eT11p11eceT 11 ,QBajl.(a lJJieHOBH Ha ceMeJCTBa KOH ro 
3aBplll11ja npa!llaJIHHKOT nocne o6yKara 6ea eKcrpeMHO 
TI0311Tl1BHH BO O,QHOC Ha CHTe acneKTH OA nporpaMaTa Ha 
o6YKaTa (BHAH Ta6ena 4). Ilo,naTOI.\HTe KOH 6ea co6paHH 
YKa)I<aa ,QeKa Ha POAHTeJIHTe HM e OA KOpHCT np11cycTBO­
TO Ha o6yKarn. Tiocne np11cycTBoTO, Ha,n 80 % o,n 
pO,QHTeJIHTe CMeTane ,neKa THe MOJKaT e¢eKTl1BHO ,na 
KOMyttl11\11paaT co Hl1BHl1Te ,Qel.(a, ,na O,QfOBOpaT Ha 
TIOTpe611Te Ha TIO!llHpOKOTO ceMejcrno 11 ,na fl1 MeHa-
1,111paaT c11ryal.(1111Te noe¢11](acHo 3a ,na cnpeqaT nojaBy­
Bafbe Ha npo6ne~m 11 ,neKa cera no,no6po ro pa3611paaT 
ayrl13MOT. 

FROM PRACTICE TO PRACTICE 

Stigma and isolation 
Families across the country spoke of discriminatory 

behaviour and stigma, in line with other previous 

studies in southeast Europe (7). Children with ASD 
were isolated within their schools and local 

communities and experienced teasing and bullying. 

"He 1Vants to socialise 1Vith the children in his 
school, but they insult him .. . He comes home and 
shouts, I do not want to go to school any more, 
the kids are bad!" (Mother - Ohrid). 

"My brother can't find his own friends . If I take 
him with me and my friends, it's the only 
friendship he has." (Brother - Bitola). 

Parent education 

Positive impact 
The 42 family members who completed post-training 

questionnaires were extremely positive with regard to 

all aspects of the PE programme (see Table 4). The 
data collected indicated that parents found attending 

the training programme beneficial. After attendance, 

over 80% of parents felt that they could communicate 

effectively with their children respond to the concerns 
of the wider family and manage situations effectively 

to prevent problems arising, and that they now had a 

good understanding of autism. 

Ta6e.na 4. YtJecm11;111ue ce co2.11ac11ja co cJ1egH111ue mja611 3a iipucyctu6otuo Ha ESIPP o6yKmue (n=42) 
Table 4. The participants agreed about thefoll01ving statements regarding the presence on the ESIPP trainings 

134 

Domain/06nacT No/He % 

I can communicate effectively with my child 36 86 
MolKaM ecjmKaCHO ,na KOMYHHl.\HpaM co MOeTO ,11e1e 
I can respond to broader family's comments and concerns about my child 36 86 
MolKaM ,11a 0,1\fOBOpaM Ha KOMeHTapHTe H rpm1m1e Ha noumpoKOTO ceMejcTBO 38 MOeTO 
,neTe 
I can manage situations so that problems are often prevented 
MolKaM ,11a ynpaByBaM co c1-11yal.(1rn1e, na npo6ne~une ce npeBem1paHH 
I feel that I have a good understanding of autism 
l1MaM tJYBCTBO ,11eKa HMaM no,1106po pa36Hpalbe 38 ayTH3MOT 
I can predict when my child's behaviour will become difficult 
MolKaM ,11a npe,llBH,1\aM Kora 0,1\HecyBaH,eTO Ha MOeTO ,11e1e Ke CTaHe TellJKO 

35 83 

34 81 

34 81 
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0.11 nPAKTHKATA 3A nPAKTHKATA 

I can handle family/siblings stress 33 79 
MolKaM ,ll,a ce COO'laM co CTpecoT BO ceMejCTBOTO 
I can help my child to express his/her needs/or to communicate effectively 32 76 
MmI<aM ,ll,a MY TIOMOrHaM Ha MOeTO ,ll,eTe 3a ,ll,a fl,f H3pa3H HerOBHTe/Hej3HHHTe TIOTpe611 
HnH ,ll,a KOMYHHUHpa eqieKTHBHO 

EeHerj)lfitiu 
PecnoH,ll,eHTHTe 6ea nparnaHH ,ll,a rn H,ll,eHTHQllfK)'BaaT 
rnaBHHTe 6eHe<jmTH 0,ll, npttcycTBOTO Ha o6yKHTe 38 
eAyKau11ja Ha poAHTenMTe (BHAH Ta6ena 5). llleeceT 
npoueHTH (60 %) 0,ll, HCTIHT8HHUHTe CMeTaaT ,ll,eKa ce 
B8lKHH H,ll,eHTMQ)HKau11jarn Ha eqieKTHBHHTe CTpaTerMM 
KOH ce COO,ll,BeTHH 38 8YTH3MOT M HHBHHTe npHCTanH. 
Oea 6ewe ,ll,ononHHTenHo nOMplKaHo OA KBamna­
THBHHTe no)].aTOUH. 

,,KaKo poguitien, 11MaM iioitipe6a og iipaKltlll'IHII 
peuteHltja 3a ga )11)' l/0M0ZHaM Ha MOeitio getTie. " 
(MajKa OA CKonje). 

Benefits 

Respondents were further asked to identify the main 

benefits of attending the PE programme (see Table 5). 

The identification of effective autism-appropriate 

strategies and approaches was considered imp01tant by 

60% of respondents. This was further supported by the 

qualitative interview data. 

"As a parent, I need more practical tools to help 

my child." (Mother - Skopje). 

Ta6eJl{t 5. I'J1aeH11 6eHerj)lftt111 og t1p11cyciTiemTio Ha ESIPP 11po2pwmiue Ja egyKai;1tja Ha poguiuenuiiie (n=42) 
Table 5. Main benefits from the presence at the ESIPP programmes for parents' education 

Area of benefit No % 
06nacr ua 6eueljnn He 

Practical strategies to use with my child 25 60 
npaKTH'lHH CTpaTerim KOH rH KOpHCTaM co MOeTO ,l],eTe 
Ideas to keep my child happy 29 55 
11,ll,eja 3a ,ll,a ro HanpaeaM cpekHo MoeTO ,ll,eTe 
Increased knowledge about ASD 19 45 
3roneMeHo 3Haefue 3a ACH 
Social opportunities for my child 15 36 

Cou1-1janHII MOll<HOCTH 3a MOeTO ,ll,eTe 
Developing a support network through meeting other parents · 7 17 
Pa3BHBa!he MpelKa Ha TIOMPWKa co cpe,ll,fone co Apyrn pOAHTenH 

PoJJ.MTenHTe ro ueHaT npoeKTOT ESIPP 3a eJJ.yKau11ja Ha 
poJJ.MTenHTe M nocrnerne lKen6a 3a JJ.a ce HanpaBH BaKBa­
Ta eJJ.YKaI . .(Hja /].OCTaTIHa 38 nornHpOKHTe M8CH Ha OJJ.p)K­
nwea ocHoea. 

,,Bo oeaa gp:>1caea )110pa ga HaltpaeuMe 20J1eMu 
11po)11eHl/ 3a poguiiiem11ue. C11c1ue,110tu 1upe6a 
eegHa111 ga 211 uci1pa1Tiu pog111Tiem11ue Ha 1agoJ1-
:J1c111uenH11 1upeH11H311 KaKo 1111110 e ESIPP 1Tipe­
H11H201u, 3a ga eugaiu Ce 11/ll/0 HIie eugoeMe 3a 

epe,1-1e Ha 1TipeH1tHJlllTie. " (MajKa 0A CKonje) 

KaKO H )].a e, He/].0CTHfOT Ha npocJiecHOHanHa eKcnepTH3a 
JJ.0Be)].e HeKOH pOJJ.MTenn )].a ce 3anpawaaT 3a epeJJ.H0CTa 
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Parents valued the ESIPP parent education, and there 

was a desire to see such education being made more 

widely available on a sustained basis. 

"In this counhJ', we need to make ve,y big 

changes for parents ... The system should 

immediately send parents to obligato1J' training 

such as the ESJPP training, to see eve,ything we 

saw when we were on it." (Mother - Skopje). 

However, the lack of professional expertise led some 

parents to question the value of putting what they had 

learned on the ESIPP training into practice. 
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Ha craBa11,e BO rrpaKca oHa IIITO ro Hay1mja 3a BpeMe Ha 
ESIPP TpeHHH3HTe. 

,J{aKo Jae fr 20 m1iine1 .. 1eH11111paM co6eiuoiu uuTto 
,1111 6e111e gageH aKo ca,11111Tte iipoq1ec110Ha!lt(ll He 
2/.1 l/Ml/Jll!JlteHll/llpaa1Tt l/CtUlltlle?" (raTKO OP, 
CKorrje). 

IlpeTXOP,IIBTe HCTPmK}'Ba!-ha 11,[J,eHrncjrnK}'BaJie P,eKa 
}"leCTBara Ha TPeHHH3HTe 38 e,D,yKal.(Hja Ha po,D,HTeJIHTe 
ce OP, ITOMOIII BO HaManyBaH,e Ha 'i)'BCTBOTO Ha 1130-

Jial.(Hja 11 pa3BHBaH,eTO Ha Mpe)l<a 38 ITOMplllKa (25, 26). 
KaKO 11 P,a e, OBa He 6e1I1e rrp11op11TeT Ha MaKe,[J,OHCKHTe 
HCITHTaHHl.(11, OP, KOH 17 % (n= 17) }'Ka)Kaa ,[J,eKa TPeHHH-
3HTe ce OP, 6eHecjJHT. Bo HeKOH CJI}"l8H, OBa MO)l(e P,a e 
raKa 611P,ejk11 po,D,11TeJI11Te Beke ce no3HaBaaT Mery ce6e, 
oco6eHo aKO HHBHHTe ,[J,el.(a O,[J,8T BO HCTO }"IHJIHIIITe. Kaj 
P,pyrnTe, OBa MO>Ke P,a 611,D,e ,[J,OITOJIHHTeJieH rrpHMep Ha 
crnrMaTH381.(Hja 11 H30Jial.(Hja KojalllTO e ,[J,eJI OP, )I(HBOTOT 
Ha OBHe ceMejcrna. 

,,{flp11cyc1116otTto Ha egyKm11(iaiua 1a pog111Ttenu) 
He ,1111 110,1102Ha ga ctTtai,cJA-t 60 KOH1tiaK1Tt co 
gpy211 pogu1Tten11 611gej1<11 nyJeiTto ce K0H3ep6a­
tTtll6Hll u ce cpa,,wiii. He yc11ea6 ga c01gaga,11 
1/CKpeHo tiplljGllle!ICtl/60 co gpy2111ue uaK0 ce 
t/03HG6(1Jl1e, 611gejK11 J/Cl/6eeA1e 60 1/CIU 2pag. 
(raTKO OP, Benec). 

32one,11eHa cpe1<a Kaj pogutTtemuTte 11 Ha110neH11 11po6n01111 
60 6pCKatl/a 
Eellle yrroTPe6eH CarerQoL 3a co611pa!-he Ha rro,D,aTOl.(H 
npe,D, 11 ITOCJie TpeHHHfOT. ,[(onoJIHHTeJIHO OP, ,[J,OMeHHTe 
38 KBaJIHTeT Ha )l(J1BOT npHK8)1(8HH BO Ta6ena 3, 
HCITHTaHHl.(HTe 6ea rrpalllaHH P,a ro 11,[),eHTHcjJHK}'BaaT 
HHBHHOT ceBKyrreH CTerreH Ha cpeka, Ha CKaJia OP, 0 
(l(e!IOCHO HeCpeKeH) ,[),O IO {t(e!IOCHO cpe1<eH) (BH,[J,H 
Ta6ena 6). 

FROM PRACTICE TO PRACTICE 

"How will I apply the advice I have been given if 

the professionals do not apply them? " (Father -

Skopje). 

Previous studies have identified attending parent 

education as helpful in reducing feelings of isolation 

and developing a supp01t network (25, 26). However, 

this was not prioritised by Macedonian respondents, of 

whom only 17% (n=7) identified this as a benefit. In 

some cases, this may be because parents already know 

each other, patticularly if their children attend the same 

school. In others however, this may be a fu1ther 

example of the stigma and isolation that families could 

experience. 

"(Attending parent education) did not help me to 

connect with others, because people are 

conservative and embarrassed. I have not 

managed to make a sincere friendship with 

others, even though we know each other because 

we live in a small town." (Father - Veles). 

Increased parental happiness and reduced relational 

problems 

The CarerQoL was used to gather data before and after 

training. In addition to the domains of quality of life 

shown in Table 3, respondents were also asked to 

identify their overall level of happiness, on a scale 

from O (completely unhappy) tolO (completely happy) 

(see Table 6). 

Ta6e;,a 6. CarerQoL Og206opu ttpeg u 11ocne iupeH11H2oiii Ha poguiiienu {n=42) 
Table 6. CarerQoL responses before and after the parents training 

Domain Before parent 
O6JJaCT education 

IIpeA 
eAyica1.111jarn Ha 
p0P,HTCJJ HTC 

Fulfilment/HcnonHeTOcT 2.6 

Relational problems/ITpo6neMn BO 2.1 
BpCKaTa 
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After parent p-value 
education p-
IIocJJe Bpe,D,H0CT 
e,D,yica1.111jarn 
Ha p0P,IITCJJUTe 

2.6 .218 

1.9 .028 
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O.l/ nPAKTHKATA 3A nPAKTHKATA 

Mental health problems/ITc11xH'IKH 
npo6neMH 
Problems combining my care 
tasks/ITpo6neMH co 11cnonHyBae,e Ha 
3a,na'l11re 3a Hera 
Financial problems/<l>HHaHCHCKH 
npo6ne~m 
Support/ITo,n,npwKa 
Physical health/<l>H3H'IKO 3,npaBje 
Happiness/Pa,nocr 

AHaml3lne Ha o,nroBop11re ,na,neHH npe,n 11 nocne 
rpeHHHfOT, co KOpHCTelbe Ha TeCTOT B1mKOKCOH 3a 
nOTTIHillaH paHr, 11,neHrncjmKyBa CTaTHCTH'IKH 3Ha'lajHa 
pa3n11Ka BO o,nHoc Ha cpefara Ha po,n11ren11re (p"."0.000, 
co cpe,nHa Bpe,nHocr 3roneMeHa o,n 5.5 Ha 7.0) 11 
npo6neMH BO BpCKara (p=0.028 co HaManyaal:be Ha 
pe3ynraror o,n 2.1 Ha I .9). OBa YKa)l<yaa ,neKa oBa MO)l(e 
,na e pe3ynrar Ha nporpaMara 3a e,nyKa1.1uja Ha 
po,n11ren11re co IllTO ce no,no6pyBa ccjiafalbero 11 CBecra 
Kaj po,n11ren11re 11 HMa ,naBa np11crana ,no crparern11 KOH 
MO)l(aT ,na HanpaBaT n03HTHBHa pa3nHKa BO HHBHHTe 
)KHBOTH. 

3al(J1y'IHU KOMeHmapu 

ESIPP npoeKTOT 6ellle HaMeHeT 3a pa3Boj, ,nocraByaalbe 
11 npo1.1eHKa Ha e,nyKa1.111jara Ha po,n11ren11re. E,nyKa-
1.111jara 3acH0BaHa Ha ,noKa3H HM 6ellle o6e36e,neHa Ha 70 
MaKe,nOHCKH ceMejcTBa H ce noKa)l(a ,neKa HMa n03HTHBHO 
an11jaH11e Bp3 pa3611pa1:bero Ha po,n11ren11re, HHBHHTe 
BeWTHHH 11 HHBHara pa,nocr. KaKO 11 ,na e, MHOry 
ceMejcrna BO 3eMjara ce ylllre He MO)l(aT ,na np11cranar 
,no oa11e rpeHHH3H 11 e jacHo ,neKa ceMejcrnara KOH 
)l(HBear co ACH ocrattyaaar no,n roneM crpec 11 np11-
r11coK. 11r.rn norpe6a o,n KOHTHHYJ1paHa e.nYKa1.111ja Ha 
po,n11ren11re HH3 ,np)l(aBara 11 no,no6pyaalbe Ha rpeH11H-
311re 3a npocjiec110Han1-111re KOH pa6orar co ,ne1.1a co ACH 
11 HHBHHTe ceMejcTBa, KaKO 11 3a pa3BHBalbe nOillHpOKH 
ycnyr11 3a no,n,nplllKa KOH Ke rn a,npec11paar norpe611re 
Ha oaaa nonyna1.111ja. Ilorpe6Ha e 11,nHa aKTHBHOCT 3a 
rapaHrnpalbe Ha no3HTHBHH KpajHH pe3ynrar11. 

IPuHaHcupa11,e 

Oaaa pa6ora e no,n,np)l(aHa o,n Epa3Myc + nporpaMara Ha 
EaponcKara KOM11c11ja (6poj Ha rpaHT 2015-1-UKO I­
KA204-0 I 3397). OBaa no,n,nplllKa He 3Ha'IH no,n,nplllKa 
Ha co,np)l(J1Hara Koja e o,npa3 Ha norne,n11re Ha aBTOpHre 
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2.1 1.8 .055 

1.8 1.9 .702 

2.0 2.0 .195 

2.3 2.2 .653 
1.9 1.8 .235 
5.7 7.0 .000 

Analysis of pre-PE and post-PE responses using the 
Wilcoxon signed-ranks test identified statistically 
significant differences with regard to both parental 
happiness (p=0.000, with mean scores rising from 5.5 
to 7.0) and relational problems (p=0.028, with scores 
decreasing from 2.1 to I .9). It is suggested that this 
may result from the PE progra1mne both improving 
parental understanding and awareness and giving them 
access to strategies that could make a positive 
difference in their lives. 

Concluding comments 

The ESJPP project was intended to develop, deliver 
and evaluate parent education. Evidence-based 
education has been provided to 70 Macedonian 
families and it has been shown to have had a positive 
impact on parental understanding, skills and happiness. 
However, many families within the country have not 
yet been able to access training; and it is clear that 
families living with ASD remain under significant 
stress and pressure. There is a need for continued 
parent education across the country and improved 
training for professionals working with children with 
ASD and their families, as well as the development of 
broader support services to address the needs of this 
population. Fmther activity is required to ensure more 
positive outcomes. 
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