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Pesume

Bosen

AytuctnannoT cniektap Ha HapymyBama (ACH) ce cmeta
JieKa WMa TOIIeMO BJIHMjaHHE Bp3 CEMEJHUOT IKHBOT.
Enyumupamero Ha poxurtenure kou umaar aena co ACH
3a HUBHATa COCTOj0a € 01 KOPHCT ¥ 32 POJMTENHUTE U 32
nenara. Kako u sia e, TakBUTE MPOrpamMu ce HelOCTaITHH
BO jyroucrouna EBporma.

Hean

3a ma obpue BHuMaHue Ha oBa, ESIPP mpoektor Gemre
BOCIIOCTaBEeH 3a J1a CE pa3Bhe W Ja Ce OBO3MOXH Ely-
Kalyja Ha POJUTEIUTE 3@ XPBATCKHUTE, KHUMAPCKUTE U
MaKeJIOHCKUTE CEeMEjCTBA, HAa HA4YMH IITO Oea uCTpe-
HupaHu 335 yieHOBH Ha cemejcTBa. bea pa3BueHH 00yKH
3a eJlyKalyja Ha POJUTENINTE U CO3aBabe Ha MaTepHjain
KOH €€ Pa3NINYHU BO OJHOC HA JIOKAJTHHUOT KOHTEKCT, KaKO
U TIPEMOpaKy 3a EBPOICKHUTE KPeaTopH Ha MONMTUKATA.
OBoj Tpyn T Tpe3eHTHpA PE3YNTATHTE O HCTPAKY-
BambETO KOE ce oJHecyBa Ha 70 UlEHOBM Ha MaKeOHCKH
ceMejcTBa.
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Abstract

Introduction

Autism spectrum 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, training
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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Meromooruja

IIpoekToT Gelite MPOLEHET CO YIOTpeda Ha METO0NO0THja
Ha TIOBeKe METOJM M TPOTPaMH 3a TNPOLEHKA BO KOH
cemejcTBaTa Oea aHKETHPAaHU BO OJIHOC HA HUBHUTE HCKY-
CTBa 32 CEMEJHUOT XXUBOT M BJIMjaHHETO HA eJyKallijara
Ha pomutenute. [lpamanauny npen enykanujata (n=70)
u nocne enykarnujata (N=42) Gea momosseTy u Gea cpo-
BEJICHH TIONYCTPYKTYHPaHu HHTEepBjya (N=16).

Pesyaratu

Kityunute pesyntaTé Kou ce MOBP3aHHU CO BJIMjaHHETO HA
ACH Bp3 KBaJIUTETOT Ha )KHMBOT, CEMEJHUTE MCKYCTBA 32
CTUIMaTU3alMja 1 U30JIallkja, HECOO/BETHATA TIpodecuo-
HaJlHa NOJJPIIKA U 3HAYCHHETO Ha ceMejHaTa MOIIpIIKa.
bea wnentudukyBanu OenedurtuTe 05 eaykalMjaTa Ha
POJIUTENUTE U HEJ3MHUTE TO3UTUBHU BJIMjaHU]ja BP3 Cpe-
KaTa Ha POJMTENMTE W MPOOIEMHUTE BO BPCKAaTa, KaKo U
notpebaTa 32 KOHTHHYHpaHA eIyKalja Ha POAUTEINTE 1
npodecuonanure 3a ACH.

Knyunu 360posu: egyxauuja na poguitienuive, ayiuuciiu-
YeH CUeKWap Ha Hapyuwlysared, CeMeeH XCUO, iog-
gpuiKa.

Bosed

a ce ycusee co ayiiuzam

ITpucycTBOTO Ha AYTUCTHYHHOT CIIEKTAp Ha HAPYIIyBamba
ACH Bo cemejcTBOTO € romem (hakTop Koj BIHjae Bp3
(yHKIMOHATTHOCTa HA CEMEjCTBOTO M HeroBata 100po-
cocrojoa (1, 2). TunuuHMTE KapaKTEPUCTHKH HA OBaa
cocToj0a — TEIIKOTHH M Pa3iK{ BO CONMjaJHATA KOMY-
HHUKallija ¥ WHTEPaKIMja, OTPAHMYCHA W TIOBTOPYBAYKH
MHTEPECH, CCH30PHA CEH3UTHBHOCT — MOKE 3HAYajHO Ja
BIIMjaaT BP3 CHTE aCIeKTH HA CEMEJHHOT JKHUBOT, OTPaHH-
4yBamh¢ Ha COlMjallHATA WHKIY3Wja, JIOCTUTHYBama MU
TOCTUTHYBaka 32 JPYTUTE WICHOBH BO CEMEJCTBOTO

(3-5).

Egykayuja na poguinienuiie 3a ayimuzmoii: ESIPP
upoexiuoin

Enykanujata Ha poauTenu e KIydHa MHTEPBEHILMja Kaj
ACH. Moxe na joBene 0 HamalyBame Ha HUBOTO HA
aHKCHO3HOCT M CTpec, 3rojeMeHo pazompame 3a ACH,
e(hMKacHOCT Ha POJAUTENINTE M KBAIWTETOT HA JKUBOT M
o100pyBamba BO CIIPaByBAmHETO, HHTEPAKIIMjaTa POAUTEI
— nere u komyHukanjara (6). Kako m nma e, BakBara
elyKalija € OrpaHWYeHa WIIM HEMOCTOeYKa HH3 jyro-
ucroyna Epoma (7 - 9). 3a ga ce ampecupa oBaa
cutyaruja, Oeme CrpoBeieH TPUTOAMIIEH TPOEKT (Cer-

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 undertaken (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 spectrum
disorder, family 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 (1, 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 ESIPP 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
2018) was undertaken — funded by the European
Commission and led by the University of Northampton
— to provide PE regarding ASD to Croatian, Cypriot
and Macedonian families.
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temBpH 2015 - aBrycr 2018) — ¢unancupan on Espom-
CKaTa KOMHCHja W TPENBOACH O YHUBEP3HTETOT BO
Hoprtxamnron — 3a ma ce 00e30ean exykammja Ha pojd-
TEINTE BO XPBATCKHTE, KUIAPCKUTE W MaKeIOHCKUTE
CeMejCTBa.

IIpoekToT ,,EnHakBa W colpjanHa WHKIY3Hja HA3 MO3HU-
tuBHO ponutenctBo” (ESIPP) — BiimyuyBamie poaurenu
on uena EBpoma, BKiIydyBajku ro W Make0HCKOTO
Hay4HO 3apyxenue 3a ayrmzam (MH3A). Konaboparusaa
METOJIONOTHja 3acHoBaHa Ha akuuja (10) Oemre kopucTeHa
3a J1a ce pa3Bue, MCIOJNHY U TpoleHH mpoekToT. [Ipese-
MEHUTE AaKTUBHOCTH BKIy4YyBaa WHJACHTH(HKALMja Ha
oOykara, COApXMHA Ha TPCHMHIOT M TPOLECOT Ha
UCTIOpavyBamke, Pa3BOj HA MATEPHjaIUTe 332 TPEHUHT U
TPEHHHI THMOBH BO TpHUTE JpXKaBH, onpendu 3a
ellyKalhja Ha POJUTENUTE BO CEME]CTBATA M PA3BOjOT HA
MONUTHYKH MPETOPAKH 33 KPeaTopuTe Ha MOIMTHKATA
(11). OBoj Tpyn ce oAHECYBA HA PE3YATATATE TOOMCHH O
MaKeJJOHCKUTE POAUTENH.

Memodonoauja

[IpocneneHo of NPBHYHOTO aHKETHPAWE 32 UICHTH(HU-
KyBame Ha NpHOpUTETHTE Ha cemejcTBata (12), pomu-
tenmure on MH3A paborea 3aenHo co Kojerute of
Xpsarcka, Kunap n O6exuneroro Kpanctso 3a cosna-
Bakb¢ HA TPEHHWHT MaTepujanuTe. J[OTMONHUTENHO, TET
MaKeOHCKA TpEHepH Oea WCTPCHUpaHM 3a Ja ja
npercrasar nporpamara. lllect rpynu Ha MakeTOHCKUTE
poauteny/crapatend 0Oea TpPEHHMpPaHM 3a BpeMe Ha
npoektor (N=70) Ha TMeT PasiMYH{ JOKAIMK BO ApKa-
Bara: Ckomje, Benec, Oxpun, burona u Jlebap. Iporen-
kara Oemie HampaBeHa cO ymoTpeba Ha KOMOWMHHpaH
TMpoLieC M PE3YATAT 0] METO0JI0rHjaTa 3a mpoieHka (13)
TPEKy AM3ajH Ha MoBeke (ha3HU Pa3IMIHd METOMH KOU
BK/Iy4yBaaT M KBAHTUTATUBHH M KBAIUTATHBHH U3BOPU
Ha TTOJIATOIM ¥ METOJIM 32 aHAM3upame (14).

Cobupare Ha iiogaitioyuitie u HUGHO AHATUIUPAILE
Lpawannuyu

bea co3nanenn cTpyKTyHpaHy TpaaTHALH 32 COONparme
HOJATOLH O] POJUTENUTE MPE U MOCie MPUCYCTBOTO HA
cecuuTe 3a enykaunuja Ha poautenute. OBue mpammai-
mumy compskea Ckama 3a KBamuTeToT Ha uBOT (the
CarerQoL) omobpena 3a ymorpeba kaj cemejcTBara KoM
xuBeat co ACH (15). Ilomarorm Gea cobparu BO 0THOC
Ha CEMEJHHOT KBAJIUTET Ha JKUBOT, pa3OMpameTo Ha
pomuremmte 3a ACH, odekyBama of mporpamara 3a
elyKalija Ha POJUTENNTE U MMIAKTOT OJ HPUCYCTBOTO

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 undertaken included
the identification of the curriculum, training content
and delivery process; the development of training
materials and training teams in the three countries; 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 cohorts of Macedonian parents/carers
were trained during the project lifetime (n=70) in five
locations across the country: Skopje, Veles, Ohrid,
Bitola and Debar. Evaluation was undertaken using a
combined  process and outcome  evaluation
methodology (13) via a multi-phase mixed methods
design incorporating both quantitative and qualitative
data sources and methods of analysis (14).

Data collection and analysis

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 cohort three months after
training 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

JE®EKTOJIOLIKA TEOPHJA 1 TIPAKTHKA 2018; 19(3-4) 127-138

129



FROM PRACTICE TO PRACTICE

Ha WcTata. KBaHTUTATHBHHUTE TOAATOLM Oca aHANW3H-
panu co ynorpeba Ha copreepor UBM CIICC.

Hniuepgjya

[Monycrpykrynpanu untepsjya (16) Oea crnpoBeneHH €O
YICHOBM HA CEMEjCTBAaTAa BO CEKOja OJ IPYNHUTE, TPH
MECEIM TOocie OJPXKAHHOT TPEHWHT, BO OAHOC Ha
pasouparmero Ha poautenute 3a ACH, HUBHUTE HCKyCTBa
co ACH B0 CeK0jIHEBHHOT )KHBOT, HUBHOTO HCKYCTBO CO
NporpamMuTe 3a elyKaluja Ha POIAUTENHTE M HUBHHOT
MMITaKT (aKO BOOMIITO MOCTOM). EneH omcexen codTrep
3a aHaJM3a Ha KBAJIUTATUBHYU MOJATOLHM Oele ynoTpedeH
HHM3 TIPOCKTOT: MAaKEJOHCKUTE pPOAUTENH KOpHCTea
ATLAS.ti (17). Tpauckpumrute on HWHTepBjyata Oea
aHANM3UPaHU CO yMoTpeba Ha KBAJIUTATHBHA TEMATCKa
anammsa (18).

Mpumepok

TIpawannux

[pamanuuk mpen exykalujaTa Ha POIUTEIMTE Oere
00e30eneH ox1 cute 70 WICHOBH Ha ceMejcTBaTa KOU IpH-
CyCTBYyBaa Ha 6-Te 00yKH, MpaIlaTHUK TOCIE eayKallu-
jaTa Ha poxutenuTe Oeme obe30emeH o 42 WICHOBH Ha
ceMejcTBara, CTarka Ha oAroBop ox 62 %.

of qualitative data analysis software was used across
the project: Macedonian partners used ATLAS.ti (17).
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 family
members, a response rate of 60%.

Tabena 1. Jleiiaru og yuechuuuite: ipeg u iiocie egykauujaiia Ha poguidenuile.

Table 1. Student’s details: before and after parents education

Cohort Location Total family Pre-PE Post-PE
I'pyna Mecro members trained | questionnaires questionnaires
(n) (n) (n)
Bkynen 0poj Ha IIpamannuk IIpamanuux
YJIeHOBH HA npen nocje
cMejecTBa KOU ce | eAyKaluWjaTa HA | elyKalujaTa Ha
TPEeHHPAHU poauTeanTe poauTeanTe
1. March/October 2016 Skopje 20 20 9
1. Mapt/oxtomBpu 2016 Cxomje
2. February 2017 Skopje 16 16 11
2. ®espyapu 2017 Cxomje
3. June 2017 Veles 10 10 8
3. Jynu 2017 Benec
4. September 2017 Ohrid 11 11 6
4. Cenremspu 2017 Oxpung
5. October 2017 Bitola 8 8 8
5. OxtomBpu 2017 burona
6. February 2018 Debar 5 5 0
6. ©eBpyapu 2018 Jebap
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Hniuepsjya

[MonyctpykTynpann uHTepBjya Oea HampaBeHH co 16
pomutenw/craparendt (23 % on cuTe POAHMHH KOU
NPUCYCTBYBaa Ha ejlyKalujara 3a poautenu). MHTepsjy-
upanute nuna Oea camo u30paHu W Oea W3BICUYCHH O]
cute 6 rpynu Ha ydecHuM Ha oOykute. Ocym Oea on
Cxomje n 8 on npyrute rpajgosu. lllect mHTEpBjyHpaHu
aura 6ea on Mamky 1o u 10 Oea ox KEHCKH IIOI, Ha
Bo3pacT ox 26 mo 69 romwHE (cpemHa BpemHOCT = 24,5
roguau). OcyM TO WMaa HamylITeHO O00pa30BaHHETO
IOCIe 3aBpIIyBale Ha CpeAHO 00pa3oBaHuE, CEeayM
ofieie Ha (akynTeT (eeH Ha MAarkucTepcky) W eJieH uMa
07ieHO BO BoeHO yumimite. OcyM oJ HCTIMTaHHIUTE Oea
Co IuaTeHo BpaboTyBame, meT (cuTe KeHW) Oea Ha
IUTaTeHO BpaOOTyBame, JBajlia MpUMaa TeH3Mja U efieH
Oemie crynent. Cute aeMorpadcku MOIATOM 32 MCIIH-
TaguLUTe ce 00e30eneHu Bo Tabena 2.

Interviews

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.

Tabena 2. Jlemozpaccku tiogaimiouu Kou ce 0gHecy8aaill Ha UCTUTTAHUUUTTE

Table 2. Demographic data for the examiners

Cohort | City Relationship  to | Age Education level Employment status
I'pyna | I'pag child Bospact | Crenen Ha o0pa3oBaHme Craryc Ha
Bpcka co nerero BpaboTyBame
1 Skopje/Cromje | Father/Tatko 45 Military School/Boero Pensioner/Tlexsnonep
1 Skopje/Cxomje | Mother/Majka 43 Secondary/Cpemno No/He
1 Skopje/Cromje | Mother/Majka 39 Secondary/Cpento No/He
1 Skopje/Cxomje | Mother/Majka 41 Post-Graduate/Maructepcku | Yes/la
2 Skopje/Ckomje | Mother/Majka 39 Secondary/Cpento No/He
2 Skopje/Cxomje | Mother/Majka 36 University/®aynret Yes/]la
2 Skopje/Ckomje | Mother/Majka 43 Secondary/Cpento Yes/la
2 Skopje/Ckomje | Father/Tatko 47 Secondary/Cpento Yes/[la
3 Veles/Benec Father/Tatko 42 University/®akyirer Yes/]la
3 Veles/Benec Mother/Majka 32 University/®axymrer No/He
3 Veles/Benec Mother/Majka 45 Secondary/Cpenro Yes//la
4 Ohrid/Oxpun Mother/Majka 46 Secondary/Cpenro No/He
5 Bitola/burona Grandfather/Jlemo | 69 University/®axyarer Pensioner/Tlen3uonep
5 Bitola/burona Brother/bpar 26 University/®axymrer Student/Crynent
5 Bitola/burona Mother/Majka 46 Secondary/Cpento Yes/[la
6 Debar/[le6ap Father/Tarko 42 University/®akynrer Yes//la
Pesynmamu u duckycuja Results and discussion

Hckyciiea na poguitienuitie 3a scugeerve co ACH
CarerQoL cob6panuitie itogaiiouu iipeg yuecitisoiio Ha
obykailia 3a egykauuja Ha poguiienuiie 60 OgHOC Ha
iepueituyjaitia Ha cuiie 70 poguiienu/Hezysaitieny 60
OgHOC HA He2YBarwewio U HUHUile UCKyciied 3d
acugeerveirio co ACH (sugu Tabena 3). Yuecnuuuine na
UHTIEPSJYIO UCTO WaKa Oea UpauiaHu 3d HUBHOWIO
uckyciugo 3a xcuseerve co ACH.

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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Tabena 3. Ilepuetiyuja na pecliongenitiuilie 60 0gHOC HA HUSHATIA cuiliyauuja kaxo nezysaiienu (N=70)
Table 3. The respondent’s percepcions regarding their situation as caregivers

No Some a lot of Did not
He HEKOJIKY | MHOry answer ue
0IroBOpH
n n n n
I have 0 20 48 | fulfilment carrying out my care tasks. 2 (2.9 %)
Nmam (0%) | (28.6%) | (68.6%) | UcnonHyBame Ha MOMTE HET'yBATENICKH 3aa4H
| have 12 33 23 | relational problems with my child. ITpo6aemu co 2 (2.9 %)
Nmam (17.1%) | (47.1%) | (32.9%) | Bpckara co MOETO J€TE
I have | 14 (20%) 32 22 | difficulties regarding my own mental health. 2 (2.9 %)
Nvam (45.7%) | (31.4%) | TemkOTHH BO OJHOC HA MOETO MEHTAITHO 3paBje
I have 23 23 20 | problems combining my care tasks with my other 4 (5.7 %)
Nmam (32.9%) | (32.9%) | (28.6%) | daily activities. IIpo6iemn Bo KOMOHWHHpame Ha
MOHUTE HETYBATCJICKM 3aJa4d CO JAPYIrUTC OHEBHU
AKTHUBHOCTH
| have 22 22 15 | financial problems because of my care tasks. 1 (1.4 %)
Nmam (31.4%) | (31.4%) | (21.4%) | dunaHCHCKH pobemMn mopagd  MOWTE
HETYBATCJICKH 3a1a4U
| have 7 20 39 | support with carrying out my care tasks, when | 4 (5.7 %)
Nmam (10%) | (28.6%) | (55.7%) | need it. Tlommpmika BO CIpPOBEOYBarmbETO Ha
HETYBATEJICKUTE 33/1a4M KOja MU € MOoTpeOHa
I have 22 27 19 | problems with my own physical health. TIpo6iemu 2 (2.9 %)
Nmam (31.4%) | (38.6%) | (27.1%) | co moeTo hu3HMUKO 371paBje

Brujanueitio/HUmiaxitiom na ACH

Cute pecrmoHaeHTH Kou ro Kommuerupaa CarerQoL
Kaaa Jeka THe HaoraaT HCIOJNHYBame BO TpUKaTa 3a
uuBHOTO nete co ACH. Cemak, 80 % wuaeHTH(UKYBaa
JeKa UCKycuie IpoOIeMH BO BPCKaTa co AETETO Koe UMa
ACH u Bo uHTEpBjyaTa IOINOJHHTEIHO IO pacBeTIHja
CTETICHOT JI0 KOj ceMejcTBata ce ad)eKTHpaHH! O TIPHUCY-
crBoto Ha ACH. Popmurenute, Opaka/cecTpu W nenos-
11/6abu UCTO Taka ykakaa Ha TEHIKOTHUTE BO MHOTY
00MacTH 0] CEeMEJHUOT XUBOT U YYBCTBOTO Ha MCLpIIE-
HOCT ¥ M30J1aIlHja.

LHHcionnysareitio na epemeitio e tewxo. Heko-
Zaw Hemam ugeja wimio ga upasam. Ilonexocaut
CyM YMOpHA U 60 (paza Ha xubeprauuja. 3a dcax,
HeMam Ha K020 ga My ce jasam 3a uoggpuixa, ce e
ociuasero Ha mere. * (Majka ox Ckorje).

,Ollikako beuie pogena HAWANA 6HYKA HAWUOW
arcugoil ce upomenu. Poguitenuitie 2u gonecysa-
aul ogayKuile, HO He e JeCHO HUULY 34 geqosuu-
ie/6abuiue.  (neno on Hpuien).

Impact of ASD

All respondents completing the CarerQoL reported that
they found fulfilment in caring for the child with ASD.
Nonetheless, 80% identified that they experienced
relational problems with the child with ASD; and the
interviews shed further light on the extent to which
family life was significantly affected by the presence
of ASD. Parents, siblings and grandparents alike
reported 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 hibernation. Unfortunately, | have no

one to call for support, it is all down to me.’

(Mother — Skopje).

“Since our granddaughter was born our life has
changed. Parents make the decisions, but it is not
easy for grandparents either.” (Grandfather —
Prilep).
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3gpasciugenu u QuHancucku upodremu

Han 75 % on pecrioHieHTHTE yKakajie Ha TEIKOTUH BO
OJIHOC Ha HUBHOTO TICHXHYKO 37paBje u 60 % wuckycuie
npo0JeMu O HUBHOTO (DM3HUUKO 37IpaBje; OBUE CE BUCOKH
HPOLEHTH, HO C€ MOAAPKAHH O MPETXOAHU UCTPAXY-
Bama KOU YKaxKyBaaT Jieka poxutenurte Ha jea co ACH
HajBEpOjaTHO Ke UCKYCaT CEPHO3EH TICHXOJIOMIKH CTPEC U
cna0 30paBCTBEH KBAIUTET HA JKMBOT OTKOJKY OHHE
pomutem Ha gena Oe3 monpederoct (19, 20). Hag 50 %
OJ1 PECTIOH/ICHTHTE yKaxaje Ha QUHAHCHUCKHUTE POOIEeMH
NOopaJii HUBHUTE HETYBATENICKH OArOBOPHOCTU. MieHTH-
¢uxyBaHo e neka xuBeemero co ACH moxe na Ouue
moBp3aHo co QunaHcucku npodaemu (21, 22). IoceOru
mpobneMr ce HUCKHTE TPUXOOH Kaj OBHE CEMEjCcTBa
(mopagu motpebaTa Of TpyXkame Hera BO MOrOJEMUOT
Opoj cimy4au) M, UCTO Taka, TPOILIOLUTE IOBP3aHU CO
MEUIIMHCKUTE HITH TEPANIeBTCKUTE HHTEPBEHIIUH.

»MHOZy e ckaiio ga ce uma geitie co ayimusam.
Hue iinakame 3a iwupeiuman na tiocebrno obpaso-
.

saHue bugejku Hemame cileyujarusupanu yciyau. *
(tatko ox ['octuBap).

Tloggpuwixa

[Toronemuot 6poj (peuncu 60 %) ykaxaa jeka NpUMHIE
noBeke maTu HedopmamHa nmopapmka. OBa € TMO3UTHBHO
CIIOpel0eHO CO MCTpaXyBamara BO 3amagHa EBpora,
KaJie ToIpIIKaTa € yTBp/eHa Kako orpanudena (23). Bo
pPaMKHUTE Ha WMHTEpBjyaTa, 3HAUEHETO Ha IOIIMPOKOTO
CEMEjCTBO — U JIEIOBIUTE/0a0NTe 0COOCHO — BO IABAKETO
Ha TOAApIIKa Oerre HIeHTH(HHUKYBAHO.

YAypu u 3a tlasaperse 80 cyilepmapkeiuuiie, jac
umam foipeba og HeKoj ga 2o 4ysa MOjoill CuH 3a
iioa epeme. Ilokpaj mouitie wamixo u majka He
goousam iomoul og gpyau Juud ... gypu u iuue He
ce cnaozaaiti najgobpo. * (Majka o Cxorje).

Bo crnopenba, kako ¥ BO JPyruTe MECTa BO PETHOHOT
(24), npodecronanHaTa NOAJpPIIKA CE CMETa KaKo Hea-
JEKBaTHA ¥ TIOKPaj MOJIPIIKATA IUTO THE ja T00MBaar,
Hag 65 % on pecrmoHOEHTHTE yKakaa IeKa HAM UM €
TEIIKO J]a TM KOMOMHMpPAAT HUBHUTE HETYBATENICKH 3a/(a-
YU CO HUBHUTE JIPYry OOBPCKH.

wLLitio e cuciemoiu 3a tioggpuika? Hue 20 Hema-
Me goouiwinio. Hue cme ociuasenu camuiiie na ce-
oe. “ (Majka oxt Bexec).

Health and financial issues

Over 75% of respondents reported 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 reported 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 very expensive to have a child with autism.
We pay for special educational treatment,

because we 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 support has been
identified as more limited (23). Within the interviews,
the importance of the wider family — and grandparents
in particular — in providing support was identified.

“Even to shop at the supermarket, I need
someone to keep my son for that time. Apart from
my mother and father 1 have no help from
anyone...And even they do not manage the best.”
(Mother — Skopje).

By contrast, as elsewhere in the region (24),
professional support was seen as inadequate; and
despite the support 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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Ciauema u uzonauuja

CemejcTBaTa HH3 Liena ipkaBa 300pyBaa 3a JMCKPHUMUHA-
[IMOHHTE OJIHECYBAA M CTUTMATA, BO OJJHOC CO MPETXO]I-
HUTE UCTPaxyBama Bo jyrouctouHa Espona (7). [leuara
co ACH ce m3onupany BO HUBHUTE YUIUTUIITA U JIOKATHH
3a€/IHULM U UCKYCYBaaT 3a/IeBatbe U OYIIHHT.

»10j caka ga ce couujarusupa co geuaiia 60
HE20B0WI0 yHunuuilie, Ho iue 20 Haepegysaaii.
Toj cu goaza goma u euxa, jac ne cakam fioseke
ga ogam Ha ywumiwide, geuaiia ce aouiu!”
(majka ox Oxpun).

»Mojoi 6paiu He modice ga cu Hajge Upujaieny.
Ako 2o 3emam co mene u co Mouilie Upujaieny,
woa e eguHCIIBEHOWO UPUjauleacii6o Wilo 2o
uma. * (opat ox burtona).

Edykayuja Ha podumenume

Tozuiiusno énujanue

YetnpueceT W JBajlia WICHOBH HA CEMEjCTBA KOU IO
3aBpIlIja MPAIIATHUKOT Mocie o0ykarta Oea eKCTpeMHO
TIO3UTHBHHU BO OJHOC HA CHTE acTeKTH Of porpamara Ha
oOyxkata (Bunu Tabena 4). [Toparouure kou 6ea codpanu
yKa)kaa Jieka Ha POAUTEIIUTE UM € O] KOPHCT MPUCYCTBO-
To Ha oOykarta. [locme mpucyctBoTO, Ham 80 % on
POJUTENNTE CMETajNe Jeka THEe MOXKAT e(eKTHBHO Ja
KOMYHUIIMpAaT CO HHUBHUTE Jela, Ja OJroBOparT Ha
MOTpeOUTe Ha TONMIMPOKOTO CEMEjCTBO M Ja TH MEHa-
JMpaaT CHTyaluuTe MoedHKacHO 3a Jia CIpeyar MojaBy-
Bamke Ha MPOOJIEMH U JIeKa cera momodpo ro pasbupaat
ayTH3MOT.

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 wants to socialise with the children in his
school, but they insult him...He comes home and
shouts, 1 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.

Tabena 4. Yuecnuuuiiie ce coZnacuja co cregnuiiie uzjasu 3a upucyctugoiio na ESIPP o6yxuitie (n=42)
Table 4. The participants agreed about the following statements regarding the presence on the ESIPP trainings

Domain/O6.aacr

No/He %

I can communicate effectively with my child
MoxaM e(puKacHO 1a KOMYHHIIUPAM CO MOETO JIETe

36 86

J€Te

I can respond to broader family’s comments and concerns about my child 36 86
MoskaM Jia 0IroBOpaM Ha KOMEHTAPHUTE U IPUXKHUTE Ha TIOLIMPOKOTO CEMEjCTBO 33 MOETO

I can manage situations so that problems are often prevented
Moskam Ja ylpaByBaM CO CUTyallUUTE, M1a HpO6J‘IeMI/ITe CC MPEBCHUPAHN

35 83

| feel that I have a good understanding of autism

34 81

Hmam 4yBcTBO JIcka ©MaM 10J00po pa3bupame 3a ayTH3MOT

I can predict when my child’s behaviour will become difficult
Moskam Jia peaBHAaM KOTa 0JHECYBAEbETO HA MOETO JIeTe Ke CTaHe TEIIKO

34

81
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WK 1a KOMyHHIUPA e(heKTUBHO

I can handle family/siblings stress 33 79
MosaM Jia ce coo4aM co CTPECOT BO CEMEjCTBOTO
I can help my child to express his/her needs/or to communicate effectively 32 76

MosaM J1a My OMOTHAM Ha MOETO JIeTE 3a JIa ' U3Pa3H HETOBHUTE/HEj3HHUTE MOTPpeOH

Beneguitu

Pecrionnentute Oea npamann na TM HAeHTH(UKyBaaT
rJaBHATE OCHE(UTH OJ NPHCYCTBOTO Ha OOyKHTE 3a
enykaiuja Ha pomurenute (Bumu Tabema 5). Illeecer
npoueHtr (60 %) o WMCIMTaHMUIMTE CMETaaT JieKka ce
Ba)XHU WIEHTU(HKalMjaTa Ha epEeKTHBHHUTE CTPaTErvu
KOM CE COOJBETHH 3a ayTH3MOT M HUBHUTE MPUCTAIIH.
OBa Oemle [IOMONHUTENHO MNOIAPKAHO O KBAJIHTa-
THUBHHUTE MOJATOLH.

»Kako poguiuen, umam tiotupeba og UpaxiiuuHu
peluenuja 3a ga My OMOZHAM Ha Moeilio geile.
(majka ox Ckorje).

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 important by
60% of respondents. This was further supported by the
qualitative interview data.

“As a parent, | need more practical tools to help
my child.” (Mother — Skopje).

Tabena 5. I'nasnu beneqpuitiv og ipucyciusoiio na ESIPP dpozpamuitie 3a egykauuja na poguitieruitie (n=42)
Table 5. Main benefits from the presence at the ESIPP programmes for parents’ education

Area of benefit No %

Ooaacr Ha OeHedur He
Practical strategies to use with my child 25 60
[pakTH4nu cTpaTernu KOU ' KOPHCTaM CO MOETO JIETe
Ideas to keep my child happy 29 55
Wneja 3a 1a ro HanpaBaM CPEKHO MOETO JIETe
Increased knowledge about ASD 19 45
3roneMeno 3Haeme 32 ACH
Social opportunities for my child 15 36
COIIPIjaJTHPI MOJXHOCTH 32 MOCTO JETEC
Developing a support network through meeting other parents 7 17
PazBuBame Mpexxa Ha MOJPIIKA CO CPEAOUTE CO APYTU POLUTENN

Pomuremmre ro nenar npoekror ESIPP 3a enykanmja Ha
POIMTENNTE M MOCTOEIIE kKeT0a 32 [a ce HamnpaBh BaKBa-
Ta elyKalija JOCTalHa 3a MOIIMPOKAUTE MACH Ha OJPXK-
JIMBA OCHOBA.

,»Bo oeaa gpocasa mopa ga naiipagume Zonemu
ipomenu 3a poguinenuie. Cucitiemoiti ipeda
6egHawl ga 2u ucupawiu poguiienuiie Ha 3agon-
ocutienty tupenunsu xaxo wito e ESIPP iupe-
HUHZOMW, 3d ¢a 8Ugail cé Wilo Hue eugoeme 3d
speme Ha iupenunsuite. “ (Majka og Cromje)

Kako u na e, HemocTHroT Ha IpoecHOHATHA eKCIIePTH3a
JI0BeZie HEKOH POJIUTENH Jia ce 3alpallaar 3a BPeAHOCTa

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 country, we need to make very big
changes for parents...The system should
immediately send parents to obligatory training
such as the ESIPP training, to see everything we
saw when we were on iz.” (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 CTaBamE€ BO MpaKca OHa IITO IO Hay4Wja 3a BpeMe Ha
ESIPP tpenunzure.

,»Kako jac ke 20 uminemeniuupam cogeitioti witio
MU beule gagen axko camuitie UpogecuoHanyy He
2u  umiliemeniuupaaii uciuuiue?“ (TaTKO 0f
Ckortje).

[IpeTXoAHNTE HCTPaXyBama HACHTUDHUKYBaNe JeKa
y4ecTBaTa Ha TPEHMH3UTE 32 elyKalluja Ha POJUTEINTE
ce OJ MOMONI BO HaMalyBame Ha YYBCTBOTO Ha H30-
Nanyja U pa3BHBAIGETO Ha Mpexka 3a momapiika (25, 26).
Kako u za e, oBa He Gemie IpHOPUTET HA MAaKEJOHCKUTE
ACTTUTAHUIH, o1 Kou 17 % (n=17) ykaxaa qeKa TpeHHH-
sute ce o1 Oeneput. Bo Hekou ciyyan, oBa MOXe Jia €
Taka OusejKu pOAMTENNTE BeKe ce Mo3HaBaaT Mery cede,
0CcOOCHO aKo HUBHHTE fielia 01aT BO MCTO yumnmuinTe. Kaj
JIPyTUTE, OBa MOXE Ja OWjie JOMOJHUTENCH MPUMEp Ha
CTHTMaTH3alHja ¥ U30Jallja KOjallTo € JeN O KHBOTOT
Ha OBHE CEME]jCTBA.

»(Ipucyciisottio Ha egykauujaiia 3a poguitienu)
He MU UOMOCHA ga Cliaiam 60 KOHIMAKWi cO
gpyau poguilienu Gugejku nyzeitio ce KOH3epea-
iuuenu u ce cpamaui. He yciieas ga coszgagam
UCKDEHO UPUjatienciieo co gpyauilie uako ce
ilo3Hasame, Ougejru dscuseeme 80 uci 2pag. "
(TaTtko ox Benec).

320nemena cpexa xaj poguitienuitie u Hamanenu upoodremu
60 8pcKaia

beme ynorpeden CarerQoL 3a cobupame Ha moaTorm
Tpesl ¥ Tocie TPEHUHTOT. J{OTIOTHUTENHO O] IOMEHHTE
32 KBWIMTET HA JKMBOT NpUKaxaHu Bo Tabema 3,
UCIUTaHUIUTE Oea TpalaHd 1a ro HACHTU(HKYyBaaT
HUBHHOT CEBKYIICH CTENeH Ha cpeka, Ha ckama o 0
(uenocno mecperen) no 10 (uenocno cperen) (BUIM
Tabena 6).

“How will | apply the advice | 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 support 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, particularly if their children attend the same
school. In others however, this may be a further
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. | 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) t0o10 (completely happy)
(see Table 6).

Tabena 6. CarerQoL Og2osopu iipeg u tiocie wwpenunzoii ha poguitienu (N=42)
Table 6. CarerQoL responses before and after the parents training

Domain Before parent After parent p-value
Odaact education education p-

Ipen Mocae BPEIHOCT

elyKanujaTa Ha | eqykKanujaTa

poauTesinTe Ha POAUTEJIHUTE
Fulfilment/Hcronseroct 2.6 2.6 218
Relational ~ problems/IIpo6aemu  Bo 2.1 19 .028
BpCKaTa
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Mental  health  problems/ITcuxnuku 2.1 1.8 .055
npobiemMu

Problems ~ combining my  care 1.8 1.9 702
tasks/ITpobiteMu €O HCTIONHYBafbe Ha

3a1a4MUTE 3a HETra

Financial problems/®unancucku 2.0 2.0 195
npobieMu

Support/Tlonapruka 2.3 2.2 .653
Physical health/®un3uuko 3xpasje 19 1.8 235
Happiness/Pagoct 5.7 7.0 .000

AHammute Ha OATOBOPHTE JafeHH NpeA ¥ TOCie
TPEHUHIOT, CO KOPHUCTEHE Ha TECTOT BHIKOKCOH 3a
MOTIHIIAH PaHT, WICHTU(HUKYBA CTATHCTHYKHM 3HAYyajHa
pasimKa BO OfHOC Ha cpekara Ha poxutenute (p=0.000,
CO CpemHa BpemHOCT 3roieMeHa on 5.5 Ha 7.0) u
npobiremu Bo Bpckara (p=0.028 co HamamyBame Ha
pesyntatot oxf 2.1 Ha 1.9). OBa ykaxyBa 1eKa oBa MOXKeE
Ja € pe3ynTarT Ha Iporpamara 3a eaykaluja Ha
POAUTENNTE CO IITO ce Mo00pyBa cakameTo U cBecTa
Kaj pOJMTENNTE U MMa JiaBa MPHCTAIA 10 CTPATETHH KOU
MOXAaT Jia HalpaBaT MO3MTHBHA pPa3iKa BO HUBHUTE
KUBOTH.

3akny4yHu KoMeHmapu

ESIPP npoekrot Gemnre HamMeHeT 3a pa3Boj, JOCTABYBAbE
U TpOLIeHKa Ha ejykalujata Ha poaurtenute. Exyka-
IMjaTa 3aCHOBaHa Ha JIoKa3u MM Oeme 00e30eneHa Ha 70
MaKeJJOHCKH CEMEjCTBA U CE MOKaXa JIeKa MMa IIO3UTHBHO
BIIMjaHHe BpP3 pa3OMpameTo Ha POIUTENHTE, HUBHHUTE
BEIITMHM M HUBHAata pajgocT. Kako m na e, MHOTY
CeMejCTBa BO 3eMjaTa C¢ YIITe HE MOXAT Jia IpHCcTanar
J0 OBHME TPECHHH3M M € jaCHO JieKa ceMejcTBaTa KOM
xuseat co ACH ocraHyBaaT moj romem cTpec U IpH-
ticok. VMa motpeba o7 KOHTHHYHMpaHa eyKamuja Ha
POAMTENNTE HU3 JpkaBaTa M IOAOOpYBame Ha TPEHHH-
3uTe 3a npodecnoHaNIUTEe KoM padorar co aena co ACH
U HHMBHHTE CEMEjCTBA, KAaKO M 33 Pa3BHUBAmE MOLIMPOKU
YCIYTU 3a TOJUIPIIKA KOM Ke TH afpecupaar HoTpeOuTe
Ha oBaa momynanwja. [loTpeOHa € WaHA aKTUBHOCT 3a
TapaHTHPArbe Ha TIO3UTHBHH KPAjHH PE3YNTATH.

PuHaHcupare

Ogaa pabota e mogapxana ox Epasmyc + nporpamara Ha
Esporickara xomucuja (6poj ma tpamt 2015-1-UKO01-
KA204-013397). OBaa mompiuka He 3HAYM MOAAPIIKA
Ha COAPKMHATA KOja € 0/Ipa3 Ha TOTJICUTE Ha aBTOPHUTE

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 1.9). It is suggested that this
may result from the PE programme both improving
parental understanding and awareness and giving them
access to strategies that could make a positive
difference in their lives.

Concluding comments

The ESIPP 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. Further activity is required to ensure more
positive outcomes.
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u KOMI/ICI/IjaTa HE MOXC J1a 6I/IZ[€ 3CMCHA 3a OATOBOpPHA 3a

KakBa 1 Jia ¢ IOHATAMOIITHA YIoTpeda Ha HHAOPMAIIHTE.
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