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Pesume

Bosen

AytuctiHiHHOT criekTap Ha HapyuryBama (ACH) ce cmera
Jeka ¥Ma TOJeMO BIHMjaHHE Bp3 CEMEJHHOT IKHUBOT.
Enynupamero Ha pomutenure ko uMaar jeua co ACH
3a HHBHATA COCTOj0a € OJ KOPHUCT ¥ 3a POJUTENINTE U 32
nenara. Kako u na e, TakBute NporpaMu ce HeJlOCTalHH
BO jyroucrouyna EBpona.

Henu

3a na obpHe BHuMaHue Ha oBa, ESIPP mpoexror Geme
BOCTIOCTABEH 3a J]a CE Pa3BHE M J]a CE OBO3MOXH efy-
Kalija Ha POIMTENINTE 32 XPBATCKUTE, KHUIAPCKUTE U
MAaKEIOHCKHTE CEMejCTBa, HA HauymH wWTO Oea wcTpe-
Hupany 335 uneHoBu Ha cemejcTBa. bea pasBuenu obyku
3a e/lyKalija Ha pOJMTENUTE U CO3/1aBabe HAa MaTepHjau
KOM C€ Pa3IMYHH BO OJHOC HA JIOKAJIHHOT KOHTEKCT, KaKo
1 TIPETNOpaKy 3a €BPONCKUTE KPEeaTopu Ha MOJNMTUKATA.
OBOj Tpyn THM Tpe3eHTHpa PE3yNTaTHTE Off HCTPaxy-
BABETO KOE ce OfiHecyBa Ha 70 4IeHOBH HA MaKeIOHCKH
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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FROM PRACTICE TO PRACTICE

Meropnounoruja

ITpoexrort Gerue nporeHeT co ynorpeba Ha METO/OJIOTH]a
Ha TIOBEKE METOAM M NPOTpaMH 3a TpOLIEHKAa BO KOH
cemejcTBaTa 6ea aHKETHPAHH BO OJHOC HA HHBHHTE HCKY-
CTBA 32 CEMEjHMOT XKMBOT M BIIMjaHHETO HA eJyKalujata
Ha popurenute. [Ipamanuuuy npex enykaumjata (n=70)
¥ nocne enykauujata (n=42) 6ea nononseru u 6ea cnpo-
BEJICHH NOJTYCTPYKTYHpPaHH HHTepBjya (n=16).

Pesynratn

Kityunure pesynrati Kou ce MOBp3aHH CO BIIHjaHHETO HA
ACH Bp3 KBaNMTETOT HA XKHBOT, CEMEjHUTE UCKYCTBA 3a
CTUrMaTH3aluja | H30MalKja, HeCOOBETHATA IPO(echo-
HaJIHA TOJPIIKA ¥ 3HAYEHETO Ha CeMejHaTa MOJIpLIKa.
Bea upentuduxyBanu GeneduTHTe O eAykauujaTa Ha
POJMTENINTE W HEj3MHHUTE TIO3UTHBHU BIHjaHHja BP3 cpe-
kaTa Ha poaMTeNnTe U NpofNeMHUTe BO BPCKATa, KAaKo U
-moTpebaTa 3a KOHTHHYHpaHa eyKaljija Ha POUTENTE 1
npodecuonamure 3a ACH.

Knyunu 360posu: egyxawuja na poguiienuitie, ayiauciiu-
YeH clleKiiap Ha Hapyutyéarba, cemeeH Jicugoll, iog-

gpuika.

Bosed

Ha ce acugee co ayitiuzam

ITpucycTBOTO Ha ayTHCTMYHHOT CTIEKTap Ha HapyLIyBamba
ACH Bo cemejctBoTO € roneM (akTop Koj Bimjae Bp3
(yHKLMOHANHOCTA HA CEMEjCTBOTO M Herosata 106po-
cocrojoa (1, 2). TunuuHHTE KapaKTEpPHCTHKH HA OBaa
cocT0j0a — TEIKOTHH U PA3NHKU BO COLHjaHATA KOMY-
HHKAI1ja ¥ MHTEpaKL{ja, OrPAHHYEHH U MOBTOPYBAYKH
MHTEPECH, CEH30pHA CEH3MTHBHOCT — MOXKE 3HAYajHO Ja
BJIMjaaT Bp3 CHTE aCTEKTH HA CEMEjHHOT JKUBOT, OTPaHH-
YyBalWe HA COLMjaJHATAa HHKIy3Hja, JOCTHTHYBama U
TMOCTHTHYBaba 3a JPYrMTe 4IEHOBH BO CEMEjCTBOTO
(3-95).

Egykayuja na poguitienuitie 3a ayitiusmoini: ESIPP
iipoexitioi

Enykauujata Ha pofuTend e Kiy4yHa HHTEpBEHIja Kaj
ACH. Moxe na noseze 10 HamManyBame Ha HUBOTO HA
aHKCHO3HOCT M CTpec, 3rojeMeHo pazbupame 3a ACH,
e(MKaCHOCT Ha POAHMTENHTE W KBAIMTETOT HA JKUBOT H
no100pyBama BO CIIPaByBamETO, HHTEPAKIHjaTa POIUTEN
— jiete M koMmyHuKanujata (6). Kako u na e, BakBara
eflykalMja € OrpaHHYeHa WIH HENocToeyka HH3 jyro-
ucroyna Espoma (7 - 9). 3a jma ce ajpecupa oBaa
cutyauyja, Gelre CrpoBeleH TPUTOMMIIEH MPOEKT (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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temBpu 2015 - asrycr 2018) — dunancupan on Espon-
cKaTa KOMHCHja M TIPENBOJAEH O YHHBEP3UTETOT BO
HoprxamnTon — 3a na ce obe3benu enykauyja Ha poau-
TENUTE BO XPBATCKHTE, KUMAPCKHTE W MAKEHOHCKHTE
ceMejCTBa.

Ilpoexror ,,EnHaksa M couujanHa MHKIy3Hja HU3 TMO3H-
tuHO poputenctso” (ESIPP) — Bkmyuysame poputenu
on uena Espona, BiiydyBajim ro u MakejoHCKOTO
HayyHO 3/1pyxeHue 3a ayruzam (MH3A). KonabopartiHa
MeToJI0N0rHja 3acHoBaHa Ha akuuja (10) Gewe kopucTeHa
3a Jla ce pasBUe, UCIIONHK M MpoLeHH npoekToT. [pese-
MEHHTE AaKTHBHOCTH BKJyuyBaa HIEHTH(UKauMja Ha
obykaTa, COApXKMHAa Ha TPEHHHTOT H MpPOLECOT Ha
HCTIOpayyBambe, Pa3Boj Ha MaTepHjaliuTe 3a TPEHHHT H
TPEHHHI THMOBM BO TpUTE [p)KaBH, ofpendu 3a
eflyKaluja Ha POJIUTENINTE BO CEMEjCTBATA M Pa3BOjOT Ha
TNOJIUTUYKM TIPENopaky 3a KpeaTopuTe Ha MOJIMTHKATA
(11). OBoj Tpyx ce oHeCyBa Ha pe3yJTaTuTe J0OHEHH Off
MAaKeJIOHCKHTE POJUTENH.

Memodonozuja

IIpocneneHo of NPBHYHOTO aHKETUpAme 3a WACHTH(HU-
KyBal€ Ha TNpHoOpuTeTHTE Ha cemejcrata (12), pomu-
temute of MH3A paGortea 3aegHO €O Konerute Of
Xpsarcka, Kunmap u O6enuneroro Kpancrso 3a cozna-
Bake Ha TPEHMHT Matepujanute. JIOMONHUTENHO, TeT
MaKe[IOHCKH TpeHepr Oea HCTpeHHMpaHu 3a Ja ja
nperctaBaT nporpamara. Lllect rpynu Ha MaKeZOHCKHTE
poautenu/cTapatend Oea TpeHHpaHH 3a BpeMe Ha
npoektoT (n=70) Ha MeT pa3NHyHH JIOKALMH BO JpiKa-
Bara: Cxomje, Benec, Oxpupn, butona u Ie6ap. IIpoues-
kata Oewie HampaBeHa co ynorpeba Ha KOMOMHHpaH
TPOLIEC U Pe3yNITaT Ol MeTooNorHjaTa 3a npoueHka (13)
npeKy Au3ajH Ha TnoBeke (ha3sHU Pa3NMMYHA METOAM KOHU
BKJIy4yBaaT M KBAHTHTATHBHU M KBAJIMTATHBHH H3BOPH
Ha TIO/IaTOLY U METO/M 3a aHanu3upame (14).

Cobuparve Ha flogaitioyuitie u HUGHO AHANUZUPATbE
Ipawannuuu

Bea co3nanenu cTpykTyupaHH npallagHALE 32 coOupame
TI0JIaTOL OJf POAMTENUTE TPEA H Tocie NPHCYCTBOTO Ha
cecHMTe 3a efykaiuja Ha poautenute. OBue mNpaiuai-
HUIM coppkea Ckana 3a KBaJMTETOT Ha XHMBOT (the
CarerQoL) onobpena 3a ynotpeba kaj cemejcTBaTa KOH
xuseat co ACH (15). ITonarouu 6ea cobpanu Bo ofHOC
Ha CEMEJHHOT KBAJMTET HA JKMBOT, pa3bHpameTo Ha
ponutenute 3a ACH, ouekyBama of mporpamara 3a
ellyKallija Ha POIMTENUTE H MMIAKTOT Off TPHCYCTBOTO

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
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Ha ucrata. KBanturatuBHHTE mojgarond Oea aHamM3u-
panu co ynorpeba Ha cofrepor UbM CIICC.

Hniuepgjya

IMonmycrpykrynpann unTepBjya (16) G6ea cmpoBeneHu co
YJIEHOBH HA CEMEjCTBaTa BO CeKOja Of TPyNHTE, TPH
Mecely Tociae OAPXKAHMOT TPEHHWHT, BO OIHOC Ha
pazbupameto Ha poputenute 3a ACH, HUBHUTE HCKYyCTBa
co ACH BO CEKOjAHEBHHOT XHMBOT, HHBHOTO HCKYCTBO CO
NporpaMuTe 3a elyKaluja Ha POIMTENUTE M HHBHHOT
uMIakT (ako Boonuito nocrou). Exen oncexen codsep
3a aHaJIM3a Ha KBAIMTATHBHY NofaTolLy Oewe ynorpebeH
HU3 TPOEKTOT: MaKEIOHCKHTE pOJMTENH KOpHCTea

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

ATLASA (17). Tpaucxpanmare o mimensjysta 6oa questionnaires were collected from 42 family

aHaJIM3MpPaHH CO ymoTpeba Ha KBaJWTATHBHA TeMAaTCKa members, a response rate of 60%.

ananu3a (18).

Mpumepox

IIpawannux

[IpamwanHuk Tpep egykaumjata Ha poputenure Oerue

obe36eneH oxf cute 70 WICHOBH Ha ceMejcTBaTa KOM TpH-

CycTBYBaa Ha 6-Te 0OyKH, MpallanHUK TOCNIE eRyKalu-

jata Ha pomurenute 6ewe obe3deneH of 42 UIEHOBH HA

ceMejcTBaTa, CTanka Ha ofroop of 62 %.

Tabena 1. [leiianu og yuecnuuuitie: fipeg u ilocie egykauujaiua Ha poguiienuiie.

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

Cohort Location Total family Pre-PE Post-PE
I'pyna Mecto members trained | questionnaires questionnaires
(n) (m) (n)
Bkynen 0poj Ha pamanunk pamanunk
4JIEHOBH Ha npex nocjie
cMejecTBa KOH ce | eAyKaLHjaTa HA | elyKalHjaTa Ha
TPeHHpaHH poaNTeInTe poaMTeIHTEe

1. March/October 2016 Skopje 20 20 9
1. Mapr/oxromspu 2016 Ckomje
2. February 2017 Skopje 16 16 11
2. @espyapu 2017 Ckomje
3. June 2017 Veles 10 10 8
3. Jynn 2017 Benec
4. September 2017 Ohrid 11 11 6
4. Centemspu 2017 Oxpun
5. October 2017 Bitola 8 8 8
5. Oxromspu 2017 Burona
6. February 2018 Debar 5 5 0
6. ®espyapu 2018 Jebap
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Hnuitiepsjya

[omyctpykTypanu uHTepBjya Gea HampaBeHu co 16
ponutenu/ctapatenu (23 % Om cuTe POJHHHH KOM
NpUCYCTBYBaa Ha efykauujata 3a poaurenu). Mutepsjy-
upanute nuua Oea camo u30paHu U Oea M3BIEYEHU 01
cure 6 rpynu Ha ydyecHuu Ha obyxute. Ocym Gea of
Ckomje u 8 on npyrute rpamosu. lllect untepjynpanu
auna 6ea ox Maiiku mon U 10 Gea of KEHCKH 1OJI, Ha
Bo3pact ozt 26 no 69 ropunm (cpenHa BpegHOCT = 24,5
ronuan). OcyM ro uMaa HamymreHo 00pa3oBaHHETO
nocne 3aBplIyBakb€ Ha CpefHO o0pa3oBaHHe, CEAyM
ofene Ha (axynreT (eeH Ha MAaruCTEPCKH) U €[eH UMa
ofieHo BO BoeHo yuunuiute. OcyM off ucnutaHuuute 6ea
co miareHo BpaboTyBame, meT (cuTe eHu) Oea Ha
IIaTeHo BpaboTyBame, NBajua NMpUMaa NeH3uja U eieH
bewre crynent. Cute nemorpad)cki MmojaTouy 3a MCIH-
TaHuLuTe ce 0be3benenu 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. [lemoZpachcku itogaiiouu kou ce ogrecyeaaiil Ha uciuitianuuuiie

Table 2. Demographic data for the examiners

Cohort | City Relationship to | Age Education level Employment status
I'pyna | I'pan child Bospacr | Crenen Ha o0pa3oBaHHe Craryc Ha
Bpcka co gerero BpaGoTyBame
1 Skopje/Cxomje | Father/Tarko 45 Military School/Boeno Pensioner/IIensnonep
1 Skopje/Cxomje | Mother/Majka 43 Secondary/CpenHo No/He
1 Skopje/Cxomje | Mother/Majka 39 Secondary/CpenHo No/He
1 Skopje/Cxomje | Mother/Majka 41 Post-Graduate/Maructepcku | Yes/[a
2 Skopje/Cxomje | Mother/Majka 39 Secondary/CpenHo No/He
2 Skopje/Cxomje | Mother/Majxa 36 University/@aynrer Yes/[la
2 Skopje/Cxomje | Mother/Majka 43 Secondary/CpenHo Yes/[la
2 Skopje/Ckonje | Father/Tatko 47 Secondary/CpenHo Yes/[la
3 Veles/Benec Father/Tarko 42 University/®akynrer Yes/[la
3 Veles/Benec Mother/Majxa 32 University/®akynrer No/He
3 Veles/Benec Mother/Majxa 45 Secondary/Cpento Yes/Jla
4 Ohrid/Oxpun Mother/Majxa 46 Secondary/CpenHo No/He
3 Bitola/butona Grandfather/[leno | 69 University/®akynrer Pensioner/TIen3nonep
5 Bitola/butona Brother/bpar 26 University/®akynter Student/Ctynent
5 Bitola/burona Mother/Majka 46 Secondary/Cpento Yes/Jla
6 Debar/[le6ap Father/Tarko 42 University/®akynter Yes//la
Pesynmamu u duckycuja Results and discussion

Hcxkycitiea na poguitienuitie 3a sicugeerve co ACH

CarerQoL cobpanuitie iiogaitiouu fipeg yyeciligoitio Ha
obykaiia 3a egykauuja Ha poguilienuitie 60 OgHOC Ha
flepueiiuyjaitia Ha cuie 70 poguitienu/mezygaiient 60
0gHOC Ha Hezyearbelio U HUGHUIEe UCKyCiiéa 3a
acuseerveitio co ACH (sugu Tabena 3). YVuechuuuite na
unitiepgjyitio uciio iwaka 6ea UpawlaHu 3a HUGHOWO
uckyciugo 3a dcueeerve 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. llepueiiuuja na peciiongenitiuitie 80 0gHOC HA HUBHAIIA cuyauuja kako vezyeaient (n=70)

Table 3. The respondent’s percepcions regarding their situation as caregivers

No Some a lot of Did not
He HEKOJIKY | MHOry answer He
0/Ir0BOPH
n n n n
I have 0 20 48 | fulfilment carrying out my care tasks. 2(2.9 %)
Hmam (0%) | (28.6%) | (68.6%) | McnonnyBame Ha MOMTE HETYBATEJICKH 3a1auH
I have 12 33 23 | relational problems with my child. ITpobaemu co 2 (2.9 %)
Hwmam (17.1%) | (47.1%) | (32.9%) | Bpckara co MoeTo jeTe
Lhave | 14 (20%) 32 22 | difficulties regarding my own mental health. 229 %)
Hmam (45.7%) | (31.4%) | TewmkoTHH BO OAHOC HA MOETO MEHTAIHO 31paBje
I have 23 23 20 | problems combining my care tasks with my other 4(5.7%)
Hmam (32.9%) | (32.9%) | (28.6%) | daily activities. IIpobnemMu Bo KoMOMHHpame Ha
MOMTE HEryBATENCKH 3a[aydl CO APYTHTC IHEBHH
AKTHBHOCTH
I have 22 22 15 | financial problems because of my care tasks. 1(1.4%)
Wmam (31.4%) | (31.4%) | (21.4%) | ®unancuckn  mpobnemu nopagd  MoHTe
HeryBaTeJICKH 3a1aun
[ have 7 20 39 | support with carrying out my care tasks, when I 4(5.7%)
Mmam (10%) | (28.6%) | (55.7%) | need it. Tlomnpmika BO CIPOBEAYBAaHBETO Ha
HETYBATEJICKHTE 3a71a4H KOja MH € NoTpebHa
I have 22 27 19 | problems with my own physical health. IIpo6nemu 2(29%)
Hmam (31.4%) | (38.6%) | (27.1%) | co MoeTo du3uyKo 31pasje

Bnujanueinio/Hmitaxivioii na ACH

Cure pecnionnentd kou ro kommierupaa CarerQoL
Ka)kaa Jieka THe HaoraaT HCIONHYBAame BO TpHXKATA 32
uuBHoTO znete co ACH. Cenax, 80 % unentudukypaa
IeKa MCKycuie IIpobieMH BO BpCKaTa co IETETO KOoe HMa
ACH m Bo HHTepBjyaTa JONOJHHTENHO IO PacBETIHja
CTEMEHOT JI0 KOj cemejcTBaTa ce ad)eKTUpaH! Of MpHCY-
crBoto Ha ACH. Pomurennre, Opaka/cectpu U HenOB-
11/6abu UCTO Taka yKakaa Ha TELIKOTUMTE BO MHOTY
0651acTH O CeMEjHHOT JKMBOT U HYBCTBOTO Ha HCIpIIe-
HOCT U M3071aLyja.

wWHciionnysarseitio Ha epemeitio e iuewxo. Heko-
2au Hemam ugeja witio ga iipasam. Ilonexozaut
cyM yMopHa u 60 aza Ha xubepHauuja. 3a dican,
HeMaM Ha K020 ga My ce jasam 3a loggpuika, cé e
ociasero na mene. “ (Majka on Crkorje).

,»Olixako beute pogeHa Hawaiua 6HyKa Hauuoill
Jrcueoili ce ipomenu. Poguitienuitie 2u gonecysa-
aii ognyKuiie, HO He e IeCHO HUIY 3a geqosui-
inie/babuiue. “ (neno ox Ipunen).

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, 1 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 punancucku iipobremu

Han 75 % on pecroHzieHTHTe yKakane Ha TELIKOTHH BO
OJIHOC HAa HUBHOTO MCHXMYKO 37ipaBje ¥ 60 % uckycune
1po6JIeMH CO HUBHOTO (DU3MUKO 31paBje; OBHE CE BUCOKH
TNPOLIEHTH, HO ce MOAAPKAHH Of NMPETXOHH MCTPaXKy-
Bamba KOM yKa)KyBaar jieka popurenure Ha ena co ACH
HajBepOjaTHO ke UCKycaT CepHO3€eH TNICHXOJIOLIKH) CTPEC H
cnab 31paBCTBEH KBAIUTET HA JKMBOT OTKOJNKY OHHE
poautenu Ha aeua 6e3 nonpeueHoct (19, 20). Hax 50 %
OJ1 PECTIOH/IEHTHTE yKakasle Ha (JUHAHCHCKHTE NpoOIeMH
Tnopazy HUBHUTE HETYBATENCKU OJrOBOPHOCTH. MneHTH-
¢ukyBaHo e jexa xuBeemero co ACH moxe na 6une
noBp3aHo co (uuaHcucku npobaemu (21, 22). INocebHn
npobJeMH ce HHCKHTE TPHXOAM Kaj OBHE CEMejCTBa
(nopamu motpebara o mpyxame Hera BO MOrOJEMHOT
Opoj cimyyau) M, MCTO TakKa, TPOLIOLMTE MOBP3aHH CO
MEIULIMHCKUTE HIIH TePaneBTCKATE HHTEPBEHIHH.

»MHoZy e ckaiio ga ce uma geitie co ayiuzam.
Hue iinakame 3a ipeiiman na tiocebrno obpaso-
sanue bugejku Hemame ciiewujanuzupanu yeayau. *
(tatko ox I'octuBap).

Hoggpuxa

IToronemuor 6poj (peuncu 60 %) ykaxaa aexa npuMuie
noBeke mati He(opmanHa nojpiuka. OBa € MO3UTHBHO
criopeibeH0 €O HCTpaxyBamara Bo 3amajHa EBpoma,
Kajie TOJIpIIKaTa e yTBp/ieHa kako orpaHuyena (23). Bo
paMKHTe Ha WMHTEpBjyara, 3HAYEHETO Ha TOLIMPOKOTO
CeMejCTBO — U JieloBIUTE/6abuTe 0COOEHO — BO JJaBaBETO
Ha noJyIpiKa Gete HAEHTU(UKYBAHO.

WAypu u 3a ilazaperse 60 cyilepmapkeitiie, jac
umam iioitipeba og Hekoj ga 20 4yea Mojoill cuH 3a
iioa epeme. Ilokpaj mouitie iiaitiko u majka He
gobueam fioMowt og gpy2u nuua ... gypu u idie He
ce cnaozaaili Hajgo6po. * (Majka on Ckorje).

Bo crnopenba, xako U BO ApyruTe MecTa BO PETHOHOT
(24), npodecroHanHaTa MOAApIIKA CE CMETa KaKo Hea-
JIeKBaTHA M TIOKpaj MOJAApIIKAaTa 1ITO THE ja JoOuBaar,
Han 65 % o] pPECTIOHAEHTHTE yKaXaa [ieka HUM MM €
TELIKO Ja T KOMOMHUpAaT HUBHUTE HETyBATENCKU 3ajia-
4i CO HUBHUTE JAPYTH 0OBPCKH.

Witio e cucitiemoin 3a ftoggpuika? Hue 2o Hema-
Me gooinwuitio. Hue cyme ocitiagenu camuitie Ha ce-
be." (majka o Berec).

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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Ciuuzma u uzonauuja

CemejcTBata HU3 1iefa ipokaBa 300pyBaa 3a HCKpHMHHA-
LUOHHUTE OJIHECYBama U CTUrMaTa, BO OJHOC CO MPETX0/-
HHATE MCTpaxKyBama BO jyroucrouna Epona (7). [leuata
co ACH ce u3onmpaHy BoO HUBHUTE YYHIHILTA H JIOKAJTHH
3ae[IHULIM ¥ HCKYCyBaaT 3a/ieBarbe U OYJIHHT.

»10j caka ga ce couujanuzupa co geuaiia 60
He2ogolo yqunuuiiile, Ho e 20 Hagpegysaaiu.
Toj cu goaza goma u euxa, jac ne caxam iiogere
ga ogam Ha yuumauitie, geuaitia ce noutu!*
(majka o Oxpup).

wMojoiui 6paiti e modice ga cu Hajge tipujaiienu.
Axo 2o 3emam co mene u co mouite tipujaivienu,
ioa e eguHciieeHoWlo lpujaiiencitieo wio 20
uma. “ (bpar ox burona).

Edyrayuja Ha podumenume

Ho3uitiusro enujanue

Yerupuecer M 1Bajua YJICHOBM HAa CEMEJCTBA KOH TO
3aBplllija NPALIANTHUKOT Hocne obykata Oea eKCTPEMHO
TNO3UTHBHH BO OZIHOC HA CHTE acTeKTH Of MporpaMaTa Ha
obyxara (Bunu Tabena 4). ITonatorute kou 6ea cobpanu
yKaXcaa Jieka Ha POIUTENUTE UM € OJf KOPHCT NPHCYCTBO-
10 Ha obykara. Ilocne mpucyctBoto, Hay 80 % on
POJUTENIUTE CMeTale fAeKa THE MOXaT e(eKTHBHO Ha
KOMYHHUIpaaT CO HHBHHTE Jela, Ja OAroBOpaT Ha
noTpebuTe Ha MOIIHPOKOTO CEMEjCTBO W Ja I'l MEHa-
UMpaaT CUTyalHUTe NOe(HUKAacHO 3a Jia CIpeyar I0jaBy-
Bame Ha mpolneMyu U eka cera monobpo ro pasbupaar
ayTU3MOT.

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, I do not want to go to school any more,
the kids are bad!” (Mother — Ohrid).

“My brother can’t find his own fiiends. If I take
him with me and my fiiends, 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. Yuecnuuuitie ce coznacuja co crnegHuitie usjasu 3a iipucyciugoitio Ha ESIPP obyxuiiie (n=42)
Table 4. The participants agreed about the following statements regarding the presence on the ESIPP trainings

Domain/O6aact

No/He %

I can communicate effectively with my child
Moxam eduKacHO fa KOMYHHIIHPAM CO MOETO JIeTe

36 86

JETE

I can respond to broader family’s comments and concerns about my child 36 86
MoxaM 712 0AroBopaM Ha KOMEHTAPHTE H TPIKATE Ha MIOLIHPOKOTO CEMEjCTBO 328 MOETO

I can manage situations so that problems are often prevented
Moxam na ynpaByBaM cO CHTYAL[HHTE, 1a IPOOIEMHTE ce PEeBEHHPaHH

35 83

I feel that I have a good understanding of autism

Mmam yyBcTBO feka HMaM HOHOOpO pa3dupame 3a ayTH3MOT

34 81

I can predict when my child’s behaviour will become difficult
MoxaMm na mpeJBHaM KOra OJIHECYBAamETO Ha MOETO JIETE K& CTaHE TEIIKO

34 81
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HIIH 1a KOMYHHLHPA e)eKTHBHO

I can handle family/siblings stress 33 79
Moskam z1a ce cooyaM Co CTPECOT BO CEMEjCTBOTO
I can help my child to express his/her needs/or to communicate effectively 32 76

Moxam na My NIOMOrHaM Ha MOETO JETE 3a [ia ' u3pasu HCFOBHTC/HejBHHHTe ﬂOTp€6H

Beneguitiu

Pecrionnenture Gea mpamanu na ru WAeHTH(UMKyBaat
riaBHUTe OeHe(UTH Off MPUCYCTBOTO Ha 0OyKkuTe 3a
enykauuja Ha ponurenute (Buau Tabema 5). Illeecer
npouentd (60 %) of MCIIMTAaHMUMTE CMETAaT Jieka ce
BaXKHH HIeHTH(UKaUHjaTa HA e(EeKTUBHHUTE CTpaTerdu
KOM CE€ COOIBETHHM 32 ayTM3MOT M HHMBHMTE MPUCTAIH.
OBa Oeme JOMONHUTENHO TOJJPXKAHO O KBAJIHTA-
THBHHTE TIO/IATOLIH.

»Kako poguitien, umam ifoitipeba og UpakitiuyHu
peuteruja 3a ga My oOMOZHaM Ha Moeilio geilie.
(majka ox Cxormje).

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, I need more practical tools to help
my child.” (Mother — Skopje).

Tabena 5. 'nasnu 6enepuitiu og iipucyciuisoitio na ESIPP tipodpamuitie 3a egykawuja na poguiienuitie (n=42)
Table 5. Main benefits from the presence at the ESIPP programmes for parents’ education

Area of benefit No %

Obaacr Ha Oenedur He
Practical strategies to use with my child 25 60
[IpakTHYHH CTpaTerny KOH i KOPHCTaM CO MOETO JeTe
Ideas to keep my child happy 29 55
Wpeja 3a 1a ro HampaBaM CpekHO MOETO JieTe
Increased knowledge about ASD 19 45
3ronemeHo 3Haewe 3a ACH
Social opportunities for my child 15 36
CoutjanHu MOKHOCTH 33 MOETO IeTe
Developing a support network through meeting other parents 7 17
Pa3BuBame Mperka Ha MOAAPIIKA CO CPEAOHTE CO APYTH POAUTENH

Poputenure ro uenar npoexror ESIPP 3a enykanuja Ha
pOZMTENMTE U HOCTOEIIE JKenba 3a 1a ce HamlpaBh BaKBa-
Ta eflykalyja JJOCTaNHa 3a MOLIMPOKUTE MAach Ha OApIK-
JIHBa OCHOBA.

»Bo osaa gpoicasa mopa ga naitpasume Zonemu
ipomenu 3a poguitienuivie. Cucitiemoiti itipeba
eegnaut ga 2u uciipaiuy poguiienuiue Ha 3agon-
Jlcuitientu iupeHunsu kaxo wito e ESIPP iupe-
HUHZOIN, 3a ga eugaill cé Witio Hue BugosMe 3a
apeme Ha iupenunzuie.  (Majka on Cxomje)

Kako u na €, HEIOCTUTOT Ha npod)ecnonanﬂa €KCIepTH3a
JAOBENE HEKOH POAMTENHN A C€ 3arpaliaar 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
should
immediately send parents to obligatory training

changes for parents...The system
such as the ESIPP training, to see everything 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 CTaBame BO MpaKca OHa IITO IO HayyHja 3a BpeMme Ha
ESIPP tpenunzute.

»WKako jac ke 2o umitnemenitiupam coseitioiti wino
Mu bewe gagen ako camuilie IpoecuoHanuil He
au  umitnemeniuupaaii - uciuuime?“ (TaTKO Of
Ckorje).

Ilperxonnure HcTpaxcyBama HueHTU(UKYBane Jeka
ydecTBaTa Ha TPEHHH3HTE 32 eAyKalija Ha POJHUTEINTE
ce ofl NOMOII BO HaMalyBame Ha YyBCTBOTO Ha M30-
namyja H pa3BUBAKETO HAa MpeXa 3a moapiuka (25, 26).
Kaxo u na e, oBa He Gelle IpHOPUTET HA MAKEJOHCKHTE
UcnuTaHuLy, off kou 17 % (n=17) ykaxaa neka TpeHUH-
3ute ce o GeHedur. Bo Hekou ciyyau, oBa MoXe Ja e
Taka Ouzejku pojuTenuTe Beke ce Mo3HaBaaT Mery cebe,
0c00€HO aKO HUBHHUTE Jiela OfiaT BO UCTO yuunuiute. Kaj
ApyTuTe, oBa Mox<e ha Oujie JOMONHUTENEH NpUMep Ha
CTUrMaTH3alyja 1 M30NalKja KojamTo € el Off JKHBOTOT
Ha OBHE CEMeEjCTBa.

»(IIpucycitigoitio Ha egykauujaiia 3a poguitien)
He Mu [loMo2Ha ga cluailam 60 KOHIUAKIl cO
gpyau poguitienu 6ugejiu nyzeitio ce konsepea-
iwueHu u ce cpamaiu. He yciteas ga coszgagam
UCKPEeHO pujaiienciiéo co gpyauile uako ce
ilosnagame, bugejku dicueeeme 6o ucii 2pag.
(tatko ox Benec).

32onemena cpeka Kaj poguitienuitie u HamaneHu ipobremu
60 épckaila

bewe ynorpeben CarerQoL 3a cobupame Ha momatouu
Tpej U 10CNe TPEHUHTOT. JIOMONHUTENHO O JOMEHHTE
3a KBAJIMTET HAa JKUBOT INpHKaxaHu Bo Tabema 3,
WCIUTAaHULUTe Oea NpallaHd 1a IO HASHTH(HKyBaaT
HMBHHOT CEBKYIEH CTelleH Ha cpeka, Ha ckana of 0
(uenocro Hecperer) no 10 (uenocHo cpeken) (Bumu
Tabena 6).

“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 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. 1 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 0 (completely unhappy) to10 (completely happy)
(see Table 6).

Tabena 6. CarerQoL Ogzosopu iipeg u iiocie ipenuHzoi Ha poguitieny (n1=42)
Table 6. CarerQoL responses before and after the parents training

Domain Before parent After parent p-value
Odnacr education education p-
IIpen Iocae BpeAHOCT
elyKauujaTa HA | eqyKauujaTa
poauTesnTe HA POAHTEJIHTE
Fulfilment/HMcnonxetoct 2.6 2.6 218
Relational ~ problems/ITpo6nemu B0 2.1 1.9 .028
BpCKaTa
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Mental ~ health  problems/ITcnxiuxu 21 1.8 .055
npobnemu

Problems  combining my  care 1.8 1.9 .702
tasks/[IpobnemMu co HcrmonHyBame Ha

3ajlaunTe 3a Hera

Financial problems/®unancucku 2.0 2.0 195
npobyemMu

Support/Tlognpuika 2.3 2.2 .653
Physical health/®uznuxo 3apasje 1.9 1.8 235
Happiness/Panoct 5.7 7.0 .000

Auanusute Ha OATOBOpUTE [aJIeHH Tpef M rocie
TPEHHUHTOT, CO KOPHCTEHE Ha TECTOT BHIIKOKCOH 3a
TNOTIHINAH PaHT, MIEHTU(UKYBA CTATHCTHYKH 3HAyajHa
pasnuKa Bo ofjHOC Ha cpekarta Ha poputenute (p=0.000,
€O cpemHa BpeAHOCT 3ronemeHa ox 5.5 Ha 7.0) u
npobnemu Bo Bpckata (p=0.028 co HamanyBame Ha
pesyararor ox 2.1 Ha 1.9). OBa ykaxcyBa Jieka oBa MOXe
Ja € pe3yiTar Ha IporpaMata 3a ejykauuja Ha
POAMTENHTE CO IITO ce MoaodpyBa cakameTo H cBecTa
Kaj POAHMTENNTEe U MMa []aBa MPHCTANa 10 CTPATErHi KO
MOJKAaT Jia HampaBaT TO3WTHBHA pa3iuka BO HHUBHHUTE
KHBOTH.

3akny4Hu KoMeHmapu

ESIPP npoekrot Oele HaMeHeT 3a pasBoj, JOCTaByBambe
M TIpolieHKa Ha efykauujata Ha popurenute. Epyka-
1MjaTa 3aCHOBaHA Ha J0ka3u uM Oeme obe3benena Ha 70
MAaKeJIOHCKH CEMejCTBA U ce NOKaXa Jieka UMa MO3HTHBHO
BIMjaHHe Bp3 pa3bHpameTo Ha POIUTENHTE, HUBHHUTE
BEIUTMHM W HHMBHaTa pajocT. Kako u Ja e, MHoOry
ceMejcTBa BO 3eMjaTa Ce yuITe He MOXKAT Ja NpHCTanar
JI0 OBHE TPEHWH3M M € jacCHO JeKa ceMejcTBaTa KOM
xuseatr co ACH ocraHyBaar moj roiem cTpec M npH-
THCOK. MMa moTpebGa o KOHTHHyHpaHa eayKalija Ha
pOAMTENHUTE HU3 Ap)aBaTa U MOAOOpYBame HA TPEHHH-
3ute 3a npopecHoHanure kou pabotar co peua co ACH
M HUBHHUTE CEMEjCTBA, KaKO M 3a Pa3BHBABE MOLIMPOKH
YCIIyTH 3a MOZUIPIIKA KO Ke TH ajpecupaar IoTpedure
Ha oBaa nomynauuja. IlotpebHa e WAHA aKTHBHOCT 3a
rapaHTHpame Ha MO3UTHBHH KPajHU Pe3y/TaTy.

OuHaHcuparwe

Ogaa pabota e nogapxana on Epasmyc + nporpamara Ha
EBponckara xomucuja (6poj Ha rpanr 2015-1-UKO01-
KA204-013397). OBaa moppuika He 3HAYd MOIAPIIKA
Ha COJP)KMHATA KOja € Ofipa3 Ha TMOTJIEANTE 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/ICHjaTa He Moxe Jia Ouje 3eMeHa 3a 0ATOBOpHA 3a

KaKBa 1 Jia € MoHaTaMOIIHA yl'lOTPEGa Ha HH(bOpMaLIPIHTe.
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