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Parents of children with autism spectrum disorder (ASD) are often at greater risk of experiencing stress and
lower quality of life, in comparison to parents of typically developing (TD) children and other developmental
disabilities. Despite vast literature on parental experiences in Western countries, little is known about this
topic in Eastern Europe. Thus, we aimed to map studies that addressed parental experiences of children
with ASD in Eastern Europe using the Double ABCX theoretical framework. The Double ABCX Model of fam-
ily adaptation describes how families responds to stressors over time, based on the intercorrelation of avail-
able resources, coping mechanisms and appraisal of stressors. Following a scoping review methodological
framework, we conducted a comprehensive search of three databases. We ultimately included 15 peer-
reviewed studies in the review. Within each study, we examined Double ABCX Model factors. The studies
were conducted in nine Eastern European countries and included parents of children and adults with ASD.
Consistent with studies conducted in Western countries, parents of children with ASD expressed more per-
sonal and family challenges and greater maladaptation compared to parents of TD children. Moreover, fami-
lies reported lower satisfaction with quality of life and more health problems. The small number of included
papers from nine countries suggests that parental experiences of children with ASD in Eastern Europe are
overlooked in the literature. Future research should explore findings from this review that differed from the
Western literature, including contributing factors to parental adaption in families in Eastern Europe.
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Introduction
Autism Spectrum Disorder (ASD) is characterized by
impairments in social communication and the presence
of restricted or repetitive behaviors (World Health
Organization 2018). Parents raising a child with ASD
are at higher risk of experiencing elevated levels of
general stress and parenting distress (Baker-Ericzen
et al. 2005, Lee et al. 2009, Brobst et al. 2009), even
when compared to families of children with other intel-
lectual and developmental disabilities, such as Down
syndrome (DS; Hartley et al. 2012, Hayes and Watson
2013). In addition, parents of children with ASD report
increased symptoms of anxiety and depression
(Phetrasuwan 2003). Compared to parents of typically
developing (TD) children, parents of children with ASD
report lower rates of marital satisfaction and lower per-
ceived quality of life (Brobst et al. 2009, Lee et al.

2009); and fewer adaptive coping skills (Lee et al.
2009). Despite facing many challenges, studies have
found families of children with ASD are resilient and
able to cope and positively adapt (Manning et al.
2011). Moreover, some families show positive experi-
ences and gains raising children with ASD (Bayat
2005, Russell and Norwich 2012).

Double ABCX Model overview
The Double ABCX Model examines processes of
appraisal, coping and adaptation to stressful situations
over time (Lavee et al. 1985, McCubbin and Patterson
1983). Because of their children’s many changing
needs, families of children with ASD must frequently
adapt: first to their child’s diagnosis, and then to their
child’s needs and behaviors as they age (Manning et al.
2011). The Double ABCX Model provides a framework
to conceptualize the factors contributing to parental
stress and distress, as well as the ways in which indi-
viduals and family systems appraise, respond, and cope
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to stressors (see Figure 1). Notably, the Double ABCX
Model includes post-crisis variables, which are critical
in order to assess family adaption over time.

The Double ABCX Model starts with an initial stres-
sor, “a”, which refers to an event or condition that
occurs, such as a child’s diagnosis. The initial stressor
is compounded by a “pile-up” of additional stressors
(aA), which can include challenging child characteris-
tics, service needs, or financial concerns. Families’
existing resources (“b”), along with new resources
developed to address the initial crisis (“B”), impact the
way in which they adapt and respond to current stres-
sors. Resources can be internal (e.g. knowledge) or
external (e.g. social support). Families’ appraisal of
stressors (aA) and resources (bB) is the “cC” factor.
Together, families’ resources (bB) and perceptions (cC)
impact the way in which the family copes (BC), as well
as how they ultimately adapt (xX). The xX factor can
be conceptualized as either an “outcome” or a
“process.” Some families have a positive outcome
(bonadaptation), in which families effectively changes
their roles, routines and other interactions to accommo-
date the new demands. On the other end of the con-
tinuum, the xX factor can refer to negative adjustment
(maladaptation) to the aA factor, which leads to the
family experiencing a crisis (McCubbin and Patterson
1983, Pozo et al. 2014).

Double ABCX Model factors in ASD research
Extant ASD research has extensively described stress
among families raising children with ASD. Bristol, a
pioneer in the field, used the ACBX Model to predict
depression, marital adjustment and quality of parenting
among mothers of children with ASD (Bristol 1987).
We briefly describe the relevance of ASD research
findings to the Double ABCX Model below.

aA factor: child characteristics
The severity and symptoms of ASD can themselves be
stressors. Parents of children with more severe cogni-
tive, language/communication, and social impairments
experience higher levels of stress and symptoms of
depression (Benson 2010, Osborne et al. 2008, Stuart
and McGrew 2009). In particular, the literature has
focused on challenging behaviors, including conduct
problems and self-injury, as these behaviors are associ-
ated with higher levels of parenting stress and psycho-
logical distress (Lecavalier et al. 2006, Paynter
et al. 2013).

bB factor: internal and external resources
Parents of children with ASD with higher self-esteem
experience fewer depression symptoms (Paynter et al.
2013, Weiss 2002). Further, parents of children with
ASD with an internal locus of control, strong sense of
purpose, and commitment to their values experienced
less stress (Weiss 2002, Siman-Tov and Kaniel 2011).
Moreover, optimism is linked to overall well-being and
fewer depressive symptoms (Ekas et al. 2010). External
sources of support, such as social and spiritual support,
are associated with reduced parenting stress and better
family functioning and quality of life (Bristol 1987,
Manning et al. 2011, Weiss 2002). Conversely, parents
with little perceived spousal, family, and other social
support experience higher levels of stress, depression,
anxiety, and anger (Boyd 2002).

cC factor: appraisal of stressors
The way in which a family understands and defines
their child’s needs can impact their adaptation to stres-
sors. Families that positively reframe stressful situations
experience improved family functioning, higher quality
of life and less parental distress (Bayat 2005, Manning
et al. 2011). On the other hand, parents who negatively
view having a child with ASD experience reported
higher levels of burden (Stuart and McGrew 2009).

Researchers have extensively studied sense of coher-
ence (SOC), or the extent to which one believes events
are comprehensible, manageable, and worthy of engage-
ment (Antonovsky 1987). In the ASD literature, higher
parent SOC is associated with less stress (McStay et al.
2014), as well as seeking social support, adaptive cop-
ing, positive family quality of life, and psychological
well-being (Paynter et al. 2013).

BC coping strategies
Family coping strategies are depicted in the Double
ABCX Model as the interplay between stress appraisal
(cC) and resources (bB). Parents of children with ASD
that use active–avoidance and passive-avoidance coping
strategies, experience higher levels of depression, stress,
poor psychological well-being, and marital/family bur-
den (Pozo et al. 2014, Stuart and McGrew 2009).

Figure 1. The modified Double ABCX model (based on
McCubbin and Patterson 1983).
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Conversely, parents using confrontational, problem-
focused coping styles report less depression and burden
(Dunn et al. 2001, Stuart and McGrew 2009).

ASD in Eastern Europe
Despite an abundance of research on the experiences of
families raising children with ASD in the United States
(US) and Western Europe, the literature from other
parts of Europe is limited and ASD prevalence in most
Eastern European countries is still unknown (Preece
et al. 2017). Accordingly, overall knowledge about
ASD is low among Serbian middle school students
(�Coli�c 2016), Cypriot college students (Demirok and
Baglama 2015) and Macedonian employers (Stankova
and Trajkovski 2010). Diagnostic assessments, interven-
tions, trained therapists, and parent support for ASD are
similarly limited in the region, leading to children with
ASD waiting for several months for an initial specialist
visit (Krsmanovi�c et al. 2017, Preece et al. 2017).
Furthermore, given the majority of clinics are located in
large urban areas, access is often restricted to families
who live in cities or who have enough financial resour-
ces (Preece et al. 2017). Thus, there is a lag between
parents’ first concerns and ASD diagnosis, and families
primarily cover treatment expenses by themselves
(Krsmanovi�c et al. 2017).

Thus, we scoped the current literature related to the
parenting experiences of families raising children with
ASD in Eastern Europe. Using the Double ABCX
Model as a guiding framework, we sought to under-
stand the specific stressors facing families of children
with ASD in the region, and the ways in which they
address and adapt to these stressors in their fam-
ily systems.

Methods
Overview of search strategy
We performed the study following guidelines for meth-
odological scoping reviews (Arksey and O’Malley
2005). A reference librarian searched PsycINFO,
Scopus and Ovid Medline from inception to November
2018. We did not apply search filters in any database.
In order to be inclusive, we broadly searched using the
following terms: developmental disabilities, ASD, well-
being, quality of life, coping, stress, burden, family
functioning, resiliency, experiences, family, parents,
and caregivers. After our initial broad search, we
reviewed titles and abstracts manually, using the study
selection criteria below. Finally, we searched the gray
literature via Google Scholar using the same combina-
tions of words used for the database literature search.

Study selection
To be included, studies needed to: (1) report on the
experiences of parents and other primary caregivers of
children with ASD, (2) be empirical, peer-reviewed

research, and (3) be conducted in Eastern Europe.
Currently, there is no unanimous agreement regarding
countries that constitute Eastern Europe. For the pur-
pose of this review, we focused on former communist
countries located in Eastern and Southeastern Europe
(Varblane and Mets 2010). We excluded studies not
written in English, Serbian, or Croatian, languages spo-
ken by our research team. We also excluded papers
examining interventions, as the focus of these studies
were not on parents’ experiences.

In total, we retrieved 70 references after removing
duplicates (see Figure 2 for PRISMA flowchart; Moher
et al. 2009). Two reviewers scanned titles and abstracts
to assess they met eligibility criteria: 13 studies were
unavailable in English, Serbian, or Croatian; and 44
were outside of our study aims. The first author was the
only reviewer of articles in Serbian or Croatian. After
reviewing the titles and abstracts from our Google
Scholar and ResearchGate review, we identified an add-
itional three articles. We further excluded one article
after the full-text review, due to the article focusing on
an intervention. Then, the first and third authors
extracted data from the remaining 15 articles (study
aims, methodology, measures, summary of findings).
These authors, in consultation with the second author,
mapped each article onto the Double ABCX model.

Results
Nearly half of the 15 included studies originated from
Poland (42.86%), followed by Serbia (21.43%), Croatia
(14.29%), North Macedonia (7.14%), Romania
(7.14%), and Slovenia (7.14%; see Table 1). One study
was carried out in four countries (Croatia, Albania,
Bulgaria, and Turkey). Thirteen papers were written in
English, and two in Serbian (Mila�ci�c-Vidojevi�c 2008,
Rudi�c et al. 2013). The majority of the studies used
cross-sectional designs (n¼ 13); one study conducted a
retrospective review of existing assessment data (Rudi�c
et al. 2013); and one study was qualitative (Lisak
et al. 2017).

Study samples
Six studies included only families of children with
ASD; four studies compared parents of children with
ASD and TD children; one included families of chil-
dren with ASD and DS; one compared families of chil-
dren with ASD and other developmental disabilities;
two included families of children with ASD, other
developmental disabilities, and TD children. The quali-
tative study included parents of children with various
developmental disabilities, but we focused on the
results from families of children with ASD only. The
sample sizes of parents of children with ASD ranged
from 3 to 759 caregivers (see Table 1).

Nine studies included both fathers and mothers in
the samples; one included fathers only; and two

Marija �Coli�c et al. Parental experiences raising children with ASD

International Journal of Developmental Disabilities 2022 VOL. 68 NO. 1 3



included only mothers (see Table 1). One study
included mothers, fathers, and other primary caregivers
(e.g. grandparents), but did not separate provide percen-
tages of each group in their quantitative analyses
(Troshanska et al. 2018). The remaining two studies did
not provide information about participant gender.

The ages of the parents of children with ASD ranged
from 25 to 84 (see Table 1). Four studies did not report
sufficient information about parents’ age, while four
provided only mean ages for each parent group. The
ages of the individuals with ASD ranged from 2 to
20 years old, except in Benjak’s study (2011) where the
oldest individual with ASD was 45 years old. Three
studies did not report child age, while three reported
only a mean value of child age.

Double ABCX Model factors
Below, we summarize results based on Double ABCX
model factors: pile-up stressors (aA); adaptive resources
(bB); perception and sense of coherence (cC); coping
(BC); and adaptation (xX).

Pile-up stressor (the aA factor)
Eight studies discussed specific stressors impacting
families of individuals with ASD. Three studies
(Dabrowska and Pisula 2010, Pisula 2007, Pisula and
PoreRbowicz-D€orsmann 2017) measured parent-reported
stressors, including child-related challenges (e.g. diffi-
cult personality characteristics), a personal parent prob-
lem (e.g. excess time demands), and family difficulties
(e.g. financial stress). Mothers of children with ASD
disclosed more child-related stressors compared to
mothers of children with DS (Pisula 2007); while
parents of children with ASD reported more child-
related, personal, and family challenges in comparison
to families of TD children (Dabrowska and Pisula
2010, Pisula and PoreRbowicz-D€orsmann 2017).
Specifically, mothers reported that their child displayed
greater social obtrusiveness, difficult personality char-
acteristics, disengagement in activities (Pisula 2007),
and dependency (Dabrowska and Pisula 2010). Studies
reported mixed results related to physical skills: Pisula
(2007) found that mothers of children with ASD

Figure 2. Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) flow diagram.

Marija �Coli�c et al. Parental experiences raising children with ASD

4 International Journal of Developmental Disabilities 2022 VOL. 68 NO. 1



T
ab

le
1.

S
u
m
m
ar
y
o
f
st
u
d
y
ch

ar
ac

te
ri
st
ic
s,

in
st
ru
m
en

ts
,
fo
cu

s,
an

d
d
o
u
b
le

A
B
C
X

m
o
d
el

fa
ct
o
rs
.

S
tu
d
y,

co
un

tr
y

o
f
th
e
st
ud

y
S
am

p
le

P
ar
en

t
ag

es
–
Y
ea

rs
(r
an

g
e
an

d
/o
r
m
ea

n)
C
hi
ld

ag
es

–
Y
ea

rs
(r
an

g
e
an

d
/o
r
m
ea

n)
In
st
ru
m
en

t
F
o
cu

s
o
f
th
e
st
ud

y
D
o
ub

le
A
B
C
X
M
o
d
el

F
ac

to
rs

B
en

ja
k

(2
01

1)
,

C
ro
at
ia

17
8
pa

re
nt
s
of

ch
ild
re
n
w
ith

A
S
D

an
d
16

9
pa

re
nt
s
of

TD
ch

ild
re
n

A
S
D

28
–
84

(M
¼

46
);

TD
25

–
83

(M
¼

45
)

A
S
D

3–
45

(M
¼

15
);

TD
2–

47
(M

¼
14

.6
)

1.
P
er
so

na
lW

el
lb
ei
ng

In
de

x;
2.

S
el
f-
A
ss
es
sm

en
t
of

G
en

er
al

H
ea

lth

Th
e
ai
m

of
th
is
st
ud

y
w
as

to
as
se
ss

su
bj
ec

tiv
e
qu

al
ity

of
lif
e

(S
Q
oL

)a
nd

ge
ne

ra
lh

ea
lth

st
at
us

in
pa

re
nt
s
of

ch
ild
re
n

w
ith

A
S
D
;
an

d
to

ex
pl
or
e
if

th
ei
r
S
Q
oL

di
ffe

rs
fro

m
S
Q
oL

in
pa

re
nt
s
of

TD
ch

ild
re
n.

xX
Fa

m
ily

A
da

pt
at
io
n
–
S
ub

je
ct
iv
e
Q
oL

;
xX

Fa
m
ily

A
da

pt
at
io
n
–
P
er
ce

pt
io
n
of

G
en

er
al

H
ea

lth

D
ab

ro
w
sk
a

(2
00

8)
,
P
ol
an

d
37

fa
th
er
s
of

ch
ild
re
n

w
ith

D
S
;
31

fa
th
er
s

of
ch

ild
re
n
w
ith

A
S
D
;
30

fa
th
er
s
of

ch
ild
re
n
w
ith

C
P
;
32

fa
th
er
s
of

TD
ch

ild
re
n

D
S
M

¼
38

.5
;

A
S
D

M
¼

40
.3
;

C
P
M

¼
41

.9
;

TD
M

¼
38

.3

D
S
1–

22
(M

¼
9.
9)
;
A
S
D

2–
20

(M
¼

8.
1)
;

C
P
2–

21
(M

¼
11

.2
);
TD

1–
20

(M
¼

8.
2)

1.
Th

e
S
en

se
of

C
oh

er
en

ce
Q
ue

st
io
nn

ai
re

(S
O
C
-2
9)
;

2.
C
op

in
g
w
ith

S
tr
es
s

Q
ue

st
io
nn

ai
re

(W
C
Q
)

Th
e
ai
m

of
th
is
st
ud

y
w
as

to
ex
pl
or
e
re
la
tio

ns
hi
p
be

tw
ee

n
S
O
C

an
d
co

pi
ng

st
yl
e
am

on
g

fa
th
er
s
w
ith

ch
ild
re
n
w
ith

D
S
,

A
S
D
,
C
P
an

d
TD

ch
ild
re
n.

cC
P
er
ce

pt
io
n
an

d
C
oh

er
en

ce
–
S
O
C
;

B
C

C
op

in
g
S
tr
at
eg

ie
s

D
ab

ro
w
sk
a
an

d
P
is
ul
a

(2
01

0)
,
P
ol
an

d

51
pa

re
nt
s
of

ch
ild
re
n

w
ith

A
S
D
;
54

pa
re
nt
s
of

ch
ild
re
n

w
ith

D
S
;
57

pa
re
nt
s

of
TD

ch
ild
re
n

M
ot
he

rs
A
S
D

25
–
42

(M
¼

30
.7
),

Fa
th
er
s
A
S
D

28
–
41

(M
¼

34
.4
);

M
ot
he

rs
D
S
25

–
43

(M
¼

32
.8
),

Fa
th
er
s
D
S
26

–
44

(M
¼

34
.9
);

M
ot
he

r
TD

25
–
43

(M
¼

31
),

Fa
th
er
s
TD

27
–
40

(M
¼

34
.6
)

2–
6

1.
Q
ue

st
io
nn

ai
re

of
R
es
ou

rc
es

an
d

S
tr
es
s
(Q
R
S
)f
or

Fa
m
ilie

s
w
ith

C
hr
on

ic
al
ly
Ill
or

H
an

di
ca

pp
ed

M
em

be
rs
-S
ho

rt
Fo

rm
;

2.
C
op

in
g
In
ve
nt
or
y
fo
r

S
tr
es
sf
ul

S
itu

at
io
ns

Th
e
ai
m

of
th
is
st
ud

y
w
as

to
ex
am

in
e
st
re
ss

pr
of
ile
s
am

on
g

pa
re
nt
s
of

ch
ild
re
n
w
ith

A
S
D

an
d
D
S
an

d
to

co
m
pa

re
th
ei
r

re
po

rt
ed

st
re
ss

to
pa

re
nt
s
of

TD
ch

ild
re
n.

A
ls
o,

th
e
st
ud

y
ex
am

in
es

th
e
re
la
tio

ns
hi
p

be
tw

ee
n
pa

re
nt
al

st
re
ss

an
d

co
pi
ng

st
yl
e.

aA
P
ile

up
–
C
hi
ld

P
ro
bl
em

s;
aA

P
ile

up
–
Fi
na

nc
ia
lS

tr
es
s;

aA
P
ile

up
–
Li
m
its

on
Fa

m
ily

O
pp

or
tu
ni
ty
;

aA
P
ile

up
–
P
er
so

na
lB

ur
de

n;
B
C

C
op

in
g
S
tr
at
eg

ie
s;

xX
Fa

m
ily

A
da

pt
at
io
n
–

Fa
m
ily

D
is
ha

rm
on

y

D
an

ie
ls
et

al
.

(2
01

7)
,

A
lb
an

ia
,

C
ro
at
ia
,

B
ul
ga

ria
,

Tu
rk
ey

C
ar
eg

iv
er
s
of

ch
ild
re
n

w
ith

A
S
D
.;7

58
[1
91

fro
m

A
lb
an

ia
;
14

7
fro

m
B
ul
ga

ria
;
14

6
fro

m
C
ro
at
ia
;
an

d
27

4
fro

m
Tu

rk
ey
];

60
3
m
ot
he

rs
,
13

8
fa
th
er
s
an

d
16

gr
an

dp
ar
en

ts
or

ot
he

rs
ca

re
gi
ve
rs

N
ot

st
at
ed

2.
1–

18
.5

(M
¼

8.
1)

1.
C
ha

ra
ct
er
is
tic
s
of

th
e
C
hi
ld

w
ith

A
S
D
;

2.
S
er
vi
ce

E
nc

ou
nt
er
s;

3.
C
ar
eg

iv
er

N
ee

ds
an

d
P
er
ce

pt
io
ns

Th
e
st
ud

y
ai
m
ed

to
ob

ta
in

in
iti
al

fin
di
ng

s
ab

ou
t
ca

re
gi
ve
r
ne

ed
s,

th
ei
r
pe

rc
ep

tio
n
ab

ou
t
se
rv
ic
es

an
d
se
rv
ic
e
ut
iliz

at
io
n
in

A
lb
an

ia
,
B
ul
ga

ria
,
C
ro
at
ia
,

an
d
Tu

rk
ey
.

aA
P
ile

up
–

Fi
na

nc
ia
lp

ro
bl
em

s;
bB

Ex
te
rn
al

su
pp

or
t

K
as
pr
za
k
et

al
.

(2
01

3)
,
P
ol
an

d
31

m
ot
he

rs
of

ch
ild
re
n

w
ith

A
sp

er
ge

r
sy
nd

ro
m
e
an

d
31

m
ot
he

rs
of

TD
ch

ild
re
n

M
ot
he

rs
A
S
D

31
–
52

(M
¼

40
);

M
ot
he

rs
TD

29
–
54

(M
¼

39
)

N
ot

st
at
ed

1.
P
ol
is
h
R
es
ilie

nc
y

A
ss
es
sm

en
t
S
ca

le
;

2.
S
ub

je
ct
iv
e

E
va
lu
at
io
n
of

H
ea

lth
S
ca

le

Th
e
ai
m

of
th
e
st
ud

y
w
as

to
ex
pl
or
e
th
e
re
la
tio

ns
hi
p

be
tw

ee
n
as
se
ss
m
en

t
of

he
al
th

an
d
re
si
lie
nc

y
am

on
g
m
ot
he

rs
of

ch
ild
re
n
w
ith

A
S
D

an
d

TD
ch

ild
re
n

B
C

C
op

in
g
S
tr
at
eg

ie
s
–

R
es
ilie

nc
y;

xX
Fa

m
ily

A
da

pt
at
io
n
–
S
ub

je
ct
iv
e

E
va
lu
at
io
n
of

H
ea

lth

Li
sa
k
et

al
.

(2
01

7)
,

C
ro
at
ia

1
m
ot
he

r
an

d
on

e
m
ot
he

r-
fa
th
er

dy
ad

of
ch

ild
re
n

w
ith

A
S
D

N
ot

sp
ec

ifi
ed

fo
r
th
e

pa
re
nt
s
of

ch
ild
re
n

w
ith

A
S
D

3
ye
ar
s
an

d
10

ye
ar
s

Q
ua

lit
at
iv
e
in
te
rv
ie
w

Th
e
pu

rp
os

e
of

th
is
st
ud

y
w
as

to
ex
pl
or
e
pa

re
nt
al

ex
pe

rie
nc

es
re
la
te
d
to

th
ei
r
ch

ild
’s

ed
uc

at
io
na

ls
ys
te
m

bB
Ex

te
rn
al

S
up

po
rt

xX
Fa

m
ily

A
da

pt
at
io
n
–
S
tr
es
s (C
on

tin
ue

d
)

Marija �Coli�c et al. Parental experiences raising children with ASD

International Journal of Developmental Disabilities 2022 VOL. 68 NO. 1 5



S
tu
d
y,

co
un

tr
y

o
f
th
e
st
ud

y
S
am

p
le

P
ar
en

t
ag

es
–
Y
ea

rs
(r
an

g
e
an

d
/o
r
m
ea

n)
C
hi
ld

ag
es

–
Y
ea

rs
(r
an

g
e
an

d
/o
r
m
ea

n)
In
st
ru
m
en

t
F
o
cu

s
o
f
th
e
st
ud

y
D
o
ub

le
A
B
C
X
M
o
d
el

F
ac

to
rs

M
ila
� ci
� c-
V
id
oj
ev
i� c

(2
00

8)
,
S
er
bi
a

10
5
pa

re
nt
s
of

ch
ild
re
n
w
ith

A
S
D

(in
cl
ud

in
g

so
m
e
co

up
le
s)

27
–
61

(M
¼

39
.0
5)

3
ye
ar
s
an

d
2

m
on

th
s–
18

ye
ar
s

an
d
4
m
on

th
s

1.
P
ar
en

tin
g
S
tr
es
s

In
de

x/
S
ho

rt
Fo

rm
Th

e
st
ud

y
ex
am

in
es

pa
re
nt

st
re
ss

le
ve
ls
,
an

d
if
th
er
e
is
an

y
di
ffe

re
nc

e
in

st
re
ss

in
re
la
tio

n
to

ge
nd

er
an

d
m
ar
ita
ls
ta
tu
s,

as
w
el
la

s
ch

ild
's

ch
ar
ac

te
ris
tic
s.

P
ej
ov

i� c
-

M
ilo
va
n� c

ev
i� c

et
al
.

(2
01

8)
,
S
er
bi
a

23
1
pa

re
nt
s
of

ch
ild
re
n
w
ith

A
S
D

(1
67

m
ot
he

rs
an

d
64

fa
th
er
s)

N
ot

st
at
ed

M
¼

10
.5

1.
A
ffe

ct
ed

C
hi
ld

C
ha

ra
ct
er
is
tic
s;

2.
S
er
vi
ce

E
nc

ou
nt
er
s;

3.
P
ar
en

t/
C
ar
eg

iv
er

P
er
ce

pt
io
ns

Th
e
st
ud

y
ex
pl
or
ed

pa
re
nt
s’

pe
rc
ep

tio
n
of

su
pp

or
t
th
at

th
ey

ar
e
re
ce

iv
in
g
as

w
el
la

s
th
ei
r
ne

ed
s.

aA
P
ile

up
–
Fi
na

nc
ia
lP

ro
bl
em

s;
bB

Ex
te
rn
al

S
up

po
rt

P
is
ul
a

(2
00

7)
,
P
ol
an

d
25

m
ot
he

rs
of

ch
ild
re
n

w
ith

A
S
D

an
d
25

m
ot
he

rs
of

ch
ild
re
n

w
ith

D
S

A
S
D

26
–
56

(M
¼

38
);

D
S
30

–
58

(M
¼

40
.4
4)

4–
20

1.
Q
ue

st
io
nn

ai
re

of
R
es
ou

rc
es

an
d

S
tr
es
s
(Q
R
S
)f
or

Fa
m
ilie

s
w
ith

C
hr
on

ic
al
ly
Ill
or

H
an

di
ca

pp
ed

M
em

be
rs

Th
e
st
ud

y
ex
pl
or
ed

if
st
re
ss

pr
of
ile
s
ar
e
di
ffe

re
nt

be
tw

ee
n

pa
re
nt
s
of

ch
ild
re
n
w
ith

A
S
D

an
d
D
S
.

aA
P
ile

up
–
C
hi
ld
’s

P
ro
bl
em

;
aA

P
ile

up
–
Fi
na

nc
ia
lS

tr
es
s;

aA
P
ile

up
–
Li
m
its

on
Fa

m
ily

O
pp

or
tu
ni
ty
;

aA
P
ile

up
–
P
er
so

na
lB

ur
de

n;
aA

P
ile

up
–
E
xc
es
s
Ti
m
e
D
em

an
d;

cC
P
er
ce

pt
io
n
an

d
C
oh

er
en

ce
–
P
es
si
m
is
m
;

bB
Ex

te
rn
al

su
pp

or
t
–
La

ck
of

S
oc

ia
l

S
up

po
rt
;

xX
Fa

m
ily

A
da

pt
at
io
n
–
P
oo

r
H
ea

lth
/

M
oo

d;
xX

Fa
m
ily

A
da

pt
at
io
n
–
La

ck
of

Fa
m
ily

In
te
gr
at
io
n

P
is
ul
a
an

d
K
os

sa
ko

w
sk
a

(2
01

0)
,
P
ol
an

d

26
co

up
le
s
of

ch
ild
re
n

w
ith

A
S
D

an
d
29

of
TD

ch
ild
re
n

M
ot
he

rs
A
S
D

26
–
47

(M
¼

34
),

Fa
th
er
s
A
S
D

26
–
48

(M
¼

36
);
M
ot
he

rs
TD

26
–
48

(M
¼

32
),

Fa
th
er
s
TD

26
–
50

(M
¼

35
)

A
S
D

3.
7–

5
(M

¼
5.
12

);
TD

3–
6.
5
(M

¼
4.
67

)

1.
O
rie

nt
at
io
n
to

Li
fe

Q
ue

st
io
nn

ai
re

(S
O
C
-2
9)
;

2.
W
ay
s
of

C
op

in
g

Q
ue

st
io
nn

ai
re

(W
C
Q
)

Th
e
pu

rp
os

e
of

th
is

st
ud

y
w
as

to
ex
pl
or
e
th
e
re
la
tio

ns
hi
p

be
tw

ee
n
S
O
C

an
d
co

pi
ng

st
ra
te
gi
es
,
as

w
el
lt
o
se
e
if
th
e

as
se
ss
m
en

t
of

co
pi
ng

st
ra
te
gi
es

an
d
S
O
C

ar
e

di
ffe

re
nt

be
tw

ee
n
pa

re
nt
s
of

ch
ild
re
n
w
ith

A
S
D

an
d
pa

re
nt
s

of
TD

ch
ild
re
n

cC
P
er
ce

pt
io
n
an

d
C
oh

er
en

ce
–
S
O
C
;

B
C

C
op

in
g
S
tr
at
eg

ie
s

P
is
ul
a
an

d
P
or
eRb

ow
ic
z-

D
€ or
sm

an
n

(2
01

7)
,
P
ol
an

d

20
2
pa

re
nt
s
(4
9

m
ot
he

r–
fa
th
er

dy
ad

s
of

ch
ild
re
n

w
ith

A
S
D

an
d
52

m
ot
he

r-
fa
th
er

dy
ad

s
of

TD
ch

ild
re
n)

M
ot
he

rs
A
S
D

M
¼

39
.5
6,

Fa
th
er
s
A
S
D

M
¼

41
.8
7;

M
ot
he

rs
TD

M
¼

39
.9
4,

Fa
th
er
s
TD

M
¼

42
.6
3

A
S
D

5–
17

(M
¼

10
.2
4)
;

TD
5–

17
(M

¼
10

.2
1)

1.
Fa

m
ily

A
ss
es
sm

en
t

M
ea

su
re

III
;

2.
Q
ue

st
io
nn

ai
re

of
R
es
ou

rc
es

an
d

S
tr
es
s
fo
r
Fa

m
ilie

s
w
ith

C
hr
on

ic
al
ly
Ill

or
H
an

di
ca

pp
ed

M
em

be
rs
-S
ho

rt
fo
rm

;
3.

W
H
O
Q
oL

-B
R
E
F

Th
e
ai
m

of
th
is

st
ud

y
w
as

to
ex
pl
or
e
fa
m
ily

fu
nc

tio
ni
ng

am
on

g
pa

re
nt
s
of

ch
ild
re
n
w
ith

A
S
D

in
P
ol
an

d,
as

w
el
la

s
th
e

re
la
tio

ns
hi
p
be

tw
ee

n
fa
m
ily

fu
nc

tio
ni
ng

,
qu

al
ity

of
lif
e,

an
d
st
re
ss
.

aA
P
ile

up
–
C
hi
ld
’s

pr
ob

le
m
;

bB
In
te
rn
al

R
es
ou

rc
es

–
Fa

m
ily

Fu
nc

tio
ni
ng

;
xX

Fa
m
ily

A
da

pt
at
io
n
–
P
er
so

na
l

P
ro
bl
em

s;
xX

Fa
m
ily

A
da

pt
at
io
n
–

Fa
m
ily

P
ro
bl
em

s
xX

Fa
m
ily

A
da

pt
at
io
n
–
Q
ua

lit
y
of

Li
fe

R
ud

i� c
et

al
.

(2
01

3)
,
S
er
bi
a

16
7
pa

re
nt
s
of

ch
ild
re
n
w
ith

A
S
D

M
¼

37
.3
5

N
ot

st
at
ed

1.
P
ar
en

tin
g
S
tr
es
s

In
de

x;
2.

C
hi
ld
ho

od
A
ut
is
m

R
at
in
g
S
ca

le

Th
e
pu

rp
os

e
of

th
is

st
ud

y
w
as

to
ex
am

in
e
st
re
ss

le
ve
ls
in

pa
re
nt
s

of
ch

ild
re
n
w
ith

A
S
D
.
A
ls
o,

th
e

au
th
or
s
ex
pl
or
ed

th
e
co

rr
el
at
io
n

of
st
re
ss

in
m
ot
he

rs
w
ith

A
S
D

sy
m
pt
om

se
ve
rit
y.

aA
P
ile

up
–
A
S
D

S
ym

pt
om

s
S
ev
er
ity
;

xX
Fa

m
ily

A
da

pt
at
io
n
–
S
tr
es
s (C
on

tin
ue

d
)

Marija �Coli�c et al. Parental experiences raising children with ASD

6 International Journal of Developmental Disabilities 2022 VOL. 68 NO. 1



S
tu
d
y,

co
un

tr
y

o
f
th
e
st
ud

y
S
am

p
le

P
ar
en

t
ag

es
–
Y
ea

rs
(r
an

g
e
an

d
/o
r
m
ea

n)
C
hi
ld

ag
es

–
Y
ea

rs
(r
an

g
e
an

d
/o
r
m
ea

n)
In
st
ru
m
en

t
F
o
cu

s
o
f
th
e
st
ud

y
D
o
ub

le
A
B
C
X
M
o
d
el

F
ac

to
rs

S
ch

m
id
t
et

al
.

(2
01

7)
,

S
lo
ve
ni
a

25
fa
m
ilie

s
w
ith

ch
ild
re
n
w
ith

ID
D

an
d
19

fa
m
ilie

s
w
ith

ch
ild
re
n
w
ith

A
S
D

M
ot
he

rs
M

¼
40

.7
4;

Fa
th
er
s

M
¼

43
.6
2

ID
D

M
¼

14
.8
6;

A
S
D

M
¼

11
.6
3

1.
Fa

m
ily

Q
ua

lit
y
of

Li
fe

S
ur
ve
y–
20

06
(F
Q
O
LS

-2
00

6)
(m

ea
su

re
s
9

do
m
ai
ns

:
H
ea

lth
,

Fi
na

nc
ia
lW

el
lb
ei
ng

,
Fa

m
ily

R
el
at
io
ns

hi
ps

,
S
up

po
rt
fro

m
O
th
er
s,

S
up

po
rt

fro
m

S
er
vi
ce

s
fo
r
P
eo

pl
e

w
ith

D
is
ab

ilit
y,

In
flu
en

ce
of

V
al
ue

s,
C
ar
ee

rs
,
Le

is
ur
e,

C
om

m
un

ity
In
te
ra
ct
io
n)

Th
e
ai
m

of
th
is

st
ud

y
w
as

to
ex
am

in
e
qu

al
ity

of
lif
e
am

on
g

pa
re
nt
s
of

ch
ild
re
n
w
ith

ID
an

d
A
S
D

an
d
to

co
m
pa

re
th
ei
r

pe
rc
ep

tio
ns

of
fa
m
ily

lif
e
do

m
ai
ns

.

bB
Ex

te
rn
al

S
up

po
rt
–

S
up

po
rt
fro

m
O
th
er
s;

bB
Ex

te
rn
al

S
up

po
rt
–

S
up

po
rt
fro

m
S
er
vi
ce

s;
bB

In
te
rn
al

R
es
ou

rc
es

–
Fa

m
ily

R
el
at
io
ns

hi
ps

;
xX

Fa
m
ily

A
da

pt
at
io
n
–
H
ea

lth
;

xX
Fa

m
ily

A
da

pt
at
io
n–

Fi
na

nc
ia
l

W
el
lb
ei
ng

;
xX

Fa
m
ily

A
da

pt
at
io
n
–
C
ar
ee

rs
xX

Fa
m
ily

A
da

pt
at
io
n–

Le
is
ur
e;

xX
Fa

m
ily

A
da

pt
at
io
n–

C
om

m
un

ity
P
ar
tic
ip
at
io
n;

xX
Fa

m
ily

A
da

pt
at
io
n
–
Q
ua

lit
y
of

Li
fe

Ti
ba

et
al
.

(2
01

2)
,

R
om

an
ia

27
pa

re
nt
s
of

ch
ild
re
n

w
ith

A
S
D

(2
2

m
ot
he

rs
an

d
fiv
e
fa
th
er
s)

29
–
53

(M
¼

37
)

M
¼

10
.3

1.
P
ro
fil
e
of

A
ffe

ct
iv
e

D
is
tr
es
s
S
ca

le
;

2.
A
ut
om

at
ic

Th
ou

gh
ts

Q
ue

st
io
nn

ai
re
;

3.
A
tt
itu

de
B
el
ie
fs

S
ca

le
-
S
ho

rt
fo
rm

;
4.

P
ro
bl
em

B
eh

av
io
r;

5.
P
os

iti
ve

N
eg

at
iv
e

E
m
ot
io
ns

P
ar
en

t
M
et
a-
C
og

ni
tiv
e

B
el
ie
fs

S
ca

le

Th
e
pu

rp
os

e
of

th
is

st
ud

y
w
as

to
ex
pl
or
e
th
e
re
la
tio

ns
hi
p

be
tw

ee
n
co

gn
iti
ve

vu
ln
er
ab

ilit
y

fa
ct
or
s
an

d
th
e
ex
pe

rie
nc

e
of

st
re
ss

an
d
po

si
tiv
e
em

ot
io
ns

in
pa

re
nt
s
of

ch
ild
re
n
w
ith

A
S
D
.

aA
P
ile

up
–
P
ro
bl
em

B
eh

av
io
r;

cC
P
er
ce

pt
io
n
an

d
C
oh

er
en

ce
–

A
ut
om

at
ic

P
os

iti
ve

an
d
N
eg

at
iv
e

Th
ou

gh
ts
;

cC
P
er
ce

pt
io
n
an

d
C
oh

er
en

ce
–

Irr
at
io
na

lB
el
ie
fs
;

xX
Fa

m
ily

A
da

pt
at
io
n
–
S
tr
es
s

Tr
os

ha
ns

ka
et

al
.

(2
01

8)
,

N
or
th

M
ac

ed
on

ia

70
ca

re
gi
ve
rs

of
in
di
vi
du

al
s
w
ith

A
S
D

N
ot

st
at
ed

N
ot

st
at
ed

1.
Th

e
C
ar
e-
re
la
te
d

Q
ua

lit
y
of

Li
fe

in
st
ru
m
en

t
(C
ar
er
Q
oL

)

Th
e
ai
m

of
th
is

st
ud

y
w
as

to
ex
pl
or
e
ca

re
gi
ve
rs
’
ex
pe

rie
nc

es
of

liv
in
g
w
ith

th
e
in
di
vi
du

al
w
ith

A
S
D

an
d
if
th
ei
r
qu

al
ity

of
lif
e

ch
an

ge
d
af
te
r
at
te
nd

in
g
pa

re
nt

ed
uc

at
io
n
pr
og

ra
m

a

aA
P
ile

up
–
Fi
na

nc
ia
lP

ro
bl
em

s;
bB

Ex
te
rn
al

S
up

po
rt

xX
Fa

m
ily

A
da

pt
at
io
n
–
Q
ua

lit
y
of

Li
fe

N
ot
e.

M
–
m
ea

n,
S
D

–
st
an

da
rd

de
vi
at
io
n,

A
S
D

–
au

tis
m

sp
ec

tr
um

di
so

rd
er
,
TD

–
ty
pi
ca

lly
de

ve
lo
pi
ng

,
D
S
–
D
ow

n
sy
nd

ro
m
e,

C
P
–
ce

re
br
al

pa
ls
y,

ID
D

–
in
te
lle
ct
ua

lo
r
de

ve
lo
pm

en
ta
ld

is
ab

ilit
y.

In
or
de

r
to

be
co

ns
is
te
nt
,
w
e
us

ed
A
S
D

ac
ro
ss

th
is

re
vi
ew

,
al
th
ou

gh
so

m
e
st
ud

ie
s
ap

pl
ie
d
th
e
te
rm

s
au

tis
m
,
pe

rv
as
iv
e
de

ve
lo
pm

en
ta
ld

is
or
de

r
or

A
sp

er
ge

r
sy
nd

ro
m
e.

a
W
e
on

ly
re
po

rt
on

Tr
os

ha
ns

ka
et

al
.’s

pr
e-
pr
og

ra
m

da
ta
,
as

w
e
ex
cl
ud

ed
st
ud

ie
s
in
te
rv
en

tio
n
da

ta
in

ou
r
re
vi
ew

.

Marija �Coli�c et al. Parental experiences raising children with ASD

International Journal of Developmental Disabilities 2022 VOL. 68 NO. 1 7



reported that their child had more challenges in the
physical domain, compared to mothers of children with
DS; while Dabrowska and Pisula (2010) reported the
opposite finding. In contrast, one study (Dabrowska and
Pisula 2010) did not find that parents of children with
ASD rated their child’s physical abilities differently in
comparison to parents of TD children. Additionally,
parents of children with ASD reported greater personal
burden and limited family opportunities compared to
parents of TD children; however, the authors did not
find differences related to financial stress (Dabrowska
and Pisula 2010).

Three studies explored financial difficulties among
families of children with ASD (Daniels et al. 2017,
Pejovi�c-Milovan�cevi�c et al. 2018, Troshanska et al.
2018). The authors noted that in four countries (Croatia,
Albania, Bulgaria, and Turkey), two-thirds of the care-
givers disclosed that they experienced financial prob-
lems, and 50% of the participants had to stop working
because of the child with ASD. In two studies, 70%
and 53% of the parents reported financial problems,
respectively (Pejovi�c-Milovan�cevi�c et al. 2018,
Troshanska et al. 2018). Further, the study authors
reported financial problems were significant predictors
of lower satisfaction with external supports.

Two studies examined the relationship between child
problem behaviors and symptom severity with cognitive
vulnerability factors (Tiba et al. 2012) and stress
(Rudi�c et al. 2013). Tiba et al. (2012) reported parents’
negative emotions, negative automatic thoughts, and
irrational beliefs were positively correlated with child
problem behavior. On the other hand, problem behavior
was not associated with metacognition about stress.
Furthermore, one study did not identify a significant
relationship between child ASD symptom severity and
maternal stress (Rudi�c et al. 2013).

Adaptive resources (the bB factor)
Seven studies explored adaptive resources, including
both external support and internal resources (Daniels
et al. 2017, Lisak et al. 2017, Pejovi�c-Milovan�cevi�c
et al. 2018, Pisula 2007, Pisula and PoreRbowicz-
D€orsmann 2017, Schmidt et al. 2017, Troshanska et al.
2018). Below, we summarize results based on
resource type.

External resources. Four studies examined parents’
satisfaction with their external supports (Daniels et al.
2017, Lisak et al. 2017, Pejovi�c-Milovan�cevi�c et al.
2018, Troshanska et al. 2018). Over one-third (35%) of
the caregivers reported that they had challenges access-
ing services for their children (Daniels et al. 2017).
Greater satisfaction was linked with in-school tutors,
training or assistance in managing child’s needs, and a
primary care doctor or pediatrician as an information
source (Pejovi�c-Milovan�cevi�c et al. 2018). Parents’ top

three areas where their child needed support were
related to their child’s education, getting welfare/social
support and receiving adequate health care (Pejovi�c-
Milovan�cevi�c et al. 2018). More specifically, parents
reported a lack of information regarding child rights
and school-based supports (Lisak et al. 2017). They
also noted limited collaboration among experts, which
led to multiple and repeated visits without receiving
adequate information and support (Lisak et al. 2017).
Parents also shared that they had to fight to enroll their
children into mainstream preschools and to access other
services (e.g. government funded personal assistant;
Lisak et al. 2017)

The majority of parents reported receiving govern-
ment support (61–72%; Daniels et al., 2017; Pejovi�c-
Milovan�cevi�c et al. 2018) and informal support (some
support ¼ 28.6%; a lot of support ¼ 55.7%;
Troshanska et al. 2018). Less than one-third of parents
received support from advocacy groups/organizations or
other assistance in managing child’s need. Participants
in both studies (Daniels et al., 2017; Pejovi�c-
Milovan�cevi�c et al. 2018) rated the Internet as a main
information source, while the child’s primary care doc-
tor was rated the lowest.

Two studies explored differential experiences with
external support based on child diagnosis. Overall,
parents of children with ASD were less satisfied with
their support than families of children with intellectual
disabilities (Pisula 2007, Schmidt et al. 2017).

Internal resources. Two studies researched the fami-
lies’ internal resources, such as family relationships
(Pisula and PoreRbowicz-D€orsmann 2017, Schmidt et al.
2017). Parents of children with ASD were less satisfied
with family relationships compared to families with TD
children (Pisula and PoreRbowicz-D€orsmann 2017) or
families of children with intellectual disabilities
(Schmidt et al. 2017). Furthermore, poor family func-
tioning was correlated with higher stress and lower
quality of life (Pisula and PoreRbowicz-D€orsmann 2017).

Perception and SOC (the cC factor)
Four studies explored parents’ perceptions of stressful
situations and SOC within families (Dabrowska 2008,
Pisula and Kossakowska 2010, Pisula 2007, Tiba et al.
2012). Results related to SOC were mixed in the
reviewed papers. Dabrowska (2008) revealed no SOC
differences among fathers with children with ASD, DS,
cerebral palsy (CP), and TD children, while Pisula and
Kossakowska (2010) reported lower overall SOC in
parents of children with ASD compared to parents of
TD children. Further analysis revealed that parents of
children with ASD expressed lower sense of meaning-
fulness and manageability compared to parents of TD
children (Pisula and Kossakowska 2010). Although
fathers of children with ASD in Dabrowska’s study
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(2008) did not rate their overall SOC differently com-
pared to fathers of children with DS, they reported
higher levels of sense of meaningfulness than fathers of
children with DS. Moreover, Pisula (2007) examined
pessimism among mothers of children with ASD and
mothers of children with DS, finding no group
differences.

One study examined perception and coherence
within families of children with ASD and its relation-
ship to different constructs. Tiba et al. (2012) reported
that both irrational beliefs and automatic thoughts were
positively related to negative affective distress; whereas
irrational beliefs were negatively associated with posi-
tive emotions.

Coping (the BC factor)
Four studies explored coping in response to stressors,
as well as its relationship with other psychological con-
structs (Dabrowska 2008, Dabrowska and Pisula 2010,
Kasprzak et al. 2013, Pisula and Kossakowska 2010).
Findings indicated that fathers of children with ASD
applied more support-seeking strategies, compared to
fathers of children with DS and CP (Dabrowska 2008).
Compared to parents of TD children, Pisula and
Kossakowska (2010) reported that parents of children
with ASD applied escape-avoidance coping strategies
more often. However, Dabrowska and Pisula (2010)
found the opposite results: compared to TD children,
parents of children with ASD used less social diversion
(avoidance-oriented) strategies. Notably, researchers did
not find differences related to the use of the majority of
the coping strategies between parents of children with
ASD and parents of children with DS, CP and TD chil-
dren (Dabrowska 2008, Dabrowska and Pisula 2010,
Pisula and Kossakowska 2010).

In addition, researchers explored relationships
between coping strategies and SOC (Pisula and
Kossakowska 2010), as well as stress (Dabrowska and
Pisula 2010). Among families of children with ASD,
SOC was positively correlated with self-controlling
methods, seeking social support, and distancing strat-
egies; and negatively correlated with accepting respon-
sibility (Pisula and Kossakowska 2010). Furthermore,
the authors reported that parents who used emotion-ori-
ented copying styles reported higher stress levels
(Dabrowska and Pisula 2010).

Adaptation (xX factor)
Eleven studies investigated different family adaptation
outcomes. Five articles explored bonadaptation to stres-
sors, such as improved quality of life and health
(Benjak 2011, Kasprzak et al. 2013, Pisula and
PoreRbowicz-D€orsmann 2017, Schmidt et al. 2017,
Troshanska et al. 2018). Six studies examined parental
stress as a maladaptation to stressors (Dabrowska and
Pisula 2010, Mila�ci�c-Vidojevi�c 2008, Pisula 2007,

Pisula and PoreRbowicz-D€orsmann 2017, Rudi�c et al.
2013, Tiba et al. 2012).

Bonadaption
Parents of children with ASD in two studies evaluated
their quality of life lower than parents of TD children
(Benjak 2011, Pisula and PoreRbowicz-D€orsmann 2017);
whereas another study found parents of children with
intellectual disabilities reported better quality of life
than parents of children with ASD (Schmidt et al.
2017). Furthermore, two studies reported that parents of
children with ASD rated their health poorer than
parents of TD children (Benjak 2011, Kasprzak et al.
2013), whereas only 20% and 31.4% caregivers did not
report problems related to their mental and physical
health, respectively (Troshanska et al. 2018). Moreover,
Kasprzak et al. (2013) found a positive relationship
between better health and optimism, as well as between
health and use of adaptive coping strategies.

Maladaptation
Besides exploring overall stress within families, some
studies also investigated other aspects of negative adap-
tation, such as family disharmony. Two studies found
parents of children with ASD reported that their fami-
lies experienced more disharmony and personal and
family problems, compared to parents of TD children
(Dabrowska and Pisula 2010, Pisula and PoreRbowicz-
D€orsmann 2017). However, the researchers found no
differences in maladaptive outcomes (e.g. family dishar-
mony) between parents of children with ASD and DS
(Dabrowska and Pisula 2010, Pisula 2007).

Three studies (Dabrowska and Pisula 2010, Mila�ci�c-
Vidojevi�c 2008, Pisula and PoreRbowicz-D€orsmann
2017) showed mixed results regarding differences
between mothers’ and fathers’ reported stress. One
study found that mothers of children with ASD had
higher personal stress than fathers (Pisula and
PoreRbowicz-D€orsmann 2017), while two studies did not
find gender differences (Dabrowska and Pisula 2010,
Mila�ci�c-Vidojevi�c 2008). Furthermore, two studies
examined parental stress level (Mila�ci�c-Vidojevi�c 2008,
Rudi�c et al. 2013). Participants in Rudi�c et al.’s study
(2013) reported lower stress (41.3%) compared to the
parents in Mila�ci�c-Vidojevi�c’s study (65.7%; 2008).

Discussion
The present review aimed to map the literature related
to parents’ experiences raising children with ASD in
Eastern Europe. Clearly, this topic is overlooked in the
literature, as we only identified 15 studies focusing on
Eastern European populations. Furthermore, these stud-
ies were conducted in nine of the 17 Eastern European
countries; further demonstration that the research base
is underdeveloped. In addition, 14 out of 15 studies
focused on children or young adults in transition period,

Marija �Coli�c et al. Parental experiences raising children with ASD

International Journal of Developmental Disabilities 2022 VOL. 68 NO. 1 9



neglecting parents’ experience of adults with ASD. We
used the Double ABCX model (McCubbin and
Patterson 1983) to organize our findings within a
widely used theoretical framework. We found that
parents of children with ASD overall reported more
life-related challenges and greater maladaptation, com-
pared to parents of TD children. These results are con-
sistent with findings in the extant literature, which
primarily focuses on Western Europe and North
America (Abbeduto et al. 2004, Baker-Ericzen et al.
2005, Lecavalier et al. 2006, McStay et al. 2013).
Below, we discuss our results from each ABCX Model
factor, as well as how our findings from Eastern Europe
align with literature outside of the region.

Pile-up stressors (aA factor)
Overall, child-related challenges were more present
among families of children with ASD in comparison to
children with DS and TD children, a common finding
in the Western literature (e.g. see Griffith et al. 2010).
Furthermore, multiple other studies outside of Eastern
Europe have found a relationship between child behav-
ior problems and parent stress (e.g. see Lecavalier et al.
2006, Paynter et al. 2013), a finding supported by one
study in the current review (Tiba et al. 2012). However,
contrary to the large body of the literature finding a
positive relationship between child ASD symptom
severity and parental stress (e.g. see Manning et al.
2011, Osborne et al. 2008), Rudi�c et al. (2013) found
no such relationship among their sample of mothers.
Notably, Paynter et al.’ study (2013), which employed
Double ABCX model for empirical testing of family
adaption, also did not reveal such a relationship.

The studies in the present review reported mixed
results of stress related to child physical difficulties
between mother of children with ASD and DS
(Dabrowska and Pisula 2010, Pisula 2007). There could
be several possible reasons for this discrepancy. First,
there could have been difference between the child
samples, as there was no information about child phys-
ical and adaptive skills in either study. Secondly, stud-
ies explored reported physical skills using different
subscales, which could reflect differences on the meas-
urement level.

Parents of children with ASD also assessed their per-
sonal and family problems as more severe, compared to
those with TD children. These results are in accordance
with the previous findings from United States (U.S.;
Lee et al. 2008) and United Kingdom (Fombonne et al.
2001). Nonetheless, with respect to financial problems,
results from the present review were not unequivocal
(Dabrowska and Pisula 2010, Daniels et al. 2017,
Pejovi�c-Milovan�cevi�c et al. 2018, Troshanska et al.
2018). Consistent with Western research (Ouyang et al.
2014), three reviewed studies (Daniels et al. 2017,
Pejovi�c-Milovan�cevi�c et al. 2018, Troshanska et al.

2018) revealed that the majority of parents experienced
financial problems and subsequently stopped working.
However, Dabrowska and Pisula (2010) found that fam-
ilies of children with ASD and TD children did not dif-
fer on financial stress. Given more than 60% of
Dabrowska and Pisula’s sample had university degrees
and above-average monthly incomes in Poland (CEIC
2019), it is possible families had enough monetary
resources for adequate child support.

Adaptive resources (the bB factor)
Despite the transitions and financial challenges which
countries in Eastern Europe have experienced, we found
only four studies exploring external resources available
to parents. Families with children with ASD face vari-
ous financial problems and service barriers (Daniels
et al. 2017, Lisak et al. 2017, Pejovi�c-Milovan�cevi�c
et al. 2018, Troshanska et al. 2018), yet this review
highlighted little is known about these challenges in the
Eastern European context.

While many of the parents reported receiving gov-
ernmental support (Daniels et al. 2017, Pejovi�c-
Milovan�cevi�c et al. 2018), a third of Daniels et al.’s
(2017) sample reported challenges with service access,
including educational support, financial resources, and
healthcare. Therefore, despite financial aid that families
obtained, they seemed insufficient to cover needed serv-
ices. Clearly, more work is needed to further understand
financial issues facing Eastern European families of
individuals with ASD.

Using the Double ABCX model, Manning et al.
(2011) found that family functioning among families
with ASD was explained by child behavior severity,
coping by relying on others and subjective social status.
The complexity of family functioning as a resource for
family adaptation to stressful situations can explain
why these families rated their family relationships
lower than families of TD children and children with
ID (Pisula and PoreRbowicz-D€orsmann 2017, Schmidt
et al. 2017). Furthermore, previous research showed
negative relationships between satisfaction with family
relationship and external support (Paynter et al. 2013),
which could also explain why studies reviewed in this
paper reported lower family functioning among families
of children with ASD.

Perception and sense of coherence (the
cC factor)
Eastern European researchers explored family percep-
tion of stressors, and parents’ methods to reframe and
give meaning to new situations. Tiba et al. (2012)
found negative thoughts were positively associated with
parental distress, while positive emotions were nega-
tively correlated with stress. These findings were sup-
ported by extant research, as Hassall and Rose (2005)
emphasized the importance of parental cognitions in
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adjustment and managing child- and life-
related challenges.

Findings from the current review regarding SOC
were mixed, consistent with the previous research. For
example, one non-Eastern European study found
parents of children of ASD have lower SOC in com-
parison with parents of TD children (Sivberg 2002a),
whereas Olsson and Hwang (2002) found only mothers
– but not fathers – had comparatively lower SOC.
Furthermore, Pisula (2007) found mothers of children
with ASD and DS did not report different pessimism
levels, a finding inconsistent with U.S. research
(Abbeduto et al. 2004). More research is needed to
explore potential differences based on gender
and diagnosis.

Coping (the BC factor)
Several of the reviewed studies explored potential dif-
ferences in parental coping strategies by child diagno-
sis, a hypothesis supported by extant research (e.g. see
Hastings et al. 2005). Yet, despite the results from this
review that the majority of parental coping strategies
did not differ between diagnostic groups, some differen-
ces still emerged. For example, fathers of children with
ASD engaged more in support-seeking strategies in
comparison to fathers of children with DS and CP
(Dabrowska 2008), a finding inconsistent with previous
research not finding such differences (e.g. see Hartley
et al. 2012). Furthermore, while Pisula and
Kossakowska (2010) reported that parents of children
with ASD used more escape-avoidance strategies, in
line with previous studies from Western Europe
(Cuzzocrea et al. 2015, Sivberg 2002b), Dabrowska and
Pisula (2010) reported families of preschoolers with
ASD engaged in fewer avoidance strategies than fami-
lies of TD children. Differences in these findings could
be related to samples, as the two Eastern European
studies differed on educational level, employment, and
child service use. Moreover, Dabrowska and Pisula
(2010) did not confirm previous findings related to a
positive association between avoidance coping strat-
egies and parental stress (Hastings et al. 2005, Paynter
et al. 2013). In the Eastern European sample, more edu-
cated parents and those using emotion-oriented copying
styles reported higher stress levels. Further research
could shed light on the contributing factors for develop-
ing different coping style in parents inhabiting this part
of Europe.

Adaptation (xX factor)
The Double ABCX Model is ultimately focused on
family adaptation. Previous research found family qual-
ity of life was positively influenced by social support
and parents’ SOC and negatively by ASD symptom
severity (Pozo et al. 2014). The present review found
parents of children with ASD reported poorer quality of

life and health than parents of TD children and children
with ID, consistent with Western research (e.g. Lee
et al. 2009). Similarly, this review found families of
children with ASD reported greater stress level than
parents of TD children, likewise consistent with previ-
ous studies (e.g. Abbeduto et al. 2004, Brobst et al.
2009). Similar to research in Canada (Perry et al.
2004), the present review found no differences on fam-
ily disharmony between parents of children with ASD
and DS (Dabrowska and Pisula 2010, Pisula 2007).
Finally, the findings related to gender differences in
parenting stress were inconsistent in this review, as
they were in previous studies (e.g. see Gray and Holden
1992, Hastings 2003).

Limitations
Several limitations should be taken in consideration
when interpreting our results. First, we included only
peer-reviewed articles available in English, Serbian, and
Croatian, potentially missing papers written in other
languages or formats (e.g. dissertations). In addition,
only the first author reviewed Serbian and Croatian
papers. Finally, despite a comprehensive literature
search, it is possible that some articles were not
screened and thus excluded from our review.

Conclusion
Parents of children with ASD in Eastern Europe
reported more life-related challenges and greater mal-
adaptation compared to parents of TD children, reflect-
ing findings in the Western literature. These findings
suggest that regardless of geographical and cultural
characteristics, certain similarities in the stress profiles
of families of children with ASD remain evident.
However, we observed the greatest discrepancies com-
pared to international findings were in parental coping
strategies. Thus, future research in Eastern Europe
should seek to clarify the relationship between coping
styles and parental stress, along with identifying com-
monly used parental coping styles.

The small number of the included papers (15) from
nine countries suggests that parental experiences of
children with ASD in Eastern Europe are underex-
plored. Therefore, research should aim to bridge this
gap and explore not only adaption (such as stress and
quality of life) among families of children with ASD,
but also internal and external family resources, effects
of child problem behavior on parents, and families’ per-
ceptions of stressors. Future research could consider
applying the Double ABCX model to frame results, in
order to conceptualize family adaptation processes into
a theoretical framework.
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