DOI 10.31489/2022Ec1/123-136
UDC 314.622:314.44:519.86
JEL J17,C21, 138

D.M. Temirbayeva'’, N.N. Gelashvili*, T.P. Pritvorova', S.G. Simonov?, A. Sabyrzhan'

Karagandy University of the name of academician E.A. Buketov, Kazakhstan;
Tyumen Industrial University, Russia

'dina131111@mail.ru, 2denor1980@mail.ru, pritvorova_@mail.ru,
*v.simonova.67@mail.ru, alisher-aliev-79@mail.ru

thttps://orcid.org/0000-0003-2815-0011, *https://orcid.org/0000-0002-7115-2007,
*https://orcid.org/0000-0002-6306-3960, “https://orcid.org/0000-0002-7231-2914,
Shttps://orcid.org/0000-0002-8910-4572

!Scopus Author ID: 57218907248, *Scopus Author ID: 57215350667,
®Scopus Author ID: 55816012800, “Scopus Author ID: 56166169400,
*Scopus Author ID: 57190607215

Factors affecting the welfare of a family with disabilitigs

Abstract

Object: The socio-economic status of households with disabled children is thetsubject of worldwide attention
for scientists and public policy. Such households suffer from a high probability of'a sogial risk, which is generated
by economic and social environment factors. The study aims to identify factors affecting the welfare of a family with
child limitations, such as “mental retardation” and to assess the impact of each groupof factors.

Methods: Authors applied the method of a sociological survey, in¥five\xegions of Kazakhstan. The interview
used a methodological approach based on identification of four types ofyrestrictions: Direct costs for a child, indirect
household losses, assessment of the possibility for a parent to find"employment and maintain their health. The survey
results were processed by PLS3-PM structural modeling, for which wetaccepted four types of constraints as depend-
ent variables.

Findings: The econometric model allowed us to{prove hypetheses regarding the degree of impact of restriction
factors on the welfare of households with disabled children. Ta the greatest extent, the welfare of the family is lim-
ited by direct out-of-pocket expenses on the child’s needs. Asignificant value is the allowances associated with disa-
bility as the most important source of income. Statistically, insufficient volumes of medical and special social ser-
vices increase direct costs considerably. An iff€teaselin the costs for a child is a prerequisite for reducing the family’s
disposable income and its poverty.

Conclusions: The birth of a disabled childinegatively affects the employment opportunities of at least one fami-
ly member, their health, and development'‘of human capital. Besides the loss of a parent’s income, indirect losses of a
family have a significant prolonged,effeet on its long-term wellbeing as there is no affordable system for bringing a
child into independent life in Kazakhstan.

Keywords: familygwith a disabléd child, factors of welfare restrictions, poverty, PLS3-PM model, social trans-
fers.

Introduction

The preblem of disability in the modern world is acute. According to the World Health Organization,
almost 45% 4offthe world’s population has some form of disability, and the number is growing
(WHO, Warld report on disability, 2012). Among them, 110 million (2.2%) to 190 million (3.8%)
adults face serigus life support difficulties every day. There are a lot of reasons for this: aging of the popu-
lation, poor medical diagnostics at an early age and during intrauterine development, unavailability of
modern health services, deterioration of the environmental situation, etc. (WHO, Disability and health,
2020).

Against the background of the general increase in the number of people with disabilities, child disa-
bility is also growing. That being said, both qualitative and quantitative assessment of child disability may
sometimes be difficult. This is because each country keeps record of disabled children according to its
own methodology, which sometimes makes it difficult to compare countries by the total number of chil-
dren and the structure of specific diseases (Children with Disabilities // The state of the world’s children
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2013.). Statistics from many countries show an increase in the overall indicator. For example, Germany
saw an increase of 3.7% over the period of 2015—2019 (https://www-genesis.destatis.de, 2021). Approx-
imately the same situation is in Sweden, where the number of disabled children has increased by 1.2%
(Forsdkringskassan, 2021). In the UK, from 2011 to 2019, the number of children with mild, moderate and
severe health disorders increased by 1.9% (https://www.ons.gov.uk, 2021). Despite the advances in medi-
cine, child disability in highly developed countries does not weaken.

It is even more relevant for developing countries. For instance, in Russia over the past 5 years, the
number of disabled children has increased by 9.2% (https://sfri.ru, 2021); in Moldova, the number of disa-
bled children has grown by 1.1% (https://statbank.statistica.md); and 2.01% in Mexico
(https://www.inegi.org.mx). The Republic of Kazakhstan can also be attributed to countries where the
problem of child disability is very relevant. Today, 680 thousand people with disabilities live in Kazakh-
stan. Of these, 91.5 thousand are children with disabilities (https://bala.stat.gov.kz) and the number is con-
stantly growing. The average annual growth rate is about 4.6% per year.

This is especially true for children with “mental retardation” (MR), a fairly largejgroupyunited by the
pedagogical criterion of restrictions in child learning.

According to O. A. Sergeyeva et al. (Sergeeva O.A., Filippova N.V., Barylnik®Y U'B# 2015) as of
2015, 25% of the child population suffers from MR. A.V. Goloshchapov (GoloshchapoviA.V., 2015) cites
data that about 20% of children at the time of admission to school have mentalretardation, and about 50%
of all children are not able to sufficiently follow the school curriculum. Mest Etfopean and American
sources indicate MR is taking up to 1-3% of the child population (LukemeyepA. et al. 2000; Zaidi A,
Burchardt T., 2005; Stabile M., Allin S., 2012; Okon M. et al., 2019; Maofris|Z., Zaidi A., 2020;). Mental
retardation is currently one of the most common forms of child disability.” However, most researchers
agree that MR still has no clear definition (Pevzner M.S.)” 19725 Kovalev V.V., 1979; Kobernik G.I.
Sinev. V. N., 1984; Lebedinskiy V., 2003; Lebedinskaya K.S.,2006; Emelina D.A., Makarov 1.V., 2018).

As part of our study, we consider a large group of families,with children sharing a diagnosis of MR,
who have one or more signs (speech disorders, signs‘@f autism, mtellectual disabilities, mental disorders,
etc.), that is, some commonality in the type of disability.

Literature review

Initially, scientific research on the problem of child disability would be performed in pedagogy and
medicine. For the first case, the family wouldtbe considered as the basis for raising a child with a disabil-
ity; for the second case, as one of the importantitools for rehabilitation and treatment of a disability. For a
long time, it was believed that the state would do better. Some works (Vlasova T.A., Lebedinskaya K.S.,
1975; Elfimova N.V., 1978) wauld suggest that for the successful treatment, rehabilitation and habilita-
tion, a disabled child must be placed in“Specialized institutions where such children can receive the maxi-
mum number of services of @n appropriate quality. With the development of humanistic processes in so-
ciety, scientific papers substantiated methods of effective rehabilitation and habilitation of a child in the
family (Ejdemiller EXG., 2008} FKacheva V.V., 2014). There were studies that focused on social relations
within the family inconpection with the birth of a disabled child. (Muzaparova L.M., 2003). Today, most
studies in developingdcountries consider medical or socio-psychological aspects in such families, e.g.,
L.M. MuzapasovanF. Baiserkina et al. who analyze the subject area of social issues and rehabilitation op-
portunities withimthe*family (Bajserkina F., 2013).

Sinceythe 908, many scientists and charitable foundations have proved that the birth of a disabled
child affects‘thefwell-being of the family since a significant number of restrictions arise. Problems appear
in all spheres of family life with no exception: a psycho-emotional situation, relationships of family mem-
bers, personal growth, public opinion, financial welfare, etc. Families regularly face a number of problems
with consequences for the entire social group “family” and each of the people it includes (Carissa A. et al.,
2009; UNICEF, May 2013; Giulio P. et al., 2014).

The state recognizes additional risks for such families at the level of official social policy through en-
hanced measures of their social support. Three main support measures on which family policy is based,
according to standards recognized in developed countries, are family allowances, childcare services and
kindergartens (daycare centers), and schools with an inclusive education model upon reaching school age.
In the case of people with disabilities, they are transformed into an extensive range of additional allowanc-
es and services that provide full-fledged life activity for a child with special needs (ILO, 2004).

124 BecTtHuk KaparaHguHckoro yHMBepcuTeTa



Factors affecting the welfare of a family with disabilities

Economic issues of life support for disabled children involve a combination of various kinds of al-
lowances in cash, tax benefits, and in-kind transfers, including in the form of services. The latter can ad-
dress the issues of households with children, provide some services free. This is especially relevant, be-
cause many studies confirm that the costs of raising a special needs child are two to three times higher
than the costs associated with children without disabilities (Langerman C., Worrall E., 2005; Kirton,
D.2009).

For example, a number of researchers consider the problem of families with disabled children from
an economic point of view: how does the birth and raising of such a child affect the structure of income
and expenses, the parental employment, their professional growth, etc. According to researchers, the birth
of a disabled child creates an additional burden (adds financial stressors to households) on the family
budget. Also, the birth of a special needs child negatively affects the parental employment. The results of
scientific research have shown that about 15% of parents (one of the parents) have completely ceased their
work activities due to the birth of a disabled child, and about 17.4% have changed their jobs intorder to get
more opportunities to care for the child. Many studies have revealed that mothers mostly,¢hange their jobs
or quit the labor market for good.

Ultimately, the financial burden on the family increases with the birth of a disabled child, which fur-
ther pushes the household into poverty. After all, a special needs child requiresqadditional costs: To be it
medical, psychological, educational, or other rehabilitation services (direct financial costs), potential fami-
ly losses due to a change in the status of parents (indirect costs). All this,“according to the researchers,
leads to a decrease in the financial stability of the household and will affectithe further development of the
family.

According to the literature review, many researchers have chosenmasSeparate group of constraint
factors for their papers. We can say that a comprehensive study“ef,the group of restrictions and the de-
gree of their impact on families with disabled children is_notyenough today. A whole number of re-
searchers, such as LeaAnne DeRigne and Shirley L., state that asswell (LeaAnne DeRigne, Shirley L.,
Porterfield, 2015).

In general, international practices of studying the factors of restrictions of households with disabled
children are based on the study of three large groups of these factors:

1. Direct costs factor, which includes the costs‘ef.affamily to purchase necessary goods and services
for a disabled child. Such expenses imply the actual costs incurred by the family as part of the life of a
special needs child;

2. Additional costs for goods andgserviceseThis group involves calculating additional costs for goods
and services necessary for disabled children, but yet unavailable for various reasons. Such goods and ser-
vices are necessary for certain activities,they currently are not engaged in due to their disability.

3. Cost equivalence. Whengusing this method, the focus of study is various costs that a disabled per-
son must incur so that they cod@ld enjoy the same quality of life as that with no disability (Zaidi A.,
Burchardt T., 2005; StaplétoniD., Protik A., Stone C., 2008).

Thus, the birth ofia child with a disability sets several restrictions on the development of the family is
absolutely indisputable. “Now, which of these restrictions have the greatest impact on the family, and
which are less, and howpare they interconnected?

The movelty of,our research lies in the fact that based on the world research practices of studying
familiestwithédisabilities we have developed a methodology adapted to Kazakhstan conditions for deter-
mining the“impaet of restriction factors on the welfare of a family raising a special needs child. We pro-
pose identification of four indicators reflecting the specifics of the well-being of a family with disabilities:

1. Direct costs for a disabled child. These are influenced by a fairly large group of factors that lie on
the side of the family characteristics, its expenses in connection with a child’s special needs. Direct out-of-
pocket costs are due to family income and state allowances available to them.

2. Indirect family losses associated with a reduction in income from employment of a family member
who is constantly caring for a child and the need for services that arose due to the birth of a disabled child
(short and long-term social respite).

3. The parent’s ability to stay healthy.

4. The parent’s opportunity to work.

Based on the analysis of the results of the survey and interviews, we have determined the degree of
impact of each factor group on the welfare of a family with disabilities.
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The purpose of the paper was to study the factors influencing the welfare of families with disabilities
or raising children with delayed psychological development.

Experimental

We applied the method of sociological research and mathematical processing of its results using the
PLS3-PM model.

The main method of collecting information was an interview; some questions were closed, and
some were open. For the objects of the study, we have selected families raising children with MR as one
of the most common types of restrictions. A total of 301 families took part in the survey. To ensure the
representativeness of the sample, we have selected families from both urban and rural areas in four re-
gions of Kazakhstan and Almaty. This allowed us to consider the specifics of the family’s place of resi-
dence.

We have formed an information base for creating the sample with the data provided byithe Depart-
ments of Education of the Karaganda, East Kazakhstan, Pavlodar and Almaty regions, as well @s the offic-
es of psychological and pedagogical correction of the cities of Almaty, Karaganda, Pawlodar, Ust-
Kamenogorsk, and Semey.

We shall present the structure of the closed part of the interview in more detailin the Results section.

The main purpose of the open part of the interview was to obtain data on the family’s life position, to
let respondents express their private opinions on the rehabilitation system for the ghild, family members’
jobs, etc.

We used SmartPLS software to process the survey data. Using a graphical user interface, it simulates
structural equations based on variance using the method of partial leastisquares modeling. In addition to
evaluating models with latent variables using the PLS-SEMpalgerithm, the software calculates standard
criteria for evaluating results. Thus, based on the results of nfathematical modeling, we could determine
the degree of impact of each of the restriction factors that negatively affect the indicators of the welfare of
a family with a disabled child, including the nature ofithe *elationship between dependent variables.

Results

The mathematical model is based on a number, of independent (Xn, the factors) and dependent varia-
bles (Ym, the indicators of well-being). To introducesb®th independent and dependent variables into the
model, we have operationalized them using a)5-point scale, which allowed further econometric modeling
(Table 1).

Table 1. Questionnaire structure and PLS3-PM“model legend

Blocks Ref. Block components Ref.
1] 2 T3 N 4 | 5
Indicators of well-being, Ym
Counselling Y13health
1 | The ability to stay healthy: Y1 General healthcare Y 14health
Medical procedures Y 15health
Full-time job Y 10oppwork
2 | Oppartunity to Work Y2 Part-time job Y1loppwork
The ability to work as a self-employed Y12o0ppwork
One of the parents is staying indoors and is unable to .
A . Y7indlos
maintain full-time employment
3 | Indirect losses Y3 Paid healthcare/counselling for parents that are .
- Y8indlos
necessary due to the burden on the family
Paid services of “long respite” (vacation and treatment) Y9indlos
Direct out-of-pocket Total costs Y 1dcosts
ect out-ot-pocket. Medical facilities and care Y2dcosts
4 | expenses for a child, in % Y4 . - -
of average monthly income Special social services Y3dcosts
Psychological support Y4dcosts

Independent factors, Xn

Secondary education (tutoring services) costs
X1 Vocational education (vocational school/college) costs
Higher education costs

Long-term educational
costs
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1 2 3 4 | 5
. Short-term “respite” i
Additional government erm “reSp.l e,, services
2 . X2 Long-term “respite” services
services . -
Other family services
Accessibility of healthcare Vqumg of SEIVICes
3 -~ . X3 Service quality
and medicines for the child - - - - TRNTT
Terms of service (right to receive services, availability)
- . Volume of services
Accessibility of special - -
4 : - . X4 Service quality
social services for the child - - - - TRNTT
Terms of service (right to receive services, availability)
Other services according to Volume of services
5 | the individual rehabilitation X4 Service quality
program Terms of service (right to receive services, availability)
Time spent by family Mother
6 | members on child care, X3 Father
hours per day Other family members®
One allowances
7 | Allowances X7 To allowances
Three allowances g
Per capita in€
8 | Family characteristics X8 Number of childremi
Person who he most
Note — Compiled by the authors based on the results of mathematical modeling PLS3:PM_,,_4
- - ’
Figure 1 shows the econometric model.
X1benefits ‘_“_0.357
¥2bensfits: 4—0.819
0.472
enefi 0.20 YTindlos
Xamedsery @__Ulggg X3benefits o 00

UREREE— 0.155—)  Y8indlos

Xomedserv 4—-0.508 o
432

-0.652 | _
¥9indl
X6medserv il va neles
X3
XTsocserv 319
XBsocsenv -0.052
“—

XOsacsenv

Y2

0.682- 71
0.520
X15othtime ’

-0.690
X1Tgovsery 4—-0.830
-0.377

X1
Ggovsary 0050

¥13health
osra—*
—0.888—p Y14health
0505,
Y1

X18govserv
X2

X19ongexp
-0.722
X20longexp 4—-0.395

¥15health
-0.961

X22fam

X211
SECE X23fam

X1

X24fam

X8

¥ldcosts

X10oth: Ve //,'
erserv
¥2dcosts
092 0258 0936
X1lotherserv 4—0.286 0.573
008 v ¥3dcosts
0.877 {0305 0343—¥
X12otherserv 0318 Yadcosts
¥10oppwork 0785
0.828 0.460
¥5dcosts
X13mtime —0.821—p ¥11appwork ¥4 \“ lcas
0.590
5 e Wodcosts
Xldftime ¥12oppwork

Figure 1. Structural model for families with disabilities (MR)

Note: Compiled on the basis of analysis performed with SmartPLS3-PM
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Testing the model.
Stage 1. Confirmatory analysis.
Let us check the internal consistency of test questions and measure the effect of each question on the la-
tent variable. We calculate using the Cronbach’s Alpha coefficient (Table 2).

Table 2. Reliability and validity coefficients

Cronbach’s Rho. A Composite Average Variance
Alpha ' Reliability Extracted (AVE)
The ability to stay healthy 0.748 0.800 0.812 0.602
Opportunity to work 0.723 0.738 0.795 0.569
Long-term educational costs 0.825 0.711 0.755 0.534
Additional government services 0.719 0.801 0.806 0.540
Accessibility of health care 0.852 0.803 0.779 0860
Accessibility of social services 0.768 0.885 0.860 0.6%6
Other services 0.792 0.815 0.773 05/
Time costs 0.357 0.146 0.121 0.568
Indirect losses 0.264 0.141 0.054 0530
Allowances 0.726 0.807 0.728 0.521
Direct costs for a child 0.724 0.787 0.757 0.509
Family characteristics 0.169 1.333 0.090 0.517
Note: based on PLS3 simulation results &

Cronbach’s Alpha serves as an indicator of the homogeneity (intétnalteefisistency) of indicator evalua-
tion.

Coefficient scale is as follows:

- 0.5: low;

- 0.6: satisfactory;

-0.7: good,;

- 0.8: very good;

- 0.9: high.

Table 2 shows a fairly high level of interfial consistency of the test elements and their impact on factors.
The exceptions were “Time costs,” “Indirect family losses,” and “Family characteristics.” This is explained
by the large spread of values and the heterogeneity of the responses received. In general, the Cronbach’s al-
pha shows high values, which indicates acceptable reliability statistics.

The Average Variance ExtraCtedy(AVE) is the variance of the indicator elements. The AVE value
should be 0.5 or greater, but lessithamthe Cumulative Reliability (CR). That is, the variance explained by the
design should be greater than'both the measurement error and cross-loads. Since AVE and the corresponding
reliability coefficients arefbased on'factor loads, their values vary depending on the factor model. The AVE
for a factor or hidden variable should also be higher than its correlation square with any other factor or hid-
den variable.

Composite Reliability (CR) is the coefficient, which determines the overall reliability of the composi-
tion. It iscalculatedyusing the square of the sum of standardized factor loads and the sum of the error vari-
ance. Theyvaltie of, CR is in the range from 0 to 1, where 1 means absolute reliability. Threshold values of
CR are as follows: 0.6 is suitable for exploratory studies, 0.7 is for confirmatory studies, and 0.8 or higher is
good reliabilityffor confirmatory studies. CR must exceed the AVE value.

Collinearity check.

Collinearity means that there is a linear relationship between independent variables of the model. Fac-
tors that are closely related are withdrawn from the model, since they violate the condition of independence
between explanatory variables. The remaining factor is the one that, with a sufficiently close connection with
the result, has the least closeness of connection with other factors.

Table 3 shows the collinearity statistics obtained. To detect multicollinearity, the VIF indicator is used.
Its maximum allowable value is 5, and the minimum threshold is 0.2.
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Table 3. Collinearity Statistics (Inner VIF Values)

The ability to Opportunit . Direct costs for
stay hea;%y F'zcr)) work / IeTEss (Eeess a child
The ability to stay healthy
Opportunity to work
Long-term educational costs 1.019
Additional government services 1.019 1.191
Accessibility of health care 1.471
Accessibility of social services 1.232
Other services 1.662
Time costs 1.072
Indirect losses
Allowances 1.181 1.106
Direct costs for a child
Family characteristics 1.019 1.072 0125
Note: based on PLS3 simulation results N

The data shown in Table 3 are in the acceptable range of values, which indieates Vvariables are not
multicollinear.

Determination coefficient.

Squared multiple correlation is the proportion of variance of a dependent Variable explained by the
model under study (by independent variables). The R-Squared has thefrange of O to 1. Dependence between
dependent and independent variables increases with the coefficient’s \approximation to one. In regression
models, this means model matches to the data.

R Square Adjusted is the adjusted determination coeffigient. Itiis used to compare models with a differ-
ent number of factors in such a way that the number ofyfacters does,not affect the R-Squared statistics.

The correlation coefficient obtained in the model*for the variable “The ability to maintain health” is
0.332. This means that about 33% of the variancélef this medel'is explained by independent factors included
in it (see Table 4).

Table 4. Quality Criteria (R Square)

R Square R Square Adjusted
The ability to stay healthy 0.332 0.319
Opportunity to work 0.210 0.195
Indirect losses 0.281 0.260
Direct costs for a child 0.305 0.270

Note: based on PLS3 simulation rf

Let us consider the,simulation results. As Figure 1 shows, the degree of interdependence of each of the
impact factors has different,values.

The Y1 variable (The ability to stay healthy) depends on the variables X2 (Additional government ser-
vices: —04032)and X8 (Family characteristics: 0.571.) According to the simulation results, the composition
of the familyghas“a significant impact on the parents’ ability to stay healthy. This is because the size of the
average famuly income, the number of children in the family and the characteristics of the person who
babysits the mest have a direct and significant impact on the ability of family members (primarily those who
care for the child) to stay healthy. Factor X2 has a weaker impact on Y1, because, according to the survey
results, members of the family with a disabled child do not receive additional government free services, or
receive an extremely small amount of them (additional leave for the second parent, community worker ser-
vices twice a week for two hours, etc.). Thus, the influence on the ability to stay healthy in this case is weak.

The Y2 variable (Opportunity to work) depends on factors X8 (Family characteristics: —0.032) and X6
(Time spent on caring for a disabled child: 0.419). The time spent on caring for a child with developmental
disabilities has a much greater impact on the family members’ opportunity to work. We can say that the fac-
tor of having a disabled child in the family negatively affects the working opportunities of parents or rela-
tives. This becomes an important factor imposing restrictions on the family. As for X8, the degree of its im-
pact on Y2 is lower, but is still significant. The family characteristics (income, the number of children, the
disabled child caretaker) determine the parent’s working opportunities. For example, a grandmother often
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takes care of a disabled child, which allows her mother to start a job. Another common situation is when the
child cannot be left for a long time without mother’s supervision, which limits her working opportunities
completely. Ultimately, all of this also has a negative impact on the family’s welfare.

The Y3 variable (Indirect family losses). This variable directly depends on X7 (Allowances: 0.205), X2
(Additional government services: —0.258), and X1 (Long-term education costs: 0.347). According to the de-
gree of impact, each of the factors has a different value. We can add X7 to the list of factors with minor im-
pact. This is due to the fact that, according to respondents, at present, allowances have a significant impact
on the well-being of the family and direct costs (more details below). Indirect losses are associated with the
loss of income of one of the family members, or with the fact that additional costs are required for healthcare
or counselling for parents. However, little money from the allowances received goes to these. Therefore, this
factor’s impact on indirect family losses is insignificant. Also, additional government services for the family
have a small impact on indirect losses. This is because the volume of such services is extremely small, and
most often is non-existent.

X1 (Long-term education costs) has a significant impact (0.347) on indirect costs. Ehistis,dug,to the fact
that the family allocates a fairly large amount of financial resources on education @nd<development of the
child even now, laying the groundwork. They often use the services of tutors, additional classes,/paid sec-
ondary and higher education, etc. This imposes significant restrictions on ensuringghe wellsbeing of the fam-
ily even now, because part of the income has to be redistributed to additional gdueation services. When as-
sessing long-term costs, parents associate them with indirect losses of the family.

The Y4 variable (Direct costs per child). This variable is of the greatéStimportance for the welfare of
the family. As our survey showed, almost all families, with no exceptionsbear direct costs related to the
health or education of a disabled child. Such costs have a direct impact,on‘the*family as a whole. The math-
ematical model showed that Y4 variable is influenced by factors X¥aAllowances: 0.319), X3 (Accessibility
of health care: —0.052), X4 (Accessibility of social services: —0.488), X5 (Other services: —0.258), and X8
(Family characteristics: —0.059).

For families receiving allowances, they are extremely<important for the well-being of the family as a
whole. Many of the surveyed households receiving child'disability allowances and care for a disabled child
have noted that this source of income is their maim, one. Qther sources are temporary and non-permanent.
Therefore, allowances, their size and accessibility are‘enesof the most important factors in ensuring the wel-
fare of the family.

Availability of medical services (X3)gIhis\factor has little effect on the volume of direct costs. This is
due to the fact that, in the total volumesef diréet)costs, healthcare for children with MR takes only a small
amount. If a family receives healthcare at its own expense, their share in expenses is significantly less than
special social services (X4.)

Now, the value of special secialseryices (X4) for direct costs is the greatest. This is the small amount of
government services currently limited because of the accessibility of such services for the child. Therefore,
family has to pay fogsuch services from its own budget. Their cost is also high, i.e. their share in the total
volume of direct costs‘is,much greater than healthcare. The cost of such services may also be affected by the
place of residence. For example, in rural areas, many special social services are unavailable due to their ab-
sence. Thereforeqthe family has to periodically travel to the city or receive home-based services, which also
increases the final cest.of such services. Thus, we can say that special social services, their accessibility and
cost havexan extremely strong impact on the family’s direct expenses and its welfare.

The value of X5 (Other services for the child) for direct costs is insignificant. This is because other ser-
vices (for example, art therapy, hippotherapy, etc.) are most often not included in the rehabilitation package.
Therefore, they do not affect the amount of direct costs.

The composition of the family also has a rather weak effect. The direct costs for a disabled child do not
depend directly on babysitting person or the number of children in the family. However, in this case, the
composition of the family and its completeness are indeed important. According to the results of our survey,
almost three-quarters of families are complete. A quarter of them are incomplete and are basically just wom-
en. Here, the factor of income is the one imposing restrictions on improving the welfare of the family, be-
cause such families largely rely on allowances and/or on the mother’s side job. The completeness of the fam-
ily and the opportunity of its members to work have a sufficiently significant impact on the well-being of the
family as a whole.
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Stage 2. Hypothesis testing.

Thus, based on the results of constructing a mathematical model, we can determine the factors of the
greatest or least impact on the well-being of the family with a disabled child, as well as the degree of their
interdependence and impact on each other. Let us check the effectiveness of all the coefficients obtained. To
do this, we use Bootstrapping, a command within SmartPLS, to test the statistical significance of the analysis
results. The Bootstrapping procedure initiates verification and returns the result of the study gradually, from
simple events to complex ones. This is how we find out the significance level of the coefficients and the reli-
ability of the hypotheses set (Table 5).

Table 5. Path Coefficients

Interdependence of variables P Values Hypothesis status
1. Long-term education costs -> Indirect losses 0.045 Accepted
2. Additional government services -> The ability to stay healthy 0.825 Réjected
3. Additional government services -> Indirect losses 0.307 Rejected
4. Accessibility of health care -> Direct costs for a child 0.701 Rejected
5. Accessibility of social services -> Direct costs for a child 0.005 Accepted
6. Other services -> Direct costs for a child 0.536 Rejected
7. Time costs -> Opportunity to work 0.001 Accepted
8. Allowances -> Indirect losses 0.395 Rejected
9. Allowances -> Direct costs for a child 0.048 Accepted
10. Family characteristics -> The ability to stay healthy 0.000 Accepted
11. Family characteristics -> Opportunity to work 07036 Accepted
12. Family characteristics -> Direct costs for a child 07681 Rejected
Note: based on PLS3 simulation evaluation N

Path Coefficients results have confirmed some of the, presentedvinterdependencies of family restriction
factors and have not the other. In this vein, the “Longstermyeducation costs -> Indirect losses” ratio has a
clear statistical relationship. This suggests that the costs of,edueating a disabled child have a significant im-
pact on indirect costs. For example, an increase in‘the cost of additional education may negatively affect the
availability of other services for other family members:

The same is for the costs of additional s@cial services. As the analysis showed, they have a clear con-
nection with the direct costs for a child. Fheirisize can have a significant impact on the well-being of the
family, because sometimes the cost of sueh,services is high, and their accessibility free of charge is limited.

We have also confirmed the hypothesis that the time spent on raising a disabled child and the opportuni-
ty to work have a direct relationship. The @pportunity to work is also influenced by the composition of the
family. So, if there is a possibility,0T'shifting the responsibilities of raising a child to another family member,
then the mother starts a full timeforga part-time job. Also, this opportunity has a positive effect on the health
support situation, thego-called possibility of a temporary respite.

Direct costs for a‘ehildswith disabilities are affected by allowances, their number and size. The depend-
ence is clear. Thuswise, we,can say that allowances have the strongest impact on the welfare of a family with
a disabled child. his canclusion is confirmed by the survey results. With no exception, all families who re-
ceive allowances note,that this is an extremely important factor in ensuring the welfare of the household. For
24% of Tamilies, allowances are the main source of income.

Discussien

According to the results of a number of studies, the main restriction factor for families with disabled
children is an increasing financial burden. For instance, according to some researchers, a severe form of dis-
ability for a child increases the likelihood of spending 30% more on healthcare than if the child was born
perfectly healthy. In certain countries, this burden is borne by the state, in particular, as compensation pay-
ments. Our study has shown that the increase in the financial burden on the family can be up to 25-30% of
the average monthly income for a significant majority of households. In Kazakhstan, social benefits (allow-
ances) are important just as well. Thus, we can say that the factor of an increasing financial burden on the
family is one of the most important factors limiting its well-being both in Kazakhstan and in foreign coun-
tries.

Also, our research has confirmed the conclusions made by foreign scientists regarding the employment
of at least one of the family members. Baydar, Joesch, et al. prove that about 15% of parents (one of the par-
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ents) have completely terminated their working activities due to the birth of a disabled child, and about
17.4% have switched their jobs to spend more time with the child. In Kazakhstan, the parental employment
situation is just as difficult. So, before the birth of a child, 86% of surveyed women had jobs. After the birth
of a child with developmental disabilities, 42% worked at the time of the survey, which is half as much.
Thus, we can again argue that a decrease in the opportunity of parents of disabled children to work is a factor
in reducing the welfare of both domestic and foreign families. Ultimately, these push families to reduce the
size of disposable income and to poverty, as some foreign researchers point out (Porterfield, 2002; Kuhlthau
& Perrin 2001; Powers 2001; Lukemeyer, Meyers & Smeeding, 2000.) The same situation is developing in
Kazakhstan families. The opportunity to spend on healthcare and education decreases, the burden on the
family budget increases due to the need to purchase additional services and medicines, the costly part of the
budget is being restructured in favor of a disabled child and to the detriment of other family members’ inter-
ests, etc.

Conclusions

Every researcher claims that the birth of a child with a disability imposes restrictions omthe develop-
ment of both the family as a whole and each of its members separately. These restrictigns Rave a fairly wide
range: financial, economic, psycho-emotional, social, physical, etc.

Changes in the income level and the cost structure are an integral part of the life.ofwa family with a disa-
bled child. The birth of a child with disabilities has the greatest impact on the gpportunity of family members
to earn and on disposable income, as well as the structure of direct costs._In_ maest cases, one of the parents
terminates their work to care for a disabled child, or switches their job witha freer work schedule. It is im-
portant to note that the opportunity to work is significantly affected @y the family characteristics, its com-
pleteness. If, for example, the family is incomplete, allowances become an tmportant factor in ensuring the
desired level of welfare for the family, where they are often the @nly Seurce of permanent income. Thus, the
direct costs for a disabled child can reach up to 25-30% of thestetal¥budget. The diagnosis of the child is of a
great influence here as well. The results of mathematigal madeling,have shown that direct costs are the most
important factors affecting the well-being of a family with disabilities. We have confirmed the hypothesis on
the impact of allowances on direct costs.

One of the important factors restricting the development of a family with disabled children are indirect
losses associated with a reduction in income from empleyment of a family member who babysits the most,
the need to buy additional paid healthcare/counselling and other services for the parent. However, unlike di-
rect losses, allowances have less impact omuindirect losses. This is due to the fact that indirect losses of a
family from the birth and raising a digabled child may “manifest” after a while, while allowances and their
size have a direct impact on curfent cests. Much more important here are the additional costs of addressing
the future issues (healthcare, educatign, €te?). Parents understand these services are required now, so they are
ready to spend part of the familyibudget on them now. They hope such costs will have a positive effect on
the quality of life of a child with*disabilities in the future.

An important factor [in theswell-being of a family is the ability of its members to stay healthy. This is
especially true for those'family members who take care of a disabled child. As mathematical modeling
shows, the factor “family eemposition (complete or incomplete)” is of the greatest importance here. A full
family has imere opportunities to free one of the family members from the responsibilities of caring for a dis-
abled child, at'least for'a while. This allows using the freed time to stay healthy. For single-parent families,
this opportunity is sharply reduced, and the unavailability of temporary respite services for the parent is of a
great importances

As mentioned above, sometimes the birth of a disabled child negatively affects the parents’ opportunity
to work. The time spent on caring for a disabled child has a significant impact here. The more severe the di-
agnosis, the less independence such a child has, the less likely it is that the parent will start a job. This will
again have a negative impact on the well-being of the family as a whole. Therefore, the factor of complete-
ness of the family is of great importance when there is a possibility to shift part of caring responsibilities to
other family members (e.g., a grandmother).

We plan to develop mechanisms to neutralize or prevent the identified restrictions in the nearest future.
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A.M. Temupobaea, H.H. T'enamsuin, T.I1. Ilpuxrsoposa, C.I'. CumonoB, A. Ca0bip:kaH
MymMmkinaikTepi mekTeyJii 0T0ACHIHBIH 9/1-AyKAThIHA dcep eTeTiH pakTopsaap

AHnoamna

Myrenek Oananapabl TOPOMEICUTIH Vil IIApyaMTBIIBIFBIHBIH QJICYMETTIK-9KOHOMHUKANBIK JKaFAaibl OapIIbIK dJIeM
FABIMIAPBIHBIH  JKOHE MEMJICKCTTIK casjCcaThiHblH KoHiM OeneTiH TmoHI Oonbim  TaObmiamel. MyHpmat yi
IIapyanbUIBIKTapbIHAa SKOHOMHUKAIIBIK JKOHE ‘QIEYMETTIK OpPTaHBIH (DaKTOPIAPbIH OIPIKTIPETIH QIeyMETTIK ToyeKel
YKaFTaWbIHBIH 00Ty BIKTUMAJIBIFEI KOBAPBL

3epmmey makcamul «ICUXAKAIBIK, TAMYBE TSKEITSH» 0anacel 0ap 0TOACHIHBIH dI-ayKaThIHA dcep €TeTiH (aKTop-
JIap/ibl aHBIKTAY KaHe (DaKTOPIapABIEopOipPSTOOBIHEIH ocep eTy JopeskeciH Oaranay.

oici: Astopnap KasaxcraHHbIHfOec aiiMakTapblHIa PECIOHACHTTEPre JICYMETTIK cayalHama JKYprizy SmiciH
kosanael. Cyx0OaT TepT Typuii HMIekIeynep/i Oesyre HEri3enreH o/liCHAMAIBIK TOCUIre Heri3/esireH: Oanara Tikenei
UIBIFBIHIAD, YH MapyaimbUIBIEBIHBIH JKaHAMa IIBIFBIHAAPHI, aTa—aHAHBIH JKYMBICKA OpHAJIAacy KOHE CHCAYJIBIFBIH
cakray MYMKIHIIriH Odganays Cayannama HoTkenepi PLS3-PM Mmoperin KojgaHa OTBIPBII, KYPhUIBIMIBIK MOJICIBIACY
oMiciMeH OHICN I, OH/1a MK TCYICPAiH TOPT TYPl TOyes i aifHBIMAIbIIAP PETiH e KaObLIIaHIbI.

KopuoiivtHobr: “OKOHOMETPHUAIBIK MOJAETh Myrefaek Oanamapbl O6ap YH IIapyaIlbUIBIKTapBIHBIH oJI-ayKaThIHA
HIeKTeY QPaKTOPIHAPBIHLIH oCep €Ty JIOpEeKeCiHe KATBICTHI THIOTE3asIap bl AdNeneyre MyMKiHIik 6epai. OTOachHBIH
QNT-ayKaThl OANaHbIH KOKCTTITIKTepiHe «KANTACBIHAH» TIKEJEH MIBIFRIHAAPIBI MISKTEH Il JKoHe MaHBI3IBl TaOBIC K3l
peTiHAe OHBIHZMYTCACKTITiHE OalIaHBICTHl JKOPJACMAaKbl CTATHCTUKAIBIK MAaHBI3ABI OONBIN TaObuTanbl. Kommkerimui
MEIHUIITHAIIBIK XKOHE apHAYJIBI QJICYMETTIK KBI3METTEP KOJIEMiHIH JKEeTKUTIKCI3/Ir TiKeJeH MIBIFRICTAPIbI CTATUCTHKAIBIK
TYPFBIIaH e19yip ywiraiitansl. bamara jkymMcanaTblH MIBIFBIHAAPIBIH APTYBl OTOACKIHBIH KoJia Oap TaOBICKI MEH OHBIH
KEJICHIIITiH TOMCHICTYIIH AFBIIIAPTHI OOJIBIN TaOBIIABL.

Tyorcvipvimoama: Myreaek 6anaHblH JYHUETE KelTyl OTOACHIHBIH KeM JIeTeH 1e Oip MYIIIECiHiH KYMBICTICH KAMTBLTY
MYMKIHJITiHE, OHBIH JCHCAYJBIFBI MEH aJlaMd KaluTIIBIH JaMyblHa Tepic ocep ereli. ATa-aHaCBhIHBIH TaOBICHIH
JKOFaNTydaH Oacka, OTOACHIHBIH jKaHama IIbIFBIHIAAPBI Y3aK MEp3iMIi KE3eHIE OHBIH oj-ayKaThlHa aNTapIIbIKTal
Y3apThIIFaH ocep eTei, oiTkeHi Kazakcranaa 6ananbl gepoec emipre MIBIFAPYIbIH KOJDKETIM/II KyHeci JKOK.

Kinm ce3dep: myrenex Oanmackl O0ap orOachkl, an—aykar (akTtopiapsl, keneinik, PLS3-PM moneni, aneyMeTTik
TpaHchepTTep.
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A.M. Temupbaea, H.H. I'enamsuiu, T.I1. lIpurBopoBa, C.I'. CumoHoB, A. CadbIp:KkaH
DakTOpPbI BJAUAHHUA HA 0JIar0COCTOSIHHE CeMbH € OrPAHUYEHHBIMH BO3MOKHOCTSIMH

Annomauusn

CounanbHO-9KOHOMHUYECKOE TTOJIOKEHUE IOMOXO3SHCTB, B KOTOPBIX BOCITUTHIBAIOTCS JIETH C MHBAIUAHOCTBIO, 51B-
JISIeTCsl TPEIMETOM BHUMAaHUS YUEHBIX M FOCYAapCTBEHHOW MOJIMTHKY BO BCEM MHpe. B Taknx JOMOXO03sHCTBAaX BBHICOKA
BEPOSITHOCTh HACTYIUICHHSI CHTYAIlMU COLIMAILHOTO PHUCKA, KOTOPYIO T€HEPUPYIOT (PaKTOPBI SKOHOMUYECKOTO M COILH-
TBHOTO OKPYKECHUSL.

L]envio nccnenoBaHus CTalo BBIABICHHE (DAKTOPOB, BIMSIOMIMX Ha OJAaronoyydyde CeMbH C OTPaHHYCHUSIMH pe-
OeHKa THIa «3aep)KKa ICUXHYECKOTO Pa3BUTH» U OLICHKA CTETIEHH BIMSHUS KaXXJ0H rpynmbl pakTopos.

Memooui: ABTOpaMH IPUMEHEH Memo0 COLUOIOTHYECKOTO OMpoca PECIIOHICHTOB B IIATH pernoHax KasaxcraHna.
B ocHOBY MHTEPBBIO MOJ0KEH METOAOIOTHIECCKUI TOX0/I, OCHOBAHHBII Ha BBIACICHUN YETHIPEX BUIOB OTPAHUUCHHUI:
IIPSMBIC 3aTPaThl Ha peOEHKa, KOCBEHHBIE ITOTEPH JOMOXO035ICTBA, OIIEHKA BO3MOXKHOCTH ISl pOJUTENS OOpecTH 3aHs-
TOCTh M TOAJCP)KaTh CBOE 370pOBbE. Pe3ynmbTaThl ompoca oOpabOTaHBl MemoO0OM CTPYKTYPHOTO MOZIGIHPOBAHUS C
npumeHeHneM Mozenu PLS3-PM, B koTopoii deTsIipe Buaa OrpaHUICHUH OBUIN NPUHATH B KA4GCTBEBABHCHMBIX TIEpe-
MCHHBIX.

Pesynvmamoi. DxoOHOMETpHYECKash MOJIENb IT03BOJIMIIA JJOKa3aTh THIIOTE3bl, KacaTeJbHONCTCHEHH BO3/CHCTBU
(aKTOpOB OrpaHMYCHUI Ha 0JAroCOCTOSIHUE TOMOXO3SICTB C JeTbMHU-MHBaIUAAaMU. B Haw@osbhleil cTeneHn Oiaro-
COCTOSTHHE CEMbU OTPAaHUYMBAIOT MPSIMbIC 3aTPAThl «M3 CBOETO KapMaHa» Ha HYXIbl PeOCHKagi €raTHCTHYCCKU 3HAYH-
MOHW BEJIUYMHOM SBIISIOTCS TOCOOMS, CBSA3aHHBIC C €r0 MHBAJIUIHOCTHIO, KaK BAXKHCHIIMK HCTOYHMK noxonaa. Hempocra-
TOYHEIE 00BEMBI JOCTYINHBIX MCIANIHUHCKUX U CIICHHUAIBHBIX COHUAJIbHBIX YCIYT CTATUCTHICCKN 3HAYMMO YBCIIMYNUBAIOT
NpsIMBIE PacXoJibl. Y BEJIMUCHHE 3aTpaT Ha peOeHKa SBISETCS MPENIOCHUIKON CHYDKEHYS PacIioyiaraeMoro JI0Xoaa ce-
MBH U €€ OeJHOCTH.

Bui6oowr: Poxxnenne pebeHKa-MHBAINAA HETATUBHO CKa3bIBACTCSl HA BO3MO)KHOCTH 3aHATOCTH, KAK MHHUMYM, OJI-
HOTO 4JICHa CEMBH, €T0 3/10pPOBbE M Pa3BUTUH YEJIOBEUECKOr0 KanuTalia. ‘KOeBCHHbIE TOTEpH CEMbH, KPOME ITOTEPH J10-
X0/1a POIUTEINS, B TOITOCPOYHOM IEPHOJIC OKA3bIBAIOT 3HAUMTEIHHOE MPOJIOHIMPOBAHHOE JeiicTBHE Ha €€ Oiarococ-
TOSIHHUE, TaK Kak B KazaxcTaHe He cymecTBYeT JOCTYITHON CHCTEMBI BBIBOAAPEOCHKA B CAMOCTOSTEIbHYIO )KU3Hb.

Kniouegvle cnosa: cembsi ¢ peOEHKOM-UHBAINIOM, (DaKEOPBIjOrpaHUueHHI 01arococTosiHus, OeTHOCTb, MOAEb
PLS3-PM, cornuanbHbie TpaHCHEPTHI.
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