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Abstract. Presence of a child with disability determines a family
functioning in all dimensions and child care is a source of stress and burden
for all family members. The optimal social network, which is the source
of social support, greatly eliminates stress and improves adaptation of the
parents to the disability of their child. The aim of study is to define how
parents of children with disabilities perceive the usefulness of formal and
informal source of social support. A quantitative research strategy has been
used in the study, more specifically a standardised questionnaire Family
Support Scale (by Dunst, Jenkins and Trivette (1984)). 493 parents of
children with different types of disabilities were enrolled in the study. The
results show that informal support in the form of a partner and close people
has been perceived as the most useful. Programmes and organisations have
been estimated as the least useful source of support in the parents’ viewpoint.
A significant difference was detected in the perceived usefulness of formal
and informal source of support in terms of housing, marital status and
education.

1 Introduction

Any change of health state of the child within the family system represents a serious, often
crisis situation that has an influence on its individual members and determines the family as
a system. The presence of a child´s disability causes changes that are noted in many research
findings. Parents have to cope with the demanding process of adaptation, adapt to the specific
needs of the child that follow from disability itself. Very often they have to deal with an issue
of day-to-day care and put up with the daily strain in relation with their work and personal
lives [1]. The authors (for example [2–4]) agree with fact that the health disability is a source
of stress in families and also modifies the needs of those families [5]. The childcare with
disabilities influences the physical well-being of the parent, their social well-being, freedom
and independence, family well-being and financial stability [6]. It also changes the social
functioning of the family and its quality of life [7]. It is probable that families caring for a
child with a disability have specific living conditions, in comparison with other families. This
includes material-economic as well as psycho-emotional aspects [8].

The disability is a strong determinant affecting diverse aspects of family life, and due to
the above facts support and help are important for the family and its individual members.
Mak and Ho [9] claim the support to be an important determinant of the impact of stressful
events on personal well-being. Also, it is a protective mechanism with dampening effects
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that can influence family well-being, the quality of parenting, and the resilience of children
in many critical situations [10]. In the research of Slaná [11], the need for support was
stated most often by parents. Adamčíková et al. [12] point to the fact that many parents of
children with mental disabilities have an increased need for support in fulfilling their parental
responsibilities. In the research by Luther et al. [13] it is underlined that the gaining of social
support by parents was one of the most frequently used coping strategies.

An important source of support is surely the availability of various support resources,
both formal and informal. The support and assistance from this background has various
characteristics such as material, financial, social-psychological, social, social-educative and
educative [14]. The informal support is most related with close family and community.
The informal social support includes family members, friends, interest groups, colleagues,
neighbours and other people who help to empower the client and they do not operate via
a particular institution [14]. The informal support above all includes the family members,
who live in a common household, relatives from a wider family environment, neighbours and
friends [15]. Informal social support is emotional sustenance and/or tangible help actually
received and/or perceived to be available from extended family members, friends, neighbours,
social organizations, and religious communities [16, 17], Shankar et al., 2010; Perry, 2004).

We also find support from relationships in the environment [18], from interpersonal
interactions with other people, groups, and institutions that constitute an important social
system, a kind of social fund [19, 20].

There are many research studies on the positive effects of well-functioning supportive
relationships. A lot of them consider social support as a determinant of quality of life,
irreplaceable in improving adaptation and eliminating stress [10, 21]. They have a significant
share in any reduction of the burden and its coping [22, 23]. Shuval [24] points out the
important fact that social support can mitigate the negative perception of the problem and
can be helpful when the situation is subjectively perceived as problematic. Quality support
can help parents to learn to create positive and stimulating interactions with the child,
improve their ability to solve problems and ensure a safe environment for the child [12].
Higher social support is associated with better quality of life in mental health. Lower social
support is associated with more occurred depression and anxiety in mothers of children with
autism [25]. The assistance from the professionals and the social environments can improve
the quality of life of the child with a disease and his/her family [26]. The support from health
care professionals, family, and friends can help family caregivers expand their capacities to
respond to care demands [27].

It is obvious that for the optimal functioning of the family with a child with a disability the
presence and accessibility of formal and informal sources of support is important. Therefore,
in our opinion, it is significant to find out what sources of support are available for a family
with the child with the disability and how they perceive their usefulness.

2 Methodology

2.1 Aim of the research

The aim of the research was to find it out how parents who care for the child with disabilities
perceive the usefulness of formal and informal sources of social support.

The main objectives of the research resulted in partial tasks of the research. These include:

– finding out how parents of children with disabilities perceive the usefulness of informal
sources of social support (partner, close family. . . );
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– finding out how parents of children with disabilities perceive the usefulness of formal
sources of support (professional services);

– investigation of the impact of selected demographic indicators (age, gender, marital
status, place of residence. . . ) on the perception of the usefulness of formal and informal
sources of support.

2.2 Research sample

The object of our research was families of children with disabilities. In this research,
493 parents of children with different disabilities participated. The women significantly
outweighed the research sample – 427 (86.6%), the men were 66 (13.4%). In the city live
264 (53.5%) of respondents, 229 (46.5%) live in the village. In the sample, 67.5% of the
respondents were married, 11.2% divorced, 16.6% single. The status “separated” was stated
by 1.6% of the respondents. The majority of respondents had the highest level of education,
217 (44%) secondary education, 27.6% of respondents stated university education and 26.4%
primary education. The average age of respondents was 38.15 years. In our study the parents
mostly care for a child with mental disabilities (54%), 29% of parents for a child with a
combined disability.

3 Method of research

In order to achieve the research objective, we used a quantitative research strategy and within
it we used standardized questionnaire Family Support Scale (FSS) that was developed by
Dunst, Jenkins and Trivette [28]. The scale of FSS is aimed at measuring the usefulness of
family sources of support. It contains 18 items (plus two respondents-initiated items) that
are assessed by five degrees of Likert scale where is 1= not useful, 5= extremely useful. The
rated resources in the scale are divided into five subscales – Kinship, Spouse/Partner Support,
Informal Support, Programs/Organizations, and Professional Services. The questionnaire
created by us was focused on identifying chosen demographic data – respondents’ gender,
age, marital status, region, education, housing, number of children, number of children
with disabilities, child’s diagnosis, child’s age, medical devices that are used by child.
Crombach´s alphas for each subscale were: Kinship 0.701, Spouse/partner Support 0.812,
Informal Support 0.881, Programs//organizations 0.867, Professional Services 0.812.

4 Results and discussion

In many research findings, elimination of stress, reduction of anxiety and improvement in
quality of life are associated with the presence the resources of family support [29]. For this
reason, our research was oriented to finding out how respondents perceive the usefulness of
formal and informal sources of social support. A closer family as an important component of
informal support is considered as one of the most important sources [30], which was also
confirmed by our research. The respondents identified informal support in the form of a
partner (mean – 2.66) and a kinship (mean – 2.87) as the most useful source of support.
The subscale “Kinship” includes spouse/partner´s friends, own friends, other parents, own
children and church. Even according to Křivohlavý [31], from the point of view of social
support the most important are people who are closest to the person and who belong to the
innermost circle of their friends. It is evident that the close relative and the family remain the
most valuable resource for the parents of children with disabilities. We evaluate it positively.
In the research of Šmidová [8] it was found that higher quality of life of families with a
child with disability is experienced by those who receive help from close family members
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as well as their relatives than the families without this support. The other research findings
show that the families with children with disabilities, in general, do not get as much support
from relatives, friends and neighbours as suggested by some previous studies on children with
disabilities [32].

The least helpful source of support from the viewpoint of respondents was social groups
and clubs, parent´s groups, school/day care centres, co-workers, etc. that are perceived as
informal. They are included in the subscale “Programs/Organizations” (mean 1.80). The
result points to the fact that even though these sources of support exist, the parents do
not evaluate positively the usefulness of those sources. It is questionable whether these
resources are ineffective at support of parents, or it is a consequence of geographic and
information distance. We consider stated finding negative, since in many research works,
for example, parental groups are one of the most useful supportive resources [33]. Baník,
Hrabovecká [34], regarding social support, state that the parents who have at their disposal
high level of social support (in our research, the usefulness of family and relatives was
highly evaluated) probably do not need to search for new people they could rely on, such
as some self-help groups, or they may not need to search for new activities and situations that
would help them better cope with their life situation. In the research we detected significant
differences in the perception of helpfulness from formal and informal sources of support
in terms of housing, marital status and education. In the context of the research, by the
place of housing was meant the geographic area of Slovak republic. The research confirmed
significant differences in perception of the usefulness of sources of support (p = 0.11) within
the overall score, however, it was interesting that, from the point of view of formal sources,
this difference was not recorded (p = 0.057). We did not detect the regional differences
from viewpoint of perceiving the usefulness of professional services which may mean that
the effectiveness of professional services is equally perceived by parents in all regions.
In the overall score (p = 0.016) the education is another variable that has influence on
perception of the usefulness of support sources. Even in this case the differences were not
confirmed regarding the formal support. We also noticed significant differences in family
status (p = 0.018). The people who live in a permanent marriage comprised majority in the
research, which implies that a complete and functioning family is the most important source
of support. In the research by Bromley [35] the authors found that single mothers reported
a lower level of support. An interesting fact was that also in this case we did not notice the
difference in the evaluation of the usefulness of professional resources. In our research we
did not notice the differences in the housing, which was surprising to us. We supposed that
the differences referred mainly to the area of professional services which are concentrated
predominantly in the cities, less in the countryside. In addition to that, many authors [11]
state that the services for families with children with disabilities are difficult to access, they
are weakly interdependently linked and problems are evident in the area of legislation [36].
Perašinová [37] also states a significant non-uniformity in the distribution of the support
services network in the Slovak Republic. They are even absent in some regions. Although in
Slovakia we have service of early intervention since 2014, Slaný et al., [38] state that there is
still insufficient network of centres of early intervention.

The child’s diagnosis has no impact on the assessment of the usefulness of resources.
And also, the perception of the usefulness of formal and informal sources does not relate
with the age of the child with disabilities. We suppose that the diversity of disability is going
to increase the demands for care, and therein higher need for support, since this fact appears
in many researches. For example, in research by Bromley et al. [34] it was found that the
psychological sufferings of parents were related to the low level of a family support, as well
as to the care of a child with a higher degree of disability and a problematic behaviour.
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If psychological stress of parents is directly determined by the complexity of care that is
conditioned by the degree of disability of the child, it is logical that, according to these facts,
the parents will need various level of support.

5 Conclusion

The results of the research showed the persistence of support from informal sources, in which
mainly partners and close family dominated. The positive setting of this micro-solidarity
within the family system is important, but it should be noted that these resources are often
exhausting, and there are also many families where this micro-system of support is not
available at all. The challenge for assisting professionals is, on the one hand, to support
family solidarity to work systematically not only with the primary caregivers of the child,
but encourage also the wider family to give support. It is also necessary to find out what
parents perceive as beneficial and which source of support is dominant to the family.

The results also showed a relatively low rating of the usefulness of parents groups,
day centres, and clubs. These groups are, according to existing research, really important
resources of support. The role of the experts is to participate, to coordinate and assist in the
origin of these supporting groups and to ensure their sustainability.

This paper was prepared as a part of the project APVV - 14-0646 “Analysis of the social service in the
area of early intervention in Slovakia”.
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[12] Z. Adamčíková, J. Bernoldová, I. Strnadová, Sociální práce/Sociálna práca 6(18), 123–

141 (2018)
[13] E.H. Luther, L. Canham, Y. Cureton, The Journal of School Nursing: the Official

Publication of the National Association of School Nurses 21(1), 40–47 (2005)
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