http://www. http://actualpce.at.ua/ AKTyasbHI TUTaHHS KOPEKIIHHOT OCBITH

YAK 37.018.1-056.26

Diana Aksamit
daksamit@aps.edu.pl

PSYCHOSOCIAL FUNCTIONING OF THE FAMILY, RAISING A
CHILD WITH DISABILITY, IN THE LIGHT OF RESEARCH AND
SOME SELECTED ANALYSIS

BinomocTti npo aBropa: /liana Axcamit, noktop (inocodii Axamemii
CHeliaJibHOl ~ TENaroriku  HMM. Mapii  I['keroxeBchKoi. Email:
daksamit@aps.edu.pl

Contact: Diana Aksamit, Phd, The Maria Grzegorzewska University,
daksamit@aps.edu.pl

HMiana Axcamit. Ilcuxosioriune GyHKHiOHYBaHHS CiM’I, BUXOBAHHS
AMTHHHU 3 HEJOPO3BUTKOM Yy CBITJIi JOCiI2KeHHA i BUOIpKOBOTO aHaJi3y. Y
CBITI MOCTIMHUX COLIAJILHUX 3MIH CIM’S TaKOXK MepexuBae 3MiHU. OCHOBHI
byHKIT ciM’i, 11 XapakTEepUCTUKH, OAThKIBCHKI MIAXOAM, MATEPUHCTBO 1
OaThKIBCTBO — YC€ I1€ MPOXOAHUTH KPi3b 3MIHU. 3aJIeKHO BiJ KOHTEKCTY ITHX
3MiH, 3’SIBJISIOTHCS PI3HOMaHITHI mpoOiemMu. 30Kpema, CiM’sl, 10 BUXOBYE
JTUTUHY 3 TIOPYIICHHSIMH, CTa€ MICIIEM, SIKE MU BIJKPHUBAEMO 3aHOBO 1 JOCI
XUOHO pO3yMiEMO. 3/1aBanocs, 110 CTpaTerii MATPUMKH JUIsl CIMEU 3 ITbMU 3
MOPYIICHHSIMH PO3BUBAJIUCS MPOTATOM POKIB, TEOPETUYHI 3HAHHS 1 3HAHHS
npo0JieM CepeloBHUIA T0CTaTHO MMOOKI, 00 e(hEeKTUBHO CATaTH METH, 1110
Oyae 3a3Ha4yeHa Jalli y CTarTi, TaK 100 Ie HE MaJI0 BEIMKOTO 3HAYCHHS Yy
KHATTAX ciMmeidl. llg crarts omiggae ocTaHHI JOCHIDKEHHS CIMEH, 1o
BUXOBYIOTh AIT€H 3 MOPYIICHHAMH, 1 OKYCYETHCS Ha HACTYMHHUX PIBHAX Y
IUX JOCTI/PKCHHSAX: HAPOKCHHS NWTUHU 3 TOPYIICHHSMHU, BaXKJIMBICTh
COIIaJIbHOI 1 YCTaHOBYOi MIATPUMKH, MATEPUHCTBO 1 OaThbKIBCTBO, IILIIOO,
JITH, BHUKJIIOUCHHA 3 coriymy. JlochimkeHHs Oarathox aBTOpIB, MOMaHI Y
CTaTTi, TOKa3ylOThb 3MIHM B aHaji3l ciMed, IO BHUXOBYIOTH JITEH 3
MOPYIICHHSIMH; JIEMOHCTPYIOTh HE JIMIIE TMpoOJeMH, ajie ¥ TO3WTHBHI
MPOLIECH Y TAKUX CIM SIX.

KuarwuoBi caoBa: cim'a, [OuTHHA, 1HBaJdlJHICTb, MAaTEPUHCTBO,
0aTbKIBCTBO, COILllaJIbHE BUKJIIOUEHHS.

Auana Axcamurt. Ilcuxonorudyeckoe (GpyHKUMOHMPOBAHHE CEMbH,
BOCIIMTAHHMSA pedeHKa ¢ HeI0Pa3BUTHEM B CBeTe HCCACJOBAHUA M
BbIOOPOYHOr0 aHaau3a. B Mupe NOCTOSHHBIX COIMAIbHBIX HW3MEHEHHUI
CeMbsl TaKXKe MepeKuBaeT H3MeHEHUsA. OCHOBHbIE (QYHKIUU CEMbH, €€
XapaKTEPUCTHUKHU, POAUTENBCKUE MOAXOAbI, MATEPUHCTBO M OTLIOBCTBO - BCE
9TO NPOXOAUT Yepe3 HU3MEHEHMs. B 3aBUCHMMOCTM OT KOHTEKCTa JTHUX
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U3MEHECHHM, TOSBISIOTCS pa3iuyHble mpoOsemMbl. B dYacTHOCTH, ceMmbs,
BOCIIUTHIBAIOIIas peOCHKA C HAPYIIICHUSIMHU, CTAHOBUTCSI MECTOM, KOTOPOE MBI
OTKpBIBAEM 3aHOBO JO CHX MOp OmMHUOOYHO ToHMMaeM. Kazaiocek, dTO
CTpaTeTuu TOMJCPKKH JUISI CEMEH C JACThbMH C HApYIICHUSMH Pa3BUBAJIUCH
rojaMy, TEOPETHYECKUE 3HAHUS W 3HAHHWE MPOOJIEeM Cpeapl TOCTATOYHO
r1y0okH, 4ToOBl 3¢(EKTUBHO AOCTHTaTh 1M, OyAeT ykazaHa Jajee B
CTaThe, TaK YTOOBI ATO HE UMENO0 OOJBIIIOr0 3HAYCHUS B JKM3HAX ceMel. JTa
CTaThsl OCMATPUBAET TIOCIEIHUE WCCIEIOBAHUS CEMEH, BOCIHMTHIBAIOIINX
JeTel ¢ HapymIeHUsIMH, U (DOKYCHUPYETCsl Ha CICIYIOIINX YPOBHSIX B ITHX
UCCJICIOBAHUAX: POXKIICHHE peOeHKA C HAPYIIEHUSIMH, BAKHOCTH COIMAIEHON
U YYPEHUTEIbHOW TOMCPKKH, MATEpPUHCTBO M OTIIOBCTBO, Opak, IeTH,
UCKJTIOUCHUE U3 connyma. MccmenoBanus MHOTHX aBTOPOB, MTPEICTABICHHBIC
B CTaThe, MOKA3bIBAIOT U3MEHEHUS B aHAJIN3€ CEMEH, BOCITUTHIBAIONIUX JETEH
C HapyIICHUSAMH, ACMOHCTPUPYIOT HE TOJBKO MPOOJIEMBI, HO M MO3UTHBHBIC
MIPOIIECCHI B TAKUX CEMbSX.

KiroueBbie ciioBa: cembs, peOCHOK, WHBAJIUAHOCTh, MAaTE€PUHCTBO,
OTILIOBCTBO, COILIMAJIbHOE UCKIIFOYCHHE.

Diana Aksamit. Psychosocial functioning of the family, raising a
child with disability, in the light of research and some selected analysis. In
the world of the constant social change the family also undergos changes. The
main functions of the family, its characteristics, parental attitudes,
motherhood and fatherhood undergo changes, too. It causes various
problems, depending on the context. However, the family, raising a child with
disability, becomes the area which is discoverd again and still misunderstood.
It have seemed that the strategies of support for families with children with
disabilities developed over the years, the theoretical knowledge and the
knowledge of environmental problems are deep enough to effectively address
the issues, which will be mentioned later in the article, so as not to have a
greater significance in the lives of families. This article reviews the latest
research on families raising a disabled child and focuses on the following
levels in the area of research as: the birth of a disabled child, the importance
of the social and insitutional support, motherhood and fatherhood, marriage,
siblings, social exlusion. Studies of many authors, presented in the article,
show a change in the analysis of the family, raising a disabled child; showing
not only problems but exposing also the positive processes inside the family.

Key words: family, child, disability, support, motherhood, fatherhood,
social exclusion.

Introduction
Research on the difficulties with raising a disabled child, the parents'
psychic life and other arising problems, have been continued from 40 years.
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This might be due to the need to examine this area of research in the
multifaceted way because having the child with disability radically changes
the situation of the family, especially members of the family (Popielecki,
Zeman, 2000).

Many authors do research, guided by the subjective feeling about the
problems of this group. According Butkevicien¢ (2001), the subjective
feelings of parents should provide a basis for planning any studies of families
with disabled children. The literature shows that parents and siblings are the
most common research group, but a disabled child as well, for example: some
research on the psychological portrait of a disabled child with in the family
(Simanavicieng, 2008).

1. The main research assumptions

It is interesting that with the social change - the increasing number of
births of children with multiple disabilities and growing parenting problems -
motherhood and fatherhood are becoming increasingly important for the
human development, mainly as the personal development (Kornas-Biela,
2007).

The fact is that the family, raising a child with disability, needs a special
support. It plays the most important role, helping children to such extent that
can not be compared to any social and institutional support. It happens
redardless of the percevied dysfuncionality of one of the family's member. No
doubt, having a child, wheter disabled or not, brings a lot of changes. Reseach
indicates that disability changes the rhytm of family life. Roles, which have
been performed so far, not only by the father or mother, but by others in the
family, are radically transformed (Popielecki, Zieman, 2000; Ruskus,
Gerulaitis, VaitkeviCiené, 2004; Szarkowicz, 2009). The role, which is
performed by the family, does not result from the child's disability but also
from the other factors (Twardowski, 1991), which will be discussed in the
article.

The aim of this article is the analysis of research of parents, raising a
child with disability and the analysis of factors, which affect the overall
functioning of the family. As a criterion for the analysis of existing research in
Poland and in the world the following categories, which affect the
functioning of the family, its individual members and the child with disability,
were taken into consideration: the birth of a child with disability, the
importance of social and institutional support, maternity and paternity as the
role of life; marriage; siblings, the social exclusion. Due to the volume of the
article, the most important factors will be presented and located in the
selected category.

1.2 The image of families, raising a child with an intelectual
disability, in the light of literature

In the recent years, the image of people with disability has changed and
is still changing.The disability is considered, not in the individual, but social
dimension, and the support and rehabilitation — in the holistic way. It entails
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the change in functioning, needs, support, all problems in families, raising a
child with disability (Gvaldaite, 2010; Kavaliauskien¢, 2010). For the
purposes of the system, the individual members of the family are recognized
as sub-systems, affecting the functioning of the whole system. Therefore,
disability of one family member changes the functioning of the whole family.
There are efforts, which aimed to create a model family with a child with
disability, which refer to the system aproach, not a cause — and — effect
relationship (Liberska, Matuszewska 2012).

The results of the latest research in this area demonstrate the need for
cooperation of the family with various institutions, supporting the child in the
early stages of rehabilitation (Naess, Grue, 2012). According to recent reports,
there is a problem in cooperation between different supporting sectors, mainly
between the educational institutions and therapeutic, medical sector and social
care (Kreivinien¢, Pertulla, 2011).

No doubt that recent research has brought a lot of new and effective
solutions, new models of support, methods of cooperation with family, raising
a child with disability. However, the internal family system generates the
most desirable and appropriate system of support for the child. The solutions
we are looking for, using the quantitive and qualitative methods, are found in
the subjective perception of the individual family member.

The quality of family life — satisfaction from the support, parents
mental health, working — has a significant impact on the process of adaptation
to disability (Woolfson, 2004; Nedelisky, 2004, Henderson, Bryan, 2011).

During the years, researchers were interested in the etiology of
disability and its causes. Today, not only the answers are sought but
researchers follow in the direction of constructing multi-dimensional models.
As has been mentioned, most of the research look for practical solutions to
problems existing for years. This is the result of attention to areas which have
not yet been taken into account, and which are very important in this problem:
the parental identity (Kobosko, 2000), the importance of communication with
the child, a bond, acceptance, perception of their own parenthood (Bakiera,
Stelter , 2010), as well as measuring the quality of maternity development of a
child with disability (Karwowska, 2007). There are attempts to analyze: the
spiritual strength, internal mechanisms of support between family members,
capabilities and positive aspects of the functioning of such families (Twoy,
Connolly, Novak, 2007).

The birth of the child with disability

The multidirectionality research of the family may also result from the
fact that problems, occuring shortly after birth, after the diagnosis, may be
continued for years. They might take a different form, change the intensity,
but are still. Several years ago, the information about the child's disability,
manner and place of the information about disability, were not taken into
account during research.

In contrast, today these issues attribute a great importance to the
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functioning of the family in the next few years (Starke, Moller, 2002;
Butkeviciene, 2000; Gundersen, 2011). The first information about disability
is the beginning of rehabilitation and thus — the beginning of parents' shock,
crisis, questions and blame. No doubt, it has a great impact on the functioning
of the family, marriage, parents' mental healt and others members of the
family. The research Ustilaite et al. (2015) shows that parents are informed in
an improper manner, without ethical principles, in the presence of another
people, in an incomprehensible way, sometimes causing great hopes and
parents expectations, and sometimes giving a restorative hope or chance of
the child's development.

The functioning of the family and its individual members indirectly
influence the development of the child (Wojciechowski, 2007; Koscielska,
Bassam, 2004; Twardowski, 1999).

The importance of social and insitutional support

Analysis of the literature shows that the causes of family problems - in
motherhood or fatherhood - are dealt with the social and support dimension.
Parents who receive a variety of support, not only financial but also some
social and psychological help, feel happier, they see fewer obstacles in raising
their child. This also applies to he importance of support between spouses
(Jusiene, Bagdonaite, 2004), and such analysis was carried out earlier
(Heward, Orlansky, 1992; Geatheart et al., 1992). Research conducted by
Borowicz (2012) shows that the spouse is the most indicated person. In the
group of fathers who got support from wives is higher than in the group of
mothers who received support from their husbands.

Accepting a child with disability is a long process, not only completed
successfully. It depends, however, on the interactions within family, the using
of the support, the parents' lifestyle (McLaughlin, Goodley, Clavering, Fisher,
2008). This is confirmed by study on the parents' emotional well-being
(Raudelitinaité, Rympo, 2012). Studies conducted in Norway in the group of
families, raising a child with disability, show that the third part of respondents
seeks information and support in the Internet (Gundersen, 2011).

The educational institutions, centres of early intervention, preschools,
schools and revalidation centres are the most important sectors of support.
The right choice of the form of child's education is very difficult. As Gornicka
(2013) points out, the moment of starting the school, is the time when the
family experience a lot of difficulties. They arise from the fact, that this is a
time when the child must cope alone, without parents' help and involvement.
Sometimes, the school does not normalize the family's life, often the problems
are even worse. At this point, the child's perception of relationship between
mother and father, their emotional ties, their life's attitude is very important. It
has also a great impact on the child's development and functioning
(Wojciechowski, 2007).

Motherhood and fatherfood

The emergence of disability carries a lot of emotionally and socially
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difficult situations. As a result, the life of families' members starts to be
disorganizated. The process of adaptation to the role of parents of child with
disability is long, leading to the use of inappriopriate educational methods, the
wrong approach to child's emotional life (Twardowski, 1999). They
developed a model to adapt to the social role of the parent of a child with
disability, in which the model takes into account the category of parents'
suffering (Moose, 2002), and the fetishization to the role of the parent is
recognized as a way to limit the process of adapting to it. This model was
modified by Bedkowska-Heine (2007), which, unlike the previous author,
recognizes that the fetishization limits the development of the child.
According to her, in the process of adaptation to the role of a parent of a child
with disability can be distinguished: falling into the trap of the role, become
familiar with the role, identification with the role, imprinting to the role,
ingrown to the role, the empowerement of the role. Raising a child, whether it
is with a disturbed development, and a healthy child, is associated with a
variety of conflicts, which is somehow placed in parenting. Such processes as
fetishization, manipulation, denial, creation are considered a sign of
maladjustment of the role of parent (Bedkowska-Heine, 2007).

Motherhood and fatherhood may be considered as a value. Functioning
as a mother or a father gives sense of fulfilment, meaning of the existence.
Analysing the researches on the family with a disabled child shows that being
a parent of a disabled child is like being a parent in general. It is crucial to
notice that among the factors which influence the quality of fulfilling the role
of a parent by a mother as well as a father, kinds and levels of the child’s
disability and his/her behaviour are also listed (Upadhhyay, Singh, 2009).
Reachardson (2012), who studied that issue, claims that the worse the parents
estimate their child’s development and his/her abilities, the more stressed they
are. It was visible in the researches in which the respondents were talking
about the feeling of the lack of self-acceptance, accompanying them for many
years of disability.

The roles of a mother and a father in a family with a disabled child are
completely different. The researches by Bakiera and Steller (2010) prove that
parents of the disabled child show limited acceptance of their parental role if
comparing with parents of a healthy child. They more often express negative
statements about their roles. The difference can be seen if talking about
mothers as well as about fathers. According to Pisuli (2007), especially
fathers are involved in complicated social and emotional situation when in the
family appears a disabled child. Fathers adopt a defensive strategy, they mask
their feelings, they do not express their feelings, they do not seek for support,
and unlike the mothers, they do not ask for psychological help. The written
sources give many examples of the researches on the influence of the child’s
sex and the level of his/her disability on the parental fulfilment. And what is
more on the fulfilment of a father. Those researches prove that for the father
the most difficult to accept is the disability of the son. The research by
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Ustilaite et.al., (2012) shows that the quality and the direction of the inner
processes taking place in the family with a disabled child depend on the
quality of the parents” life and their professional and social activity.

Parents of both disabled and healthy children have some expectations
towards their parenthood. As Biedrzycka (2007) claims, along with the
disability of the child the whole value system of parents may change, their
professional career, the way of spending their free time and their social
successes become of subsidiary meaning. The research made by Stelter
(2014) shows that accepting the maternity role by the mother of the disabled
child has an influence on her professional career. Which is also proved by the
researches by other authors (Banka, 2007; Barnett, Hyde, 2001)

It has been noticed that in many researches conducted on the family,
the mothers are the main research group. What is more there still luck some
researches on the situation of the fathers in the families with a disabled child.
As an example we can mention here the research made by Stelter and
Harwas-Napierata (2010). The result of that research proves that the mothers
are the most emotionally involved in bringing up a child with a disability. It
goes in accordance with the researches done in the 90s of the 20™ century,
which indicate that men in contrary to women concentrate on the problem,
whereas women focus on emotions (Billings, Moos, 1984).

It can originate in the fact that women are more involved in nursing
their children, which results in their exhaustion, mental overload, but also in
building some emotional bonds (Mikotajczyk-Lerman, 2011; Maciarz, 2004).
According to Karwowska (2007) it may result in a longer process of accepting
disabled children by their fathers, rejection, breaking of the emotional bonds
in the family. However, it is possible to involve the father of the disabled
child in the process of the child’s upbringing, what is proved by some
researches.

The factors in favour of the process mentioned above are: psycho-
education, bringing the mother out of herself and letting the father taking care
of his child (MacDonald, Hastings, Fitzsimons, 2010). The researches’ results
given above do not prove that fathers are indifferent to disability of their
children, they just experience it in different way and express it in different
way, they have different mechanisms of managing with this situation
(Buczynski, 2001; Twardowski, 1999). It can be proved by the results of the
researches conducted in the 90s of the 20™ century by Dorota Kornas-Biela.

The fathers of mentally disabled children, who were the subjects of her
research, pretended to be indifferent towards the whole situation. In the
opinion of some of the researchers, the father’s position very often excludes
him from the child’s upbringing, which results in dysfunction of the father’s
identity and in the lack of closer bonds with the child (Wojciechowska,
Cierpka, 2007).

Marriage

The clashes between the spouses have got different origins. Some of the
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researches indicate that in the families upbringing a disabled child may appear
some clashes caused by the disability (Mikotajczyk-Lerman, 2011), but some
other researches (Mansell, Morris 2004; Gerulaitis, 2006; Raudelitinaite,
Rympo, 2012) prove that disability of the child is not a cause of the conflicts
between the spouses. The shape of the inner family bond, the level of the
support given each other by the family members, even before the birth of the
disabled child may also be a reason of the conflicts.

A very important factor in this kind of researches is gaining some
satisfaction within a marriage by both of the spouses (Deater-Deckard, 2004,
by: Dubbs, 2008). Very often, the marriage who raise a child with disability is
not in a relationship any more, but they become a group of people working
together in order to rehabilitate their child (Karwowska, 2007). Here is the
point at which we can observe the differences in the level of the support given
each other by the spouses. The higher the degree of the disability the lower
the level of the support given each other by the spouses (Jusien¢, Bagdonaité,
2004).

In some cases, it is not the disability of the child that disturbs the
functioning of a marriage, but the lack of close bonds and help between the
spouses, which may result in a decay of the family. The marriage as an
intimate relationship between two people does not exist any more if the bonds
between them are broken and the two of spouses take care of rehabilitation of
the child. The higher the degree of the disability the lower the level of
satisfaction in the relationship (Bobkowicz-Lewartowska, Tarnowska, 2012).
The research made by Stelter (2014) which studied some of the factors
influencing the fulfilling the role of a father and the mother of a disabled child
are also very interesting. The research proves that the fulfilling of the role
depends on the child’s features, but also on the level of satisfaction gained
within the marriage.

Siblings

The family is a system which consists of smaller subsystems. The
disabled child is not the only one subsystem in the family, his/her siblings are
also the family subsystems. According to Wojciechowska (2007) a disabled
child may also influence the social functioning of his/her siblings. The
disabled child may shape empathy and tolerance of his/her siblings for
disability. But there might also appear some problems in contacts with other
people and difficulties in making a relationship. According to Biedrzyckia
(2007) being in contact with a disability since the young age may positively
affect the siblings. There are some researches proving that a disabled sibling
has a positive psychosocial influence on a healthy sister or a healthy brother.
As Sidor (2005) claims 25% of children who have a disabled sibling had
improper relations with their peers.

Exclusion

Together with social and economic changes, we can observe some
changes in inner and external functioning of the family. Some social and
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companionable bonds are weaker. It may be caused by isolating the family by
itself or by the society. According to the researchers of this aspect of
functioning of the family, it is caused by the reaction of the surrounding to the
disability (Janion, 2007), by the excessive care or exclusion, by the fear, the
lack of time and by the shame (Kawczynska-Butrym, 2007; Twardowski,
1999). According to Pisula (20017) the inner isolation of the family may be
also caused by the excessive curiosity of the surrounding and by comparing to
other families. The research by Skorczynska (2007) shows that the financial
issues are ones of the most stressful for the family. The phenomenon of
exclusion is also an indicator of the quality of life and it influences the
process of socialising the child.

Conclusion

The analysis of the researches proves that the family is very important
in life of a disabled person and inversely, disabled children and adults play a
crucial role in functioning of the family. There are many models of the family:
supportive and accepting, but also rejecting or overprotective.

Studying the sources proves that the quality of inner family interactions
depends on the intensity of the influence of disability on functioning the
family as a cell and on functioning individual members of the family. As it
arises from the researches discussed above disability of a child somehow
deranges stability of the family, but it dose not destruct the family. This
conclusion changes the point of view connected with functioning those kinds
of families not only in the categories of the problem.

The acceptance by the family members very positively influences self-
confidence and possibility of fulfilling social roles by the disabled children. In
conclusion some results of the researches by Mikotajczyk-Lerman (2011)
have to be quoted. According to those researches parents do not perceive the
disability of the child negatively, but they believe that their child is wonderful,
they appreciate the fact that taking care of the disabled child gives them
possibility to get to know people from different perspective. The bigger the
number of the families the bigger the number of factors of life quality, maybe
not those academically standardised, but those being subjectively felt by
parents. It may be also connected with the family support models, since in the
process of planning the support it is important to take under consideration
individual needs of every single family, its uniqueness, which is also
confirmed by many other authors (Grue, 2011; Harnett et.al., 2009; Rahi
et.al., 2004).

The case of the family with a disabled child may be considered in a
unitary way but also in a general way. It has to be admitted that the researches
conducted on that case have their reflection in some researches done by some
other authors, regardless of their character, they could be qualitative or
quantitative. The family of the disabled child can not be considered as a
problem, because as the researches show in that study group hope may be
found, and the inner family support is also of a great importance. This article
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was written within the project ,,Motherhood of women with intellectual
disabilities” the numer of BSTM 1/14-1.
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