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Emotional well-being and social support as important factors affecting
the quality of life of parents of a child with cerebral palsy

Bem-estar emocional e apoio social como fatores importantes que
afetam a qualidade de vida de pais de criangas com paralisia cerebral
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ABSTRACT

The birth of a child with cerebral palsy is an enormous challenge for the parents which has a direct
impact on their quality of life. Therefore, we believe it is important to pay attention to this topic. To
that end, we conducted research on the quality of life of parents of children with cerebral palsy in
2018. To achieve our goal, we applied quantitative research strategy and used a valid research tool, i.e.
a standardized quality of life questionnaire — Family Quality of Life Scale ("FQOL"). The average
score reached by respondents was 94.0918 points which indicates a higher quality of life in
respondents than expected. The evaluation of the average score for each dimension of the scale
showed that respondents scored the lowest in the "Emotional Well-Being" dimension (13.2551 points)
and "Social Support" (15.6429 points). The research further confirmed that there were statistically
significant differences in the quality of life of respondents depending on their age (t = -2.341, p =
0.021), marital status (F = 3.476, p = 0.019) and the territorial region (2 = 15.39, p = 0.031). A
statistically significant relationship between the quality of life of respondents and the age of the child
with cerebral palsy (0.288 **, p = 0.004) was confirmed. Despite a relatively high score that indicated
a higher quality of life in respondents, the research identified two areas in which parents of children
with cerebral palsy had a lower quality of life, namely, their emotional well-being and social support.
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RESUMO

O nascimento de uma crianga com paralisia cerebral € um enorme desafio para os pais que tem um
impacto direto sobre a sua qualidade de vida. Portanto, acreditamos que é importante prestar atencao a
este topico. Para tanto, realizamos pesquisas sobre a qualidade de vida de pais de criangas com
paralisia cerebral em 2018. Para atingir nosso objetivo, aplicamos uma estratégia de pesquisa
guantitativa e utilizamos uma ferramenta de pesquisa valida, ou seja, um questionario padronizado de
qualidade de vida - Family Quality of Life Scale ("FQOL").

A pontuacdo média alcancada pelos entrevistados foi de 94,0918 pontos, o que indica uma maior
qualidade de vida nos entrevistados do que o esperado. A avaliagdo da pontuacdo média para cada
dimensdo da escala mostrou que os entrevistados obtiveram menor pontuagdo na dimens&o "bem-estar
emocional” (13.2551 pontos) e "Apoio Social" (15.6429 pontos). A pesquisa confirmou ainda que
houve diferencas estatisticamente significantes na qualidade de vida dos entrevistados em funcéo de
sua idade (t = -2,341, p = 0,021), estado civil (F = 3,476, p = 0,019) e regido territorial (y2 = 15,39, p =
0,031). Foi confirmada uma relacdo estatisticamente significativa entre a qualidade de vida dos
entrevistados e a idade da crianca com paralisia cerebral (0,288 **, p = 0,004). Apesar de uma
pontuacdo relativamente alta indicando uma maior qualidade de vida nos entrevistados, a pesquisa
identificou duas &reas em que pais de criangas com paralisia cerebral apresentaram uma qualidade de
vida menor, a saber, seu bem-estar emocional e apoio social.

PALAVRAS-CHAVE: Paralisia-cerebral. Qualidade de vida dos pais. Bem-estar emocional,
Suporte social

INTRODUCTION

The birth of a child with any disability is an enormously challenging situation for the
family be it the emotional aspect or the organization of the family life. The family life
fundamentally changes from the moment of birth of a child with disability and it adapts to the
child’s needs. Caring for a child with disability is predominantly left to child's parents
(Juhasova, 2015) who become child’s long-term carers. For this reason, the birth of a child
with disability is a particularly stressful situation for the parents (Cooper, 1991; Ellis et al.,
2000; Elmstahl et al., 1996). Parents often have to sacrifice their interests, social or working
life, and limit it predominantly to caring for their child with disability (Leung, Li-Tsang,
2003), specifically with cerebral palsy.

Cerebral palsy (CP) is a disability that seriously disrupts child development.

Therefore, such children are often fully dependent on the help of and care by their families, in
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particular, their parents. Child's progress, the degree of independence achieved and the quality

of their life are fully dependent on the commitment of and sacrifice by their parents.

The impact of caring for a child with CP on the quality of life of parents is significant.
Parents must often cope with many constantly changing requirements concerning their child
specific needs (Pousada et al., 2013). In addition to having to cope effectively with the child
health problem related specific care, they need to manage their everyday life (Olawale et al.,
2013). Therefore, being parents of a child with cerebral palsy is linked with a number of
challenges that parents must address (Baker et al., 2003; Warfield et al., 1999). Research
showed that taking care for a child with CP might then have a negative impact on the physical

and mental health of parents (Raina et al., 2005).

The areas of emotional experience and emotional well-being of parents are particularly
affected. They may experience feelings of panic, anxiety, helplessness or even feelings of
anger, indifference and apathy (Vijesh, Sukumaran, 2007). Research in other countries
showed that symptoms of stress, depression and tension were more common in parents of
children with CP (Mobarak, 2000; Smith et al., 2001; Cowen, Reed, 2002; Cheshire et al.,
2010; Pousada et al., 2013). Parents raising a child with CP experience stress related to the
care for a child with disability and/or higher care requirements, behavioural issues and
cognitive problems in children with CP, satisfying the child’s needs, upbringing and
education, social attitudes arising from prejudice that the family may be confronted with as
well as acquiring adequate professional assistance and support and low level of social support
(Benson, 2006; Petalas et al., 2009; Rao, Beidel, 2009; Olawale et al., 2013; Pousada et al.,
2013).

This implies that a family with a child with CP is exposed to an enormous stress
directly affecting the quality of life of individual family members, in particular the parents.
Kotzampopoul (2015) pointed out that in terms of well-functioning society, it was essential
that every family be stable and functioning (Brown, 2004 In Werner et al., 2009). Families
which are satisfied with their quality of life may then improve the general quality of society.

At the same time, the quality of life of parents of children with disability is intertwined with
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the quality of life of the disabled child and other family members (NICHD, 2002; Parkes et

al., 2011; Kotzampopoulou, 2015). For this reason, we believe it is important to pay attention
to the quality of life of families with children with disability; in our case, families with
children with CP as well as factors influencing this quality of life. In view of this fact we
carried out research in 2018 which aimed to establish the quality of life of parents of children
with CP.

RESEARCH OBJECTIVE

The main aim of the research was to establish the quality of life of parents of
children with DMO. Partial objectives of the research were to establish whether there was a
link between the quality of life of the parents of a child with CP and gender, family status,

parent's age, the age of the child with CP and the number of respondent’s children.

RESEARCH METHOD

To achieve the goal of our research we decided to apply quantitative research strategy
and use a valid research tool, namely the standardized family quality of life questionnaire —
Family Quality of Life Scale, officially abbreviated as FQOL. This questionnaire focused on
determining the perception of the quality of life and the evaluation of its quality by families
with children with disability. The questionnaire included 25 statements that were evaluated

using the 5-level Likert scale from "very dissatisfied"” to "very satisfied".

In order to meet our research objectives, we designed a questionnaire that, in addition
to the aforementioned standardized scale, included further series of questions on demographic
data and socio-economic data. After that, all data collected were processed by IBM SPSS
Statistics v. 22.0.0 software.
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RESEARCH POPULATION

We used non-random purposive sampling to select the research population. The
sampling was made on the basis of predetermined criteria. The population selected for our
research consisted of parents of children with cerebral palsy. Sampling input criteria were:

o Parent of a child with cerebral palsy,
. Age over 18,
o Living in common household,

o Intensive spending of time.

In total, 98 respondents aged 27 to 52 participated in our research. The research
population consisted of 12 fathers (12.2 %) and 86 mothers (87.8 %).

RESEARCH RESULTS

At the beginning of FQOL scale evaluation, we tested the reliability of the scale itself.
The reliability test showed a very good level of reliability (o = 0.943).The average score
indicating the overall quality of life achieved by our respondents was assessed by using the
SPSS program. The average score was 94.0918 points. We also assessed the average score for
each individual dimension of the scale. Respondents achieved the highest score in the "Family
Interaction” dimension (23.4184 points) and “Parenthood” (22.6837 points). Lower score
was linked with the "Material Welfare™ (18.9898 points) and "Social Support™ dimensions
(15.6429 points), and respondents achieved the lowest score indicating the lowest quality of
life of parents of children with CP in the dimension of "Emotional Well-Being" (13.2551
points). (See Figure 1)
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Figure 1 Average Score for individual scale dimensions (Source: own findings)

When examining average values of all scale dimensions individually in respondents’
answers in more detail, it was established that the lowest average score indicating lower
quality of life was achieved in statements falling under the "Emotional Well-Being"
dimension, specifically in statements number 9 (Members of my family have time for their
own interests, m = 3,0816, sd = 1,224), 3 (My family gets the support it needs to remove
stress, m = 3,2143, sd = 1,123) and 13 (My family members have external support thanks to
which they can take care of the special needs of all family members, m = 3.2347, sd = 0.917).

In the next stage of the research we looked into the existence of statistically significant
differences in the quality of life of respondents with respect to the studied socio-demographic
indicators. Statistically significant differences in overall quality of life were confirmed in age
(t =-2.341, p = 0.021), marital status (F = 3.476, p = 0.019) and territorial region (x> = 15.39,
p = 0.031). We also confirmed a statistically significant relationship between the quality of
life of respondents and the age of the child with CP (0.288 **, p = 0.004). Thus, the research
confirmed that respondents over 35 years of age (m = 96.93) showed a higher quality of life
than respondents under 35 years (m = 89.40). The quality of life of respondents was also
related to the age of the child with CP. The research proved that respondents’ quality of life
increased in proportion to the age of their child with CP.
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As research showed that the lowest quality of respondents’ lives was linked with the
"Emotional Well-Being™" dimension, we looked into the existence of statistically significant
differences in the perception of respondents' emotional well-being depending on socio-
demographic indicators. Testing confirmed the existence of statistically significant differences
in emotional well-being relative to the age of the respondents (t = 6.540, p = 0.038) and their
marital status (F = 8.925, p = 0.012). Respondents aged 18 to 34 showed the lowest
satisfaction in emotional well-being (m = 41.45). Higher levels of satisfaction were
established in respondents aged 45 to 64 (m = 48.26) and the highest satisfaction rates in
respondents aged 35 to 44 (m = 58.09). Divorced respondents experienced the highest
emotional well-being (m = 73.36). Lower emotional well-being was established in married
respondents (m = 47.08) and the lowest one in single respondents (m = 44.62)

In the case of the "Social Support” dimension, testing confirmed a statistically
significant relationship between respondents' satisfaction with social support and the child's
age (0.285 **, p = 0.004), which means that the older the children with CP of our respondents
the the higher satisfaction of respondents in this area.

We also examined statistically significant differences in the quality of life with respect
to socio-demographic indicators in connection with responses to statements 3, 9 and 13 falling
within the dimension of “Emotional well-being”. By testing, we confirmed statistically
significant differences in the satisfaction of respondents with stress relief support in relation to
the age of respondents (Z = -2.00, p = 0.045). Respondents older than 35 years (m = 53.84)
showed higher satisfaction with stress relief support than respondents under 35 years of age
(m = 42.35). Furthermore, the research confirmed a statistically significant relationship
between respondent’s age and time for one’s own interests (0.199 *, p = 0.049) and
satisfaction with time for one’s own interests and the number of children with disability (-
0.253 ** p = 0.012). The higher the age of respondents in our research, the higher their
satisfaction with the time they can devote to their own interests. The level of satisfaction with

time available for their own interests decreased with the number of children with disability in
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our respondents. The age of the child with disability confirmed a statistically significant

relationship according to which the lower the age of respondent's child, the lower the

satisfaction with the adequacy of health care with a view to time needs.

DISCUSSION

Okurowska-Zawada et al. (2011) identified the birth of a child with cerebral palsy
being a factor that would significantly disrupt the existing way of functioning of the family.
However, this case is not only about disturbing family functioning and disrupting the
organization of family life but it is an event in the family's life that has a direct impact on the
quality of life of its individual members, in particular the parents (Davis et al., 2009; Romeo
et al., 2010). Despite the fact that respondents showed a relatively high quality of life in our
research, we managed to identify two areas of parents’ quality of life that are the most
affected ones by their child's cerebral palsy, namely the emotional well-being of parents and
their perceived social support. Our findings are also confirmed by Cheshire et al. (2010)
research who established that parents of children with CP showed significant disruption
specifically in the area of emotional well-being manifested in lower satisfaction with life and
higher level of anxiety and depression in this case. Research proved that emotional well-being
of parents is mainly disturbed by experienced stress (Britner et al., 2003; Wang, Jong, 2004;
Skok et al., 2006; Butcher et al., 2008). Parkes et al. (2011) proved that the incidence of high
stress levels in parents of children with CP was five times more common than in the general
population. Research by Rain et al. (2005) proved that stress and disturbed emotional well-
being were caused mainly by the behaviour of the child and its manifestations resulting from
disability, the care for a child with CP and the functioning of the family. In addition, Pousada
et al. (2013) elaborated on the low level of care for oneself and low social support as factors
involved in increasing stress, depression levels and, consequently, in reducing the emotional
well-being of parents. In our case, we managed to identify yet another fact which was the link
between the emotional well-being of parents of children with CP and their age and family
status. Lower satisfaction in emotional well-being was observed in parents from 18 to 34

years of age and from 45 to 64 years of age. This finding was also related to another fact
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showing an overall quality of their lives increase proportional to their child's age.

These results indicated that the most difficult time for parents was the time after the
birth of their child with CP that was linked with many challenges and difficult life decisions
with which the parents were confronted. Families need more time to accommodate and adjust
to the situation, as also suggested by our result that respondents aged 35 to 44 were the most
satisfied ones in emotional well-being. The connection with age was confirmed not only in
relation to the "Emotional Well-Being" dimension and the overall quality of life but also in
relation to satisfaction with the level of leisure time available to respondents. Parents of
children with cerebral palsy older than 35 years were more satisfied with the time reserved for
their own interests. This observation was in close relation with another finding showing lower
satisfaction in this area the more children with CP parents had. Lower total support from
outside was experienced by parents under the age of 35; here the presumption being the lower
the child's age, the greater the burden and stress on child's parents and hence, the lower
quality of their life. In addition to age, the research confirmed significant differences in
satisfaction in this area depending on the marital status. The lowest level of emotional well-
being was experienced by single respondents. This is in conformity with the finding of
Pousada et al. (2013) who claimed that stress in parents was also caused by a low level of

social support.

Our results are also confirmed by the findings of Glenn et al. (2008) and Onesa et al.
(2005), namely, that the level of stress in parents is rather related to the level of child
functioning than to the access to resources and support. Our research also showed that the
area of social support significantly affected the quality of life of a parent with a child with CP.
The importance of support as a factor significantly impacting the quality of life of a family
with a child with disability was also highlighted by Brown et al. (2006). The authors argued
that it was essential that families with a child with CP received such care and support that
would enable them to function at the optimal level and to live a quality life comparable to
those families having children without disability. According to Parkes et al. (2011), good and
quality support by family, professionals and services might reduce parents' stress levels and

increase their emotional well-being. Koucova and Sikorova (2014) also proved the
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relationship between stress and the positive effects of social support in their research. .

The important contribution of our findings is, in particular, that the identification of
factors involved in reducing the quality of life of parents of children with CP may help
practitioners develop appropriate strategies and/or seek support resources helping parents to
cope with their difficult life situation as Wang and Jong (2004) pointed out. Interventions
towards the family should then be aimed at strengthening parental competencies in order to
help them to better cope with the demands of care for child with cerebral palsy (Pousada et
al., 2013).

CONCLUSION

Despite the relatively high average score indicating a higher level of respondents’
experienced quality of life, research highlighted two areas in which parents of children with
CP experience a lower quality of life, namely, in emotional well-being and social support.
Research showed that the birth of a child with cerebral palsy was linked with time-consuming
care negatively affecting, in particular, the emotional experience of parents, and, at the same
time, it was also an event in the lives of parents and the family as a whole that essentially
required support by professionals, family and/or community. We mean support that would
allow parents to meet the needs not only of their child with cerebral palsy but also of other
family members, support giving parents emotional assistance reducing their perceived stress
and mental strain, support accompanying the family in such a difficult life situation. The
emerging early intervention service, among other things aiming at providing early support to
families with children with disability through comprehensive long-term accompanying
services as well as to families with children in a way that contributes to cohesive and
inclusive society, could be such support (Slana, Hromkova, Letovancova, 2017). In this
regard, early intervention could be the service that would help to improve the quality of life of
families with children with disability and, thus, as Kotzampopoul (2015) concluded, also

improve the general quality of society.
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