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ABSTRACT

Introduction: The primary source of strength and support is the child’s family. A special role in caring for a child
with developmental disabilities is played by his mother. The objective of this research is to find out the assess-
ment of the quality of life (QOL) of disabled children mothers as well as to research the relation of sociodemo-
graphic variables of the respondents, as specified in this study and estimate the quality of their life and health.

Methods: The cross-sectional study was performed by the use of the descriptive-analytical method. In a tar-
geted association of families which have children and persons with difficulties was conducted this research
on a sample of 100 registered mothers. The research instrument was the standardized questionnaire for
QOL, the World Health Organization QOL-BREF and the users’ records of the mothers in the association.

Results: The average age of the respondents was M = 48. 01 + 11. 68. About 62% of the respondents
are married, 54% have a high school diploma, 67% are not employed, 68% of the respondents did not
declare to have health problems, and among those who declared to have health problems, the most
common disease was diabetes mellitus. The average number of household members was M = 3. 44
members. The number of the household members was significantly and positively related to the domain
of social interaction (rs = 0. 219; p < 0. 05), the domain of the environment (rs = 0. 220; p < 0. 05) and
to the general QOL (rs = 0. 227; p < 0. 05). The age of the respondents was significantly and positively
related only to the environmental domain (rs = 0. 205; p < 0. 05). The respondents who drive a car
showed a significantly higher level of QOL in the field of mental health (p = 0. 042) and the environ-
ment (p = 0. 005). Concerning mothers with higher incomes rate, their QOL was better in the following
domains: Physical health (p = 0. 030), mental health (p = 0. 002), environment (p = 0. 000001), and
general QOL (p = 0. 0002).

Conclusion: The respondents with a larger number of household members, those who have the support of
family members, who were without health problems, and who independently use own car for transportation,
consider their QOL as being better. Therefore, a promotional — preventive program for improving the life qual-
Ki’[y of mothers of children and persons with disabilities should include accessible life in the community and the

ability to recognize the unique needs of the entire
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INTRODUCTION

A child with developmental disabilities affects
family dynamics and relationships between family
members. Changes in the family that may occur
over time may result in the child’s uncertain health
status as well as increased responsibilities placed on
family members (1). Families that function well and
have significant quality of life (QOL) were seen as a
social resource for the child (2).

Parents of children and persons with disabilities go
through a series of inconveniences and adjustments
in the course of efforts to provide their child with
conditions for a normal life (3). Often the lives of
these families will be changed fundamentally and
adapted to their child’ needs. This change is first of
all reflected in the adaptation of living spaces and
the environment to the lives of children or persons
with disabilities, allocating a significant amount of
money for medical and rehabilitation treatment,

orthopedic aids, and the like (4).

The American Academy of Paediatrics emphasizes
that the family is the child’s primary source of
strength and support, that is, that the role of the
family in caring for the child is very important,
especially the role of the mother (5).

Swedish authors in their research concluded that
mothers, but not fathers, have a poorer perception

of health-related QOL (6).

Rodrigues et al. (2018), in a study conducted
in Brazil, pointed out that the care of children
with developmental disabilities is focused on the
mother (7). Long-term health care for children
with complex conditions can be difficult and can
adversely affect the mother’s psychological state (8).
Mothers of children with disabilities have a higher
risk of mental illness (9). The impact of stress on the
mother has a negative effect, but also on the psycho-
logical health of other family members (10).

The lives of mothers of children and persons with
disabilities are not different from the lives of other
mothers, but many of them are lonely and the vast
majority of them never get a job opportunity (11).

When the mother of a child with developmental dis-
abilities gets the opportunity to work, she becomes
independent, which significantly affects the quality
of her life, and also increases self-confidence (12).
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Glinac et al. (2017), in a study in Tuzla Canton,
confirmed also that mothers of children with cere-
bral palsy had a poorer valuation of their QOL in all
measured domains (13).

Emphasizing the quality of family life emerges from
recognizing the very important role of the family in
maintaining functional and lasting stability in every
human life. Families that function well and have a
significant QOL are seen as a social resource. Hence,
these families should be given special consideration
in determining the degree to which they are able to
enjoy a significant and satisfactory QOL (14).

Health-care professionals are often the first people
with whom the child and family establish contact
and represent a source of important information,
support, and care, and it is necessary to work on
programs to improve the effectiveness of pre-
ventive health care because it can contribute to
improving the quality of health and health care of
children’s family and people with developmental
disabilities (15,16).

The aim of the research is to determine the assess-
ment of the QOL of mothers of children with dis-
abilities and to examine the relationship between
the sociodemographic variables of the respondents

and the assessment of the quality of their life and
health.

METHODS

A cross-sectional study was performed by the use
of a descriptive-analytical method. During 2019,
in the association of families of children and per-
sons with disabilities “Give us a Chance” in Sarajevo
Canton, a survey was conducted on a sample of 100
registered mothers of children and persons with dis-
abilities. Registered mothers voluntarily agreed to
the research and gave written consent. The research
was conducted during the period from May to
September 2019. Respondents completed the ques-
tionnaire in the presence of the examiner, with indi-
vidual completion of the questionnaire taking an
average of 30 min. Based on the approved consent
for the collection and use of data from the benefi-
ciary of the association “Give us a Chance” by the
director of the association, the research part of the
work was started.
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The research instrument is a standardized question-
naire on the QOL of the World Health Organization
(World Health Organization QOL [WHOQOL] -
BREF) (17,18) and the users’ cards of the associa-

tion’s mothers.

The WHOQOL - BREF questionnaire consists
of 26 questions, and each question is scored on a
Likert scale from 1 (worst) to 5 (best). Using this
questionnaire was scores separately the perception
of QOL in each of the four fields of the question-
naire (physical health, mental health, social interac-
tion, and environment), where the scale is positive,
which means that more points represent a higher
QOL (19-21).

The SPSS 22.0 software package was used for sta-
tistical analysis of the obtained data. Based on the
results of the Kolmogorov—Smirnov test, were used
appropriate nonparametric tests, Spearman’s Rho
test for correlation testing, and Mann—Whitney U
test for analysis of differences between groups as
well as Kruskal-Wallis test for analysis of differences
between several groups.

RESULTS

The total sample consisted of 100 respondents aged
20-80 years. The average age of the subjects was
M = 48.01 + 11.68. The average number of house-
hold members is M = 3.44 members, and within
the household, the average number of children/
persons with disabilities is M = 1.04. The largest
percentage (62%) of respondents is married, 54%
have a high school diploma, and 67% of them are
not employed. According to the respondents’ state-
ments, 68% of them declared they did not have any
health problems, and among those who reported
health problems, diabetes mellitus was the most
common disease. Regarding the support of other
household members in caring for the children or
persons with disabilities, 68% of the respondents
stated that they had the support of the other house-
hold members, while 32% of them had no support
from household members.

From the medical documentation of children and
users of the association “Give us a Chance,” it was
determined that 64% of children with disabilities
have one established diagnosis, 27% have two diag-
noses, while 9% have three diagnoses. The most
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frequently verified diagnoses of users are cerebral
palsy (28%), autism (16%), epilepsy (12%), and
mild mental retardation (11%), but the total num-
ber of verified diagnoses was even 40 different
diagnoses.

The research instrument was subjected to a test
of the reliability of the internal consistency and
showed with the value of Cronbach’s o coefficient
which amounted a total 0.95.

Table 1. shows the results for the WHOQOL-
BREF questionnaire, showing the values of the four
main domains measured by the questionnaire. As
can be seen from the table, the results range from
0 to 100, except in the domain of environment
where the lowest recorded result is 6. The highest
subjective assessment of QOL have respondents in
domain of mental health (M = 64. 07 + 23. 41) and
physical health (M = 63. 71 + 22. 10). The lowest
result was measured for the domain of social interac-
tion (M = 54. 20 = 26. 40). The WHOQOL-BREF
questionnaire have two questions that represent a
subjective assessment of quality of life and health,
which do not apply to any of the previously men-
tioned domains, where grade one being the worst
grade and grade five being the best grade for assess-
ing overall quality of life and overall satisfaction.

To determine the impact of individual variables
on the perception of the QOL and health of the
respondents, certain sociodemographic variables
were analyzed.

In the Table 2., Spearman’s rho rate showed that the
number of household members was significantly
and positively related to the domain of social inter-
action (rs = 0.219; p < 0.05) to the domain of the
environment (rs = 0.220; p < 0.05) and to the gen-
eral QOL (rs = 227; p < 0.05). Respondents from
families with a larger number of household mem-
bers have higher results in the field of social inter-
action, environment, as well as in the question of
assessing the general QOL. The age of the respon-
dents is significantly and positively related only to
the environmental domain (rs = 0.205; p < 0.05),
that is, older respondents showed greater satisfac-
tion with the quality of the environment.

As can be seen from the Table 3., the Mann—Whitney
test showed that the respondents who drive a car

showed a significantly higher level of QOL in the



TABLE 1. Quality of live assessment of mothers

Domain N Min Max 25. percentile Median 75. percentile M SD

Physical health 100 0 100 44 69 81 63, 71 22,10
Mental health 100 0 100 50 63 88 64,07 23,41
Social interaction 100 0 100 31 50 75 54, 20 26, 40
Environment 100 6 100 38 56 73 56,52 21,81
General quality of life 100 1 5 3 3 4 3,24 0,99
General health satisfaction 100 1 5 3 4 4 3,33 1,06

TABLE 2. Correlations among the number of diagnoses, household members, and age with the results based on

WHOQOL-BREF
No. of Dob  physical Mental Social Environment ~ Prevailing  Prevalent health
household health  health interaction quality of life satisfaction
members
No. of diagnosis 0.075 0.071  -0.039 0.080 0. 054 0. 117 0.179 0. 089
No. of household -0.257" 0.088 0.098 .219° 0. 220° 0. 227 0.127
members
Age 0.196 0.184 0.114 0. 205' 0. 094 0.101
Physical health 0.828" 0.627" 0.696" 0.639" 0.730"
Mental health 0.765" 0.763" 0.716" 0.713"
Social interaction 0.652" 0.510" 0.511"
Environment 0.718" 0.608"
General quality of life 0.704"

* . p<0.05; ** - p<0.01

TABLE 3. Correlation between quality of life and respondents who are driver

Domain Group N M SD M rank U P

Physical health Drivers 36 68, 42 19, 60 56, 24 945, 50 0,136
Non-drivers 64 61, 06 23,12 47,27

Mental health Drivers 36 70, 50 21,54 58, 33 870, 00 0, 042
Non-drivers 64 60, 45 23,79 46, 09

Social interaction Drivers 36 59, 92 22,83 56, 26 944, 50 0,134
Non-drivers 64 50, 98 27, 86 47,26

Environment Drivers 36 64, 11 23,09 61, 31 763, 00 0, 005
Non-drivers 64 52,25 19,99 44,42

General quality of life Drivers 36 3, 56 0,91 58,75 855, 00 0, 024
Non-drivers 64 3,06 0,99 45, 86

General health satisfaction Drivers 36 3,67 0,83 58, 61 860 0.26
Non-drivers 64 3,14 1,14 45,94

domain of mental health (p = 0. 042) and the envi-
ronment (p = 0. 005). In the other two domains, the
female respondents, being drivers, performed better
results. However, the difference between them was
not statistically significant. Significant differences

are also noticeable in the question of general QOL
(p = 0. 024) and health satisfaction (0. 026).

Results in Table 4. showed that mothers who have the
support of household members rate their QOL bet-
ter in each of the four domains of health compared
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to mothers who do not have support of houschold
members. The differences are also significant on issues
of general QOL satisfaction and health satisfaction.

As can be seen from the Table 5., respondents who
stated that they currently have health problems
achieved worse results on the questionnaire than
respondents who did not have health problems.
Respodents who do not have health problems show
higher results on all scales, and statistically signifi-
cantly higher results of healthy people in the field of

physical health (U =705, p < 0. 01), mental health (U
=739. 5, p < 0. 05), satisfaction with social interac-
tions (U = 809. 5, p < 0. 05), as well as in the domain
of environmental satisfaction (U = 823, p < 0. 05).

DISCUSSION

Families of children with intellectual and develop-
mental disabilities endure a high degree of psycho-
logical and social difficulties (22).

TABLE 4. Support of household members and quality of life of mothers

Domain Support of household members N M SD M rank U P

Physical health Yes 68 68,19 21,05 56,63 671,00 0,002
No 32 54,19 21,55 37,47

Mental health Yes 68 68,53 23,83 56,73 664,50 0,002
No 32 54,59 19,64 37,27

Social interaction Yes 68 60,94 25,15 57,99 578,50 0, 0002
No 32 39,88 23,39 34,58

Environment Yes 68 62,44 20,80 58,60 537,00 0, 00004
No 32 43,94 18,54 33,28

General quality of life Yes 68 3,46 1,00 56,83 657,50 0,001
No 32 2,78 0,79 37,05

General health satisfaction ~ Yes 68 3,53 1,01 85,72 733,00 0,005
No 32 2,9 1,06 39,41

Mann-Whitney U test

TABLE 5. Quality of life of mothers in relation to the presence of a health problem

Domain Group N M SD M rank U P

Physical health Sick 32 53, 31 25,42 38,53 705, 00 0, 004
Healthy 68 68, 60 18, 63 56, 13

Mental health Sick 32 54,00 27,44 39, 61 739, 50 0,010
Healthy 68 68, 81 19,74 55, 63

Social interaction Sick 32 46,72 28,76 41, 80 809, 50 0, 039
Healthy 68 57,72 24,65 54,60

Environment Sick 32 50, 88 23,02 42,22 823, 00 0, 049
Healthy 68 59,18 20, 86 54,40

General quality of life Sick 32 2,66 1,04 34,08 562, 50 0, 00004
Healthy 68 3,51 0,84 58, 23

General health satisfaction Sick 32 2,63 1,10 32,39 508, 50 0, 00001
Healthy 68 3,66 0, 87 59, 02

Mann-Whitney U test
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The results of other researches show that family
adjustment varies according to the type and degree
of disability. Studies of families with children with
Down syndrome have shown a lower level of stress
than families with children with autism or develop-
mental disability of unknown cause. These differ-
ences may be due to the child’s temperament, social
responses and behavior, and the availability of sup-
port services, especially in early childhood (23).

A large number of verified diagnoses cause spe-
cific stress for the users of the association Give us
a Chance and impose special requirements on the
family, because both the family and the child have
to adapt themselves to a number of unwanted and
unpleasant circumstances, and they also endure sig-
nificant changes over time.

The results of this study were compared to the results
of a study by Hawthorn et al. (2006) in which the
authors presented reference values for WHOQOL-
BREF for the general population. By comparing the
results of this study with the reference values from
the study of Hawthorne et al., it can be seen that
the assessment of the QOL of mothers of the asso-
ciation “Give us a chance” is lower in all domains,
especially in the domains of social interaction and
the environment (24).

The same results were confirmed during 2017 by
Whu et al. conducting research in China, using SF
36 questionnaires to assess the QOL of mothers of
children with cerebral palsy (25).

Lee etal. (2019), in their study, obtained a very poor
value in QOL of mothers of children with cerebral
palsy (26).

Our research also confirmed that mothers who cur-
rently have health problems have significantly lower
scores in all areas of health than mothers who do not

have health problems.

The biggest obstacle in the interpretation of QOL
measuring is the lack of a “gold standard” or a unit
of measurement that would allow comparison of
QOL among different populations, regions, and
over different periods (27).

Caring for children with disabilities is a greater bur-
den on older mothers, which has a negative impact
on the assessment of their QOL (28). In our study,
we did not find a correlation between QOL and age,
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except that there is a positive and weak correlation
(rho = 0.20) of older mothers and the environmen-
tal domain.

Mothers who drive a car show a significantly higher
level of satisfaction in all domains except in the
domain of social interaction. It is likely that mothers
who drive feel greater freedom and a degree of inde-
pendence in life compared to those mothers who do
not drive a car, which leads to greater satisfaction in
certain domains.

The importance of the support of household mem-
bers in the increase of QOL of mothers caring for
children with disabilities is also confirmed by the
research in Flanders in Belgium. Emphasized is the
need for greater support (e.g., rest cure and babysit-
ting) which does not have to be the support of pro-
fessionals, but support within the family in everyday

life (29).

Adaptation to a child with intellectual or develop-
mental disabilities is extremely important because it
affects not only the overall psychophysical develop-
ment of the child but also the overall psychophysical
status and QOL of its mother. Caring for children
is dynamic and mothers spend energy due to long-
term chronic problems related to the condition or
disability. It is necessary to look for programs to
monitor the health of mothers and families of chil-
dren with disabilities, and to improve the effective-
ness of preventive health care.

Kuru and Piyal (2018) point out that health profes-
sional should be focused on determining the needs
of families according to which they will plan and
implement programs (30).

The support system for people with intellectual dis-
abilities in Bosnia and Herzegovina is still not in
line with the Convention on the Rights of Persons
with Disabilities because the conditions and system
support for people with disabilities have not been
created, especially when making informed decisions
on all issues and rights regarding them (31).

Based on the results of the research, additional
research is needed to assess how preventive health
services can contribute to the improvement of the
health and QOL of registered mothers in the asso-
ciation of families of children and persons with dis-
abilities “Give us a Chance.”
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CONCLUSION

Certain sociodemographic variables affect the sub-
jective assessment of the QOL of mothers who have
children with disabilities. Respondents, with a larger
number of household members and have the sup-
port of family members, without own health prob-
lems and who independently use a personal car for
the purpose of transportation, estimate as higher
their QOL. Guidelines for health professionals to
improve the QOL of mothers of children and per-
sons with disabilities should include assessing the
physical and psychological health of parents and
their functioning, focusing on their basic health
needs and providing interventions to improve fam-
ily health and establishing support services to help
children’s family and people with disabilities having
professional support in meeting their specific needs.
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