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ABSTRACT

Introduction: The most general definition of quality of life states that “quality of life is the degree of what makes life
good.” Contemporary disability research increasingly relies on examining the quality of life of the whole family. Health
and developmental outcomes are affected by the health of children and their environment. The objective of this study
is to determine the difference in quality of life between families with children with disabilities and families with children
without disabilities in the area of family health.

Methods: The Family Quality of Life Questionnaire was used to assess quality of life. The test group consisted of 41 fam-
ilies of children with intellectual disabilities and developmental disabilities who use day care centers. The control group
consisted of 69 families of children without disabilities whose members are employed in day care centers.

Results: A statistically significant difference was found in the quality of life of families of children with disabilities and
families of children without disabilities in the area of family health within the concept of satisfaction with family health
(p =0.0001), with respondents in the test group reporting a lower mean score of 3.1 + 0.86 compared to subjects in the
control group 3.94 + 0.62. None of the respondents in the test group reported being very satisfied with family health,
while for most respondents in both groups, 38 (92.8%) in the test group and 66 (95.7%) in the control group, family
health was very important for quality of life.

Conclusion: A statistically significant difference was found in the quality of life of families of children with disabilities
and families of children without disabilities within the concept of achievement, the concept of satisfaction with family
health and the determination is a statistically significant difference in relation to the existence of health services in the
place of residence.

KKeywords: Family quality of life; children with intellectual and developmental disabilities; family health )

INTRODUCTION

Quality of life is a concept that the scientific community,
especially from the fields of psychology, philosophy, sociol-
ogy, and medicine, began to deal with in the 70s of the
twentieth century. Since then, several millions of scientific
publications have been published mentioning quality of
life, and over a hundred definitions of this concept (1).

The World Health Organization defines quality of life as “a
person’s perception of his or her life situation in the context of
the culture and value systems in which he or she lives and in
relation to his or her goals, expectations, norms, and concerns.
It is a broad concept that is influenced in complex ways by
physical health, mental state, personal beliefs, social relation-
ships, and relationship to key features of the environment” (2).
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is properly cited.

Quality of life is a concept that aims to capture the well-be-
ing of a population or an individual, in terms of both pos-
itive and negative elements within the totality of their exis-
tence at a given time (3).

The most general definition of quality of life states that
quality of life is the degree of what makes life good. The life
of a person with a disability, like the life of a person without
a disability, is made good by the right to work, the right to
healthcare, the right to live without barriers, and the right
to know one’s rights (4).

Contemporary research on disability increasingly relies on
examining the quality of life of the whole family. The con-
struct of family quality of life (FQOL) addresses the needs
of all family members, goes beyond the needs of one mem-
ber with a disability, that is, the mother-child dyad, and
emphasizes family strengths and priorities (5). FQOL is
about the extent to which individuals experience their own
quality of life in the family context and how the family as
a whole is able to pursue its important opportunities and
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achieve its goals in the community and society of which it
is a part (6).

The study of the quality of life of families after the birth of
a child with a disability shows an imbalance in the family
system, ignorance of aspects of health and education, nega-
tive feelings, and need for adaptation, for which they need
support programs (7). The birth of a child with a disability
or the occurrence of a disability due to an illness or injury
results in the neglect of the needs of parents, siblings, and
other family members, which creates special circumstances
for this family. These families face significant challenges
such as the availability of medical care, the quality of medi-
cal care, maintaining their own health, and the health of the
child with a disability. Caring for a child with developmen-
tal disabilities requires additional social, emotional, and
physical resources. Research on the quality of life of families
will provide recommendations to state institutions about
support services that need to be changed and improved.

Health represents a state of dynamic equilibrium between
the individual and his or her physical and social environ-
ment and consists of biopsychosocial components of the
individual and environmental-social components (8).

Children’s health and developmental outcomes are influ-
enced by the health of the family and the environment cre-
ated. There is limited understanding of the factors that con-
tribute to good family health and that can indicate family
capacity and assessment (5).

Health-related quality of life is a comprehensive concept of
a health outcome that encompasses various dimensions of
health and functioning that contribute to a person’s overall
well-being and quality of life. In addition to assessing phys-
ical and psychological well-being, health-related quality of
life evaluations also assess several other important compo-
nents of health, such as role and social functioning. Health-
related quality of life differs from many other assessments
of health status in its multidimensional nature and in its
focus on the subjective experience of health. It also empha-
sizes individuals” perceptions of their own functioning and
well-being rather than focusing on an objective assessment

of health (9).

It is often assumed that people who have a disabled family
member have greater difficulty managing a family life and
are more likely to suffer from stress and depression (10).
Children adapt best to chronic illness. Families of children
with disabilities often experience increased levels of emo-
tional and financial stress and isolation (11). Parents cite
the prejudice they encounter toward children with disabil-
ities as a particular source of stress, not only among the
general public but also among health care, education, and
social service workers (12). When children have a higher
degree of disability, it also affects the physical and mental
health of their parents. Health care professionals should be
more aware of the needs of these parents. It is necessary to
organize a higher level of support and various interventions
to improve their physical and psychological well-being.
Various empowerment programs such as coping skills,
stress management, positive thinking training, and support
groups can help relieve stress and perceive their feelings dif-
ferently (13). The aim of this study is to determine the dif-
ference of quality of life of families with children who have
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disabilities and families of children without disabilities in
relation to the domain of family health.

METHODS

The study was designed as a descriptive-analytic cross-sec-
tional study and was conducted from December 1, 2021,
to February 20, 2022.

The study was conducted in 6 day care centers in the north-
ern, central, and southern regions of Montenegro. The
sample consisted of the main caregivers of families of chil-
dren with developmental disabilities who attended day care
centers for children with developmental disabilities and
families of children without disabilities whose members
are employed in day care centers for children with develop-
mental disabilities.

Test group — 41 families of children with mental retarda-
tion and developmental disabilities, aged 6-18, attending
day care centers for children with developmental disabili-
ties. The respondents of the test group were family mem-
bers of children with severe and serious forms of psycho-
motor disorders, children with multiple disabilities, who,
according to the assessment of the centers for social work,
that is, the advisory commission, cannot be included in any
kind of inclusive education. Included were 19 families of
children with autism, 13 families of children with cerebral
palsy, six families of children with Sy Down, three families
of children with epilepsy.

Control group — 69 families of children without mental
retardation and developmental disabilities, aged 6-18 years,
whose members are employed in day care centers for chil-
dren with developmental disabilities.

One member/primary caregiver from each family was
included in the study.

Analysis of the questionnaires revealed that of the 121
respondents who signed consent to participate in the study
and completed the questionnaires, 11 did not meet the
criteria for participation in the study because they did not
have children aged 6-18 years in their family.

By studying the quality of life in health, we will determine if
there is a difference in the health of the families of children
with and without disabilities, but also evaluate the existing
health services and the need for new ones. We can use the
data obtained in the design of public policies in the field of
health and social care. The concepts of quality of life and
FQOL for people with disabilities are increasingly being
studied as an important framework to: assess families’ needs
for supports and services, target organizational changes and
service delivery systems, and evaluate the quality of family
outcomes (14).

FQOL Survey Questionnaire FQOL Survey — General
Population Version, based on an approved adaptation of
the FQOL Survey — General Version, for families with
members without intellectual disabilities (15).

The purpose/theoretical basis of the FQOL Survey —
General Version is to collect FQOL data from families with
one or more members with intellectual disabilities and to
help families better understand their particular needs and
the state of family life. The respondents are parents. Areas
examined are: Health, finances, family relationships, support
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from others, support from disability-related services, influ-
ence of values, career and career planning, leisure and recre-
ation, and community interaction. Response options/scor-
ing techniques: Six core concepts: Importance: 1 = hardly
important, 3 = somewhat important, and 5 = very import-
ant; Opportunity, Initiative, and Realization: 1 = hardly
important, 3 = somewhat important, and 5 = very import-
ant; Stability: 1 = much deterioration, 3 = about the same,
and 5 = much improvement. Satisfaction: 1 = very dissat-
isfied and 5 = very satisfied. Mean for each domain ranged
from 1 to 5. Number of items/psychometric properties: 54
items, coeflicient alpha = 0.60-0.92 (16).

All 6-day care centers that participated in the study
obtained approval from their ethics committees and pro-
vided informed consent to participate in the study. Consent
to voluntarily participate in the study was confirmed by the
respondents with their written informed consent.

The Cronbach’s alpha value of 0.791 indicates that the ques-
tionnaire has good reliability, while the factorial analysis
with principal component analysis and p = 0.014 mean that
the structure of the questionnaire is represented by the data.

After checking the received questionnaires, the data were
entered into Microsoft Excel and entered into the statistical
processing software MedCalc v12.7, which is designed for
use in biomedical research. The results are presented in tab-
ular and graphical form according to absolute number of
cases, relative number of cases (percent), arithmetic mean
with standard deviation, and range of values.

The results of the above tests are considered statistically sig-
nificant at a confidence interval of 99.95% or at a value of
2 <0.05.

RESULTS

A comparison of the number of respondents who completed
the questionnaire shows a statistically significant difference
in the sense that in the test group, the questionnaire was
more often completed by mothers 21 (51.2%) and in the
control group more often by fathers 33 (47.6%) (Graph 1).

Among the other members of the test group, fathers filled
in the questionnaire in 17 (41.5%) cases, brother, step-
mother, and sister in 1 (2.4%) case each. In the control
group, mothers did so in 26 (37.4%), sisters in 8 (11.2%),
and grandmothers in 2 (2.8%) cases (Graf 1).

The highest score in family health was given by control
group respondents with 4.91 + 0.51 for the concept of
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GRAPH 1. Comparison of who fills out the questionnaire according to
groups.
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importance, and the lowest by test group respondents with
3.1 + 0.86 for the concept of satisfaction (Table 1).

Test group respondents rated the concept of family health
performance with an average score of 3.71 + 0.87, while
control group respondents rated it with 4.04 + 0.65

(Table 1).

There is a statistically significant difference in the area of
family health within the concept of achievement p = 0.023
(Table 1).

Respondents in the test group rated the concept of satisfac-
tion in the area of family health with an average rating of
3.1 + 0.86, while respondents in the control group rated it
with 3.94 £ 0.62.

There is a statistically significant difference in the area of
family health within the concept of satisfaction p = 0.0001
(Table 1).

The largest percentage of respondents within the concept
of the importance of family health to quality of life ranked
it as very important: 38 (92.8%) respondents in the test

group and 66 (95.7%) in the control group (Table 2).

There is no statistically significant difference between the
y Sig
groups when it comes to the concept of importance of fam-

ily health for quality of life (Table 2).

Most respondents under the concept of opportunities to
meet health needs indicate that there are some opportuni-
ties, namely, 19 (46.5%) of the test group and 43 (62.3%)
of the control group. Sixteen (39.0%) respondents of the
test groups and 20 (29.0%) of the control group declare
that there are many opportunities (Table 3).

There is no statistically significant difference between the
groups when it comes to the concept of opportunities

(Table 3).

The concept of health maintenance initiative was rated as
“quite” and “very” by most respondents in both groups,
17 (41.5%) and 19 (46.3%) in the test group and
31 (44.9%) and 30 (43.5%) in the control group (Table 4).

There is no statistically significant difference between the
groups when it comes to the concept of initiative (Table 4).

Within the concept of achievement, the largest number of
respondents in both groups rated the degree of enjoyment
of good health as “quite,” with 27 (65.9%) respondents
in the test group and 49 (71.0%) in the control group
(Table 5).

There is a statistically significant difference between the exam-
ined groups within the concept of achievement (Table 5).

Under the concept of family stability, the largest number
of respondents 22 (53.7%) in the test group estimated that
health will remain the same in the future, 12 (29.3%) that
it will improve, 5 (12.2%) that it will improve a lot, and
2 (4.9%) that it will worsen (Table 6).

The largest number of respondents, 40 (58.0%) in the
control group, estimated that the family health status will
remain the same in the future, 22 (31.9%) that it will
improve, 4 (5.8%) that it will improve a lot, and 3 (4.3%)
that it will worsen (Table 6).

There is no statistically significant difference between

groups on the concept of family health stability in the
future (Table 6).



www.jhsci.ba

TABLE 1. Family health domain concepts
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Group Importance Opportunities Initiative Attainment Stability Satisfaction
Health
T 4.83+0.7 3.44+0.81 4.27+0.87 3.71+0.87 3.49+0.78 3.1£0.86
C 4.91+0.51 3.360.69 4.29+0.75 4.04+0.65 3.39+0.67 3.94+0.62
p 0.471 0.597 0.891 0.023 0.493 0.0001
T-test group, C: Control group, p: Statistical significance
TABLE 2. Importance of family health for quality of life TABLE 5. The degree of enjoyment of good health
Importance of family Group Total The degree of Group Total
health for quality of life  Testgroup  Control group enjoyment of Test group Control group
n % n % n % good health n % n % n %
Hardly importance at all 1 24 1 14 2 18 Hardly at all 1 24 0 0.0 1 0.9
Somewhat important 1 24 0 00 1 0.9 Alittle 4 9.8 3 43 7 6.4
Quite important 1 24 2 29 3 27 Something 5 12.2 4 5.8 9 8.2
Very important 38 928 66 95.7 104 946 Quite 27 65.9 49 710 76 691
Total 41 1000 69  100.0 110 100.0 Very 4 9.8 4 5.8 17 155
x?=1.865; P=0.601 Total 41 100.0 69 1000 110  100.0
%x?=15.624; P=0.024
TABLE 3. Opportunities for health needs in the community
Opportunities Group Total TABLE 6. Stability of family health
for community Test group Control group Stability of family Group Total
health needs n % n % n % health Test group Control group
Hardly one 1 24 1 14 2 1.8 n % n % n %
Quite 2 48 1 14 3 27 Get worse 2 4.9 3 43 45
Some 19 46.5 43 623 62 564 Stay atthe same 22 53.7 40 58.0 62 56.4
Many 16 39.0 20 290 36 327 Improve 12 29.3 22 319 34 309
Great many 3 7.3 4 5.9 7 6.4 Greatly improve 5 12.2 4 5.8 9 8.2
Total 41 100.0 69 100.0 110  100.0 Total 41 100.0 69 100.0 110  100.0
x%=3.297; P=0.509 x%=1.444; P=0.965
TABLE 4. Initiative of family members to preserve or improve health TABLE 7. Satisfaction with family health
Initiative Group Total Satisfaction with Group Total
of family Test group Control group family health Test group Control group
members n % n % n % n % n % n %
Alittle 3 73 2 29 4.5 Very dissatisfied 1 24 0 0.0 1 0.9
Something 2 4.9 6 8.7 8 73 Dissatisfied 10 24.4 1 14 1 100
Quite 17 415 31 44.9 48 43.6 Neither satisfied 14 341 12 174 26 236
Very 19 46.3 30 435 49 446 nor dissatisfied
Total 41 100.0 69 1000 110  100.0 Satisfied 16 39.0 46 66.7 62 564
x2=1738; P=0.629 Very satisfied 0 0.0 10 145 10 9.1
Total 41 100.0 69 100.0 110 100.0

Within the concept of satisfaction with family health
in the test group, the largest number of respondents was
16 (39.0%) satisfied, 14 (34.1%) neither satisfied nor dis-
satisfied, 10 (24.4%) dissatisfied, and 1 (2.4%) very dissat-
isfied with family health (Table 7).

In the control group, the largest number of respondents
was 46 (66.7%) satisfied, 12 (17.4%) neither satisfied nor
dissatisfied, 10 (14.5%) very satisfied, and 1 (1.4%) dis-
satisfied with family health. None of the subjects in the
test group reported being very satisfied with family health,
while none of the subjects in the control group reported

being very dissatisfied with family health (Table 7).

A statistically significant difference was found between
the studied groups regarding the concept of satisfaction

(Table 7).

The largest percentage, 30 (73.2%) respondents of the test
group and 52 (75.4%) of the control group recognize as an
obstacle the long wait for health services, then scheduling
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x?=27.701; P=0.0001

and receiving the service 16 (39.0%) respondents of the
test group and 30 (43.5%) of the control group. Poor treat-
ment by health professionals was recognized as an obstacle
by 8 (19.5%) respondents test group and 8 (11.6%) control
group (Table 8).

The availability of services at the place of residence was rec-
ognized as an obstacle to the realization of healthcare by
12 (29.3%) respondents in the test group and 6 (8.7%) in
the control group (Table 8).

There is a statistically significant difference between the
groups when it comes to the availability, that is, the exis-
tence of services in the place of residence (Table 8).

DISCUSSION

The questionnaires in the test group, that is, in front of
the families of children with disabilities, were filled in by
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TABLE 8. Barriers in the accessibility of healthcare
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Barriers in the accessibility of healthcare Group Total ~ Chi-square  p-value
Testna group  Control group

n % n % n %
Long wait for health service 30 732 52 754 82 745 y*=0.065 p=0.485
Unknown treatment for health issue 6 14.6 6 87 12 109 x%=0.933  p=0.255
Services not available in my area residence 12 293 6 87 18 164 x2=7.953  p=0.006
Transportation is a problem 1 24 1 14 2 18 x=0.141  p=0.609
We can’t making an appoitment easily, we have trouble getting around 16 39.0 30 435 46 418 y>=0.210 p=0.399
We don't know where the services are health care 0 0.0 0 00 0 00 x*=2348 p=0.126
We do not understand about which health care professionals tell us about them 5 12.2 3 43 8 73
Poor treatment by professionals health care 8 19.5 1.6 16 145 y>=1271 p=0.208
We have different beliefs about healthcare 3 7.3 10 145 13 1.8 y*=1.271  p=0.208

TABLE 9. Statistically significant

Summary

Statistically significant difference is confirmed

Statistically significant difference is not confirmed

The concept of the achievement

The concept of the satisfaction

Comparison of who fills out the questionnaire according to groups
Health services not available in my area residence

The concept of the importance

The concept of the opportunities

The concept of the initiative

The concept of the achievement

The concept of stability

the concept of satisfaction

Long wait for health service

Unknown treatment for health issue
Transportation is a problem

We can’t making an appointment easily, we have trouble
getting around

We don't know where the services are healthcare

We do not understand about which healthcare
professionals tell us about them

Poor treatment by professionals healthcare
We have different beliefs about healthcare

mothers in the largest percentage (51.2%), which once
again confirms the mother-child dyad with disabilities and
the role of the mother as the main and often the only care-
giver of the child with disabilities.

In the study conducted in Latvia to investigate the quality
of life of families with children with developmental dis-
abilities, focusing on social policies to ensure the quality
of life, 272 families participated, including 247 mothers,
11 grandmothers, 15 fathers, and one other person — the
child’s aunt. Moreover, this research also confirms that
mothers care about a child with a disability and everything
related to a child with a disability (17).

In a study that examined the relationship between FQOL
and a family-centered approach in families with children
with intellectual disabilities aged 0-18 years, in which 48
families participated, it was mainly mothers who reported
on the quality of life of their families (18).

The concept of FQOL describes the quality of life of all
family members and the family system as a whole, but usu-
ally includes only the parents’ opinions. Siblings’ opinions
are included in parents’ opinions, although research has
shown that there is a discrepancy between parents’ and sib-
lings’ views. Siblings of children with intellectual disabili-
ties often define their quality of life as the quality of life of
siblings with disabilities (19).
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For most respondents in both groups, 38 (92.8%) in the
test group and 66 (95.7%) in the control group, family
health is very important to FQOL. For the majority of
respondents in both groups, the ability to meet their health
needs is rather limited and they expect the family’s health
status to remain stable. The level of health is higher for a
significant number of respondents from the control group
with very 13 (18.8%) than 4 (9.8%) from the test group.
No respondent from the test group stated that they were
very satisfied with the health of their family.

That a child’s disability affects the health of family mem-
bers, primarily parents, is also shown by the results of a
study conducted in Croatia, according to which parents
of children with profound developmental disabilities have
poorer self-rated health in all dimensions of health com-
pared to parents of healthy children, with the exception of
physical health. Compared with the control group, 41%
of parents of children with profound developmental dis-
abilities and 30.2% of parents of healthy children reported
suffering from a chronic disease (20).

As for the average rating of family health in the per-
formance concept, a statistically significant difference
was found between the studied groups (p = 0.023).
Subjects in the test group reported a lower mean score
of 3.71 + 0.87, compared to subjects in the control

group 4.04 + 0.65.
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A statistically significant difference was found in the mean
score within the concept of satisfaction with family health
(p = 0.0001), where subjects in the test group reported a
lower mean score of 3.1 + 0.86 compared to subjects in the
control group 3.94 + 0.62.

In a study conducted in Bosnia and Herzegovina among
families of children with intellectual disabilities in health,
the concept of importance was rated best with 4.93 + 0.33
and the concept of stability was rated worst with 3.5 +
08 (21).

A statistically significant difference (p = 0.006) between the
studied groups was found in the availability of services at
the place of residence, which is certainly related to the dif-
ferent level of development of the northern, central, and
southern regions of Montenegro and the financial resources
not equally distributed by the state.

Non-availability of health services at the place of residence
could be one of the reasons for strong migration of pop-
ulation from northern to central and southern regions,
which are better developed. In the northern region of
Montenegro, negative net migration was recorded in 2021,
amounting to 1267 persons. In the other two Montenegrin
regions, positive net migration was recorded, and it was
larger in the central region, where health services are the
most developed (22). The lack of health services at the
place of residence is one of the reasons for the migration of
the population to the developed parts of the country. The
results obtained point to the need to open support services
equally in all regions.

A survey by the German Children’s Network, which inter-
viewed 1567 parents of children with chronic diseases and
children with disabilities using a standardized online ques-
tionnaire that included children’s health status diagnosis
and severity, care burden, family and socioeconomic status,
health status and health-related quality of life, and family
impact, showed that higher care burden was associated with
a greater risk of poor health-related quality of life (23).

Results from the survey of 533 parents of children with
chronic conditions (10 diagnosis groups, children aged
1-19 years) revealed seriously lower health-related qual-
ity of life, which should receive attention and support if
needed. An approach to pediatric care that focuses on the
health of families of children with chronic conditions is rec-
ommended (24).

Timely action on a child’s developmental difficulties pro-
vides a range of benefits, especially for the child, his or her
family, and the system as a whole. To achieve such out-
comes, it is necessary to develop an integrated model of early
growth and development. To achieve an integrated model
in early growth and development, mechanisms of profes-
sional and administrative collaboration must be established
between healthcare, social service, and preschool education
and training system agencies, at the level of an individual

problem (25).

CONCLUSION

A statistically significant difference was found in the qual-
ity of life of families of children with disabilities and fam-
ilies of children without disabilities within the concept
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of achievement, the concept of satisfaction with family
health, and the determination is a statistically significant
difference in relation to the existence of health services in
the place of residence. The results of the research show that
it is necessary to work on the improvement of the health-
care system to improve the quality of life of both families
of people with disabilities and families of people without
disabilities. The results of the research can be used in the
development of public policies in the health-care system as
well as in the creation of strategic documents to support
families.
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