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Abstract
Background:

Study of the family quality of life (FQOL) has been extended as a new field of the developed
countries. Family-centered services mean that the needs of all family members should be
considered and the involvement of all family members should be encouraged. Parents of disabled
children still face huge stigma and it may see continuously in rural areas. This often stops them
from seeking help, because they feel ashamed. Main caregiver specially father and mother may
lead a painful life because of their children functional limitation.They show higher levels of
stress and worse mental health when compared to parents of children without developmental
disabilities and the general population. Family Quality of life research indicates that there is little
understanding about how family members may differentially perceive and assess their quality of
life.

Objectives of the study

This study was intended to the level of Family Quality of life parents of children with Cerebral
Palsy. Also explore the relationship and determine the association between age, sex, educational
status, employment status, community types, family types & five components of the FQOL.

Methodology

The study was conducted through cross sectional study. Researcher selected convenience
sampling technique from the population who meet the inclusion criteria and exclude those who
did not meet the criteria. The study area was paediatric unit of CRP, Savar, Dhaka and William
and Marie Taylore School, CRP, Savar, Dhaka.

Result and Discussion

After analyzing data, it was found that the fathers’ level of satisfaction about FQOL was 3.27
which was neither satisfied or neither dissatisfiedaccording to the FQOL Scale and mothers level
of satisfaction was 3.47 which was neither satisfied or neither dissatisfiedaccording to the FQOL
Scale.

Conclusion

In closing, this study represents a first step in exploring the level of satisfaction of fathers and
mothers with respect to their assessments of FQOL. The results highlight that fathers do not
differ from mothers in assessing their overall FQOL.

Kew Words:Perspective, Cerebral Palsy, Quality of Life, Family Quality of Life.
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CHAPTER-1 INTRODUCTION

1.1. Background

Disability is a vital issue all over the world. WHO & World Band suggests that there are One
billion people, or 15% of the world’s population, experience some form of disability. Among
those there are 2-4% of them experience severe difficulties in functioning. GBD 2004 data
analysis showed that 15.3% of the world population (approximately 978 million people) had
moderate or severe disability, while around 2.9% population (185 million people) experienced
severe disabilities. The prevalence of disability is higher in developing countries. Bangladesh is a
one of most developing countries in the world. Disability is one of the major issues in
Bangladesh (Alam, 2009). Disability rates are increasing day by day. In Bangladesh there are
140 million people are person with disable that means 105 of the total population (Faruque,
2008). In 2004, the prevalence of disability was about 6% among those below the age of 18 and
about 14% among those above that age.The current document presents a monograph on
prevalence, pattern, and differential of disability using data fromPopulation Census 2011
(Bangladesh Bureau of Statistics, 2011)and Household Income and Expenditure Survey (HIES,
2010). In 2011, The Census gives a data that has put a figure of 1.41% (a total of 101, 585
disables) on the overall disability prevalence in Bangladesh, which is 7.6 percentage points lower
than the HIES 2010 estimate 0f9.01 % for the overall disability prevalence. Disability is more
prevalent in rural area compared to urban area. Physical disability and vision disability appeared
as the most common forms of disability in the country. Under the physical disability Cerebral

Palsy is the most common and chronic disability in the world.

Bangladesh is one of the most densely populated countries in the world. There are 150 million
people and 57.5 million children below 18 years of age, and over 31 percent of household’s sill
live below the poverty. Cerebral Palsy is the most sever disability in Bangladesh. The
worldwide prevalence of CP is Approximately 2 to 2.5/ 1000 live births (Surveillance of

Cerebral Palsy in Europe, 2000). The Government of Bangladesh (2013) had conducted a survey



among children with Autism and neurodevelopmental disorder. According the result of survey
the prevalence of cerebral palsy is 4 per thousand. Children with CP have limitation on
movement and postural disorders. Many children also experience sensory, communicative and
intellectual impairments and may have severe limitations in self-care activities such as feeding,
dressing, bathing and mobility (Basaran et al., 2013; Zhang et al., 2015). The children with
Cerebral Palsy child totally depend on their Caregiver specially Father & Mother. So the parents
of Cerebral Palsy child’s parents lead a very poor quality of life.

The family quality of life (FQOL) is an significant extension of QOL in the field of
developmental disability (Hoffman et al., 2006).Study of the family quality of life (FQOL) has
been extended as a new field of the developed countries (Wang & Brown, 2009; Werner et al.,
2009; Brown et al., 2010). Cerebral Palsy is one of the major causes of childhood disability in
Bangladesh. The vast majority of babies with Cerebral Palsy in Bangladesh are born in rural
areas. Parents of disabled children still face huge stigma and it may see continuously in rural
areas. The social value of that family may be decreasing day by day. Peoples are blamed if their
child starts showing signs of disability, such as loss of control of their hands and legs or sudden
spasms. This often stops them from seeking help, because they feel ashamed. Main caregiver
specially father and mother may lead a painful life because of their children functional
limitation(Alam, 2009).They show higher levels of stress and worse mental health when
compared to parents of children without developmental disabilities and the general population
(Byrne et al. 2010).Parents have to cope withmany changing demands which are related to the
specific needs of their children. And also in different domains which has to the uniqueness of
their process of development. Mental health’s of the parents of children with CP are negatively
affected and may exhibit depressive symptoms (Manuel et al., 2003; Unsalexhibit depressive et
al., 2009).

The work reported in this study is a part of another line of conceptual and instrument
development work to define the concept of FQOL and develop a measure (Park et al., 2003;
Poston et al., 2003; Summers et al., 2005; Hoffman et al., 2006 ). The Beach Center FQOL
Scale developed through this work contains five sub-scales: family interaction, parenting,

emotional well-being, physical/material well-being and disability-related support, and has good



psychometric features (Summers et al., 2005; Hoffman et al., 2006). This study continues
investigations of the validity of the Beach Center FQOL Scale with respect to the stability of the

construct across mothers and fathers.

1.2Justification of the study

Most of the people in Bangladesh have no knowledge about disability and its consequences. The
United Nation Convention is highly depended on awareness & service based programs for
promoting knowledge, attitude and practices of the whole country including person with
disability, parents, family, society and community (Vandamme, 2009). This study recognizes
that issues of children with Cerebral Palsy involve father & mother family quality life as the

focused of service & supports.

However, services and supports are only focused on children with disabilities and involvement of
family members has long been ignored. If people understand the FQOL in Bangladesh, they will
be aware of the traditional perspective of disability as a stigma or shame (Wong et al.,
2004).Children with CP families have to face discrimination against their children’ disabilities
from the society and oftentimes have to solve problems for raising their children with disabilities
by themselves.These passive or negative social attitudes towards families of children with
disabilities become barriers to the design and development of services and supports for families.
The results of this study remind that greater improve FQOL outcomes of Bangladeshi families.
Although research and intervention models have primarily focused on Mothers &Fathers
(Shonkoff et al., 1992; Krauss, 1997).

This research also intends to find out the influence of socio-demographic (age, sex, education,
living area). This study makes a correlation between socio-demographic question and
components of the FQOL. That will helps the professionals and practitioners will be benefited by
developing supports and services from having families’ perspectives on their FQOL .All
members of interdisciplinary teams, including families themselves, can use a FQOL measure
(e.g. the Beach Center FQOL Scale) to identify priority areas for support to address needs and

strengths of families during the process of developing and implementing individualized



plans.That’s why this study will be useful for understanding family stress, depression & it will be

useful for psychosocial perspective (Wang, 2006).

1.30perational Definition

Cerebral Palsy: Cerebral palsy refers to a group of neurological disorders that appear in infancy
or early childhood and permanently affect body movement and muscle coordination Cerebral
palsy (CP) is caused by damage to or abnormalities inside the developing brain that disrupt the
brain’s ability to control movement and maintain posture and balance. The term cerebral refers to
the brain; palsy refers to the loss or impairment of motor function.(Cerebral Palsy: Hope through
Research, 25 May, 2017).

Quality of life: WHO defines Quality of Life as an individual's perception of their position in
life in the context of the culture and value systems in which they live and in relation to their
goals, expectations, standards and concerns. It is a broad ranging concept affected in a complex
way by the person's physical health, psychological state, personal beliefs, social relationships and

their relationship to salient features of their environment (WHOQOL Group1995).

Family Quality of Life: The most widely definition is that suggested by Park et al. (2003), in
which FQOL is defined as “conditions where the family’s needs are met, and family members
enjoy their life together as a family and have the chance to do things which are important to
them” (Zuna et al., 2010).



CHAPTER- 2 LITERATURE REVIEW

2.1. Cerebral Palsy

Bangladesh is over populated country and Cerebral Palsy is one of the most common
developmental disability in Bangladesh.CP is a condition that beginning in early childhood and
persisting throughout the lifespan. The definition and classification of cerebral palsy, according

to the Executive Committee for the Definition of Cerebral Palsy, states that:

“Cerebral palsy describes a group of permanent disorders of the development of movement and
posture that are attributed to non-progressive disturbances that occurred in the developing fetal
or infant brain. The motor disorders of cerebral palsy are often accompanied by disturbances of
sensation, perception, cognition, communication, and behavior; by epilepsy, and by secondary
musculo-skeletal problems” (Rosenbaum et al. 2007).Therefore cerebral palsy is a disorder of
muscle control which results from some damage to part of the brain. The term cerebral palsy is
used when the problem has occurred early in life, to the developing brain.Children with cerebral
palsy can have problems such as muscle weakness, stiffness, awkwardness, slowness, shakiness,
and difficulty with balance. These problems can range from mild to severe. In mild cerebral
palsy, the child may be slightly clumsy in one arm or leg, and the problem may be barely
noticeable. In severe cerebral palsy, the child may have a lot of difficulties in performing
everyday tasks and movements.

Bangladesh has about 5%-15% of total people have some kind of disability (Mahmud,
2005).43% of those people with disability are physically challenged (JICA, 2002). The United
states indicate that the incidence of CP is 3.6 per 1000 children (Allosopp, 2008). Bangladesh the
prevalence rate of disability in both urban and rural population was estimated 011000
(Khayatzade, 2009).Cerebral Palsy (CP) is the most common cause of severe physical disability
in childhood. The Bangladesh Bureau of statistics puts the population of disability of disability
people at almost a 10™ of the population which is 9.75%. In the U.S, an estimated 746,000
children and adult have CP with a prevalence of 3.3 per 1000.



Cerebral palsy is caused by traumatic injury to a developing brain, including the parts of the
brain responsible for motor control, coordination and balance. Damage to different parts of the
brain’s motor control centers causes different types of cerebral palsy. The level of disability
depends on the severity and timing of the brain injury. About 70% of cerebral palsy cases are
caused by prenatal injuries, 20 % are caused by injuries during birth & 10 % are caused by
injuries after birth. Things that can disrupt or hinder the healthy development of a child’s brain
include:Infections during pregnancy, severe untreated jaundice of the child, birth asphyxiation,
Brain injury during or shortly after birth, Brain hemorrhage before birth, Infections after
birth etc. There are 10-15% of cases and result of CP is problem during labor pain and delivery.
Antepartum hemorrhage or cord prolapsed, compromising the fetus; post neonatal causes of

occurring are result of 10% of CP.

Types of Cerebral Palsy: Cerebral Palsy is often classified by severity level as mild, moderate,
severe:

Mild — Mild Cerebral Palsy means a child can move without assistance; his or her daily activities
are not limited.

Moderate — Moderate Cerebral Palsy means a child will need braces, medications, and adaptive
technology to accomplish daily activities.

Severe — Severe Cerebral Palsy means a child will require a wheelchair and will have significant
challenges in accomplishing daily activities.

According to neuro-physically there are three types of CP: spastic, athetoid and ataxic.

Spastic: spastic is characterized by increase muscle tone. There are different types of spastic CP
which is Spastic Monoplegic CP, spastic Diaplegic, spastic Hemiplegic, spastic Tiaplegic, and
spastic Quadriplegic. There are 70% to 80% causes of CP are Spastic CP and 10% to 20% causes
of athetoid and 5% to 10% causes of ataxic types of CP (Understand of disability, 2012).

Parents of children with CP is usually faced critical situation encountered linked to the often
complex process of confirming and disclosing the diagnosis (Baird et al., 2000). Afterwards,
parents usually wants to cope with many changing demands related to the specific needs of their
children (Gardiner, 2014). Generally, they show higher levels of stress and worse mental health
when compared to parents of children without developmental disabilities and the general

population (Byrne et al., 2010; Guyard et al., 2011; Rentinck et al., 2007). In other countries the


file:///C:\Users\NEW2016\Downloads\CP%20PARENT%20QOL.rtf%23page32
file:///C:\Users\NEW2016\Downloads\CP%20PARENT%20QOL.rtf%23page33
file:///C:\Users\NEW2016\Downloads\CP%20PARENT%20QOL.rtf%23page34
file:///C:\Users\NEW2016\Downloads\CP%20PARENT%20QOL.rtf%23page35

impact of child’s disability on the family seems to be related not only with the child’s

characteristics, but also with personal, social and economic variables of the family.

2.2. Quality of Life

The QOL concept was focused in the early 1990s, but scholars and practitioners in the field of
intellectual and developmental disabilities have taken the lead in developing the concept of QOL
in a holistic manner (Brown, 1999). Several articles and texts have explored the conceptual basis
of QOL and the life domains associated with it, such as physical and material well-being,
emotional wellbeing, social belonging and community living(Brown et al., 2000; Schalock
&Verdugo, 2002; Brown & Brown, 2003; Schalock, 2004). The QOL is emphasis on examining
the perceptions and dynamics of the family unit as a whole. Research has also been conducted
into the practical benefits of QOL.

The family is form by constitutes a dynamic, interconnected, and self-regulating system which is
influenced by a set of shared, yet also unique, contextual influences. Disability theorists and
practitioners have enhance their narrow child-centered perspectives and now seek to understand
their multiple levels of analysis which is how child, family, and service characteristics interact
and overlap in their contributions to their family functioning. From this perspective, the
significant ways in which having a child with a disability impacts all family members, including
parents and siblings, can be addressed.

2.3 Family Quality of Life Research

The total well-being of anindividual’sfamily will be support, but services are now seen as
contributors, sharing is the responsibility of maintaining QOL(Schippers &Van Boheemen,
2009). An Australian perspective, FQOL is relevant to current disability legislation, policy and
practice. There are over 500 000 people with a developmental disability in Australia
(approximately 3% of the population) (Australian Institute of Health and Welfare,
2008).Disability not only affect the child's life but also the family's life also the parents, other
members of the family, relatives, friends, and even neighbors of a child with disabilities. All are

suffer for disability and experience stress to a varying extent.



In developing countries, the pressure is even greater. The majority of families are already living
under difficult conditions( McConachie et al., 2001).Bangladesh situation is worst for women,
who comprise the poorest and most vulnerable population even among the hard-core poor (Sen
and Yurtsever, 2007).Thus, mothers of children with CP are likely to be doubly disadvantaged in
developing countries (Understand of Disability, 2012).

In Bangladeshis the perception of disability is remain largely negative. Especially in rural areas,
disability is often viewed as a curse brought on by the misdeeds of parents, and is often believed
to be contagious. A small number of studies find that to understand the experience of parents
with a child with cerebral palsy and how best services might be delivered to families of children
with cerebral palsy (Guillamdn et. al.,2013).Some studies show that parents’ of children with CP
had high levels of stress and worse mental pressure and has a relationship problem than other
parents of children without developmental disability in Asia (Rentinck et al., 2006). In 40 studies
appears similar result in the general population consistently in a more recent review and in many
studies (Byrne et al.,2010; Bella et al., 2011; Parkes et al., 2011). Most of the studies have
focused on the impact of caring for a child with CP on parents’ mental health and less attention
has been paid to its effects on their quality of life. According to the available literature, quality of
life levels of parents of children with CP are worse than the ones found for the general

population and that of parents of healthy children (Kaya et al., 2010).

Family-centered services means that the needs of all family members should be considered and
the involvement of all family members should be encouraged (Rosenbaum et al. 2006).FQOL
research indicate that there is little understanding about how family members may differentially
perceive and assess their quality of life (Brown et al., 2003) and a priority research area is
exploring how to measure different family members with perspectives in assessing their FQOL.
The responses of different family members (e.g. mother and father) may indicate different areas
of emphasis on different domains of FQOL which could have important implications for policy

and services.



2.4 Beach Center Family Quality of Life Scale and Measurement

The Beach Center on Disability at the University of Kansas, KS, and USA developed a
conceptualization measuring tools which is of FQOL scale. The Beach Center Family Quality of
Life Scaleassessesfamily’s perception of their satisfaction as well as Level of satisfaction with
different accepts of FQOL. The instrument is used a 5 point liker-type response scale from
1=very dissatisfied to 5= very satisfied. The FQOL scale has 25-items that measures FQOL
satisfaction across five domains: Family Interaction, referring to the relationships among and
between family members; Parenting, meaning the kinds of activities families engage in to
facilitate their child’s development; Emotional Well-Being, involving perceptions of stress and
support availability; Physical/Material Well-Being, referring to basic physical needs such as
medical support and transportation; and Disability-Related Support, including supports across
the community contexts of school, work, and home (Park et al., 2003; Turnbull, 2004; Turnbull
et al., 2007). The measure’s demonstrated psychometric validity (Hoffman et al., 2006; Summers
et al., 2005; Wang et al., 2006).



CHAPTER- 3 METHODOLOGY

3.1Research Question
What is the Family Quality of life of the children with Cerebral Palsy?
3.2 Aim & Objectives
Aim of the Study
To identify Fathers & mothers level of satisfaction about Family Quality of Life when children
with Cerebral Palsy.
Objectives of the study
1. To identify level of the satisfaction about FQOL.
2. To find out the association between demographical characteristics (gender, age,
educational background, employ mental status, types of the community, types of the

family) five factor structure of FQOL.
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3.3 Conceptual framework

Participant Child
characteristics characteristics
1. Age 1. Age
2. Sex 2. Sex

3. Education
4. Employment
status ’
5. Communit ) )
Types y Child severity
6. Family Types of condition
7. Types of CP

4 - N

Family interaction
Parenting

Emotional well-being
Physical well-being
Disability related support

- J

Figure 1: Conceptual framework
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3.4 Study Design

The study was conducted through cross sectional study. The researcher used this type of study
design because the current study carried out at one point of time over a short period. Data was
collected on individual characteristics, including demographic questioner and in this way this
study is provided a snapshot of the characteristics which is associated with it. The focus of the
study was to identify the association between ages, sex, types of CP, relation to the child,
employment status with components of FQOL questioner. It was conducted at one time point
d also

where estimate the relation between ages, sex, types of CP, relation to the child an

employment status.

3.5 Study Population
The population consists of father and mother of children with Cerebral Palsy.

3.6 Study Area

The study area was paediatric unit of CRP, Savar, Dhaka and William and Marie Taylore School,
CRP, Savar, Dhaka. The Center for the Rehabilitation of paralysed (CRP) is a non-profit non-
government organization which treats and rehabilitation disabled people. The researcher has
chosen the inpatient paediatric unit CRP, Savar because the paediatric unit which has indoor and
outdoor service? The indoor is only for Children with Cerebral Palsy. The children with Cerebral
Palsy have been admitted here for 14 days with their mothers. The William and Marie Taylore
School, CRP, Savar, Dhaka is an Inclusive school which has all types of children like children
with disable and children without disable. There are 110 Children with Cerebral Palsy study in
this school and most of the families’ children with CP are living near by the school that’s why

Researcher selected this school.

12



3.7 Sample size

Sample size Calculation,

z*xpx (1-p)
N=———
dZ
Here, N= Sample size
Z=1.96 ( Z-value) (e.g, 1.96 for 95 percent confidence level)
P=0.4 (Prevelence of Cerebral Palsy in Bangladesh)
d=0.05 ( Level of Significance/ margin of error)
Putting these values in formula, N= 368

The calculated sample size is 368.

3.8Participation Selation Criteria
Inclusion Criteria:

— Acchild which ages range is Birth — 18 years old.

— Fathers and Mothers of children with Cerebral Palsy.

— Children with Cerebral Palsy are diagnosed by appropriate Health Professionals.
Exclusion Criteria:

— The child who have multiple disability or impairment, e.g. Blind, Autism, any

other syndrome.

— Those who are not within the age range.

3.9Sampling Technique
Researcher selected convenience sampling technique from the population who meet the inclusion
criteria and exclude those who did not meet the criteria. Convenience sampling saves time,

money and helps to identify participation in a convenience way.

3.10Data collection Materials
The data was collected by FQOL scale (Beach center Family Quality of life, 2006) and self-
development demographic questioner. Researcher translates the FQOL scale in Bangla version.

It is a five point liker scale. This five point liker scale is used for identify level of satisfaction of

13



the fathers and mothers of the Children with Cerebral Palsy. Investigator also developed
information sheet which has aim and objectives of the study. A consent form was also used to

take concern from the participants. Investigator also used pencil, paper and eraser.

3.11Data Management and Analysis

Data was analyzed by statistic package for the social Science (SPSS) version of 23.

3.12Quiality Control and Quality Assurance

Researcher conducted a pilot survey to evaluate participants understanding level of
questionnaires. Researcher selected four families for piloting. After completing the pilot survey
researcher modify the questionnaires. Based on their feedback researcher modified one survey
item from “My family get dental care when needs” to “My family gets dental treatment when
they have problem in teeth”. It is important to carry out a field test before final data collection.
By this field test researcher can understood barriers of the study. It helps the researcher to find
out difficulties and get a chance to correction the questionnaires to make it more easy and
understandable.

3.13Ethical Consideration

Researcher followed the Bangladesh medical research council (BMRC) and WHO research
guide line. Researcher received ethical permission from the institutional review board (IRB) of
BHPI. In addition for data collection purpose, permission was also obtained from Head of
Occupational Therapy Department BHPI, In charge of the paediratic unite of the Savar,CRP and
principal of William and Marie Taylore School, CRP, Savar, Dhaka. Researcher maintained the
confidentiality of the collected data from the individuals. All the participants were informed

about the purpose of the study.
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CHAPTER- 4 RESULTS

4.1: Results with Respect to the Socio Demographic Status

Table 4.1: Distribution of Respondents by Age, Sex of the Children with Cerebral Palsy

Socio-demographic characteristic of respondents

Age of children with CP N=120
Frequency (n)
0-5 54
6-11 44
12-17 22
Total 120
Sex of Children with CP
Boys 65
Girls 55
Total 120
Types of the CP
Ataxic 7
Athetoid 16
floopy 2
Spastic Diaplegic 32
spastic Triaplegic 3
spastic hemiplegic 21
spastic quadriplegic 39
Total 120

Percent (%)

45.0
36.7
18.3

100.0

54.2
45.8
100.0

5.8
13.3
1.7
26.7
2.5
17.5
32.5
100.0

Table 4.1 showed the Demographic data of the children with Cerebral Palsy. The age range of
the children’s 45% (n=54) was 0-5 years, 36.7% (n=44) was 6-11 years, 18.3% (n=22) was 12-
17 years.There was 54.2% (n=65) Male children with CP and 48.8% (n=55) female children with
CP.The types of the Children with CP, there was 32.5% (n= 39) Quadriplegic CP, 26.7% (n=32)
was spastic Diaplegic CP, 17.5% (n=21) Was spastic hemiplegic CP, 13.3% (n=16) was Athetoid
CP, 5.8% (n=7) wasAtaxic CP, 2.5% (n=3) was spastic Triaplegic CP and 1.7% (n=2) was

floppy.
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Table 4.2: Demographic Information of the Participants

Age of the participants Frequency (n) Percent (%)
16-20 3 2.5

21-30 40 33.3

31-40 53 44.2

41-50 22 18.3

>50 2 17

Total 120 100.0

Sex of the Participant

Male 60 50
Female 60 50
Total 120 100

Education Background

Iliterate 3 2.5
signature 5 4.2
primary 14 11.7
Secondary 37 30.8
SsC 39 325
Hsc 13 10.8
B.Sc/ BA/ Honors 7 5.8
M.Sc/ MA/ Masters 2 17
Total 120 100.0

Table 4.2 showed that among 120 were participants, there were 50% female (n=60) and 50%
were male (n=60). The above table shows that The most of the participants age ranges was from
31-40 years that means 44.2% (n=53). The Table described 2.5% (n=3) were of 16-20 years,

16



33.3% (n=40) were of 21-30 years, 18.3% (n=22) were of 41-50 years, 1.7% (n=2) participants*
age were from more than 50.

In table 2, also showed that, among all the participants (n=120) education background was,
32.5% (n=39) were SSC, 30.8% (n=37) were secondary, 11.7% (n=14) were primary, 10.8%
(n=13) were HSC, 5.8% (n=7) were B.SC/BA/BBA/Honors, 4.2% (n=5) were signature, 2.5%
(n=3) were llliterate and 1.7% (n=2) were MSC/MA/MBA/Masters .

 Rural
M Semi-rura
= Urban

" Total

Figure 2: Community types of the Participants

Community types of the participants was 36.7% (n=44) rural, 35% (n=42) semi-rural, 28.3%
(n=34) was urban.
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Family types of the Participants

M Join Family ® Nuclear family

Figure 3: Family types of the participants

This figure shows that there were 68% (n= 82) nuclear family and 32% (n=38)

were join family.
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4.2 Level of Family Quality of Life

This study has two groups of participate one was child’s fathers group and another was child’s
mothers group. Researcher finds out both fathers and mothers levels of satisfaction about Family
Quiality of life

Table 4.3: Fathers Level of satisfaction about family Quality of life

Dimension of family quality of life (Mean & SD)

( Possible Score range 1 to 5)

Family Interaction 3.3585 (0.59)
Parenting 3.4658 (0.67)
Emotional Well-Being 2.8125 (0.73)
Physical/ Material Well-being 3.3775 (0.74)
Disability Related Support 3.3750 ( 0.74)

Mean (+ SD) 3.27 (+ 0.69)

Participants were asked to rate overall (globally) how satisfied they are with their FQOL using a
5-point scale (1 = very dissatisfied to 5 = very satisfied). Overall satisfaction ratings that were
equivalent to a rating of satisfied.

Family interaction (mean = 3.35, SD= 0.59) were found to be consistent with the mean of the
total of satisfaction ratings for the individual domains. This Mean describe the Family Interaction
was neither satisfied nor dissatisfied because its Mean is 3 to 4.

Parenting Mean 3.46 (0.67) were found which describe to the neither satisfied nor dissatisfied.
Emotional Well-being was Mean 2.81 and SD 0.73 which describe Dissatisfaction because its

mean is 2 to 3.
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Physical Well-being / Material Well-being Mean was 3.37 and SD 0.74 which describe neither
satisfied nor dissatisfied because its Mean is 3 to 4.

Disability Related Support was Mean 3.37 and SD 0.74 which describe neither satisfied nor
dissatisfied because Mean is 3 to 4.

The fathers’ overall level of satisfaction about FQOL was 3.27 which was neither satisfied or

neither dissatisfiedaccording to the FQOL Scale.

Table 4.4: Mothers Level of satisfaction about family Quality of life.

Dimension of family quality of life (Mean & SD)

( Possible Score range 1 to 5)

Family Interaction 3.4495 (0.85578)
Parenting 3.4933 (0.794)
Emotional Well-Being 2.8442 (1.08873)
Physical/ Material Well-being 4.0967 (4.491)

Disability Related Support 3.4833 ( 0.700)

Mean (+ SD) 3.47 (+ 1.58)

Family interaction mean (%) ( 3.44, +0.85) were found to be consistent with the mean of the total
of satisfaction ratings for the individual domains. This Mean describe the Family Interaction, So
it was neither satisfied nor dissatisfied because its Mean is 3 to 4.

Parenting Mean 3.49 (£0.79) were found which describe to the neither satisfied nor dissatisfied.
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Emotional Well-being was Mean 2.844 and SD 1.08 which describe Dissatisfaction because its
mean is 2 to 3.

Physical Well-being / Material Well-being Mean was 4.09 and SD 4.491 which describe satisfied
because its Mean is 4 to 5.

Disability Related Support was Mean 3.48 and SD 0.70 which describe neither satisfied nor
dissatisfied because its Mean is 3 to 4.

Overall family Quality of life of mothers was 3.47 which was indicating neither satisfied or
neither dissatisfied.

4.3 Comparison by t-Test between Demographic characteristics and Family Quality of life
Components

Table 4.5 Comparison between Demographic characteristics with Family Quality of life
Components by T-test

Components Gender of N Mean P-vale
children with CP
_ *hkKk
D-2 Boys 38 20.8684 001
Girls 22 20.6364
Components Types of the N Mean P-Vale
family
Join family 26 18.8846 -026%
D-1
Nuclear family 34 22.2353
D-2 Join family 26 62.2677 .003***
Nuclear family 34 76.2729
D-5 Join family 26 71.5385 .016**
Nuclear family 34 69.1765

P< 0.05 (Significant level)

Table 4.5 show the two groups are significantly different from each other and focus on the result
by t-test. So researcher concludes that four mean are significant from each other.Domain-2
(Parenting component) & in the group of gender of children with Cerebral Palsy was statistically
significant. The P-vale was .001 which was less than significant level (0.05)
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Domain-1 (Family interaction), Domain-2 (Parenting), & Domain-5 (Disability related support)
with in the group of types of family was significant relation. The P-value was .026, .003,& .016
was less than significant level (0.05).

4.4The association between Demographic characteristics and five factors of Family Quality
of life of Fathers’

Table 4.6 Group mean difference regarding overall level of satisfaction of physical well-

being/ Material well-being & Disability related support using ANOVA.

Researcher was conducted ANOVA test with all demographic characteristics of the participant
(Fathers of children with CP) with five domain of FQOL. But below table show which was

found significant relation between them.

Father
Group N D-4 D-4 D-4 D-5 D-5 D-5
Mean + SD F P- Mean + SD F P-Value
Value

Afgeh Group  21-30 11 56.36+14.136 61.36 + 10.26

garttigipams 31-40 27 67.70 £17.397 67.03 + 14.82
41-50 20  72.00+6.988 3438 023 850+1469 3.841  .014**

>50 2 80.00 £ 22.627 97.50 + 3.53

Total 60  67.46 + 15.065 67.50 £ 14.91

**P< 0.05 ( Significant Level)

Table 4.6 show the groups are significantly different from each other and focus on the result by
ANOVA test. Researcher conduct it demographic characteristics of the participants with five
domains of FQOL. Researcher was found significant relation between Age group of the
participants with Domain-4 (Physical well-being/ Material well-being), Domain-5 (Disability
related support). The P-vale was .014 which was less than significant level (0.05). This table
only shows the fathers significant relation.
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Table 4.7 Group mean difference regarding overall level of satisfaction of Parenting &
Disability related support using ANOVA.

Father
Group N D-2 D-2 D-2 D-5 D-5 D-5
Mean = SD F P- Mean = SD F P-
Value Value
Employment WorlzzzrDay 13 59.84 +13.15 62.69 + 12.68
status of the
Government
participants job 3 86.66+8.821 91.66 + 10.40
Non- 42 509
Government 13 69.74 + 12.05 80 65.00 + 16.07
job 3.657 .018*
Business 31 70.21+12.99 68.22 + 13.81
Total 60  68.68 + 13.72 67.50 + 14.91

P< 0.05 (Significant level)

This table also shows the fathers significant relation. Researcher was found significant relation

between employment status of the participants with Domain-2 (Parenting), Domain-5 (Disability

related support). The P-vale was .018 which was less than significant level (0.05).
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4.5The association between Demographic characteristics and five factors of Family Quality
of life of Fathers’

Table 4.8 Group mean difference regarding overall level of satisfaction of physical well-
being/ Material well-being uses ANOVA.

Researcher was conducted ANOVA test with all demographic characteristics of the participant
(Mothers of children with CP) with five domain of FQOL. But below table show which was
found significant relation between them.

Mother
Group N D-4 D-4 D-4
Mean + SD F P-Value
Educational _
+
status of the Signature 4 76.00 £ 11.77
participants
Primary 6 72.00+7.15
Secondary 22 68.36 + 10.46
+
SSC 22 71.63+11.70 4.280 009%*
Hsc 5 72.80+£5.21
B.Sc/BA/ 1 32.0000
Honors
Total 60 70.20 +11.44

P< 0.05 (Significant level)
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Table 4.8 show the groups are significantly different from each other and focus on the result by
ANOVA test. Researcher conduct it demographic characteristics of the participants with five
domains of FQOL. Researcher was found significant relation between educational status of the
participants with Domain-4 (Physical well-being/ Material well-being). The P-vale was .009

which was less than significant level (0.05).

Table 4.9Group mean difference regarding overall level of satisfaction of Parenting uses
ANOVA.

Mother
Group N D-2 D-2 D-2
Mean + SD F P-Value
Community Rural 23 69.08 +12.80
types of the Semi-rural 23 65.07 + 18.30 4.970 010
participants Urban 14 80.47 £9.32
Total 60 70.20 + 15.52

P< 0.05 (Significant level)

Table 4.8 show the groups are significantly different from each other and focus on the result by
ANOVA test. Researcher conduct it demographic characteristics of the participants with five
domains of FQOL. Researcher was found significant relation between community types groups
of the participants with Domain-2 (parenting). The P-vale was .010 which was less than

significant level (0.05).
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CHAPTER-5 DISCUSSION & CONCLUSION

5.1: Discussion

The Major purpose of this study was to assess Fathers and Mothers Family Quality of Life .The
current study provides further insight to the measurement of FQOL, and to the issues affecting
family members that have a member of Cerebral Palsy Child. Investigator was used
psychometric such as Beach Center Family Quality of Life Scale (FQOL), which assess families
perceptions of their satisfaction of different aspects of family quality of life (Beach Center
Family Quality of Life , 2006). A total of 120 samples were studied, among of them 60 of

fathers and 60 of mothers were respondents of the child that suffer from CP.

1.1 Socio-Demographic Characteristic of Children with Cerebral Palsy

Researcher added 9 demographic questions with respect to the objective aspects of Bangladeshi
Family .These demographic questions include: (1) gender of the children with CP; (2) age of the
children with CP; (3) Types of the Cerebral Palsy (4) Age of the Participant (5) Sex of the
Participant (6) Educational background of the participants (7) relationship to the child; (8)
family structure; (9) community type (e.g. urban and rural); In addition, there were three
demographic questions about the gender, age and types of the CP were the children with
Cerebral palsy.

Socioeconomic and Demographic characteristics of the participant showed that the 54 children
(45%) age group were 0-5 years, 44 children (36.7%) age groups were 6-11. Also 22 children
(18.3%) age groups were 12-17. There were 65 (54.2%) child parents was participate in this
study and 55 (45.8%) child parents was participant in this study. Most of the Children with CP
was Quadriplegic CP 32.5% and very rare was floppy 1.7% (n=2).

1.2 Socio-Demographic Characteristic of the Participants

There were 120 participants, which had 50% female (n=60) and 50% were male (n=60). The
study shows that The most of the parents age ranges were from 31-40 years that means 44.2%
(n=53). The study also described that, 2.5% (n=3) were of 16-20 years, 33.3% (n=40) were of
21-30 years, 18.3% (n=22) were of 41-50 years, 1.7% (n=2) participants™ age were from more
than 50.
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Among the 120 respondents 32.5% (n=39) had SSC and 49.2% (n=59) has below SSC (no
Certificate educational level) and only 18.3% (n=22) had above SSC education. Among 120
participants, there were 36.7% (n=44) lived in rural, 35% (n=42) lived in semi-rural, 28.3%
(n=34) lived in urban.

1.3 Fathers Level of satisfaction about Family Quality of Life

This important issue on FQOL research is a valuable step forward in recognizing the central role
of the family in the lives of persons with disabilities. Universally, families have always found
ways to care for persons with disabilities; although the literature appears to be dominated by
studies highlighting the negative aspects of caregiving (Senel & Akkok, 1995; Datta et al., 2002;
Webster et al., 2008).In fact, much of the research on families in general has also focused on
dysfunctions of the family unit. According to DeFrain (1999), most 20th century researchers
have been asking ‘Why do families fail?’ and therefore have been finding many family problems.
Alternatively, he argues that when we start asking ‘How do families succeed?’ we aremore likely
to identify strengths in a family, which in turn can lead to the foundation for continued growth
and positive change in a family and a society.

Discussed in terms of the FQOL domains that were found to be at the higher and lower ends of
the scales. This reporting is designed to provide a more in-depth understanding of the
quantitative results. Family Quality of Life measured by the Beach Center Family Quality of Life
Scale. It is 5-point liker scale which indicated 1 = very dissatisfied to 5 = very satisfied.

There were five domains in this scale. The Family Interaction Mean (£SD) was 3.35 (£ 0.59) ,
Parenting Mean (xSD) was 3.46 (+ 0.67) , Emotional Well-being Mean (£SD) was 2.81 (£ 0.73),
Physical Well-being/Material Well-being Mean (£SD) was 3.37 (x 0.74)and Disability related
support Mean (xSD) was 3.37 (£ 0.74).

Australian family quality of life literature conduct a study about developmental disability, the
study found the overall family quality of life neither satisfied or neither dissatisfied (Rillotta et
al., 2012). Another study in china focuse that the mental health of primary caregivers were
remarkably poorer than the general population, which was consistent with the findings of
previous researches abroad (Mobarak et al., 2000; Hamzat and Mordi, 2007;Byrne et al., 2010;
Mehmedinovic et al., 2012; Basaran et al., 2013). In the study of Ones et al. (2005), all domains
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of quality of life in mothers of children with CP were significantly lower than that of control
mothers.

The researcher found satisfaction level in this study was that the father’s level of satisfaction was
neither satisfied or neither satisfied.Another study in caregiver FQOL in china found a result,the
caregivers of children with CP had to overcome the difficulties and complications arising from
their children’s impairments, they were unable to provide for their own social needs;

therefore,they had lower satisfaction with life (Ones et al. 2005, Jeong et al. 2013).

1.3 Mothers Level of satisfaction about Family Quality of Life

Family Quality of Life measured by the Beach Center Family Quality of Life Scale. It is 5-point
liker scale which indicated 1 = very dissatisfied to 5 = very satisfied.

At first researcher assess the individual domains of the Family Quality of Life (FQOLS-2006).
Researcher was finding out the Mean and SD of the individual components.

The Family Interaction Mean (£SD) was 3.4495 (+0.85578), Parenting Mean (SD) was 3.4933
(x0.794), Emotional Well-being Mean (£SD) was 2.8442 (+ 1.08873), Physical Well-
being/Material Well-being Mean (£SD) was 4.0967 (+4.491), and Disability related support
Mean (xSD) was 3.4833 (+0.700).

In the family quality of life literature evidence suggests that mothers of children with
disabilities may experience more stress and depression (Bristol et al., 1988; Trute, 1995; Olsson
& Hwang, 2001), and that mothers reported more time demands and negative impacts on their
personal well-being (McLinden, 1990). Perceptive of father and mother FQOL literature say that
fathers do not differ from mothers in assessing their overall satisfaction of FQOL (Wang et. al.,
2006). Fathers may experience more impacts when the child with a disability is male (Trute,
1995), while mothers may experience greater stress with younger children and/or children with
behaviour problems (Trute, 1995). Further, fathers may feel greater stress associated with their
perceptions of their child’s social acceptance (Saloviita & Leinonen, 2003).

In this study show that the overall level of satisfaction of mother was neither satisfied and
neither dissatisfied. This study also found that the father and mothers satisfaction level was

same. There was no difference between their level of satisfaction.
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1.4 Comparison between Demographic characteristics and Family Quality of life
Components by T-test

Table 4.5 show the two groups are significantly different from each. The result was focus by t-
test. Researcher was conducted the comparison between two groups of demographic
characteristics such as sex of children with CP & the participantsand types of family with five
components of the FQOL. But Researcher found only four results that are significant from each

other.

Domain-2 (Parenting component) & in the group of gender of children with Cerebral Palsy was
high significant relation. The Male mean was 20.8684 and female mean was 20.6364. The P-vale

was .001 which was less than significant level (0.05).

Than Domain-2 (Parenting) & types of family has significant relation. The P-vale was .003
which was less than significant level (0.05). The join family mean was 62.2677 and nuclear

family mean was 76.2729.

Domain-1 (Family interaction) & in the group of types of family of the participants was
significant relation. Becausethe join family mean was 18.8846 and nuclear family mean was
22.2353. The P-vale was .026 which was less than significant level (0.05).

Domain-5 (Disability related support) & in the group of types of family was significant relation.
The P-value was .016 was less than significant level (0.05). The join family mean was 71.5385

and nuclear family mean was 69.1765.

In the family literature, studies of role allocations in families find that mothers and fathers tend to
allocate different priorities to work and family life, but no gender differences have been found in
definitions of ‘ideal’ role participation (Perrone et al. 2005), which is consistent with the findings

of this study.

In this study also found no gender differences of father and mother in role of the family quality
of life.
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1.5 Group mean difference regarding overall level of satisfaction of family quality of life

components using ANOVA (Fathers)

Researcher was conducted ANOVA test with all demographic characteristics of the participant
(Fathers & mothers of children with CP) with five domain of FQOL. But this study found some

relationships between them.

Table 4.6 & 4.7 show the groups are significantly different from each other and focus on the
result by ANOVA test. Researcher conduct it demographic characteristics of the participants
with five domains of FQOL. Researcher was found significant relation between Age group of the
participants  with  Domain-4  (Physical well-being/ Material  well-being)Domain-5
(Disabilityrelated support). The P-vale was .014 which was less than significant level (0.05). The
mean (x SD) was 67.46 (+ 15.06).

Researcher was also found significant relation between employment status of the participants
with Domain-2 (Parenting), Domain-5 (Disability related support). The P-vale was .018 which
was less than significant level (0.05).The mean (£ SD) was 68.68(+ 13.72).

1.6 Group mean difference regarding overall level of satisfaction of family quality of life
components using ANOVA (Mothers)

Table 4.8 & 4.9 show the groups are significantly different from each other and focus on the
result by ANOVA test. Researcher conduct it demographic characteristics of the participants
with five domains of FQOL. Researcher was found significant relation between educational
status of the participants with Domain-4 (Physical well-being/ Material well-being). The P-vale
was .009 which was less than significant level (0.05). The mean (x SD) was 70.20(x 11.44).

Researcher was found significant relation between community types groups of the participants
with Domain-2 (parenting). The P-vale was .010 which was less than significant level (0.05).
The mean (+ SD) was70.20(x 15.52).

Study in caregiver FQOL in china found a result, as a person ages, morphology,
functionandmetabolismofthephysiologicalfunctionundergoa series of changes, such as weakened
immunity and decreased activity. These directly affect an older person’s daily activities, social

function and mental status (Jiang and Zhang 1999). In the study of Mao et al. (2004), it was
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reported that age and educational level can affect physical and mental health. They found a
significant relation between age educational relation & family quality of life (Wu, Zhang &
Hong, 2017). In another literature of FQOL in china suggest that community types of the
participants & severity types of the CP significant predictors of satisfaction rating of FQOL (Hu,
Wang & Fei, 2012). In addition, Feng &Yi (2002) noted the social-economic status of families is

a key indicator of family wellbeing and happiness.The findings in this study confirm their results.
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5.2 Limitation:

» The representativeness of the sample in this study is limited as the data were only
collected in the Savar and Dhaka area in Bangladesh. There was Limited diversity of
families in the sample.

» Lack of variance in response.

» It was difficult to collected data from fathers of the family because they weren’t always
present in the home.

» The investigator calculated sample size was 368 but the sample size was 120 just a few
more respondents could have been collected if more data collectors would be possible to
assign. Nevertheless, the parent’s availability and their willingness to participate,
inclusion criteria, the time margin and costs involved with data collections compelled the
investigators to stick with the current sample size.

» Another limitation of the study relates to the lack of data collection on some other
important family demographic variables such as: family dynamics, family support
services and family coping patterns. These variables are potential influential factors of the
relationships between the family demographics and their perceived satisfaction with their
FQOL and should be incorporated in the future studies.

» The present study has suggested that the FQOLS-2006 has the potential, with some
modifications, to provide a reliable and comprehensive assessment of FQOL in

Bangladeshi context.
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5.3Conclusion

In closing, this study represents a first step in exploring the level of satisfaction of fathers and
mothers with respect to their assessments of FQOL. The results highlight that fathers do not
differ from mothers in assessing their overall FQOL. Furthermore, the finding of measurement
invariance of the FQOL construct across the groups of fathers and mothers suggests that the
FQOL Scale is a useful and reliable tool that can similarly measure the underlying FQOL
construct across fathers and mothers in early childhood programs. Its capacity to discriminate
between families with different levels of FQOL in different domains and concepts also suggests
that it could be a useful practical measure for service delivery. Service providers will be able to
use the expert opinions expressed from within the family to identify specific areas of need and
then assist families to access the same places and resources that are available within the wider
community. FQOL research plays a key role in ensuring that children with Cerebral Palsy and
their families have an opportunity to describe what they need to improve their FQOL. Moreover,
if the outcomes of the research are taken seriously by support service providers, then they will be
better placed to implement programs to support families that have a member with Cerebral Palsy
child.
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5.4 Recommendation

From this study it is clearly seen that the parents perceived of Family Quality of life. The

researchers have drawn some recommendation based on the findings of the research.

» The researcher recommends that in future similar research might be conducted in this

>

area should use with larger scale of sample size.

A further research in this area might contribute to understand the factors of Family
quality of life (Brach Center Family Quality of life Scale, 2006).

To ensures effective treatment and rehabilitation to the parents who have children with

Cerebral Palsy.

It is necessary to ensure caregiver physical, mental and socio-economic wellbeing.

The current study also recommends that health professionals might contribute to
minimize the parents Psychological problems and to increase family interaction by
providing proper education, supportive therapy, couple therapy occupational training,

counseling, information for maintaining own health (Shonkoff , 1992).

Research and intervention models have primarily focused on mothers (Krauss,
1997)family-centered assessment and intervention must consider other family members

by addressing the family as a whole (Bailey et al.,1998).

Professionals and practitioners in early childhood programs can benefit from having
families’ perspectives on their FQOL when developing supports and services (Dunst &
Bruder., 2002).

To include other family members such as- sisters, brothers, grandparents, aunty, uncle in

further study.
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APPENDIX-V

(Consent Form)

This research is part of Occupational Therapy course and the name of the researcher is Shima
Hossain. Shee is a student of 4th year B.Sc. in Occupational Therapy in Bangladesh Health
Professions Institute (BHPI), the academic institute of Centre for the Rehabilitation of the
Paralysed (CRP). The study was entitled as “Perspectives of Fathers and Mothers Family
Quality of Life When Children with Cerebral Palsy . The purpose of the study is to know
theLevel of Family’ssatisfactions with FQOLhaving Cerebral Palsy Child.

In this study Tam ... a participant and I have
been clearly informed about the purpose and aim of the study. I will have the right to refuse in
taking part any time at any stage of the study. | will not be bound to answer to anybody. This
study has no connection with me and there will be no impact on my treatment at present and in
future.

I am also informed that, all the information collected from the interview will be only used for
study purpose and would be kept safety and confidentiality will be maintained. My name and
address will not be published anywhere. Only the researcher and supervisor will be eligible to
access in the information for his publication of the research result. |1 have been informed about

the above-mentioned information and | am willing to participate in the study withgiving consent.

Signature/Finger print of the Participant: Date:
Signature of the Researcher: Date:
Signature/Finger print of the witness: Date:
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GG
% I PO (RRIPR @18 90 I @R ARIAFRE a0 Pl @ | o7
TFAS 1 g (B o o) aseifirg et (@ A=) BP0 ena SIgesrweT
@it et a7 8¢ Icad w@ | 4 eEwiew Rieaw “fret ¢ Wref AR wwe W
FATH el |
A STIFAICS AlfW.......ee, GFE SRR AR AHRSIT 92 (RN Sy FToAE
SN | SN (@ THF A R NREN (ACF s 2[ofi FHE WS W02 | @y Sify

ATAT TEH AN FA G FICAT FICZ AR Al | 47 IRl AN WA (S TSl (72 |93
FIFNT oA W2 SRFTS FAWE HIFESTT (F0 9 (T TFT Lo (T |
I T8 TI® IR T, 9T FAAFAT (ACF @S IS SR o «3e tansiareis s

By V@ AR IGL I A1 TE | NG A @R BT (FIANS T 207 1 | 2y WG
NRTNFINT G2 O EINT ANIIFAT AL 9B ANFINT &[S T G (T (@I AT
T TR & FUAT IS AR |

I THAAG ST SITAMSIT (S (e IR QB AT N2 F4(E |

AR AT/ BoRTR oI

NRINFIAT T wifae:

FT LTI T/ o2 oifae:

47




APPENDIX-VII

(Questionnaire)

General Information

Name of the Children with CP:

Gender of the children with CP:

Socio-Demographic Information

Code/ID:

Age:

Age of the Participant 1=16-20
2=21-30
3=31-40
4=41-50
ab=>50

Sex of the Participant 1= Male

2= Female

Education Background 1= Illiterate
2= signature

3= primary
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4= Secondary

5=SSC

6=HSC / Diploma
7=B.Sc./ BA/ Honors
8=M.Sc./ MA/ Masters
9=Cthers p

Relationship to the children

1= Father
2= Mother

Employment status of the
Participant

1= House wife

2= Worker/ Day labor
3= Government job

4= Non- Government job
5= Business

6= Immigrant

Community Types

1= Rural
2= Semi-Urban
3= Urban
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Types of CP

1= Ataxic

2= Athetoid

3= Floppy

4= Spastic Monoplegic
5= Spastic Diaplegic
6= Spastic Triaplegic
7= Spastic Hemiplegic
8= Spastic Quadriplegic

Types of family

1= Join Family

2= Nuclear Family

Marital Status

1= Married

2= Polygamies/Divers married

3= Divorced
4= Widowed

Mobile Number
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APPENDIX-VIII
Family Quality of Life Questioner

SURVEY INFORMATION AND INSTRUCTIONS

All the information you give us is confidential. Your name will not be
attached to any of the information you give us. It is important that you
answer as many questions as you can, but please feel free to skip those
questions that make you feel uncomfortable.

Answering questions: Please use a pencil to check your answers. Use a
check Mark M or “X” ~ please do NOT shade in the whole box. If you
change any answers, please completely erase any previous answers or any
extra pencil marks on the page. Please do not make any stray marks,
including comments, on the form. If you have comments to share, you
may e-mail them to Jean Ann Summers (jsummers@ku.edu).

Thank you so much for sharing your opinion with us!

By completing this survey, you indicate that you have been informed of the
important aspects of this study.

..I..............'.........ll.l..................l'...l'.........O.....‘.I...l..l‘O.........Q...
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FAMILY QUALITY OF LIFE

Thank you for agreeing to complete this survey. The survey is about how you feel about
your life together as a family. We will use what we learn from families to inform policy
makers and service providers for children and families.

Your “family” may include many people — mother, father, partners, children, aunts,
uncles, grandparents, ete.

For this survey, please consider your family as those people

v Who think of themselves as part of your family (even though they may or may not be
related by blood or marriage), and

v Who support and care for each other on a regular basis.

For this survey, please DO NOT think about relatives (extended family) who are only
involved with your family every once in a while. Please think about your family life over
the past 12 months.

The items below are things that hundreds of families have said are important for a good
family quality of life. We want to know how Satisfied you are with these things in your
family. Please check the boxes on the following pages that reflect your level of satisfaction
with each item.

v Checking the first square means you are very dissatisfied.
v Checking the fifth square means you are very satisfied.

Thank you so much for sharing your opinion with us!
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FAMILY QUALITY OF LIFE (cont.)

Very i . 2 Very
How satisfied am I that... Disaigil eSS Neither  Saified ooy
1. My family enjoys spending time together.
2. My family members help the children learn to
be independent.
3. My family has the support,we need to relieve
stress.
4. My family members have friends or others
who provide support.
5. My family members help the children with
schoolwork and activities.
6. My family members have transportation to get
to the places they need to be.
7. My family members talk openly with each
other.
8. My family members teach the children how to
get along with others.
9. My family members have some time to pursue
our own interests.
10. Our family solves problems together.
11. My family members support each other to
accomplish goals.
12. My family members show that they love and
care for each other.
13. My family has outside help available to us to
take care of special needs of all family
members.
14. Adults in our family teach the children to
make good decisions.
3
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........"...........“.....‘..........‘...............‘..................‘.....................

FAMILY QUALITY OF LIFE (cont.)

) Very Dissatisfied  Neither  Satisfied
How satisfied am I that... Dissatisfied

Very
Satisfied

15. My family gets medical care when needed.

16. My family has a way to take care of our
expenses. '

17. Adults in my family know other people in the

children’s lives (friends, teachers, etc.).

18. My family is able to handle life’s ups and
downs.

19. Adults in my family have time to take care of
the individual needs of every child.

20. My family gets dental care when needed.

21. My family feels safe at home, work, school,
and in our neighborhood.

22. My family member with a disability has

support to accomplish goals at school or at

workplace.

23. My family member with a disability has

support to accomplish goals at home.

24. My family member with a disability has
support to make friends.

25. My family has good relationships with the

service providers who provide services and

support to our family member with a

disability.

Thank you! You have finished completing this survey. Please make sure you erase any
extra marks and have answered all the questions.
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APPENDIX-IX
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. Disability Related support
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