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Background: Cerebral Palsy (CP) is one of the major causes of childhood disability. It 

appears to be similar in developed and developing countries and theoretically it was 

estimated that every year around 1116–1675 children are having CP in Nepal (Thapa, 

2016). Children with CP need more attention and care from primary caregiver. This can 

affect Quality of Life (QOL) of primary caregiver.  

Objective: The main objective of this study is to determine the QOL and factors 

associated with QOL among primary caregivers of children with cerebral palsy. 

Methodology: This study was comparative cross-sectional study. Comparison was done 

between primary caregivers of children with CP in rehab and non-rehab group. Sample 

was collected through Purposive sampling technique. Face to face interview was done by 

using well structured questionnaire. Data were analyzed through SPSS 16 version.  

Results: Median age of caregivers was 34 years and there was significant difference 

between age in two groups (p=0.028). 83 (86.5%) caregivers were female with significant 

difference between gender in rehab and non-rehab group (p=0.03). Majority of primary 

caregivers were mother 71 (74%) in both groups. Among all 96 caregivers, 78.1% of 

caregivers had poor QOL. There was no significant difference between QOL in rehab and 

non-rehab group (p=0.42). Factors associated with QOL in rehab groups was illiteracy 

(OR=7.33, p=0.005), aggressive nature of child (OR=11, p=0.050), uncooperative nature 

of child (OR=9, p=0.025), poor knowledge about child condition (OR=15.55, p< 0.001), 

and low financial support (OR=5.2, p=0.051). Similarly, factor associated with QOL in 

non-rehab group was GMFCS level of child (p< 0.001) and more perceived stress 

(OR=5.53, p=0.048).  

Conclusion: Based on overall result of QOL, majority of primary caregivers was mother 

and had poor QOL and there was no significant difference between overall QOL of 

caregivers in Rehab and Non-rehab group. Major factors associated with poor QOL of 

primary caregivers of children with CP are education level of caregivers, GMFCS level of 

child, nature of child, knowledge about child condition, financial support and perceived 

stress. QOL of caregivers must be focused by rehab professionals to achieve adequate 

functional outcome in children with CP.  

Key words: Quality of life, Primary caregivers, Cerebral Palsy. 

ABSTRACT 
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1.1 Background 

Cerebral palsy (CP) is a group of neurological disorder that affects body movement, 

marked by impaired muscle coordination and leading to limitation in activities as well as 

participation restriction. CP is caused by damage of the brain before, during or after birth 

(Van Naarden Braun et al., 2015). It is classified as spastic, ataxic and Athetoid and based 

on the body part involvement- it is classified as hemiplegic, diplegic and quadriplegic 

(Lakhna, 2013). CP is non-progressive disorder; it means the condition itself does not get 

worse over time; however secondary complication like spasticity can develop which may 

get better or worse or remain the same. Gross motor function classification system 

(GMFCS) is used to classify CP on the basis of the functional level. CP may be 

accompanied by other disorder like epilepsy, clubfoot, intellectual disability, speech, 

vision and hearing problem (Okurowska-Zawada, Kułak, Wojtkowski, Sienkiewicz, & 

Paszko-Patej, 2011). 

Globally, CP is one of the major causes of childhood disability with a prevalence estimate 

ranging from 1.5 to more than 4 per 1000 live birth (Stavsky et al., 2017). Around 15-20% 

of children with disability are diagnosed with CP in India. The incidence of CP in India is 

about 3 per 1000 live birth (Vyas, Kori, Rajagopala, & Patel, 2013). Thapa (2016) state 

that there is no recent study or survey about the prevalence of CP in Nepal but in his study 

he mentioned that prevalence rate of CP appear similar in developed and developing 

countries and he theoretically estimated that every year around 1116–1675 children are 

having CP in Nepal.  In Nepal spastic type of CP is most common. At Hospital and 

Rehabilitation Centre for Disabled Children (HRDC), about 15% of outpatients Children 

are diagnosed with CP (Banskota, Shrestha, Rajbhandari, & Banskota, 2015). 

Around 85% of children with disabilities live in a developing country and also mentioned 

that CP is one of leading cause of disabilities in children (Khandaker et al. 2015). Children 

with disabilities required more care compare to normal child (Ahmadizadeh, Rassafiani, 

Khalili, & Mirmohammadkhani, 2015).  Caring child with CP required more time from 

primary caregiver as well as more resources. Approximately 2.5- 20 time the cost increase 

CHAPTER  I:                                                             INTRODUCTION 
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while providing care for a child with CP compare to a child without any health condition 

(Brehaut et al., 2004). The demand of care depends upon the severity of the condition. 

Taking care of a severely affected child is full-time job and it exerts a great stress on the 

caregiver (Mohammed, Ali, & Mustafa, 2016). Okurowska-Zawada et al. (2011) state that 

caregiver of children with CP experience more emotional stress, fatigue, frequent 

loneliness and health problem which may affect the quality of life of caregiver.  

Quality Of Life (QOL) is essential to determine the health status of the individual (Yilmaz, 

Erkin, & İZKİ, 2013). Measuring QOL of caregivers of children with disabilities provide 

insight into the challenges faced by the caregiver (Adegoke, Adenuga, Olaleye, & Akosile, 

2014). Caregiver QOL is associated with the demand of the care that their child required 

(Spore, 2004). Identifying factors related to QOL helps to enhance treatment as well as a 

rehabilitation program, as the main aim of health and rehabilitation service is to improve 

QOL and well-being of the individuals. Factors that lower QOL of mothers are 

unemployment status of mothers and having CP child with intellectual disabilities 

(Ahmadizadeh et al., 2015). Caring children with CP also affect the financial situation of 

the family, as caring children with CP required extra financial resources as well as time 

(Davis et al., 2010).  

Assessing and addressing QOL and its associated factors of caregivers is useful for the 

healthcare provider to enhance psychological guidance and information about the 

condition of the child (Spore, 2004). Raina et al. (2005) mentioned that it is very difficult 

to understand in details, how some caregivers cope well and other does not. Some of the 

factors that associated with caregivers stress are the characteristics of the caregiver (age, 

marital status, coping ability), characteristics of the child (type and the degree of 

disability), the shared history between the caregiver and the person being cared for social 

factors, economic factors such as socioeconomic status and cultural context. One of the 

best ways to ensure appropriate care of the children with CP is to assess coping 

mechanism and quality of life of their caregiver (Wippermann, 2013).  
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1.2 Justification of the study 

CP is a non-progressive condition which required long-term care as well as rehabilitation 

services. In order to provide long-term care active involvement of primary caregiver is 

required. The caregiver can be mother, father, grandparents or any member of a family. 

Mother is taken as the primary caregiver for children but it depends on culture and family 

(Ahmadizadeh et al., 2015). The QOL of caregiver of children with CP is often not taken 

as the main focus by rehabilitation professional/healthcare workers during the process of 

treating children (Spore, 2004). Therefore, till date, we do not know whether rehabilitation 

service has any affects on QOL of caregiver or not. The children with CP required long-

term care from the primary caregiver. When the child is affected, it affects whole the 

family and especially caregiver (Gardiner & Iarocci, 2012; Terra et al., 2011). If 

caregivers fail to provide sufficient care to the child, the improvement in child functional 

level is not possible (Reinhard, Given, Petlick, & Bemis, 2008). If the caregiver fails child 

suffer, so it`s important to provide attention on caregiver while planning and providing 

treatment for a child with CP (Eker & Tüzün, 2004). Physiotherapists working in 

communities and health institutions are very complicatedly involved in habilitation and 

rehabilitation of children with CP and should be attentive and supportive to the 

parents/caregivers (Chiluba, & Moyo, 2017).  

There are few quantitative (cross-sectional and case-control) study regarding QOL of 

mother and parents but in Nepal till date no study has been carried out on the QOL of 

caregiver of children with CP, as the quality of life depend on social and cultural norms so 

it is important to measure and assess the QOL of caregivers of children with CP. Davis et 

al. (2010) state that caring children with a disability have a profound impact on QOL and 

health of caregiver, however “it’s different dimensions and scales must be reviewed in 

each region or country based on those lifestyles” (Ahmadizadeh et al., 2015, p.16). Close 

presence and active participation of caregiver is required in all phase of management of 

children with CP (Ones, Yilmaz, Cetinkaya, & Caglar, 2005). Therefore it is necessary to 

focus and determine overall QOL of caregiver along with the factors associated with QOL 

of Caregivers in Nepal. 
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1.3 Research question 

What is the overall quality of life of primary caregivers of children with CP and what are 

the factors associated with quality of life of primary caregivers of children with CP living 

in Sarlahi and Rautahat districts of Nepal? 

1.4 Operational definition 

Quality of life (QOL): Quality of life is defined as an individual's perception about his/ 

her own life in the context of the culture and value systems in which they live (Nedjat, 

Montazeri, Holakouie, Mohammad, & Majdzadeh, 2008).  

Primary caregiver: Primary caregiver is the main care provider who spends most of the 

time in caring the child with CP and provides all the support that a child required 

including support in Activities of Daily Living (ADL). 

Cerebral palsy: CP in injury to brain that occurs before, during or after birth resulting in 

to functional limitation and leading disability. 

Characteristic of child: In this study characteristic of child include type of CP, GMFCS 

level, nature of the child, and participation as well as health condition of the child. 

Rehabilitation service: In this study term rehabilitation service means, therapy or 

Prosthetic & Orthotic (P&O) service received by children with CP by professionals 

Physiotherapist (PT) or P&O or even by community Disability worker (CDW) at different 

location of visit and also  continuing home therapy.  

Rehab Group: In this study, rehab group means caregivers of those children with CP who 

are getting continuous rehabilitation service.  

Continue rehabilitation service: In this study, continue rehabilitation means, those 

children with CP who have received numbers of follow-up session of rehabilitation service 

by therapist/ P&O or CDW in last 1 year and also continuing home therapy at home. 

Non-Rehab Group: In this study, non-rehab group means caregivers of those children 

with CP who are identified by Prerana but haven’t received rehabilitation service or 

discontinued rehabilitation service. 
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Discontinue rehabilitation service: In this study, discontinue rehabilitation service 

means children with CP who have not received any follow-up session by PT/P&O and 

CDWs and even not home therapy from last 1 Year because of different undefined reason. 

 Perceived stress: Physical, mental or emotional factors that causes- bodily or mental 

tension in caregivers. The degree to which caregivers perceives tension in all the way of 

providing care to child with CP. 

Participation of child: In this study, participation of child means whether child goes to 

school and play with other children or not. 

Availability of service: In this study, availability of service means whether children with 

CP can easily reach toward service and also all the service regarding child care is easily 

accessible by their caregivers.  
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2.1 Cerebral Palsy 

CP describes as a group of disorders that affects movement and posture, causing 

restriction or limitations in activity attributed to non-progressive disturbances in the 

developing fetal or infant brain (Hafström et al., 2018). Based on motor function CP is 

classified into Spastic CP characterized by increase in muscle tone and non-spastic CP 

which exhibit decrease or fluctuating muscle tone. An injury in the brain inside the 

pyramidal tract causes spastic and outside the pyramidal tract causes non-spastic CP. Non-

spastic CP is divided into two groups, ataxic and athetoid (Gunel, Turker, Ozal, & Kara, 

2014).  

According to Krigger (2006), 70%-80% of children with CP have spastic clinical features 

such as increase in muscle tone, increase deep tendon reflex, muscle weakness, muscle 

contracture, joint deformities. 10%-20% of children with CP have athetoid type of clinical 

feature such as uncontrolled and slow movements in hands, feet, arms, or legs and, in 

some cases, the muscles of the face and tongue causing grimacing or drooling, increase in 

stress, speech problems swallowing difficulty (Gunel et al., 2014) and 5-10% children 

with CP account for ataxic type of clinical feature such as: hypotonia, tremor, motor 

control affected, balance problems, unstable and wide gait. Mixed type of the CP account 

for approximately 10% of all cases (Campagna, 2016). 

 GMFCS is used to classify CP on the basis of the functional independences and it is based 

on the child age (Chagas et al., 2008). “The GMFCS measures how much of the action is 

achieved by the child rather than measure the quality of the motor performance” (Gunel et 

al., 2014, p.42). GMFCS is based on the age groups. Between the age of four and six 

years, the children with CP in GMFCS I is able to walk indoors and outdoors 

independently, climb stairs, and start to run and jump. In GMFCS II, the child can 

transition into and out of standing without support but unable to run or jump. In 

GMFCS level III, a child can sit in chair but may required support for functional activities 

and can walk with handheld mobility device and may required wheeled mobility for long 

distance. In GMFCS level IV children require support for trunk control to allow sitting and 

also required assistance to change the positions. And in GMFCS level V the abilities of 

CHAPTER  II :                                                     LITERATURE REVIEW 
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children are stable with a need for complete assistance with transfers (Paulson, & Vargus-

Adams, 2017). For age group between 6 to 12 years, GMFCS level I indicate least 

limitation where child can walk without limitation and limitations is seen in more 

advanced gross motor skills. In GMFCS level II, child can Walks without restrictions, 

limitations in walking outdoors and in the community. In GMFCS level III, child can 

walks with assistive devices. In GMFCS level IV Self mobility with limitations, children 

are transported or use power mobility outdoors and in the community. And in GMFCS 

level V child is totally depended and self mobility is severely limited (Carnahan, Arner, & 

Hägglund, 2007). 

2.2 Caring children with CP 

CP is not a disease; it is conditions associated with lifelong disability resulting into 

functional limitation and are dependent on parents or caregiver for essential care (Chiluba, 

& Moyo, 2017). Children with CP may require high level of assistance throughout the life. 

Providing high level of care can become burdensome for caregiver (Singogo, Mweshi, & 

Rhoda, 2015). Care giving is normal part of parenting life but managing the child with 

chronic health condition may be exhausting for some caregivers (Basaran, Karadavut, 

Uneri, Balbaloglu, & Atasoy, 2013). Caring children with CP may affect daily life of 

mother as mother is consider as primary caregiver (Ahmadizadeh et al., 2015). Mother of 

children with CP has more roles compare to mother of healthy child. Huang, Kellet & St 

John (2010) state that caring child with CP may be overwhelming, resulting in sorrow as it 

require lots of time and patience from caregiver. Caring children with CP become more 

difficult as child grow due to increase in their body size and weight that increase the level 

of care (Dambi, Mlambo, & Jelsma, 2015). CP is a sudden event, parents/caregivers of CP 

children is forced to accept a large amount of unexpected responsibilities (Chiluba & 

Moyo, 2017). Caring children with CP put parents in higher level of stress and also worse 

mental health (Rentinck, Ketelaar, Jongmans, & Gorter, 2007). High level of anxiety is 

felt by caregiver due to lack of support in caring for the child, physical exhaustion, very 

low levels of knowledge about CP, and high levels of stigma related to having a disability  

(Zuurmond, Mahmud, Polack, & Evans, 2015). 
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2.3 Caregiver of Children with CP 

Chiluba, & Moyo (2017) in their study reported that young age people are less involved in 

care-giving for children with CP compare to any other group. Women have more 

responsibility in raising children in most part of the world and mother is specially engaged 

as a primary caregiver of children with disabilities (Ones, Yilmaz, Cetinkaya & Caglar, 

2005). Caregivers of children with CP relatively younger with mean age of 30 years and 

female were most involved as caregiver (Dambi et al., 2015). Grandmother, father and 

other women of the family were linked in activities of care for children with disabilities, 

but the mother remains main person involved in the process of child care (Macedo, Silva, 

Paiva, & Ramos, 2015). Mother role as caregivers consist of wide rand of activities such 

as lifting and turning child, supporting in activities of daily living and assisting child to 

move that can put physical strain over caregiver (Eker & Tüzün, 2004). 

2.4 QOL of caregivers 

QOL has been taken as important aspect of health care system and it’s depend upon 

individual perception about his/ her life position in the context of culture and value 

system, that is used to determine life sustaining measure, allocation of resource (Spore, 

2004). QOL of caregiver is related to health, psychological wellbeing, social support and 

family relation that can be affected when significant amount of time is committed in 

caring children with chronic condition (Adegoke et al., 2014). QOL of family member can 

be high if proper support, coping strategy and family center care are provided, and it is 

responsibility of health professionals to address issues of family and plan treatment based 

on family centered approach (Wippermann, 2013). Support service is related with the 

QOL of caregiver that is when social support is high, QOL of caregiver increases 

(Browne, 2010). Quality of life found unsatisfactory in both mother and grandmother and 

the score of grandmother QOL was lower compare to score of the mother (Wu, Zhang, & 

Hong, 2017). Due to lack of participation in social activities, QOL of caregiver decreases 

(Ones et al., 2005). 

Health professionals should emphasized on the need of the social support and should 

include it in intervention program in order to maintain psychological support of caregiver 

and enhance their QOL (Miskam, Juhari, &Yaacob, 2017). Health professionals must 

focus on process to support caregiver and provide counseling and relaxation technique that 
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may enable caregivers to adopt healthier life and may enhance QOL of caregivers 

(Basaran et al., 2013; Rone-Adams, Stern, & Walker, 2004).  

2.5 Factors associated with QOL of caregivers 

Identifying factor associated with QOL enables in recognition of those caregivers who are 

at the risk of having their physical psychological health adversely affected and supports in 

the implementation of intervention strategies to reduce the negative impact of caring on 

parents of children with disability (Muñoz-Marrón et al., 2013). 

Older caregiver experienced lower QOL as caregiver age increases, QOL decreases. It is 

suggested that an increase in age may be associated with depression, which could 

negatively affect QOL (Shirmard, Seyyedi, Toopchizadeh, & Ghojazadeh, 2017). 

QOL is also affected by low socioeconomic condition and lack of basic services or 

available of the service far from the community (Mohammed, Ali, & Mustafa, 2016). 

Caregiver’s quality of life also varies according to the information they received as well as 

depend upon personal resources of the caregivers (Macedo et al., 2015).  

QOL of mother is not influenced by educational status and their religious, the main factor 

that influence QOL of mother is family support through the extended family system. 

Higher level of emotional support received by the caregiver, lower the probability of 

impaired QOL (Adegoke et al., 2014). 

Caregiver of children with CP does not report any severe disease but have lower health 

related behaviour like inadequate sleep. Caregiver of children with CP do wide range of 

activities such as assisting child at ADL, lifting child that put physical strain on caregiver 

that lower the score of QOL (Eker & Tüzün, 2004). Shirmard et al. (2017) mentioned that 

burden of caring for children with CP may influence QOL of parents. Caring for these 

children has a high psychosocial burden on the parents, including financial costs, 

detrimental effects on physical health, and reduced time for other relationships and 

activities. Most of the parents of children with CP are less involved in full-time jobs and 

have lower incomes because caring for their families is their main activity (Brehaut et al., 

2004). Okurowska-Zawada et al. (2011) concluded that parents of children with CP have 

good quality of life as they have accepted and adapted to the situation, the problem 

especially occurred due to lack of knowledge about disease and financial issue. Mother of 
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children with CP suffers from more stress compare to mother of healthy children and also 

provide more time in child treatment, exercise and care that gives financial pressure to 

caregiver (Borzoo, Nickbakht & Jalalian, 2014).  

Depending upon the severity of the condition, level of assistance is required, if caregivers 

have lack of skill in uplifting CP child it may give pain and discomfort in shoulder and 

back of caregiver leading to musculoskeletal condition affecting health related quality of 

life of caregiver (Dambi, Chivambo, Chiwaridzo & Matare, 2015).  

2.6 Child functioning and QOL of caregivers 

The severity of child condition and functional limitation not affect mother but may causes 

depression. However, social support has profound impact on the mental status of caregiver 

(Okurowska-Zawada et al., 2011). Shirmard et al. (2017) reported that level of disability in 

children is correlated with parental stress, which could be a cause for lower QOL of 

caregivers. 

Ones et al. (2005) mentioned that primary caregiver of children with CP have higher level 

of psychological and physical symptom that alter QOL of caregiver and also state that 

mother are mostly involved in the role of primary caregiver. The study concluded that 

there is lack of correlation between GMFCS and QOL of mother as most of children were 

diagnosed with GMFCS 3
rd

 and 4
th

 level. Severity of the disability and functional level of 

child measured by GMFCS had no impact on the health of the biological mother but it 

lower overall score of the QOL of caregiver (biological mother) (Tuna, Ünalan, Tuna, & 

Kokino, 2004).  

Dehghan, Dalvand, Feizi, Samadi, & Hosseini, (2016) reported that mother having 

children with good gross motor function have higher level of QOL. The parents of 

children with CP perceive their own health as unsatisfactory, including symptoms of 

depression, stress, muscle pain, and diminished quality of life (Lima, Cardooso, & Silva, 

2016). Rapin (2007) reported that severity of the disabilities affect the QOL of children, it 

may not affect QOL of caregiver. Prudente, Barbosa, & Porto (2010) in their research 

shows that after ten months of rehabilitation, the QOL of mother significantly improved 

only in pain domain along with improvement of GMFCS level of children with CP. QOL 

of child with CP and their functional level are interrelated and also it depend upon QOL 
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domain that is physical domain is strongly associated with functioning than psychological 

domain (Shelly et al., 2008).  

Poley, Brouwer, van Exel, & Tibboel (2012) had shown that, stress experienced by parents 

of children with CP is not related to the level of the child functioning nut it is associated 

with access to resources, nature of the family and social support 

2.7 Health of caregiver of children with CP 

Health of caregiver is important area need to be focused by health care provider. Poor 

health of caregiver may not result only decrease in work productivity but also increased in 

costs associated with provision of services for the care recipient (Brehaut et al., 2004). 

There is more evidence that shows, caregiver of children with disability suffer more from 

physical and psychological complication, feel loneliness and more stressed compare to 

caregiver of healthy children (Laurvick et al., 2006). Caregivers of children with CP often 

have stressful life due to imbalance between social needs and demand of care. Therefore, 

many primary caregivers may experience several psycho-social problems (Basaran et al., 

2013). Caring for a child with CP has greater impact on the mental health of mothers 

(Chiluba, & Moyo, 2017). Raina et al. (2005) states that physical and psychological health 

of caregiver was strongly influenced child behavior and demand of the care required by 

the child. Therefore, it is important for health care provider to assess how caregiver health 

is affected by behavioral and functional aspect of the child disability. “Treatment or 

prevention of depression in mothers of children with CP should be recommended to 

improve the rehabilitation process and to attain better functioning” (Okurowska-Zawada et 

al., 2011, p.121). Parents of children with CP generally have worse physical and emotional 

health. More than 70% of mother of children with disabilities complains of low back pain 

(Cooley, 2004). Caregivers of children with CP are unable to provide their own social 

need that why they have lower satisfaction with life (Cheshire, Barlow, & Powell, 2010). 

The experience of heightened stress and impaired mental health leads to sense of 

depression and depression rate in mother of children with CP is much higher than the 

mother of the normal child (Basaran et al., 2013). The main problem reported by the 

mother were fatigue, depressed mood, anxiety and physical symptom. Depressed mood 

was associated with social isolation and feeling of guilt (Okurowska-Zawada et al., 2011). 
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2.8 Social support and QOL of caregiver 

Social support refers to psychological resources available to him or her through his or her 

interpersonal relationship. The birth of a child gives a new social role to their parents and 

can symbolize the beginning of a new life cycle (Lima et al., 2016). Social support helps 

to prevent and ease the stressful situation, and if proper social support is not there, it may 

lead to feelings of abandonment, sadness and anger (Polita & Tacla, 2014). Most powerful 

predicator of poor quality of life of mother were sleep disturbance, lack of perceived social 

support, low coping capacity, no adaption to the situation (Macedo et al., 2015). Caring 

the child with disability throughout the day limits the social participation as well as social 

functioning of the caregivers (Eker & Tüzün, 2004). Family function played an important 

role in both the physical and the psychological health of caregivers. Therefore, health care 

providers should be encouraged to value family functioning in technical aspects of the 

services that are offered to children with complex disabilities (Raina et al., 2005).  QOL of 

mother of children with CP is lower because less social support from the extended family 

(Adegoke et al., 2014) 

2.9 Health Services and QOL of caregivers. 

In order to manage children with disability effectively, it is important to focus on the 

caregivers and also possible disability of primary caregivers should be considered (Tuna et 

al., 2004). At present, formal or informal caregivers are considered as an important 

component pertaining to the management of patients.  High quality of health services from 

social works is one of the most reliable ways to promote caregiver satisfaction and quality 

of life. Poor quality of life of caregivers not only limits a child, for receiving quality 

treatment but also increases the health care cost and create economic problem (Sajjadi, 

Vameghi, Ghazinour, & KhodaeiArdakani, 2013). 

“Historically, disability rehabilitation programmes focus only on the adult or child with 

disability, with little or no attention to the impact of disability on the wider family” 

(Zuurmond et al., p.12, 2015). Several studies have evaluated the QOL of parents of 

children with CP and found it to be worse than parents of healthy children and due to 

worse QOL of caregiver, children with CP does not receive quality health service 

(Shirmard et al., 2017). 
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2.10 Rehabilitation service for children with cerebral Pasly 

Rehabilitation is key intervention for management of children with CP for achieving 

successful functional outcome (Yeowell, Al-Mutayliq, & Fatoye, 2016). There are no 

specific treatments that can remediate the brain damage. However, rehabilitation service 

can prevent secondary complication and improve functional limitation (Trabacca, 

Vespino, Di Liddo, & Russo, 2016). The rehabilitation team commonly consists of a PT, 

orthotist and CDW. For proper management of children with CP, rehabilitation team most 

focused on family center approach (Morgan & Tan, 2010). Globally, 85% of children with 

disability are living in developing country, but less than 5% of them have access to 

rehabilitation service. In country Bangladesh, out of 417 children with CP, 57% of 

children with CP had never received any rehabilitation service (Khandaker et al., 2015). 

2.11 Effect of rehabilitation on QOL of caregivers 

Rehabilitation is the cornerstone of treatment in CP, the parents’ cooperation with the 

rehabilitation team is very important for effective management. However, rehabilitation 

may place additional burdens on caregivers (Yeowell et al., 2016). Caregiver cooperation 

can be affected by their psychological, physical, and social status (Shirmard et al., 2017). 

Emotional and informational support positively affected the family members. Depression 

is significantly decreases in caregivers of those who received rehabilitation educational 

program (Jung & Kim, 2014). Proper use of assistive technology in children with 

disability lighten the caregiver’s assistance in the area of mobility, self care and social 

function thus enhance QOL of caregivers (Nicolson, Moir & Millsteed, 2012).   
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3.1 Conceptual framework 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

CHAPTER III:                                     RESEARCH  METHODOLOGY 

Demographic of caregiver and 

Child with CP 

   Characteristic of child  

 Type of CP 

 GMFCS Level 

 Nature of child 

 Health condition of child 

Participation of child 

 Rehabilitation services 

Knowledge 

 Health condition 

 Rehabilitation 

Financial support 

Availability of service 

 Caregiver perceived stress  

 

Quality of life of 

primary caregivers 

of children with CP 

Independent variable Dependent variable 
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3.2 Study objective  

3.2.1 General objective 

To determine the QOL and factors associated with QOL among primary caregivers of 

children with CP.     

3.2.2 Specific objectives 

 To identify overall QOL of primary caregiver of children with CP. 

 To compare QOL of primary caregivers of children with CP in rehab group and non-

rehab group. 

 To identify whether socio-demographic factors of caregiver and child characteristic 

is associated with QOL of caregivers. 

 To find out association between knowledge about child condition, financial support 

and QOL of caregivers. 

 To identify the relationship between perceived stress and QOL of primary 

caregivers. 

3.3 Study design 

Comparative cross-sectional study was done to determine QOL of caregivers and factors 

associated with it. This study was cross-sectional because it is effective design to collect 

quantitative information about different a variable.  A comparative cross-sectional study is 

a one-point prevalence measurement for multiple risk factors associated with a particular 

condition and measuring of dependent and independent variable simultaneously (Raja, 

2015). In this study, there were two comparison groups. 

Rehab group: Caregiver of those children with CP who were getting continuous 

rehabilitation service.  

Non-Rehab group: Caregiver of those children with CP who were identified by Prerana 

Rehabilitation center (PRC) but had not received rehabilitation service or discontinued 

rehabilitation service because of different undefined reason. 
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3.4 Study population 

Primary caregivers of those children who were diagnosed with CP and were receiving 

continuous rehabilitation services from PRC (rehab group) or not received rehabilitation 

services or discontinue rehabilitation service (non-rehab group) and living in a community 

of Sarlahi and Rautahat districts of Nepal. Existing database of PRC showed that 446 

children were identified from 2012-2016. Only 115 children with CP were continuing 

rehabilitation service whereas, many had discontinued to rehabilitation service. Therefore, 

both groups of caregivers were included in this study. 

The caregivers providing home therapy and receiving follow-up service from any rehab 

professionals and community workers were also included in this study.  

3.5 Study Site and Justification 

This study was done in Sarlahi and Rautahat districts because these districts are one of the 

rural districts of Nepal and according to the existing database of PRC about 446 children 

(4-12 years) with CP have accessed service from PRC since 2012-2016. These showed 

there was large numbers of children with CP in these districts.  

Prerana Rehabilitation Center (PRC) situated in Malangwa, Sarlahi district and provides 

service in 8 districts of Province-2 through- Institutional based service as well as out-

reaches service. More clients are serviced on out-reach based; due to lots of barrier, many 

people cannot access service from center. Children with CP in Rautahat district mainly 

served through community based service. From last few years, in Sarlahi there is no 

facility of community based service. Therefore, this study was done in these 2 districts 

through community visit.  

3.6 Study period  

This study extended from August 2017 to April 2018. 
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3.7 Sample size 

As the prevalence of CP in Nepal is not studied till date, the sample size was calculated by 

taking expected proportion 50% since it gives large sample size, level of confidence at 

95% and Precision at 5%, by using the formula of cross-sectional study (n=  Z
2
 P (1-P)/d

2
)  

Here, P=0.50 (50% prevalence) 

Z= 1.96 (level of confidence at 95%) 

d= 0.05 (precision 5%) 

n= (1.96)
 2

×0.50(1-0.50) / (0.05)
2 

n= 384
 

The calculated sample size was 384. As this study was carried out through the community 

visit, so due to time limitation and financial issue, I took 96 sample for this study, 56 

respondents were in rehab group and 40 respondents were in non-rehab group. 
 

3.8 Criteria for selection sample 

3.8.1 Inclusion criteria 

 Primary caregivers of children with CP. 

 Age of children was in between 4 -12 years.  

  Caregivers of those Children with CP who were register in database of PRC. 

 GMFCS level II, III, IV, and V. 

 Caregivers of children with CP who were willing to response in this study. 

3.8.2 Exclusion criteria. 

 Primary caregiver below 18. 

 Children with CP with other health condition like spina bifida, mental retardation. 

 Caregiver unable to communicate. 

 Having another patient or disable individual within the family. 
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3.9 Sampling frame 

From the existing database of PRC Sarlahi, list of children with CP was drawn. The 

caregiver was selected according to inclusion criteria that were also match inclusion 

criteria of children with CP. As it was difficult to identify and reach toward caregivers of 

CP children without the available list, therefore sampling frame was drawn. 

3.10 Sampling technique 

Non-probability purposive sampling technique was chosen to collect data in this study. It 

is a process in which a sample is drawn from the available subjects purposively (Palinkas, 

Horwitz, Green, Wisdom, Duan, & Hoagwood, 2015). The reason for choosing this 

sampling technique was to get respondents for this study according to the study criteria 

which saved time as well as minimize the financial burden as this study was on done 

through community visit. This sampling technique provides identification and selection of 

information-rich cases related to the phenomenon of interest (Palinkas et al., 2015). 

3.11 Data collection Tool/ Material 

Data was collected by using self-develop well-structured questionnaire. The questionnaire 

of QOL was developed by taking a reference from WHO-QOL BREF, Ferran and Power 

Quality of life index questionnaire, Quality of life questionnaire and also focusing on a 

living scenario of people in Nepal. When functional level of children with CP was not 

available from the database of PRC (as PRC started keeping record of GMFCS level from 

year 2015), functional level of children with CP was assessed by using Gross motor 

classification system Expanded and Revised (GMFCS – E&R). The GMFCS is a reliable 

and valid system that is used to classify the severity of motor function of children with CP 

according to their age-specific gross motor activity (Eker & Tüzün, 2004). 

For this study, data was collected through face to face interview by using self-developed 

structured questionnaire. The questionnaire was divided into four parts and it took about 

20-25 minutes to complete the entire questionnaire by each respondent. The first part of 

questionnaire consists of demographic data of caregivers and children with CP. 2
nd

 part of 

questionnaire consists, questions on all the factors associated with child problem. 3
rd

 part 

of questionnaire consists, questions on all the factors associated with caregivers and 4
th
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part of questionnaire consists of questions on QOL of caregivers. To ensure the validity 

and reliability of the questionnaire, linguistic validations and pilot study was done. 

3.12 Data collection technique 

At first, the ethical approval was taken from Institutional review board (IRB) of 

Bangladesh Health Professions Institute (BHPI) for the study. This study was conducted in 

Nepal, and data was collected from caregivers of children with CP who were registered in 

database of PRC. Therefore, a written permission from managing authority of PRC Nepal 

was also obtained. Along with all documents, an application for ethical approval was sent 

to Ethical Review Board (ERB) of Nepal Health Research Council (NHRC) and written 

approval was taken. 

From the existing database of PRC, list of children with CP, their caregiver name, contact 

number, and address were drawn. Then a phone call was made to ensure the caregiver 

meet the inclusion criteria. Data was collected through community visit. As this study was 

done through community visit, data collectors were also involved to collect the data. Data 

collectors helped researcher to complete the study within the time duration. Firstly, 

orientation of questionnaire was given to data collectors followed by data collection 

training.  

Community visit was done by researcher and data collectors to those places who meet the 

inclusion criteria. Researcher and data collectors collected data together from those places 

which were not easily accessible due to lack of transport facilities. Nepali version of the 

questionnaire was used for data collection. Before data collection pilot study was carried 

out. 

3.13 Data management and analysis 

Firstly, data was entered in Microsoft Excel. Statistical Package for social science (SPSS) 

software version 16 was used for the data analysis. Data was re-coded as required. 

Reliability test on SPSS was done to ensure internal validity of the questionnaire. 

Descriptive analysis was done to calculate frequency and percentage by using custom 

table and it was presented in tables and figures. Comparison of demographic data and 

other variables of two groups were done using chi-square test. Comparison of QOL of 

caregiver of two groups was done by compare mean (independent t-test). Score of each 
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domain of QOL calculated, score of minimum 70% and above was categorized as good 

and below 70% was categorized as poor. Overall QOL score was also calculated and was 

categorized as good QOL and poor QOL. Descriptive analysis was done to calculate 

frequency and percentage of QOL domain and overall QOL and it was presented in 

figures. Chi-square analysis was done to identify the association between different 

variables and binary logistic regression was done to analysis odd ratio between variables 

which were associated. 

3.14 Quality control and assurance 

In order to improve the quality of the study, first of all the questionnaire was translated 

into a National language that is Nepali. The questionnaire was translated following the 

standard procedure of linguistic validation that is, In the first step all questionnaire was 

translated in to Nepali language by two Nepalese translators, In the second step, two 

Nepali version of questionnaires were reconciled and in the third step reconciled Nepali 

version of the questionnaire was translated in to English version questionnaire by the 3
rd

 

translator.  The translated questionnaire was cross-checked and pilot study was carried out 

to ensure the validity of the questionnaire. After reviewing the results of pilot study, little 

changes were made in prepared questionnaires like in question 14 mixed type of CP was 

added and similarly in question 25, category 1- no barrier I am not sure actually therapy 

service improve child condition was  added.  

The entire filled questionnaire is placed safely in order to maintain confidentially of 

participants. The collected data was reviewed, re-coded and enter into SPSS Program. 

Analysis of the data was done from computer to minimize the errors. 

3.15 Ethical consideration 

Study was conducted following the standard guidelines for ethical consideration. The 

study followed the WHO guidelines. At first, ethical approval was taken from Institutional 

review board (IRB) of Bangladesh Health Professions Institute (BHPI) for the study. As 

the study was conducted in Nepal, a written permission from concerning managing 

authority of Prerana Rehabilitation Center Nepal was obtained. An application for ethical 

approval was sent to Ethical Review Board (ERB) of Nepal Health Research council 

(NHRC) and written approval was obtained. The study was done through face to face 

interview. Before the interviews, clear explanation about the objectives of the study and 
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data collection was provided to respondents. Individual informed consent was taken from 

respondent before data collection. Respondents were having complete freedom to be 

involved in the study as they were provided with options to respond or not to respond to 

the interviewer queries. Respondents were not being forced to answer the questions if they 

were not willing to. Respondents were having complete freedom to withdraw from the 

study at any time during an interview. The data collected from respondents was absolutely 

confidential. There was no physical, psychological and financial harm to the participants.  
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In this study, total 104 caregivers were addressed. Following the inclusion criteria, 96 

primary caregivers were selected. Eight were excluded due to the exclusion criteria- five 

children had signs of puberty, one caregiver was unable to communicate, two caregivers 

were having another disable person at home. 

Finally, 56 (58.3%) primary caregivers of children with CP on rehab group (who are under 

continue rehabilitation) and 40 (41.7%) primary caregiver of children with CP on non-

rehab group (Who have discontinue rehabilitation) were enrolled in the study. 

4.1 Demographic data of caregivers  

Age of respondents’ ranges from 20-70 years, as parents and grandparents both were 

included in this study.  

Median age of caregivers in rehab group was 32.50 years; Median age of caregivers in 

non-rehab group was 35 years, and median age in both groups was 34 years. 

  

CHAPTER IV:                                                                         RESULT 
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Table 4.1 Frequency distribution and comparison of socio demographic data of 

caregivers in Rehab and Non-rehab group 

 Level 

 

Caregivers of 

children with 

CP in 

Rehab Group 

(n=56) 

Caregivers 

children 

with CP in  

Non-rehab 

group 

(n=40) 

Total 

(n=96) 

 

 

 

Caregivers n(%) n (%) n (%) 
2 
value

 
 p Value 

District      

 

 

Sarlahi 

Rautahat 

13 (23.2) 

43 (76.8) 

34 (85.0) 

6 (15.0) 

47 (49.0) 

53 (51.0) 

36.64 <0.001 

Age (in years)      

0.028 

Fisher 

Exact 

test 

 20-30  

31-40 

41-50 

51+ 

25 (44.6) 

21 (37.5) 

9 (16.1) 

1 (1.8) 

15 (37.5) 

12 (30) 

5 (12.5) 

8 (20.0) 

40 (41.7) 

33 (34.4) 

14 (14.6) 

 9 (9.4)  

 

9.12 

 

Gender     0.032 

Fisher 

Exact 

 Male 

Female 

4 (7.1) 

52 (92.9) 

9 (22.5) 

31 (77.5) 

13 (13.5) 

83 (86.5) 

4.70 

Type of family      

0.234 

 

 Small  

Joint 

32 (57.1) 

24 (42.9) 

19 (47.5) 

21 (52.5) 

51 (53.1) 

45 (46.9) 

0.87 

Marital status      

0.941 

Fisher 

Exact 

 Married 

Widow 

52 (92.9) 

4 (7.1) 

37 (92.5) 

3 (7.5) 

89 (92.7) 

7 (7.3) 

0.004 

Education      

0.05 

 

Fisher 

Exact 

 Illiterate 

Primary 

secondary 

High school 

and above 

36 (64.3) 

8 (14.3) 

10 (17.9) 

2 (3.6) 

35 (87.5) 

3 (7.5) 

1 (2.5) 

1(2.5) 

 

71 (74.0) 

11 (11.5) 

11 (11.4) 

3 (3.1) 

 

7.52 

 

Occupation      

0.192 

Fisher 

Exact 

 

 

 

 

 

 

Unemployment 

Housewife 

Agriculture 

Others 

 

2 (3.6) 

36 (64.3) 

12 (21.4) 

6 (10.7) 

5 (12.5) 

26 (65.0) 

8 (20.0) 

1 (2.5) 

7 (7.3) 

62 (64.6) 

20 (20.8) 

7 (7.3) 

      

4.73 
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 Level 

 

Caregivers of 

children with 

CP in 

Rehab Group 

(n=56) 

Caregivers 

children 

with CP in  

Non-rehab 

group 

(n=40) 

Total 

(n=96) 

 

 

 

Caregivers n(%) n (%) n (%) 
2 
value

 
 p Value 

 

No. of children 

 

 

0.245 

Fisher 

Exact 

 

 

 

 

1 

2 

3 

4 and above 

8 (14.3) 

19 (33.9) 

11 (19.6) 

18 (32.1) 

3 (7.5) 

9 (22.5) 

14 (35.0) 

14 (35.0) 

11 (11.5) 

28 (29.2) 

25 (26.0) 

32 (33.3) 

4.15 

 

Relation to children      

 

 

0.46 

Fisher 

Exact 

 Mother 

Father 

Grandmother 

Others  

44 (78.6) 

3 (5.4) 

4 (7.1) 

5 (8.9) 

27 (67.5) 

5 (12.5) 

5 (12.5) 

3 (7.5) 

71 (74.0) 

8 (8.3) 

9 (9.4) 

8 (8.3) 

2.58 

Annual income      

0.142 

Fisher 

Exact 

         Below 50000 

         51000-100000 

         110000-150000 

         151000 and above 

22 (39.3) 

18 (32.1) 

10 (17.9) 

6 (10.7) 

25 (62.5) 

9(22.5) 

3(7.5) 

3(7.5) 

47 (49.0) 

27 (28.1) 

13 (13.5) 

9 (9.4) 

5.45 

Health problem      

0.630  Yes 

No 

 

15 (26.8) 

41 (73.2) 

9 (22.5) 

31 (77.5) 

24 (25.0) 

72 (75.0) 

0.22 


2 
test, * Level of significance: p < 0.05. 
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Districts of caregivers 

Table 4.1 presents, in rehab group 43 (76.8%) respondents were from Rautahat district and 

only 13 (23.2%) respondents were from Sarlahi district. In non-rehab group 34 (85%) 

respondents were from Sarlahi and only 6 (15%) respondents were from Rautaht district. 

The result of chi-square tests for difference between districts of caregivers in the two 

groups was χ
2 

(1, N=96) =35.64, p<0.01. This means, statistically, there was significant 

difference between districts of caregivers in two groups. More numbers of caregivers of 

children with CP from rehab group were from Rautahat district. 

Age of caregivers 

Table 4.1 represents, out of 98 respondents, 40 (41.7 %) respondents were between age of 

20-30 years and only 9 (9.4%) of respondents were 51 and above years. In both groups, 

more numbers of caregivers were in between 20 and 30 years. Looking at the age of 

respondents (primary caregivers) in rehab group (n=56), 25 (44.6%) were in between age 

20-30 years, 21 (37.5%) in between 31-40 years, 9 (16.1%) were in between 41-50 years 

and only 1 (1.8%) was above 50 years. In non-rehab group (n=40), 15 (37.5%) were in 

between 20-30 years, 12 (30%) in between 31-40 years, 5 (12.5%) were in between 41-50 

years and 8 (20%) were above 50 years. The result of chi-square tests for difference 

between age of caregivers in the two groups was χ
2 

(3, N=96) =9.12, p=0.028. This means, 

statistically, there was significant difference between ages of caregivers in two groups. In 

non-rehab group, more caregivers were above 50 years whereas only few caregivers were 

above 50 in rehab group. 

Gender of caregivers
 

Among all 96 respondents, 83 (86.5%) respondent were female and only 13 (13.5%) 

respondents were male. That means, most of primary caregivers were female. Primary 

caregivers of children with CP in rehab group (n=56), 52 (92.9%) were female and 4 

(7.1%) were male. Primary caregivers of children with CP in non-rehab group (n=40), 31 

(77.5%) were female and 9 (22.5%) were male. The result of chi-square tests for 

difference between gender of caregivers in the two groups was χ
2 

(1, N=96) =4.70, p=0.03. 

This shows there was significant difference between genders of caregivers in two groups, 

(Table 4.1). Male are more in non-rehab group than rehab group.
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Type of Family of caregivers  

Among the 96 respondents, 51 (53.1%) were living in small family and 45 (46.9%) were 

living in joint family. Primary caregivers of children with CP in rehab group (n=56), 32 

(57.1%) were living in small family and 24 (42.9%) were living in joint family whereas 

primary caregivers of children with CP in non-rehab group (n=40), 19 (47.5%) were living 

in small family and 21 (52.5%) were living in joint family. The result of chi-square tests 

for difference between type of family of caregivers in the two groups was χ
2 

(1, N=96) 

=0.87, p=0.23. There was no statistical significant difference between types of family of 

caregivers in two groups (Table 4.1). 

Marital status of caregivers 

Among 96 respondents, 89 (92.7%) respondents were married and 7 (7.3%) respondents 

were widow. No respondents were single and divorced found in this study. In this study, 

out of 56 respondents in rehab group, 52 (92.9%) respondents were married and only 4 

(7.1%) were widow. Out of 40 respondents in non-rehab group, 37 (92.5%) respondents 

were married and only 3 (7.5%) were widow. The result of chi-square tests for difference 

between marital status of caregivers in the two groups was χ
2 

(1, N=96) = 0.004, p=0.94. 

Statistically, there was no significant difference between marital statuses of caregivers in 

two groups (Table 4.1). More numbers of respondents were married. 

Education of caregivers 

Among 96 respondents 71 (74%) respondents were illiterate and 25 (26%) respondents 

were literate. Out of 56 respondents in rehab group, 36 (64.3%) respondents were 

illiterate, 8 (14.3%) were having primary level of education, 10 (17.9%) were having 

secondary education and 2 (3.6%) had higher level of education, Out of 40 respondents in 

non-rehab group 35 (87.5%) respondents were illiterate, 3(7.5%) were having primary 

level of education, 1 (2.5%) were having secondary education and only 1(2.5%) had 

higher level of education. In this study, more number of respondents was illiterate. The 

result of chi-square tests for difference between education level of caregivers in the two 

groups was χ
2 

(3, N=96) =7.52, p=0.05. This shows there was significant difference 

between educations of caregivers in the two groups (Table 4.1). Majority of respondents 

were illiterate. More numbers of people are illiterate in non-rehab group. 
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Occupation of caregivers 

Out of all 96 respondents 7 (7.3%) were unemployed and 62 (64.6%) were housewife, 20 

(20.8%) were engaged in agriculture and 7 (7.3%) were engaged in other occupation. 

More number of respondents was housewife. Looking at the occupation of the 

respondents, out of 56 respondents in rehab group, 2(3.6%) respondents were unemployed, 

36 (64.3%) were housewife, 12 (21.4%) were involved in agriculture and 6 (10.7%) were 

involved in other occupation. Out of 40 respondents in non-rehab group, 5 (12.5%) 

respondents were unemployed, 26 (65%) were housewife, 8 (20%) were involved in 

agriculture and only 1 (2.5%) were involved in other occupation. The result of chi-square 

tests for difference between occupation of caregivers in the two groups was χ
2 

(3, N=96) 

=4.73, p=0.19.  That means there was no significant difference between occupations of 

caregivers in the two groups (Table 4.1). Majority of caregivers were housewife. 

Number of children of caregivers 

Out of 96 respondents among them 11 (11.5%) were having 1 child, 28 (29.2%) were 

having 2 children, 25 (26%) were having 3 children and 32 (33.3%) were have 4 and 

more number of children. In rehab group (n=56), respondents 8 (14.3%) were having 1 

child, 19 (33.9 %) were having 2 children. 11 (19.6%) were having 3 children and 18 

(32.1 %) were having 4 and more children. In non-rehab group (n=40), respondents 3 

(7.5%) were having 1 child, 9 (22.5 %) were having 2 children. 14 (35%) were having 3 

children and 14 (35 %) were having 4 and more children. The result of chi-square tests for 

difference between number of children of caregivers in the two groups was χ
2
 (3, N=96) 

=4.15, p=0.24. This shows that, there was no significant difference between numbers of 

children of caregivers in two groups (Table 4.1). In both groups more number of 

caregivers has more than 4 children.   

Relationship to child 

Looking at the relationship of child with all 96 respondents, 71 (74%) were mother, 8 

(8.3%) were father, 9 (9.4%) were grandmother and 8 (8.3%) were others. This shows 

maximum respondents were mother, as mother is taken as primary caregivers. 

Looking at respondents in rehab group (n=56), 44 (78.6%) were mother, 3 (5.4%) were 

father, 4 (7.1%) were grandmother and 5 (8.9%) were others. In non-rehab group (n=40), 

27 (67.5%) were mother, 5 (12.5%) were father, 5 (12.5%) were grandmother and 3 
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(7.5%) were others. When two groups were statistically compared, the result of chi-square 

tests for difference between relationship to child of caregivers in the two groups was χ
2
 (3, 

N=96) =2.58, p=0.46. This shows there was no significant difference between 

relationships to child of caregivers in two groups (Table 4.1). In both group mothers were 

taken as primary caregivers of children with CP. 

Family annual income of Caregivers  

Among 96 respondents, 47 (49%) respondents family annual income less than 50000 

annually and only 9 (9.4%) respondents family annual income was above 150000 rupees. 

Out of 56 respondents, 22 (39.3%) respondents in rehab group family annual income was 

below 50000 and only 6 (10.7%) respondents family annual income was above 150000. 

And out of 40 respondents in non-rehab group, 25 (62.5%) respondents family annual 

income was below 50000 and only 3 (7.5%) respondents family annual income was above 

150000. The result of chi-square tests for difference between family annual income of 

caregivers in the two groups was χ
2 

(3, N=96) =5.45, p=0.14.  Statistically, there was no 

significant difference between family incomes of caregivers in two groups. (Table 4.1). 

Majority of caregivers had family annual income less than 50000 in both groups. 

Health problem of caregivers 

Among 96 respondents, 24 (25%) respondents were having health problem and 72(75%) 

respondents were not having any health problem. Out of all 56 respondents in rehab group, 

15 (26.8%) respondents were having health problem and 41 (73.2%) were not having any 

health problem. In non-rehab group out of 40 respondents, 9 (22.5%) respondents were 

having health problem and 31 (77.5%) were not having any health problem. The result of 

chi-square tests for difference between health problem of caregivers in the two groups was 

χ
2
 (1, N=96) =0.22, p=0.63. There was no significant difference between healths of 

caregiver in two groups (Table 4.1). Majority of caregivers does not have any health 

problem in both groups. 
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4.2 Demographic data of children with CP 

Age of child with CP 

Among 96 respondents more numbers of children were between ages of 4 to 6 years that is 

51 (53.1 %). Mean age of child is 6.41±2.62 years in rehab group, 7.75±2.85 years age in 

non-rehab group, over all mean age of child with CP is 6.97±2.78 years. In rehab group 

out of 56 children with CP, 37 (66.1%) children were in age between 4 to 6 years, 7 

(12.5%) children were in age between 7-9 years and 12 (21.4%) children were in age 

between 10-12 years. In non-rehab group, out of 40 children with CP, 14 (35%) children 

were in age between 4to 6 years, 13 (32.5%) children were in age between 7-9 years and 

13 (32.5%) children were in age between 10-12 years. The result of chi-square tests for 

difference between age of children with CP in the two groups was χ
2
 (2, N=96) =9.819, 

p=0.007.  There was statistical difference between ages of children in two groups (Figure 

4.1). In rehab group majority of children were between 4-6 years where as in non-rehab 

group, there was equal numbers of children in all group. 

                             

Figure 4.1 Age of children with CP in Rehab and Non-rehab group 
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Gender of child with CP 

In rehab group, out of 56 children with CP, 38 (67.9%) children were male and 18 (32.1%) 

children were female, where as in non-rehab group out of 40 children, 24 (60%) children 

were male and 16 (40%) children were female. The result of chi-square tests for difference 

between gender of children with CP in the two groups was χ
2
 (1, N=96) =0.63, p=0.42.  

There was no significant difference between genders of children in two groups. More 

number of children with CP was male in both the group that is 62 (64.6%) (Figure 4.2). In 

both groups male children with CP were more. 

 

Figure 4.2 Gender of children with CP in Rehab and Non-rehab group 
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4.3 Characteristic of child 

Table 4.2 Frequency distribution for characteristic of child with CP in rehab and 

non-rehab group 

Children 

with CP 

 

Level 

Primary caregivers 

of children with CP 

in 

Rehab Group (n=56) 

Primary caregivers 

children with CP in  

Non-Rehab group 

(n=40) 

Total 

(n=96) 

n (%) n (%) n (%) 

Type of  CP    

 Spatic 

Ataxic 

Athetoid 

Mixed 

51 (91.1) 

3 (5.4) 

2 (3.6) 

0 (0) 

28 ( 70.0) 

2 (5) 

4 (10) 

6 (15) 

79 (82.3) 

5 (5.2) 

6 (5.2) 

6 (5.2) 

GMFCS level    

 II 

III 

IV 

V 

19 (33.9) 

16 (28.6) 

19 (33.9) 

2 (3.6) 

19 (47.5) 

5 (12.5) 

8 (20.0) 

8 (20.0) 

38 (39.6) 

21 (21.9) 

27 (28.1) 

10 (10.4) 

Nature of child    

 Aggressive 

Uncooperative 

friendly 

Helpful within 

possibilities 

12 (21.4) 

20(35.7) 

14 (25.0) 

10 (17.9) 

13 (32.5) 

7 (17.5) 

11(27.5) 

9 (22.5) 

25 (26.0) 

27 (28.1) 

25 (26.0) 

19 (19.8) 

Health condition of child    

 Other health 

problem 

No other 

problem 

18 (32.1) 

 

38 (67.9) 

6 (15.0) 

 

34 (85.0) 

24 (25.0) 

 

72 (75.0) 

Participation of child    

 No 

participation 

Participation 

14 (25.0) 

 

42 (57.0) 

14 (35.0) 

 

25 (65.0) 

28 (29.2) 

 

68 (70.8) 
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Table 4.2.1 Comparison of child characteristic in two groups 


2 
test, * Level of significance: p < 0.05. 

 

Type of CP 

In rehab group, out of 56 children with CP, 51 (91.1%) children were spastic, 3 (5.4%) 

were ataxic and 2 (3.6%) were athetoid. Where as in non-rehab group among 40, 28 (70%) 

children were spastic, 2 (5%) were ataxic, 4 (10%) were athetoid and 6 (15%) were mixed. 

Most of children were diagnosed with spastic type of CP (Table 4.2). The result of chi-

square tests for difference between types of CP in two groups was χ
2 

(3, N=96) =11.20, 

p=0.001 (Fisher exact test).  That shows that there was statistical significant difference 

between types of CP in the two groups (Table 4.2.1). Mixed type of CP was only in non-

rehab group. 

GMFCS level  

Out of 56 respondents- in rehab group, 19 (33.9%) children were having GMFCs level II, 

16 (28.6%) were having GMFCs level III, 19 (33.9%) were having GMFCs level IV and 2 

(3.6%) were having GMFCs level V. In non- rehab group out of 40, 19 (47.5%) children 

were having GMFCs level II, 5 (12.5%) were having GMFCs level III, 8 (20%) were 

having GMFCs level IV and 8 (20%) were having GMFCs level V. In both group, more 

children 38 (39.6%) are having GMFCS level II  and less number of children are in 

GMFCs V that is 10 (10.4 %) (Table 4.2). The result of chi-square tests for difference 

between GMFCS level in the two groups was χ
2 

(3, N=96) =11.49, p=0.009 (Fisher exact 

test). This shows there was statistical significant difference between GMFCS level in the 

two groups (Table 4.2.1). In non-rehab group more number of children was in GMFCS 

level IV and V. 

 Chi-square value p value 

Type of Cp 

GMFCs level 

Nature of child 

Health condition 

Participation 

11.208 (Fisher exact test) 

11.496 (Fisher exact test) 

4.161 

3.657 

1.129 

0.011 

0.009 

0.24 

0.05 

0.28 
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Nature of child 

Out of 56 respondents- in rehab group, most of child 20 (35.7%) were uncooperative in 

nature, 14 (25%) were friendly in nature, 12 (21.4%) were aggressive in nature, and only 

10 (17.9%) were helpful in nature. In Non-rehab group out of 40 children, 13 (32.5%) 

were aggressive in nature, 11 (27.5%) friendly in nature, 9 (22.5%) were helpful in nature 

and 7 (17.5%) uncooperative in nature (Table 4.2). The result of chi-square tests for 

difference between nature of child in the two groups was χ
2
 (3, N=96) =4.161, p=0.24.This 

shows statistically, there was no significant difference between nature of child in the two 

groups (Table 4.2.1). More numbers of children with CP were uncooperative and 

aggressive. 

Health condition of child 

Among 96 children of respondents, 72 (75%) were not having any other health problem, 

24 (25%) were having other health problem associated with CP. In rehab group, 38 

(67.9%) were not having any health problem and 18 (32.1%) were having other health 

problem associated with CP. In non-rehab group, 34 (85%) were not having any health 

problem and 6 (15%) were having other health problem associated with CP (Table 4.2). 

The result of chi-square tests for difference between health condition of child in the two 

groups was χ
2
 (1, N=96) =3.67, p=0.05. There was significant difference between health 

conditions of children in two groups (Table 4.2.1). 

Participation of child 

Among 96 children of respondents, 68 (70.8%) were actively participant, 28 (29.2%) were 

not participant in activities and remains at home. In rehab group, 42 (57%) were actively 

participant, 14 (25%) were not participant in activities and remains at home. In rehab 

group, 25 (65%) were actively participant, 14 (35%) were not participant in activities and 

remains at home (Table 4.2). The result of chi-square tests for difference between 

participation of child in the two groups was χ
2 

(1, N=96) =1.129, p=0.28. There was no 

significant difference between participation of children in the two groups (Table 4.2.1). 
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4.4 Caregivers Factors 

Table 4.3 Frequency distribution and comparison of caregivers Knowledge on child 

condition and rehabilitation in Rehab and Non-rehab group 

Variable       Level Caregivers of 

children with 

CP in Rehab 

group (n=56) 

Caregivers of 

children with 

CP  in Non-

rehab group 

(n= 40) 

 

Total 

(n=96) 

 

 

 

 

 

 

 

 

  n (%) n (%) n (%) χ
2
value  p value  

Caregiver`s 

knowledge on 

child health 

Poor  

Good 

 

43 (76.8) 

13 (23.2) 

 

37 (92.5) 

3 (7.5) 

80 (83.3) 

16 (16.7) 

4.14 

 

0.04 

 

 

Knowledge 

on 

rehabilitation  

Poor  

Good 

 

29 (51.8) 

27 (48.2) 

39 (97.5) 

1 (2.5) 

68 (70.8) 

28 (29.2) 

23.6 0.01 


2 
test, * Level of significance: p < 0.05. 

  

Caregiver’s knowledge on child health 

Among 96 respondents, most of respondents 80 (83.3%) were having poor knowledge on 

child health and only 15 (16.7%) respondents were having good knowledge. Caregivers in 

rehab group, 43 (76.8%) were having poor knowledge and only 13 (23.2%) were having 

good knowledge on child health. Caregivers in non-rehab group, 37 (92.5%) were having 

poor knowledge and only 3 (7.5%) were having good knowledge on child health. This 

shows there caregivers in rehab group have more knowledge than non-rehab group. The 

result of chi-square tests for difference between caregivers knowledge on child health in 

the two groups was χ
2 

(1, N=96) =4.14, p=0.04. Statistically, there was significant 

difference between caregivers’ knowledge among two groups (Table 4.3). More numbers 

of caregivers in rehab group had good knowledge than non-rehab group 

Caregiver’s knowledge on Rehabilitation 

Among 96 respondents, most of respondents 68 (70.8%) were having poor knowledge on 

rehabilitation and only 28 (29.2%) respondents were having good knowledge on 

rehabilitation. Caregivers in rehab group, 29 (51.8%) were having poor knowledge and 27 

(48.2%) were having good knowledge on rehabilitation. Caregivers in non-rehab group, 39 



Page 35 of 75 
 

(97.5%) were having poor knowledge and only 1 (2.5%) were having good knowledge on 

rehabilitation. The result of chi-square tests for difference between caregivers knowledge 

on rehabilitation in the two groups was χ
2
 (1, N=96) =23.60, p=0.01. Statistically, there 

was significant difference between caregivers knowledge among two groups (Table 4.3). 

More numbers of caregivers in rehab group caregivers had good knowledge than non-

rehab group caregivers. 

Table 4.4 Frequency distribution and comparison of availability of service by chi-

square in rehab and non-rehab group 

 

 

 

 

 

Variable 

 

 

 

 

 

Level 

Caregivers 

of children 

with CP in 

Rehab 

group 

(n=56) 

Caregivers 

of children 

with CP  in 

non-rehab 

group 

(n= 40) 

 

Total 

(n=96) 

  

  n (%) n (%) n (%) 
2 value 

 

p value 

Service 

available 

Not available 

Available 

27 (48.2) 

29 (51.8) 

24 (60.0) 

16 (40.0) 

51 (53.1) 

45 (46.9) 

1.30 0.25 

 

Barrier 

toward 

service 

Financial. 

Lack of 

support. 

Others 

No barriers 

4 (7.1) 

11 (19.6) 

 

41 (73.2) 

 0 

6 (15.0) 

16 (40.0) 

 

18 (45) 

 0 

10 (10.4) 

27 (28.1) 

 

59 (61.5) 

 0 

7.84 0.02 

 

Fisher 

exact 


2 
test, * Level of significance: p < 0.05. 

 

Availability of service 

Among 96 respondents, for 51 (53.1%) respondents’ services was not easily available and 

for 45 (46.9%) respondents’ services was easily available. Caregivers of children with CP 

in rehab group, for 27 (48.2%) respondents, services were not easily available and for 29 

(51.8%) respondents service was easily available. Caregivers of children with CP in non-

rehab group, for 24 (60%) respondents, services were not easily available and for 16 

(40%) respondents, service was easily available. The result of chi-square tests for 

difference between service available in the two groups was χ
2 

(1, N=96) =1.30, p=0.25. 
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Statistically, there was no significant difference between caregivers in the two groups 

regarding availability of service for their child (Table 4.4). Majority of caregivers had not 

easy access to service. 

Barrier toward service 

Among 96 respondents, 10 (10.4%) respondents were having financial issue, 27 (28.1%) 

respondents were having lack of support from family and 59 (61.5%) respondents were 

having other barriers to reach toward service for their child. In rehab group, 4 (7.1%) 

respondents were having financial issue, 11 (19.6%) respondents were having lack of 

support from family and 41 (73.2%) respondents were having other barriers to reach 

toward service for their child. In non-rehab group, 6 (15%) respondents were having 

financial issue, 16 (40%) respondents were having lack of support from family and 

18(45%) respondents were having other barriers to reach toward service for their child. 

The result of chi-square tests for difference between barrier toward service in the two 

groups was χ
2
 (2, N=96) =8.84, p=0.02 (Fisher exact test). There was significant 

difference between caregivers in the two groups regarding barrier toward service for their 

child (Table 4.4). Caregivers in rehab group had lack of support from family whereas in 

non-rehab group financial issue was main barrier. 

Financial support 

Among 96 respondents, most of respondents 56 (58.3%) were having moderate financial 

support, 34 (35.4%) respondents were not having any financial support and only 6 (6.2%) 

respondents were having full financial support for the treatment of their child(Figure 4.3). 

In rehab group, out of 56 respondents most of respondents 28 (50%) respondents were not 

having any financial support, 25 (44.6%) respondents were having moderate financial 

support and only 3 (5.4%) respondents were having full financial support for the treatment 

of their child. In non- rehab group out of 40 respondents, 31 (77.5%) were having 

moderate financial support, 6 (15%) respondents were not having any financial support 

and only 3 (7.5%) respondents were having full financial support for the treatment of their 

child. The result of chi-square tests for difference between financial support in the two 

groups was χ
2 

(1, N=96) =12.56 p=0.002 (Fisher exact test).  There was significant 

difference between caregivers in the two groups regarding financial support (Figure 4.4). 

Caregivers in non-rehab group had more financial support than caregivers in rehab group. 
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Figure 4.3 Financial supports for caregivers of children with CP in Rehab and Non-rehab 

group 

 

Figure 4.4 Financial supports for caregivers of children with CP in Rehab and Non-rehab 

group 
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Perceived stress 

For perceived stress, 4 questions were asked to respondents. These 4 items were first 

tested for its reliability using SPSS 16.0 version scale reliability test and it was found that 

Cronbach’s Alpha equal to 0.661 which is  near  to standard Cronbach’s alpha which is 

0.7. It means that these 4 items are nearly homogenous and a reliable scale to measure the 

perceived stress of respondent. Then, the frequency distribution of caregiver perceived 

stress was calculated using descriptive statistics. And comparisons of perceived stress in 

two groups were done by chi-square. 

Frequency distribution by custom table shows, out of 96 respondents, 56 (58.3%) 

respondents were always stressed and only 40 (41.75) respondents were not stress while 

providing care to child. In rehab group, 38 (67.9%) of respondents always stressed and 18 

(32.1%) not stress while in non-rehab group among 440 respondents, 18 (45% always 

stressed and 22 (55%) not stress at all. When two groups are compared statistically, the 

result of chi-square tests for difference between perceived stress in the two groups was χ
2 

(1, N=96) =5.01, p=0.025. This shows there was significant difference between perceived 

stresses in both groups (Table 4.5). More numbers of caregivers in rehab group were more 

stressed than non-rehab group. 

Table 4.5 Frequency distribution and comparison of perceived stress between two 

groups 

 

 

 

 

 

Caregivers of 

children with 

CP in Rehab 

group. 

Caregivers of 

children with 

CP  in non-

rehab group 

 

Total 

 
 

 

n (%) n (%) n (%) 
2value  p value 

Perceived stress 

Always stressed 

Not stress at all 

Total 

 

38 (67.9) 

18 (32.1) 

56 (100) 

 

18 (45.0) 

22 (55.0) 

40 (100) 

 

56 (58.3) 

40 (41.7) 

96 (100) 

 

5.01 

 

 

0.025 

 

 


2 
test, * Level of significance: p < 0.05. 
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4.5 Quality of life of respondents 

For quality of life, 25 questions were asked to respondents. 25 questionnaires were divided 

in 5 different domains. These 25 items were first tested for its reliability using SPSS 16.0 

version scale reliability test and it was found that Cronbach’s Alpha equal to 0.835 which 

is  more than standard Cronbach’s alpha 0.7. It means that these 25 items are homogenous 

and a reliable scale to measure the QOL of respondent.  

Table 4.6 Comparison of the mean score of QOL between caregivers of children with 

CP in rehab group and non-rehab group 

 

Quality of life 

domain 

Caregiver of children 

with CP in rehab group 

Mean ±SD 

Caregiver of children 

with CP in Non-rehab 

group. Mean ±SD 

 

   t 

 

P value 

Health Domain 21.84±4.17 22.72± 4.11 -1.03 0.30 

Psychological  21.79 ±4.10 21.18±4.61 0.68 0.49 

Family 

Relationship  

12.59 ±3.10 12.48±3.63 0.16 0.86 

Social 

participation 

11.21±3.70 8.95±2.63 3.31 0.001 

Environmental 12.62±3.43 12.67±3.62 -0.06 0.94 

Overall QOL 80.05±12.08 78.00± 12.45 0.81 0.42 

Independent t test * Level of significance: p < 0.05 

 

Health domain 

For caregiver of children with CP in rehab group, mean score in health domain was 

21.84±4.17 and for caregivers of children with CP in non-rehab group mean score on 

health domain was 22.72± 4.11. Statistically, there was no significant difference between 

health domain in Rehab group (M=21.84, SD= 4.17) and Non-rehab group (M=22.72, 

SD= 4.11) condition; t = -1.03, p=0.30 (Table 4.6) 

Psychological domain  

For caregiver of children with CP in rehab group, mean score in psychological domain 

was 21.79 ±4.10 and for caregivers of children with CP in non-rehab group mean score 
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on psychological domain was 21.18±4.61. Statistically, there was no significant difference 

between psychological domain in Rehab group (M=21.79, SD= 4.10) and non-rehab group 

(M=21.18, SD= 4.61) condition; t = 0.68, p=0.49 (Table 4.6). 

Family Relationship 

For caregiver of children with CP in rehab group, mean score in family relationship 

domain was 12.59 ±3.10 and for caregivers of children with CP in non-rehab group mean 

score on family relationship domain was 12.48±3.63. Statistically, there was no significant 

difference between family relationship domain in rehab group (M=12.59, SD= 3.10) and 

non-rehab group (M=12.48, SD= 3.63) condition; t = 0.16, p=0.86 (Table 4.6) 

Social participation 

For caregiver of children with CP in rehab group, mean score in social participation 

domain was 11.21±3.70 and for caregivers of children with CP in non-rehab group mean 

score on social participation domain was 8.95±2.63. Statistically, there was significant 

difference social participation domain in rehab group (M=11.21, SD= 3.7) and non-rehab 

group (M=8.95, SD= 2.63) condition; t = 3.31, p= 0.001 (Table 4.6) 

Environmental 

For caregiver of children with CP in rehab group, mean score in environmental domain 

was 12.62±3.43 and for caregivers of children with CP in non-rehab group mean score on 

environmental domain was 12.67±3.62. Statistically, there was no significant difference 

between environmental domain in rehab group (M=12.62, SD= 3.43) and non-rehab group 

(M=12.67, SD= 3.62) condition; t = -0.06, p=0.94) (Table 4.6) 

Overall QOL 

For caregiver of children with CP in rehab group, mean score in Overall QOL was 

80.05±12.08 and for caregivers of children with CP in non-rehab group mean score on 

over all QOL was 78.00± 12.45. Statistically, there was no significant difference between 

overall QOL in rehab group (M=80.05, SD= 12.08) and non-rehab group (M=78.00, SD= 

12.45) condition; t = 0.81, p=0.42 (Table 4.6). 
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Quality of life of all respondents  

Among all 96 respondents who were included in this study, Overall QOL of caregivers of 

children with CP, 75 (78.1%) respondents scored poor quality of life and only 21 (21.9%) 

scored good quality of life. This show most of respondents were having poor Quality of 

life. When quality of life was analyzed by each domain, in environmental domain 91 

(98.4%)  respondents scored  poor and only 5 (5.2%)  respondents scored good, in social 

participant domain 78 (81.2%)  respondents scored  poor and only 18 (18.8%)  

respondents scored  good, in psychological domain 73 (76%)  respondents scored as poor 

and only 23 (24%) respondents scored as good. In health domain, 28 (29.2%) respondents 

rated poor health and 68 (70.85%) respondents rated good health.  In family relationship 

domain 22 (22.9%) respondents scored poor family relationship and 74 (77.1%) 

respondents score good family relationship (Figure 4.5). 

Figure 4.5 Overall Quality of life of primary caregivers of children with CP including both 

groups     

Overal 

QOL 

Health 

domain 

Psychologi

cal domain 

Family 

relationshi

p 

social 

participati
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Environme

ntal 
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Poor 78.1% 29.2% 76.0% 22.9% 81.2% 98.4% 

Good 21.9% 70.8% 24.0% 77.1% 18.8% 5.2% 
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4.6 Factors associated with QOL of caregivers in rehab group 

Table 4.7 Association between Socio demographic of caregiver, child with CP and 

QOL of caregivers in Rehab group 

Variable                       Level Quality of life of caregivers 

Chi-square value P value 

Caregivers    

Age (in years) 

 

20-30  

31-40 

41-50 

51+ 

 

6.517 

 

0.089 

 

Gender 

 

Male 

Female 

 

0.150 

 

0.699        

Type of family 

 

Small  

Joint 

 

0.041 

 

0.840 

Marital status 

 

Married 

Widow 

 

0.936 

 

0.333 

Education 

 

Illiterate 

Primary 

Secondary 

High and above 

 

12.44 

 

0.006* 

Occupation 

 

Unemployment 

Housewife 

Agriculture 

Others 

 

1.461 

 

0.691 

Annual income 

                                 Below 50000 

                                 51000-100000 

                                 110000-150000 

                                 151000 and above 

 

1.902 

 

0.593 

Health problem 

 

Yes 

No 

 

0.286 

 

0.593 

Child with CP    

Age of child (in years) 

 

4-6 

7-9 

10=12 

 

1.160 

0.560 

Gender of child 

 

Male 

Female 

0.026 

 

0.873 


2 
test, * Level of significance: p < 0.05 
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Age of caregivers and QOL 

Assessing association between age of caregivers and QOL, the result of chi-square tests 

was χ2 
(3, N=56) =6.517, p=0.089 (p=<.05). Hence, it was concluded, there was no 

significant association between age of caregivers and QOL of caregivers in this study 

(Table 4.7). 

Gender of caregivers and QOL 

The result of chi-square tests for association between gender of caregivers and QOL was 

χ
2 

(1, N=56) =0.150, p=0.699. This shows, the test was not statistically significant at 5% 

level of significance. Therefore, there was no significant association between gender of 

caregivers and QOL of caregivers in this study (Table 4.7). 

Type of family and QOL 

The result of chi-square tests for association between type of caregivers and QOL provides 

χ
2 

(1, N=56) =0.041, p=0.840 (p=<.05). This shows, there was no evidence to conclude 

association between type of family of caregivers and QOL of caregivers was significant in 

this study (Table 4.7). 

Marital status and QOL 

Looking at the result of chi-square tests for association between marital status of 

caregivers and QOL, the provided result was χ
2
 (1, N=56) =0.936, p=0.33 (p=<.05). This 

shows that, there was no significant association between marital status of caregivers and 

QOL of caregivers in this study (Table 4.7). 

Education of caregivers and QOL 

Assessing the association between education level of caregivers and QOL by chi-square, 

the obtain result was χ2
 (3, N=56) =12.44, p=0.006. Therefore, the test was statistically 

significant at 5% level of significance. This shows that, there was strong evidence to 

conclude association between education level of caregivers and QOL of caregivers was 

significant in this study (Table 4.7). 
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Occupation 

The result of chi-square tests for association between occupation of caregivers and QOL 

was χ2 
(3, N=56) =1.46, p=0.691. This shows that, there was no significant association 

between occupation of caregivers and QOL of caregivers in this study (Table 4.7). 

Family Annual income 

As shown in Table 4.7, the result of chi-square tests for association between family annual 

income of caregivers and QOL was χ2
 (3, N=56) =1.90, p=0.593 (p=<.05). This shows 

that, there was no significant association between family annual income of caregivers and 

QOL of caregivers in this study. 

Health problem of caregivers and QOL 

The result of chi-square tests for association between health problem of caregivers and 

QOL was χ2 
(1, N=56) =0.286, p=0.593. This shows that, there was no significant 

association between health problem of caregivers and QOL of caregivers in this study 

(Table 4.7). 

Age of child and QOL 

Assessing the association between age of child and QOL of caregivers, the result of chi-

square tests was χ2
 (1, N=56) =1.16, p=0.560 which shows the test was not significant at 

5% level of significance. Therefore it was concluded, there was no significant association 

between age of child and QOL of caregivers in this study (Table 4.7). 

Gender of child and QOL 

The result of chi-square tests for association between age of children with CP and QOL 

was χ2
 (1, N=56) =0.026, p=0.873 which shows the test was not significant at 5% level of 

significance. Therefore it was concluded, there was no significant association between 

gender of child and QOL of caregivers in this study (Table 4.7).  
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Table 4.8 Child characteristic and QOL of caregivers in Rehab group  

  

Type of CP and QOL 

The result of chi-square tests for association between types of CP and QOL was χ2
 (3, 

N=56) =1.194, p=0.551. This shows that, there was no significant association between 

types of CP and QOL of caregivers in this study (Table 4.8). 

GMFCs level and QOL 

The result of chi-square tests for association between GMFCS and QOL of caregivers was 

χ
2 

(3, N=56) =2.246, p=0.523 Therefore it was concluded, there was no significant 

association between GMFCS level of child and QOL of caregivers in this study (Table 

4.8). 

 

 

Variable                   Level 

Quality of life of caregivers 

Chi-square value P-value 

Child with CP   

Type of  CP 

 

Spastic 

Ataxic 

Athetoid 

Mixed 

 

1.194 

 

0.551 

GMFCs level 

 

II 

III 

IV 

V 

 

2.246 

 

0.523 

Nature of child 

 

Aggressive 

Uncooperative 

friendly 

Helpful within 

possibilities 

 

8.749 

 

0.033* 

Health condition 

of child 

 

Other health problem 

No other problem 

 

0.823 

 

0.364 

Participation of 

child 

 

No participation 

Participation 

 

0.162 

 

0.687 


2 
test, * Level of significance: p < 0.05 
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Nature of child and QOL 

Association between nature of child and QOL of caregivers was analyzed by chi-square 

tests. The obtain result of association was χ2 
(3, N=9=56) =8.749, p=0.03. This shows the 

test was significant at 5% level of significance. Therefore, it was concluded that there was 

strong evidence to show association between nature of child and QOL of caregivers was 

significant in this study (Table 4.8). 

Health condition of child and QOL 

The result of chi-square tests for association between health condition of child and QOL 

was χ2
 (1, N=56) =0.823, p=0.364 (p=<.05). This shows that, there was no significant 

association between age of child problem of caregivers and QOL of caregivers in this 

study (Table 4.8). 

Participation of child and QOL 

Over viewing the result of chi-square tests for association between participation of child 

and QOL was χ2
 (1, N=56) =0.162, p=0.687. This shows the test was not significant at 5% 

level of significance. Therefore, it was concluded there was no significant association 

between participation of child and QOL of caregivers in this study (Table 4.8).
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Table 4.9 Caregivers factors and QOL of caregivers in Rehab group 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Knowledge about child condition 

Table 4.9 presents, association between knowledge about child condition and QOL of 

caregivers by chi-square. The obtain result of test was χ2 
(1, N=56) =14.94, p=0.001. 

Therefore, the test was significant at 5% level of significance. This shows that, there was 

significant relationship between knowledge about child condition and QOL of caregivers 

in this study. 

Knowledge about rehabilitation 

Looking at chi-square result for association between knowledge about rehabilitation and 

QOL of caregivers was χ2
 (1, N=56) =2.31, p=0.128. This shows that, there was no 

 

Variables                             Level 

Quality of life of caregivers 

Chi-square value p-value 

Knowledge about 

child condition 

 

 

Poor  knowledge 

Good Knowledge 

 

 

14.94 

 

 

0.001* 

Knowledge about 

rehabilitation 

 

Poor  knowledge 

Good Knowledge 

 

 

2.31 

 

 

0.128 

Availability of 

service 

 

 

Not available 

Available 

 

0.016 

 

0.901 

Barrier toward 

service 

 

 

Financial issue 

Lack of family 

support 

Others 

 

 

1.552 

 

 

 

0.460 

Financial support 

 

 

No support 

Moderate support 

Full support 

 

6.25 

 

0.044* 

 Perceived Stress 

 

 

Always stressed 

Not stressed 

 

0.345 

 

0.557 


2 
test, * Level of significance: p < 0.05 
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significant relationship between knowledge about rehabilitation and QOL of caregivers in 

this study (Table 4.9). 

Availability of service 

The result of chi-square tests for association between availability of service and QOL of 

caregivers was χ2
 (1, N=66) =0.016, p=0.901. Therefore, the test was significant at 5% 

level of significance. This shows that, there was no significant association between 

availability of service and QOL of caregivers in this study (Table 4.9). 

Barrier toward service 

The result of chi-square tests for association between barrier toward service and QOL of 

caregivers was χ2
 (2, N=56) =1.552, p=0.46. Therefore, the test was not significant at 5% 

level of significance. This shows that, there was no statistically significant association 

between barrier toward service and QOL of caregivers in this study (Table 4.9). 

Financial support 

The association between financial support and QOL of caregivers was analyzed using 

chi=square test. The calculated result for association between financial support and QOL 

of caregivers was χ2
 (2, N=56) =6.25, p= 0.04. Therefore, the test was significant at 5% 

level of significance which shows there was strong evidence to conclude association 

between financial support and QOL of caregivers was significant in this study (Table 4.9). 

Perceived Stress 

The chi-square tests for association between perceived stress and QOL of caregivers was 

ᵡ
2 

(1, N=56) =0.345, p= .557. This means, the test was significant at 5% level of 

significance. Therefore, there was strong evidence to conclude the association between 

perceived stress and QOL of caregivers in this study was significant (Table 4.9).  
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4.7 Factors associated with QOL of caregivers in non-rehab group 

Table 4.10 Association of socio demographic data of caregivers and child with QOL 

of caregivers in Non-rehab group 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

Variable  Level Quality of life of caregivers 

Chi-square value P value 

Caregivers    

Age (in years) 

 

20-30  

31-40 

41-50 

51+ 

 

0.376 

 

0.89 

Fisher 

exact 

Gender 

 

Male 

Female 

 

0.198 

 

0.656      

Type of family 

 

Small  

Joint 

 

0.775 

 

0.385 

Marital status 

 

Married 

Widow 

 

2.495 

 

0.114 

Education 

 

Illiterate 

Primary 

Secondary 

High and above 

 

6.467 

 

0.091 

Occupation 

 

Unemployment 

Housewife 

Agriculture 

Others 

 

4.312 

 

0.230 

Annual income 

 

Below 50000 

51000-100000 

110000-150000 

151000 and above 

 

1.569 

 

0.666 

Health problem 

 

Yes 

No 

 

2.80 

 

0.08 

Child with CP    

Age of child (in 

years) 

 

4-6 

7-9 

10=12 

 

2.079 

0.345 

Gender of child 

 

Male 

Female 

 

0.188 

0.873 


2 
test, level of significance. p<0.05   
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Table 4.10 presents association between socio demographic of caregivers, children with 

CP and QOL of caregivers.  The result of chi-square tests for association between age of 

caregivers and QOL was χ
2 

(1, N=40) =0.376, p=0.89. The result of chi-square tests for 

association between gender of caregivers and QOL was χ
2 

(1, N=40) =0.198, p=0.656. The 

result of chi-square tests for association between type of family of caregivers and QOL 

was χ
2
 (1, N=40) =0.775, p=0385. The result of chi-square tests for association between 

marital status of caregivers and QOL was χ
2
 (1, N=40) =2.492, p=0.114. The result of chi-

square tests for association between education of caregivers and QOL was χ
2
 (1, N=40) 

=6.467, p=0.09. The result of chi-square tests for association between occupation of 

caregivers and QOL was χ
2
 (1, N=40) =4.312, p=0.23. The result of chi-square tests for 

association between annual family income of caregivers and QOL was χ
2
 (1, N=40) =1.56, 

p=0.66. The result of chi-square tests for association between health problem of caregivers 

and QOL was χ
2
 (1, N=40) =2.80, p=0.08. The result of chi-square tests for association 

between age of child and QOL was χ
2
 (1, N=40) =2.07, p=0.34. The result of chi-square 

tests for association between gender of child and QOL was χ
2
 (1, N=40) =0.188, p=0.87. 

This shows all the test of socio demographic of caregivers and children with CP were not 

significant at 5% level of significance. Therefore, it was concluded that there was no 

significant association between socio demographic of caregiver, demographic of child 

with CP and QOL of caregivers in this study  
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Table 4.11 Child characteristic and QOL of caregivers in non-rehab group 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Characteristic of child and QOL of caregivers 

The result of chi-square tests for association between types of CP and QOL was χ2 
(3, 

N=40) =5.24, p=0.154. Association between nature of child and QOL of caregivers was 

analyzed by chi-square tests. The obtain result of association was χ2 
(3, N=40) =5.55, 

p=0.135. The result of chi-square tests for association between health condition of child 

and QOL was χ2 
(1, N=40) =0.416, p=0.519. Over viewing the result of chi-square tests 

for association between participation of child and QOL was χ2 
(1, N=40) =2.47, p=0.09. 

Therefore, the test was not significant at 5% level of significance. Hence it was concluded 

that, there was no significant association between participation of child characteristic and 

QOL of caregivers in this study (Table 4.11).  

 

 

Variable                  Level 

Quality of life of caregivers 

Chi-square value p-value 

Child with CP   

Type of  CP 

 

Spastic 

Ataxic 

Athetoid 

Mixed 

 

5.24 

 

0.154 

GMFCs level 

 

II 

III 

IV 

V 

 

16.77 

 

<0.001* 

Nature of child 

 

Aggressive 

Uncooperative 

friendly 

Helpful within 

possibilities 

 

5.557 

 

0.135 

Health condition 

of child 

 

Other health 

problem 

No other problem 

 

0.416 

 

0.519 

Participation of 

child 

 

No participation 

Participation 

 

2.477 

 

0.09 


2 
test, level of significance. p<0.05 
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Child characteristic (GMFCs level) and QOL 

The result of chi-square tests for association between GMFCS and QOL of caregivers was 

χ
2 

(3, N=40) =16.77, p<0.001. Therefore it was concluded, there was significant 

association between GMFCS level of child and QOL of caregivers in this study (Table 

4.11).  
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Table 4.12 Caregivers factors and QOL of caregivers in Non-rehab group 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Table 4.12 presents the result of chi-square tests for association between knowledge about 

child condition and QOL of caregivers was χ2 
(1, N=40) =2.49, p=0.114. Looking at chi-

square result for association between knowledge about rehabilitation and QOL of 

caregivers was χ2 
(1, N=40) =2.70, p=0.10. The result of chi-square tests for association 

between availability of service and QOL of caregivers was χ2
 (1, N=40) =0.188, p=0.665. 

The result of chi-square tests for association between barrier toward service and QOL of 

caregivers was χ2 
(2, N=40) =1.964, p=0.374. The association between financial support 

and QOL of caregivers was analyzed using chi-square test. The calculated result for 

association between financial support and QOL of caregivers was χ2 
(2, N=40) =2.67, p= 

 

Variables 

 Quality of life of caregivers 

   Level Chi-square value p-value 

Knowledge about 

child condition 

 

 

Poor  knowledge 

Good Knowledge 

 

 

2.495 

 

 

0.114 

Knowledge about 

rehabilitation 

 

Poor  knowledge 

Good Knowledge 

 

 

2.70 

 

 

0.10 

Availability of 

service 

 

 

Not available 

Available 

 

0.188 

 

0.665 

Barrier toward 

service 

 

 

Financial issue 

Lack of family 

support 

Others 

 

 

1.964 

 

 

 

0.374 

Financial support 

 

 

No support 

Moderate support 

Full support 

 

2.679 

 

0.262 

 Perceived Stress 

 

 

Always stressed 

Not stressed 

 

4.409 

 

0.036* 


2 
test, level of significance. p<0.05 
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0.262 (p>0.05). This shows there was no evidence to conclude association between 

financial support and QOL of caregivers was significant in this study (Table 4.12). 

Perceived Stress 

The tests for association between perceived stress and QOL of caregivers was χ2 
(1, N=40) 

=4.409, p= 0.03. This means the test was significant at 5% level of significance. 

Therefore, there was strong evidence to conclude the association between perceived stress 

and QOL of caregivers was significant in this study (Table 4.12). 

  



Page 55 of 75 
 

4.8 Association of QOL with selected variables in rehab group. 

Table 4.13 Logistic regression for QOL with selected variables of caregivers of 

children with CP in Rehab group 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Education of caregivers 

Primary caregivers who were illiterate had 7.33 (p= 0.005, 95% CI: 2.10-56.02) times 

poor QOL compare to primary caregiver who were literate (Table 4.13). 

Nature of child 

Primary caregivers of children with CP who had aggressive child had 11.00 (p= 0.050, 

95% CI: 1.00-120.4) times poor QOL than primary caregivers who had child they are 

helpful in all possibilities. Similarly Primary caregivers who had uncooperative child had 

Variable Level Quality of life of caregivers 

p value OR (95% CI) for 

EXP(B) 

Lower  Upper 

Education 

 

Illiterate 

Literate 

0.005* 7.33 

Reference 

2.10 56.02 

Nature of 

child 

 

Aggressive  

uncooperative 

Friendly  

Helpful within 

possibilities 

0.050 

0.025 

0.071 

0.056 

11.00 

9.00 

6.0 

Reference 

1.005 

1.325 

0.85 

120.43 

61.13 

41.90 

Knowledge 

about child 

condition 

 

 

Poor  knowledge 

Good Knowledge  

 

<0.001 

 

15.55 

Reference 

 

3.13 

 

77.18 

Financial 

support 

  

 

Not at all 

Moderate support 

 

0.051 

 

5.200 

Reference 

 

0.99 

 

27.22 

Binary logistic regression*Level of significance p<0 .05 
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9 (p= 0.025, 95% CI: 1.32-61.13) times poor QOL than primary caregivers who had child 

helpful in nature in all possibilities (Table 4.13). 

Knowledge about child condition 

Viewing knowledge about child health, primary caregivers who had poor knowledge had 

15.55 (p< 0.001, 95% CI: 3.13-77.18) times poor QOL than primary caregivers of children 

with CP who have good knowledge about condition (Table 4.13).   

Financial support 

Logistic regression result on financial support shows, primary caregivers who are not 

receiving any type of financial support had 5.20 (p= 0.051, 95% CI: 0.99-22.2) times poor 

QOL than primary caregivers who receive different type of financial support (Table 4.13).  

4.9 Association of QOL with selected variables in non-rehab group. 

Table 4.14 Logistic regression for QOL with selected variables of caregivers of 

children with CP in Non-Rehab group 

Table 4.14 presents logistic regression for QOL with perceived stress by primary 

caregivers of children with CP. While analysis perceived stress found to be associated 

with QOL of caregivers in non-rehab group. Primary caregivers of children with CP who 

are always stressed had 5.53 (p= 0.048, 95% CI: 1.01-30.25) times poor quality of life 

than primary caregivers who are not stressed.  

Variable Level Quality of life of caregivers 

P value OR (95% CI) for EXP(B) 

Lower Upper 

Perceived Stress 

  

 

Always stressed 

Not stressed 

 

 

0.048 

 

5.53 

Reference 

 

1.014 

 

30.25 

Binary logistic regression*Level of significance p< 0.05 
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The purpose of this study was to determine the quality of life and factors associated with 

QOL among primary caregivers of children with CP living in Sarlahi and Rautahat 

districts of Nepal. Majority of primary caregivers in rehab groups (76.8%) were from 

Rauthat district whereas majority of caregivers and in non-rehab group were from Sarlahi 

district (85%). Young women are especially responsible for caring children. This study 

shows that median age of primary caregivers was 34 years, and there was little difference 

in median age of caregivers in rehab (32.5 years) and non-rehab group (35 years). Rehab 

group caregivers were younger than non-rehab group. This study also found, majority of 

caregivers were female that is 86.5%. This result also shows difference in gender of 

caregiver in rehab and non-rehab group. The result of this study found that, relatively 

younger age females were mostly involved in the process of caring children with CP.   

This result is supported by Dambi et al., (2015) caregivers of children with CP relatively 

younger with mean age of 30 years and female were most involved as caregiver. Chiluba, 

& Moyo (2017) result shows that median age of primary caregivers was 33.6 years, and 

dominant young age people are less involved as primary caregiver, though they provide 

support and assistance in caring process. Ones et al. (2005) revealed that women have 

more responsibility in raising children and caring children with disabilities. Different 

studies have reported that majority of caregivers had low education status and were house 

wife (Neves et al., 2015; Ahmadizadeh et al., 2015).  This study also support same fact, 

that majority of primary caregivers were illiterate (74%) and 64.6 % were housewife. This 

study found that, among 96 participants, 74% were mothers who were involved as primary 

caregivers of children with CP and there was no significant difference between 2 groups. 

Similarly other study revealed that all other family members are involved in support 

caring, but mother is specially engaged as a primary caregiver of children with disabilities 

(Ones et al., 2005). Majority of primary caregivers family annual income was low and 

only 9.4% had annual income above 150000 and there was no significant difference 

between annual incomes in 2 groups. This finding is also supported by several researchers, 

children with CP and their caregivers had low socio-economic condition, as parents of 

CHAPTER  V:                                                                    DISCUSSION                                                                   
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children with CP were less involved in full time job and have less income (Brehaut et al. 

2004; Dambi et al., 2015). 

Many study on QOL of primary caregivers shows that, QOL of caregivers is significantly 

lower than caregivers of normal child (Ones et al., 2005; Ahmadizadeh et al., 2015). The 

result of this study is consistent with other research, among all respondents (n=96), 

majority of caregivers had poor QOL (78.10%) and reason of low QOL was poor score in 

environmental domain (98.40%), 81.20% primary caregivers had low score in social 

participation domain and 76% had poor psychological aspect. The result of Neves, 

Pietrovski, & Claudino (2015) showed that, environment domain present lower score of 

50.63% significantly differ from other domain. Caregivers of children with CP often have 

imbalance between social needs and demand of care. Caring the child with disability 

throughout the day limits the social participation (Eker & Tüzün, 2004).   Therefore, many 

primary caregivers may experience several psycho-social problems (Basaran et al., 2013). 

Caring children with CP throughout day affect psychological aspect of caregivers and 

have more negative feeling and also feeling of loneliness. Similar result was found by 

different researcher Raina et al. (2005); Laurvick et al., (2006), they reported that 

psychological health of caregiver is strongly influenced by demand of the care required by 

the child.  

The result of this study found that, there was no statistically significant difference between 

overall QOL of primary caregivers in rehab group and non-rehab group that is mean score 

of rehab group was 80.05±12.08 and non-rehab group was 78.00 ±12.45. Both groups had 

poor QOL and rehabilitation service does not have any effects on QOL caregivers.  This 

finding is also supported by Prudente et al. (2010), rehabilitation service does not 

significantly influence overall quality of life of caregivers, some improvement is seen only 

in pain domain of caregivers and GMFCS level of children with CP. Zuurmond et al. 

(2015) mentioned that rehabilitation program is only focused in children with disabilities, 

it does not have any impact on quality of life of caregivers. Caregivers received enough 

support from their immediate family but are unhappy from the support they received from 

health professions (Kilonzo, 2004). Yeowell et al. (2016) also reported that rehabilitation 

have no significant effect on the caregivers’ psychological aspect. 
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Over viewing the result of study domain wise, there was significant difference between 

mean score of social participation in rehab and non-rehab group. Caregivers of rehab 

group have more opportunity for social participation than non-rehab group. Similar result 

was  revealed by Kilonzo, (2004), caregivers who are involved in CBR program, had good 

QOL as social participation of caregiver can be increased by providing support service 

such as counseling, support group service through rehabilitation. Comans, Currin, Brauer, 

& Haines (2011) found similar result, rehabilitation service improve participation of 

people with disabilities as well as participation of caregivers. 

QOL of caregivers is always associated with different factors. In this study, 74% 

caregivers were illiterate and 26% caregivers were literate. There was statistical difference 

in education level in two groups. In rehab group 64.34% were illiterate and in non-rehab 

group 87.5% were illiterate.  The result of this study found that, poor QOL of primary 

caregivers was associated with education level of caregivers only in rehab group. This 

result is also supported by Gutierrez-Angel., Martinez-Juarez, Hernandez-Vanegas, & 

Crail-Melendez (2018) more year of education of caregivers was associated with better 

QOL in primary caregivers with epilepsy. There was no association between education 

and QOL in non-rehab group. Ahmadizadeh et al. (2015) found that, education status of 

caregivers is not associated with QOL of caregivers.   

Most of children in this study were diagnosed with GMFCS level II (39.6%), III (21.9%) 

and IV (28.1%). There was significant difference between GMFCS level in rehab and non-

rehab group. The specific characteristic of child like GMFSC level was found to be 

associated with QOL in non-rehab group. This study reported, majority of caregiver in 

non-rehab group have poor QOL due to increase in severity of child condition. This result 

is supported by Shirmard et al. (2017) level of disability in children was correlated with 

parental stress, which directly lower QOL of caregivers. Tuna et al. (2004) mentioned that 

severity of the disability and functional level of child measured by GMFCS had no impact 

on the health of the biological mother but it lower overall score of the QOL of caregiver. 

Dehghan et al. (2016) reported that mother having children with good motor function have 

higher level of QOL. In rehab group, GMFCS was not associated with QOL of caregivers. 

Ones et al. (2005) concluded that there is lack of correlation between GMFCS and QOL of 

mother as most of children were diagnosed with GMFCS 3rd and 4th level. 
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Among 96 caregivers, 26% caregivers were having aggressive child and 28.1% caregivers 

were having uncooperative child. Nature of child was found to be associated with poor 

QOL in rehab group. Primary caregivers of children with CP who had aggressive and 

uncooperative child have poor QOL than primary caregivers who had child helpful in 

nature in all possibilities. Gutierrez-Angel et al. (2018) reported that aggressive and 

uncooperative behaviour was clearly associated with lower QOL and increased level of 

burden in caregivers. Ahmadizadeh et al. (2015) mentioned that CP children are more 

aggression in nature compare to normal child, aggression nature of child lower QOL of 

caregivers. 

In this study, 83.3 % caregivers had poor knowledge among 96 respondents. There was 

statistical difference between knowledge in rehab and non-rehab group. Caregivers in 

rehab group (23.2%) had good knowledge than non-rehab group (7.5%). This finding is 

supported by Dambi et al. (2017); Reinhard et al. (2018) rehab counseling, education 

workshop organized through rehabilitation service increase caregiver’s knowledge about 

child condition.  The result of this study revealed knowledge about child condition is 

associated with QOL in rehab group. Primary caregivers who had poor knowledge had 

poor QOL than the primary caregivers of children with CP who had good knowledge 

about condition in rehab group. Okurowska-Zawada et al. (2011); Reinhard et al. (2018) 

reported similar result; due to inadequate knowledge about disease and knowledge to 

deliver proper care, caregivers had increases in financial pressure that ultimately lower 

QOL of caregivers.  Basic knowledge about child health helps caregivers to make decision 

and solves problem associate with care giving. 

In this study result, 35.4% caregivers were not having any financial support. There was 

significant difference between caregivers in the two groups regarding financial support. 

60% of caregivers in rehab group were receiving some financial support and it was less 

than non-rehab group. In non-rehab group, severity of disability was more and Hanass-

Hancock & McKenzie (2017) mentioned based on severity social grant is provide by 

government. In rehab group financial support was strongly associated with poor QOL of 

caregivers in this study. In rehab group, primary caregivers who were not receiving any 

type of financial support have poor QOL than primary caregivers who receive different 

type of financial support from different organization.  Similar result were found in study of 

Vellone, Piras, Venturini, Alvaro  & Cohen (2011); Zacharopoulou, Zacharopoulou & 
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Lazakidou (2015) low income is associated with worst QOL, while the financial support 

from government and assistance from another person relieve caregivers and thus improve 

QOL. 

The finding of this study shows, 58.3% caregivers were always stressed and 41.7% of 

caregivers did not perceive stress in providing care to child. Yuen Shan Leung & Wai Ping 

Li-Tsang (2003) reported parents of children with severe disability experience higher level 

of stress. Assessing statistically, there was statistical difference between perceived stresses 

by caregivers in 2 groups. Caregivers in rehab group perceived more stress than non-rehab 

group. Rehabilitation is the cornerstone of treatment in CP, and for effective management 

parents cooperation is required. However, rehabilitation may place additional burdens on 

caregivers (Yeowell et al., 2016). Perceived stress was associated with poor QOL in non-

rehab group. Caregivers of children with CP who were always stressed have poor quality 

of life than primary caregivers who are not stressed. Poley et al. (2012) reported, stress in 

caregiver was not associated with functioning of child but also associated with nature of 

family and social support. The result of this study is supported by Borzoo et al. (2011), 

caregiver of children with CP had more psychological stress compared to caregiver of 

normal child. Lima et al. (2016) also reported caregivers of children with CP perceive 

poor health and had symptoms of depression and more stress that diminished QOL of 

caregivers.  
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5.1 Limitation of study 

 First limitation of study was inability to randomly select primary caregivers 

 Inability to match the characteristic of caregivers in rehab and non-rehab group, 

both groups is not totally homogenous; majority of respondents in rehab group 

were from Rautahat district, education level of caregivers was different. 

 Details information on overall QOL is not noted in this study, as this study was 

done through quantitative method.  

 This study found that female caregivers were not comfortable to talk on family 

relationship matter directly. 

 The study was done through community visit, therefore only 96 respondents were 

interviewed. 

 Lack of time and resources. 
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6.1 Conclusion 

According to research objective, it was determined that majority of primary caregivers 

were mother and had poor QOL and there was no significant difference between QOL in 

of caregivers in Rehab and Non-rehab group as QOL of caregivers in neglected area for 

rehab professional. Majority of rehab group caregivers had good knowledge, less financial 

support, and more perceived stress than non-rehab group. 

Based on overall result of QOL in this study, the major factors associated with poor QOL 

of caregivers of children with CP are education level of caregivers, GMFCS level of child, 

nature of child, knowledge about child condition, financial support and perceived stress. 

Illiteracy, uncooperative and aggressive nature of child, poor knowledge about child 

condition, and low financial supports are main factors associated with poor QOL of 

caregivers in rehab group. Similarly, severity of child disability and more perceived stress 

are most predominating factor that is associated with QOL of primary caregivers in 

children with CP in non-rehab group. Information about caregivers' QOL and its 

associated factors is important in order to identify and address modifiable factors. QOL of 

caregivers must be focused by rehab professionals to achieve adequate functional outcome 

in children with CP as proper rehabilitation and habilitation of children with CP depends 

of care and support received from caregivers.  
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6.2 Recommendation 

Like other country, CP is one of major cause of disability seen in children in Nepal, but till 

prevalence CP is not studied. Further study is recommended to study the prevalence of CP 

in Nepal. The study also recommended to-do longitudinal study, to see impact of 

rehabilitation service on QOL of life of primary caregivers. The study also recommended 

to-do qualitative study, to know in details about factors associated with QOL of 

caregivers. When primary caregivers had poor QOL, caregivers cannot provide 

appropriate and sufficient care to child, thus child functional level may more affected, 

resulting in increased in functional limitation in child. Home therapy is important part of 

rehabilitation of children with CP, until we focus on caregivers, we cannot ensure proper 

home therapy. Therefore, this study recommended for rehab professional to focus on QOL 

of caregivers and design treatment protocol for children with CP focusing on caregiver 

that is caregiver centered approach. 

Perceived stress affect QOL of caregivers in non-rehab-group. Therefore awareness 

program should be designed for those caregivers who have discontinued rehab service. 

Proper awareness and knowledge about child condition is important for management of 

children with CP. 
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Appendix-A: Informed consent form in Nepali 

;'rgf / ;xdlt kmf/d 

g]kfnsf] ;nf{xL / /f}tx6 lhNnfdf a;f]af; ug]{ dl:tis kIf3ft ePsf] aRrfx?sf] k|d'v 

x]/rfxstf{sf] hLjgsf] u'0f:t/ / To; ;DalGwt sf/sx? 

gd:sf/, 
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kIf3ft ePsf] aRrfx?sf] k|d'v x]/rfxstf{sf] hLjgsf] u'0f:t/  / To; ;DalGwt sf/sx?” df 

;xefuL x'g cg'/f]w ub}5'.                                                                                                                                                     

of] cg';Gwfgsf] d'Vo pb]Zfo dl:tis kIf3ft -;L.kL_ ePsf] aRrfx?sf] k|d'v x]/rfxstf{sf] hLjgsf] 

u'0f:t/ s:tf]] 5 , ;fy}  tkfO{ a:g] ;d'bfosf] ;+:s[lt / d"No k|0ffnLsf] ;Gbe{df tkfO{ sf] hLjgsf] 

u'0f:t/ ;+u s'g s'g sf/sx? ;DalGwt 5 / s'g sf/sx? tkfO{sf] hLjgsf] u'0f:t/nfO{ c;/ kf/]sf] 

5 eg]/ kTtf nufpg] xf] . olb tkfO{, of] cWoogdf efu lng'x'G5 eg], tkfO{nfO{ s]lx k|Zgx? ;f]lwg]5 

;fy} tkfO{sf] aRrfsf] ;d:of lj:tf/df a'emgsf] nflu tkfO{sf] aRrfnfO{ x]l/g]5 / hfrF klg ul/g]5 . 

of] cg';Gwfg tkfO{sf] nflu nfebfoL x'g]5, lsgls o;n] tkfO{n] ;fdgf u/]sf ;d:ofx? kTtf 

nufpg] ;fy} ;dfwfg ug{ sfd lt/ ;xof]u ug]{]5 . tkfO{ cfkmgf] k'/f OR5fn] of] cWoogdf ;xefuL 

x'g'xf]; eGg] d rfxg5' . s[kof hjfkmx? oyfy{df lbg]\ k|of; ug{'xf]nf . olb tkfO{nfO{ k|Zgsf] hjfkm 

lbg c;xh x'g5 eg], tkfO{ hjfkm glbg of /å ug{ ;sg'x'G5 ;fy} cWoogsf] ;dodf s'g} klg 

;d:of  cfO{k/]df cWoogdf af6 x6\g] k'/} :jtGq  /Xg'x'g]5 . 

tkfO{n] lbg'ePsf] hfgsf/Lx? cWoog k|of]hgsf] nflu Dffq k|of]u ul/g]5, tkfO{nfO{ lrGg ;Sg] 

hfgsf/Lx? st} v'nf;f jf k|sflzt x'g]5}g. olb tkfO{;Fu cg';Gwfg / k|Zgjln ;DaGwL s'g} klg k|Zg 

5 eg] tkfO{ cg';Gwfgstf{nfO{ ;f]Wg ;Sg'x'G5 . o; cWoogdf tkfO{n] lbg'ePsf] ;xdltn] hfgsf/Lx? 

k|of]u ug{ cg';Gwfgstf{nfO{  cg'dlt lbG5 / of] cg';Gwfgsf] nflu clgjfo{ 5 . 

d}n] dflysf] ;a} hfgsf/L /fd|/L k9]F / of] cg';Gwfgdf cfkmgf] OR5fn] ;xefuL ePsf] 5' . d ;a}  

k|Zgx?sf] ;Gt'i6 hjfkm lbg]5' . 

;xefuLsf] gfd : …………………..   ldlt : ………………….. 

;lx : ………………….. 

cgk9 ePdf: d ;xdlt kmf/dsf] ;lx k9fOsf] ;fIfL 5' / d JolStnfO{ k|Zg ;f]Wg] cg'dlt lbg5' .  

d k'li6 ub{5' ls o; JolStn] ;xdlt lbOPsf] 5 . 

;fIfLsf] gfd……………           ;lx: ……………              ldlt : …………………………. 
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Appendix-B: Informed consent form in English 

Consent Form to Participate in Research 

“Quality of Life and its Associated factors among Primary Caregivers of Children 

with Cerebral palsy living in Sarlahi and Rautahat districts of Nepal” 

Namaskar,   

I am Bina Pandit currently pursuing my Master`s in Rehabilitation science from 

Bangladesh Health Profession Institute, Dhaka University. I am conducting research under 

direct supervision of Dr. Kamal Ahmed. I request you to participate in my research study 

to find out the “Quality of life and its Associated Factors among Primary Caregivers 

of children with Cerebral palsy living in Sarlahi and Rautahat Districts of Nepal”.  

The purpose of this study is to identify QOL and factors associated with it and the main 

factors that you perceive affected your quality of life being as a main caregiver of children 

with Cerebral palsy in the context of the culture and value systems in which you live. If 

you participate in the research study, you will be asked few questions and the researcher 

will also observe your child to collect information about your child problem. The research 

will be directly beneficial for you, as it deals with acknowledgment of problems faced by 

you and will help to work towards solving the problems. I want you to participate in this 

study with your full desire. Please try to give true answers as much as possible. If you are 

uncomfortable to answer to any question, you can refuse or not give answer and even you 

will be having complete freedom to withdraw from study anytime during the interview.  

The information will be used for study purpose but the information that can identify you 

will not be disclosed or published. If you have any queries regarding the survey and 

questionnaire you may ask to the researcher. Agreeing to this study gives researcher 

permission to use the information given by you for study and it is mandatory for the 

research. 

I have read all the above information and agree to take part in this study. I will provide all 

answer to my satisfaction.  

Name of Participant__________________     

Signature of Participant ___________________ Date ___________________________ 

If illiterate  

I have witnessed of the accurate reading of the consent form and I allow an individual to 

ask a question. I confirm that the individual has given consent freely.  

       Name of witness____________   

Signature of witness    _____________Date ________________________ 

  

      Thumb print of participant 
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Appendix-C: Questionnaires  in Nepali 

k|ZgfjnL 

g]kfnsf] ;nf{xL / /f}tx6 lhNnfdf a;f]af; ug]{ dl:tis kIf3ft ePsf] aRrfx?sf] k|d'v 

x]/rfxstf{sf] hLjgsf] u'0f:t/  / To; ;DalGwt sf/sx?                                                                             

gd:t], d lagf k+l8t xfn 9fsf ljZjljwfno cGtu{t af+Unfb]z x]Ny k|f]km];G; OlG:6Ro'6df 

“k'g:yf{kgf lj1fg” ljifodf df:6;{ ub}5' . d of] cg';Gwfg d]/f] kf7os|dsf] efusf] ?kdf ;~rfng 

ub}5'. d]/f] cWoogsf] zLif{s “g]kfnsf] ;nf{xL / /f}tx6 lhNnfdf a;f]af;  ug]{  dl:tis kIf3ft 

ePsf] aRrfx?sf] k|d'v x]/rfxstf{sf] hLjgsf] u'0f:t/ / To; ;DalGwt sf/sx?” xf] . d]/f] of] 

cWoogsf] kl/0ffdn] dl:tis kIf3ft (;L.kL) ePsf] aRrfx?sf] pkrf/ of]hgfdf, aRrfx?sf] 

x]/rfxstf{nfO{ s]lG›t u/L pkrf/ of]hgf agfpg] / kl/jf/ s]lG›t pkrf/df hf]8lbg] 5 h;n] 

lglZrt ?kdf x]/rfxstf{sf] hLjgdf  u'0f:t/ a9fpg]5 .  

dl:tis kIf3ft (;L.kL) ePsf] aRrfx?sf] k|d'v x]/rfxstf{sf] hLjgsf] u'0f:t/ a'‰gnfO{ d}n] s]lx 

k|Zgx? tof/ kf/]sf] 5' .  of] ;a}  k|Zgx?  ;sfpg @)-@% ldg]6 nfUg] 5 . s[kof d]/f] of] cWoogdf 

tkfO{ ;xefuL eO{ k|Zgx?sf]  ;lx hjfkm, k|ZgfjnL df lbOPsf] pQ/ cg';f/ ul/lbg' xf]nf . 

;xefuL k|ZgfjnL 

k'j{-cGt{jftf{ 

cGt{jftf{ lng] Joltmsf]  gfd M  ……………..     

aRrfsf] gfd M  ……………..                                                        

:yfg:……………………..                      ldlt :……………………..                                                                              

;xefuL s|d ;+Vof :……………………. 

lg/Gt/ k'g:yf{kgf ;]jf:           kfPsf] 5           kfPsf] 5}g        -lk.cf. ;L af6 k|fKt hfgsf/L 

cg';f/ 
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s[kof pko'St pQ/df lrGx () nufpg'xf];\ . 

Effu !: ;fdflhs 8]df]u|flkms hfgsf/L  
k|d'v x]/rfxstf{sf] hfgsf/L  

!.  lhNnf        !.   ;nf{xL  

      @.   /f}tx6 

@ x]/rfxstf{sf] pd]/ ____________jif{ 

# ln+Ë       !.   k'?if 

      @.   Dflxnf 

$ kl/jf/sf] k|sf/       !.   ;fgf] kl/jf/ 

      @.   ;+o'St  kl/jf/ 

% j}jflxs l:ylt      !.    ljjflxs 

      @.  cljjflxs 

      #.    ljwjf  

      $.  tnfv ePsf] 

^ z}lIfs :t/         !.  cgk9 

       @.  k|fylds 

       #.  DffWolds 

       $. pRr ljwfno / dfly  

& Joj;fo        !.  a]/f]huf/ 

       @.  u[lx0fL 

       #.  s[lif 

       $. Jofkf/ 

       %. cGo (……………)  

* aRrfx?sf] ;+Vof        !.   ! 

       @.  @ 

       #.   # 

       $.  $ eGbf al9 

( aRrf ;Fusf] ;DaGw        !.   cfdf 

       @.   a'jf  

       #.   xh'/cfdf 

       $.  c? (……………..) 

!) jflif{s kl/jf/sf] cfdbfgL 

 

…………… 

!! s] tkfO{nfO{ s'g} :jf:Yo ;d:of 5 ?        !. 5 , k'/fgf] cj:yf 



 xii  
 

       @. 5 , e/v/sf] cj:yf  

       #. 5}g   

dl:tis kIf3ft (;L.kL) ePsf] aRrfsf] 8]df]u|flkms 8f6f 

!@ aRrfsf] pd]/ ………… jif{ 

!# aRrfsf] ln+Ë       !.  s]6f 

      @.  s]6L 

Effu @:  aRrfsf] cj:yf ;Fu ;DalGwt sf/sx? Dffly k|ZgfjnL 

cjnf]sg / lk.cf. ;L af6 k|fKt hfgsf/L  

!$ dl:tis kIf3ft (;L kL)sf] k|sf/       !.  :kfl:6s (spastic)  

      @.  c6fs\l;s  (Ataxic) 

      #.   Py]6f]O8\  (Athetoid) 

       $.   ldl>t (Mixed) 

!% aRrsf] lh.Pd.okm.l;.o; sf] :t/        !.  @  

      @.  #   

      #.   $ 

      $.   % 

!^ lg/Gt/ k'g:yf{kgf ;]jf:                  !.  kfPsf] 5 . 

      @. kfPsf] 5}g         

dl:tis kIff3ft ePsf] aRrfsf] :jefj, :jf:y cj:yf / ;xefuL dfly k|ZgjfnL 

:jefj 

!& tkfO{sf] aRrfsf] :jefj s:tf] 5 <       !.  l/;fxf . 

      @. eg]sf] s'/f gdfGg] .  

      #. ldng;f/ . 

      $. cfˆgf] l;ldt 3]/f leq ;xof]uL .   

 

aRrfsf] :jf:y sf] cj:yf 

!*  s] tkfO{sf] aRrfnfO{ c? klg  s'g} 

:jf:yo ;DaGwL ;d:of 5 ? 

      !.  nuftf/ la/fdL k5{ . 

      @.  Zjf;sf] ;d:of  . 

      #.  rkfpg / lgNg sl7gfO{ .  

      $.  5}g . 

!( tkfO{n] cfˆgf] aRrfnfO{ pkrf/sf] 

nflu slt k6s c:ktfn nug'ePsf] 

5 ? 

      !.   lgoldt ?kdf. . 

      @.  w]/}  k6s  . 

      #.  b'O{ k6s.  

      $.  Ps k6s. 
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aRrfsf] ;xefuL  

@)  s] tkfO{sf] aRrf c? aRrfx? ;Fu 

v]N5 < 

      !.  gfO,{ pm c? ;Fu v]Ng ;Sb}g . 

      @. gfO,{ c? aRrfx? pm ;Fu v]Ng ?rfpb}g  .  

      #. xf,] t/ 3/ leq dfq . 

      $. xf,] pm c? aRrfx? ;Fu v]N5 .   

@! s] tkfO{sf] aRrf :s'n hfG5 ?       !.  hfb}g,  pm k9\g ;Sb}g . 

      @. hfb}g , oFxf s'g} :k]zn :s'n 5}g .  

      #.  hfb}g,  p;nfO{ :s'ndf e{gf lnb}g . 

      $.  hfG5 , pm ……sIff  k9\5 .   

 efu #: x]/rfxstf{ ;Fu ;DalGwt sf/sx? Dffly k|ZgfjnL 

aRrfsf] :jf:Yo ;d:of / k'g:yf{kgf ;]jf af/] 1fg 

@@ s] tkfO{nfO{ cfˆgf] aRrfsf] 

;d:of af/] yfxf 5 ? 

      !.  5}g . 

      @.  5 ,pm ckfË xf] . 

      #. 5 , p;sf] sd/ / df+zk]zL df sdhf]/L 5 . 

      $.  5 ,pm dl:tis kIf3ft (;L.kL) ePsf] aRrf 

xf] .  
@# s] tkfO{nfO{ nfU5 k'g:yf{kgf 

;]jfn] tkfO{sf] aRrfsf] cj:yf 

;'wf/ ug{ dbt u5{ < 

       !.   xf]Og\ , of] hGd] b]lv g} ePsf]n] ,s]lxn] klg 

dbt ug{  ;Sb}g . 

       @. dnfO{ yfxf 5}g\ , k'g:yf{kgf ;]jfsf] af/]df  

      #.  xf,] dfG5]x?n] y]/fkLn] sfd u5{ eG5g\, To;}n] 

d  klg u/fp5'f. 

       $. xf,]  y]/fkL kl5 s]lx ;'wf/ b]lvPsf] 5 . 

;]jfsf] pknAwtf 

@$  s] k'g:yf{kgf ;]jf / cGo :jf:yo 

;DaGwL ;]jf tkfO{sf nflu ;lhn} 

pknAw 5 < 

.       !. 5}g. 

      @. 5 , t/ slxn] sflx . 

      #. 5 , t/ :jf:Yo ;]jf dfq . 

      $. 5 , ;a} ;]jf ;lhn} pknAw 5  . 

@% k'g:yf{kgf ;]jfdf k'Ug tkfO{sf] 

d'Vo jfwf s] xf] < 

 

       !. s'g} afwf 5}g , y]/fkL ;]jfn] d]/f] aRrfsf] 

cj:yf df ;'wf/ u5{ eGg] s'/fdf d lglZrt 5}g. 

      @. cfly{s ;d:of . 

      #. kl/jf/af6 ;xof]u sf] sdLn]  . 

      $.  cGo ………………   

      %.  s'g} Jffwf 5}g . 

 

 

 

 

mailto:#.@:;]jfsf


 xiv  
 

cfly{s ;xof]u  

!= k6Ss} gfO{   @= clnslt,    #= l7Ss,   $= w]/} h:tf],   %++= k"/} 

  k6Ss} 

gfO{ 

clnslt l7Ss w]/} 

h:tf] 

k"/} 

@^ cfly{s ?kdf  s] tkfO{sf] kl/jf/n] 

tkfO{sf] /  tkfO{sf] aRrfsf] pkrf/ 

;lxtsf] ;a} cfjZostf k'/f u5{ < 

     

@&  tkfO{n] cfˆgf] aRrfsf] pkrf/ / 

x]/rfxsf] nflu ;/sf/ / ;+:yf af6 s'g} 

klg cfly{s ;xof]u k|fKt ub{ x'g'x'G5 < 

     

x]/rfxstf{sf] tgfj af/]df k|Zgx? 

!++= ;w}, @= w]/} h;f]    #= slxn] sflx , $= clnslt, %= k6Ss} gfO{ 

  ;w} w]/} 

h;f]     

slxn] 

sflx 

clnslt k6Ss} 

gfO{ 

@* s] tkfO{ cfˆgf] sfd / lhd]jf/Lx?n] ubf{ 

k|fo ylst / tgfj dx;'; ug{'x'G5 < 

     

@(  s] tkfO{sf] kl/jf/sf] lardf 

x]/ljrf/sf] lg0f{onfO{ lnP/ s'g} ljjfb 

5 < 

     

#) s] tkfO{nfO{ cfˆgf] aRrfsf] x]/ljrf/ 

ug]{ s'/fdf cfTdljZjf;sf] sdL ePsf] 

dx;'; x'G5 < 

     

#! s] tkfO{nfO{ cfˆgf] aRrfsf] eljiodf 

rflxg] x]/rfx dfly lrGtf 5 < 

     

efu $: x]/rfxstf{sf] hLjgsf] u'0f:t/  af/]df k|Zgx? 

  :jf:Yo 8f]d]g 

!++= cTolws dfqf @= w]/} 5    #=7LSs} 5, $= clnslt 5, %= k6Ss} 5}g  

  cTolw

s dfqf 

w]/} 5 7LSs} 

5 

clnsl

t 5 

k6Ss} 

5}g 

#@ s] tkfO{sf] :jf:Yo ;d:ofn] tkfO{sf] b}lgs 

hLjgdf x:tIf]k u/]sf] 5 < 

     

## s] tkfO{nfO{ nfU5 ls aRrfsf] cj:yfn] 

tkfO{sf] :jf:Yodf c;/ kf/]sf] 5 < 

     

#$ tkfO{nfO{ cfˆgf] b}lgs hLjgsf] sfo{df  

sltsf]]  cf}iflw pkrf/sf] cfjZostf 5 < 
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   != k6Ss} 5}g\     @= clnslt 5,   #=7LSs} 5,    $= w]/} 5    %++= cTolws dfqf df 

  k6Ss} 

5}g\ 

clnslt 

5 

7LSs} 

5 

w]/} 

5 

cTolw

s dfqf 

df  

#% k|d'v x]/rfxstf{sf] ?kdf tkfO{ ;Fu b}lgs 

hLjgsf] nflu kof{Kt tfut 5 < 

     

#^  s] tkfO{n] /ftL kof{Kt lgG›f kfpg'x'G5 <      

!= ;fx|} v/fa,   @= g/fd|f],   #= l7s 5   $=/fd|f],     %= w]/} /fd|f] 

 

 dgf]lj1fg 8f]d]g  

  != k"/} nfU5 ,   @= w]/} h:tf],   #= l7Ss,    $= clnslt %++= k6Ss} nfUb}g 

  k"/}{ 

nfU5 

w]/} 

h:tf],    

l7Ss,    clnslt  k6Ss} 

nfUb}g 

#* s] tkfO{nfO{ cfˆgf] lhDd]jf/Lx? jf 

x]/ljrf/ sf] dfu df km;]sf] h:tf] 

nfU5 < 

     

#(  s] of] aRrfsf] x]/ljrf/ tkfO{sf] dfq 

lhDd]jf/L xf] h:tf] nfU5 < 

     

   != k6Ss} gfO{   @= clnslt,    #= l7Ss,   $= w]/} h:t,   %++= k"/} 
  k6Ss} 

gfO{ 

Clnsl

t 

l7Ss w]/} 

h:tf] 

k"/} 

$) tkfO{nfO{ slt sf] nfU5 , ls tkfOsf] 

hLjg cy{k"0f{ 5 < 

     

$! s] tkfO{nfO{ nfU5 , tkfO{ cfˆgf]  

aRrfsf] x]/ljrf/ ;+u} c? ;Dk"0f{ 

lhDd]jf/Lx? ldnfpg ;Ifd x'g'x'G5< 

     

$@ cfˆgf] ;a} lhDd]jf/Lsf] ;fydf s] 

tkfO{n] cfˆgf] sfd dfly Wofg lbg ;Sg' 

ePsf] 5< 

     

 

 

 

  

 

;fx|} 

g/fd|f] 

g/fd|f] l7s 

5 

/fd|f] w]/} /fd|f] 

#& tkfO{ cfˆgf] :jf:Yo nfO{ s;/L d'NofÍg ug'{ 

x'G5 < 
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!= ;fx|} c;Gt'i6,  @= c;Gt'i6,    #= l7Ss,   $= ;Gt'i6   %++= ;fx|} ;Gt'i6 

 

 

 ;fx|} 

c;Gt'i6 

c;Gt'i6 l7s ;Gt'i6 ;fx|} 

;Gt'i6 

$#  s] tkfO{ cfˆgf] hLjgsf] cj:yfaf6 

;Gt'i6 x'g'x'G5 <   

     

 != k6Ss}  nfUb}g  @= clnslt lbG5 #=7LSs} lbG5,    $= w]/}  lbG5    %++= cTolws dfqf df 

lbG5 

  k6Ss} 

nfUb}g   

clnslt 

lbG5 

7LSs} 

lbG5 

w]/} 

lbG5 

cTolws 

dfqf df 

lbG5 

$$ s] aRrfsf] x]/rfxn] tkfO{nfO{ w/} 

;Gt'li6 lbG5 < 

     

  kfl/jfl/s ;DaGw 

!= k6Ss}  nfUb}g  @= clnslt    #=7LSs}   ,    $= w]/}         %++= k"/} 
  k6Ss} 

gfO{ 

clnslt l7Ss w]/}] k"/} 

$% s] tkfO{n] cfˆgf] cfjZostf ;fy} 

aRrfsf] x]/rfxdf cfˆgf] kl/jf/af6 

kof{Kt ;xof]u kfpg' x'G5 <   

     

$^ s] tkfO{ cfˆgf] kfl/jf/;Fu sf] ;DaGw 

af6 ;Gt'i6 x'g'x'G5 <   

     

$& tkfO{n] w]/} ;do aRrfsf] x]/ljrf/df 

ljtfpFbf, s] tkfO{ cfkm'nfO{ kl/jf/sf] 

dxTjk"0f{ ;b:osf] ?kdf dfGg' x'G5 < 

(x]/rfxstf{ dfq|}  xf]Og\)? 

     

  

;fdflhs ;xeflutf 

!= k6Ss} 5}g\     @= clnslt 5,   #=7LSs} 5,    $= w]/} 5    %++= cTolws dfqf df 

  k6Ss} 

5}g\ 

clnslt 

5 

7LSs} 

5 

w]/} 5 cTolws 

dfqf df 

5 

$* tkfO{sf] ;a} lhd]jf/L afx]s  sltsf] 

dfqfdf tkfO{n] cGo ls|ofsnfksf]  

nflu ug]{ df}sf kfpg' x'G5< 

     

$( s] tkfO{nfO{ cfˆgf] aRrf;Fu ofqf ug{ 

;lhnf] nfU5 < 
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%) tkfO{n] cfˆgf] gft]bf/sf] 7fpFdf 3'Dg 

sltsf] d}fsf kfpg'x'G5 < 

     

!= k6Ss} gfO{   @= clnslt,    #= l7Ss,   $= w]/} h:tf],   %++= k"/} 
  k6Ss} 

gfO{ 

clnslt l7Ss w]/} 

h:tf] 

k"/} 

%! tkfO{n] cfˆgf] ;fdflhs hLjgdf s'g}  

/fd|f] kl/jt{g b]Vg' ePsf] 5 < 

     

jftfj/0f 8f]d]g  

!= k6Ss} gfO{   @= clnslt,    #= l7Ss,   $= w]/} h:tf],   %++= k"/} 
  k6Ss} 

gfO{ 

clnslt l7Ss w]/} 

h:tf] 

k"/} 

%@ tkfO{n] cfˆgf] b}lgs hLjgdf sltsf] 

;'/lIft dx;'; ug'{ ePsf] 5< 

     

%# tkfO{n] cfˆgf] b}lgs hLjgdf rflxg} ;a} 

hfgsf/L kfpg' x'G5 < 

     

%$ tkfO{;Fu cfˆgf] cfjZostfx? k'/f ug{ 

kof{Kt k};f 5< 

     

!= cTolws, @= k|fo #= l7Ss,  $= clnslt,   %= k6Ss} 5}g\ 
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Appendix-D: Questionnaires in English 

QUESTIONNAIRE 

SURVEY ON 

Quality of Life and its Associated Factors among Primary Caregivers of Children 

with Cerebral palsy living in Sarlahi and Rautahat Districts of Nepal 

 Namaste, I am Bina Pandit currently enrolled at Bangladesh Health Professions Institute 

under the Dhaka University for a course of master`s in Rehabilitation Science. I am 

conducting this research as a part of my course. The title of my study is “Quality of Life 

and its Associated Factors among Primary Caregivers of Children with Cerebral palsy 

living in Sarlahi and Rautahat districts of Nepal”. The result of my study will guide a 

treatment plan of children with CP focusing on their caregiver and also emphasize to 

practice on family center care that will definitely enhance quality of life of caregiver. 

To assess the quality of life of primary caregivers of children with CP, I have prepared few 

questionnaires. It will take around 20-25 minutes to complete the entire questionnaire. I 

kindly request your participation in this study and answer truly according to given 

statement of questions. 

PARTICIPANT QUESTIONNAIRE 

Pre-interview 

Name of Interviewer…………………….     

Name of child……………………..                                  

Location………………………..                                      Date ……………………. 

Participant Serial Number:………………… 

Continue Rehabilitation service:     Yes        No      (On basis of Information obtained from 

PRC). 
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Please put tick mark () in appropriate answer 

Part I: Socio-Demographic Information  

Primary caregiver information 

1. District        1. Sarlahi 

       2. Rautahat 

2. Age of caregiver:    ____________Years 

3. Gender  

 

       1. Male 

       2. Female 

4. Type of family        1.Small family 

       2. Joint Family 

5. Marital status:                   1.Married 

       2. Single 

       3. Widow 

       4. Divorced 

6 Educational level:            1.Illitrate 

       2.Primary 

       3. Secondary 

       4. High school and Above 

7 Occupation:               1.Unemployed 

       2.Housewife 

       3. Agriculture 

       4. Business 

       5. Others (…………………..) 

8 Number of children:          1.  1 

       2.  2 

       3.  3 

       4.  4 and above 

9 Relationship to child:        1. Mother 

       2. Father 

       3. Grandmother  

       4. Others (______________) 

10 Annual Family Income: __________________ 

11 Do you have any Health 

Problem? 

       1. Yes, Chronic Condition 

       2. Yes, Acute condition 

       3. No    
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Demographic data of child with CP 

12 Age of Child    ______________Years 

13 Gender of Child          1. Male 

       2. Female 

Part II:  Questionnaire on Factors associated with Child condition  

  On observation/ Information obtained from PRC. 

14 Type of CP:         1. Spastic 

      2. Ataxic 

      3. Athetoid 

      4.Mixed 

15 GMFCS level of child:        1. II 

      2. III 

      3. IV 

      4. V 

16 Continue Rehabilitation 

service 

      1. Yes 

      2. No 

  Questionnaire on nature, health condition, and participation of child with CP. 

Nature: 

17 How is the nature of your 

child? 

       1. Aggressive 

       2. uncooperative 

       3. Friendly 

       4. Helpful within his/her possibilities. 

Health condition of child 

 

18 

Does your child have any other 

health related Problem? 

       1. Frequent Illness 

       2. Breathing Problem 

       3. Chewing and Swallowing difficulty 

       4. No 

19 How many times have you 

taken your child to any hospital 

for treatment? 

 

       1. On a regular basis      

       2. Many times 

       3. Twice 

       4. Once 

 Participation of child 

20  Does your child play with other 

children? 

       1.  No, he/she can not play with others. 

       2.  No, other children doesnot like to 

play with him/her 

       3.  Yes, but inside home only 

       4.  Yes, he/ she play with other 

children. 
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21 Does your child go to school? 

 

 

 

       1. No. He /She cannot study 

       2. No. there is no special school 

       3. No. school does not take admission 

for him/her 

       4. Yes, He / She studies in 

………...class 

Part III:  Questionnaire on Factors associated with caregivers 

Knowledge about the condition of child and rehabilitation 

22 Are you known about your 

child problem? 

 

       1.     No 

       2.     Yes. He/she is Disable 

       3.  Yes. He/she having trunk and muscle  

weakness 

       4.   Yes. He/she is Cerebral palsy child 

23 Do you think rehabilitation 

service helps to improve your   

child condition? 

       1.    No, it`s by birth so, nothing can help 

him/her  

       2.    I don know, everyone refer him/her  

for therapy 

       3.  Yes. People say therapy work, so I do 

       4. Yes. Some improvement is seen after 

therapy 

 Availability of service: 

24 Is rehabilitation service and 

other health related service is 

easily available for you? 

       1.     No 

       2.     Yes, but very rarely 

       3.  Yes, but only health service.       

       4.   Yes. All service easily available for 

me. 

25 What is a main barrier you 

face to reach rehabilitation 

service? 

       1.  No Barrier, I am not sure that actually 

therapy  service can improve my child 

condition 

       2.   Financial issue   

       3.   Lack of support from family. 

       4.   Others (______________) 

       5.   No barrier. 
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 Financial support: 

1= Not at all, 2= A little, 3= A moderate amount, 4=Mostly, 5 = fully  

  

N
o
t 

at
 a

ll
 

A
 l

it
tl

e 

M
o
d
er

at
el

y
 

M
o
st

ly
 

F
u
ll

y
 

26 Financially, does your family fulfill all yours 

and your child need including treatment? 

     

27  Are you getting any financial support from 

the government/ organization for the 

treatment or care of your child? 

     

Questionnaire on caregiver stress: 

1= Always, 2= Very Often, 3= quite often, 4= A little, 5 Not at all. 
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28 Do you often feel tired and stress of your work 

and all your responsibilities? 

     

29 Are you having any conflicts within your 

family over care decisions? 

     

30 Do you have feel lack of confidence in your 

ability to provide care to your child? 
     

31 Do you have concerns regarding the future care 

needs of your child? 

     

Part IV: Questionnaire on QOL of caregiver: 

Health domain  

1= An extreme amount, 2= Very Much, 3= A moderate amount, 4= A little, 5 =Not at 

all. 

S.N  
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32 Does your health problem interfere with 

your work of daily living? 

     

33 Do you feel that your child condition has 

affected your health? 
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34 How much do you need any medical 

treatment to function in your daily life? 

     

   1= Not at all, 2= A little, 3= A moderate amount, 4= very Much, 5 an extreme 

amount 
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35 As primary caregiver do you feel you have 

enough energy for everyday life? 

     

36 Do you get enough sleep at night?      

1= Very poor, 2= poor, 3= neither poor nor Good, 4= Good, 5= Very good 
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37 How do you rate your health?      

Psychology domain 

1= completely, 2 = Mostly, 3= A moderately amount, 4= A little, 5=Not at all 
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38 Do you have feelings of being trapped by 

the responsibilities or demands of care? 

     

39 Do you think that caring this child is only 

your responsibility? 
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1= Not at all, 2= A little, 3= A moderate amount, 4=Mostly , 5 = Completely 
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40 To what extent do you feel your life is 

meaningful? 

     

41 Do you feel that you are able to manage 

all your other responsibilities along with 

care giving? 

     

42  Along with your all responsibility are 

you able to concentrate on your work? 

     

1= Very Dissatisfied, 2= Dissatisfied, Neither dissatisfied nor satisfied 4= satisfied, 

5=Very satisfied 
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43 Are you satisfied with your living 

condition? 

     

1= Not at all, 2= A little, 3= A moderate amount, 4= very Much, 5= An extreme 

amount 
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44 Do you think caring for your child give 

you a lot of satisfaction? 
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Family relationship: 

1= Not at all, 2= A little, 3= A moderate amount, 4=Mostly , 5 = Completely 
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45 

Do you get enough support from your 

family when you need including your 

child care? 

     

46 Are you satisfied with your relationships 

with your family? 

     

47 As you spend your more time in providing 

care to child. Do you think yourself as 

important member of your family (Not 

only caregiver)? 

     

Social participation 

1= Not at all, 2= A little, 3= A moderate amount, 4= very Much, 5= An extreme 

amount 
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48 Beside all your responsibilities to what 

extent do you have the opportunity for 

leisure activities? 

     

49 Do you feel comfortable to travel with 

your child? 

     

50 To what extent you get an opportunity to 

visit your relatives place? 
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 1= Not at all, 2= A little, 3= A moderately, 4=Mostly , 5 = Completely 
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51 Have you noticed any pleasant change in 

your social life? 

     

Environment factor 

1= Not at all, 2= A little, 3= A moderate amount, 4=Mostly, 5 = Completely 
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52 How safe do you feel in your daily life?      

53 Do you get all the information in your daily 

life that you need? 

     

54 Do you have enough money to meet your 

needs? 

     

1 = An extreme amount, 2=Mostly, 3= A moderately, 4= A little, 5= Not at all, 
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55 Are you having any financial difficulty 

associated with care giving?  

     

1= Very Poor, 2= Poor, 3= Neither Poor Nor Good, 4= Good, 5= Very Good 
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56 How do you rate your overall QOL?      
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Appendix-E: Assessment of GMFCS level. 

Gross Motor Classification System Expanded and Revised (GMFCS – E&R). 

Assessment of GMFCS of children with CP from age 4-12 years. 

LEVEL I  Child able to walk at home, school, outdoors and in the 

community. Child can climb stairs without the use of a railing. 

Child can perform activities such as running and jumping, but 

speed, balance and coordination are limited. 

LEVEL II  Child walk in most settings and climb stairs holding onto a 

railing. Child may experience difficulty walking long distances 

and balancing on uneven terrain, inclines, in crowded areas or 

confined spaces. 

LEVEL III  Child walk using a hand-held mobility device in most indoor 

settings. Child may climb stairs holding onto a railing with 

supervision or assistance.  

Child use wheeled mobility when traveling long distances and 

may self-propel for shorter distances. 

LEVEL IV Child use methods of mobility that require physical assistance 

in most settings.  

Child may walk for short distances at home with physical 

assistance or a body support walker when positioned. 

 At school, outdoors and in the community children are 

transported in a manual wheelchair. 

LEVEL V  Child is transported in a manual wheelchair in all settings.  

Child has limited in their ability to maintain head and trunk 

postures and control leg and arm movements. 
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Appendix-F: Approval of the thesis Proposal 
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Appendix-G: Approval letter from Nepal Health Research Council  
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Appendix-H: Permission letter for data collection from organization 

 


