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ABSTRACT
Introduction: Children with neuromotor changes are challenged daily, and such challenges may be faced with the help of a caregiver. 
Thus, the functional dependence of these children lead to the daily demands, causing physical and emotional distress, which affect 
the quality of life of their caregiver. Objective: Analyze the sociodemographic indicators that interfere with the level of life quality of 
the caregivers of children with neuromotor changes. Method: 50 caregivers of children with neuromotor changes were interviewed 
at the Association of Parents and Friends of the Exceptional (APAE) of Paraiba, on the city of João Pessoa. To evaluate the quality of 
life, the questionnaire SF-36 was used, in addition to collecting demographic data (sex, age, degree of kinship, marital status, number 
of children, school level and religion). For the data analysis, a descriptive study was developed, the normality test of Shapiro-Wilk was 
realized, followed by the inferential analysis with non-parametric correlation of Spearman, considering the significant value α = 0.05. 
Results: There was a predominance of the female sex (96%) with medium age of ≥ 39 years old. Correlating the sociodemographic 
indicators with the level of life quality of the SF-36 of the caregivers, only the vitality domain presented significance with the variables: 
number of children (p=0.012), benefits (p=0.044), and how the transfer of the child is done (p=0.044). There was no significant 
difference relating the sociodemographic indicators on the other domains. Conclusion: The knowledge of sociodemographic indicators 
that interfere with the quality of life shows the importance of preventive measures, such as guidance and, if needed, treatment for 
improvement of possible grievances. 
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INTRODUCTION
The neuromotor disorder relate to the disorder on the 

control of posture and movement, caused by lesion on the 
central nervous system. The neurological lesions occurred 
on childhood may lead to muscular, articular, orthopedic 
or cognitive damage, that may difficult the development of 
the individual in the growth phase, the sequelae can last a 
lifetime. Children with neuromotor changes are challenged 
daily, and such challenges can be faced with the help of a 
caregiver.(1) It’s in the context of the daily demands, physical 
and psychological, faced by the disabled person that comes 
the role of the caregiver.

The caregiver can be defined as the individual whose 
mission is the care with life and with the similar, which 
proposes devoting time. It can then include resignations, 
responsibilities, involvement with suffering and believing in the 
success of life. This public implies: Mother, father, grandfather 
or any other person exercising this role.(2)

The functional dependence of the disabled child implies to 
the caregiver the concern and the constant care that causes 
overload, and physical and emotional wear, especially for 
mothers, which assume the care of the child with frequency. 
The  tasks of feeding, hygiene and transportation of the 
child are the factors that require more physical effort of the 
mothers.(3,4)

The concept of quality of life is related to the personal 
well-being, covering a series of aspects, such as functional 
capability, socioeconomic level, emotional state, social 
interaction, intellectual activity, self-care, family support, 
health status, cultural and ethical values, and religion.(5) In 
human history, care is related to survival, reflected in health 
and, consequently, quality of life. On this context, family is the 
basic support unity to all those that need care.(6)

The act of caring relates to life quality since the caregiver 
experiences diverse situations in the family, like financial, 
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exercise of family roles, feelings of helplessness, loss of 
control, exclusion and overload, as well as factors that can 
lead to stress.(7)

Thus, the aim of this study was to characterize the 
sociodemographic profile of caregivers of children with 
neuromotor changes, as well as to identify domains with 
the greatest decrease in quality of life. Correlating the 
sociodemographic variables with the level of quality of life.

METHOD
We conducted a cross-sectional study of the analytical 

type, with caregivers attending the Association of Parents 
and Friends of the Exceptional (APAE/PB), located in the city 
of João Pessoa, from September 2014 to March 2015. In this 
period 50 caregivers of both genders were interviewed, these 
caregivers aided children with neuromotor changes and 
voluntarily participated in the present study.

Study participants were casually identified by researchers 
from their medical records and addressed to the waiting room 
before or after the completion of treatment. The objectives and 
procedures of the study were presented, and the participants 
were asked to sign the informed consent, as required by CNS 
resolution no. 466/2012. By consent of the participants, they 
were led to a private room for them to be applied instruments 
used in the study, by two students of the Institutional Program 
for Scientific Initiation Scholarships (PIBIC), from the Federal 
University of Paraíba (UFPB), linked to the CNPq.

An inclusion criteria was adopted: family and/or guardians 
aged over 18 years; be the primary caregiver of a child 
diagnosed with any neuromotor change and provide care to 
the child for more than two months.

For the sociodemographic profile analysis, we used the 
sociodemographic questionnaire (6), and assessed the data of 
the caregivers (gender, age, contact, profession/occupation, 
marital status, religion, family income, how many hours of 
caregiving/day, how many times a week, kinship with the child, 
age of the child, number of children, health habits, receiving 
of benefits and means of transportation to take the child to 
the institution).

To evaluate the quality of life of the caregivers, we used 
the questionnaire called Medical Outcomes Study 36-item 
Short Form Health Survey (SF-36). The SF-36 is a generic 
questionnaire made to assess quality of life, translated and 
adapted for the Brazilian population.(8) The SF-36 is composed 
of thirty-six questions, grouped into eight domains: Functional 
Capability, Physical aspects, Pain, General state of health, 
Vitality, Social aspects, Emotional aspects and mental health. 
Scores range from 0 to 100, in which zero corresponds to the 
worst general state and 100 to the perception of the best life 
quality related to health.(9,10)

The statistical analysis was carried out initially by using 
descriptive statistics (percentage frequency for each variable, 
calculating the mean and standard deviation). Then the 
variables were analyzed for normality (Shapiro-Wilk test). 

Only four of the seventeen variables showed a normal 
distribution (α ≥ 0.05). For inferential analysis, we used 
the nonparametric Spearman correlation, adopting the 
significance level of p <0.05. Analyses were performed using 
the software SPSS version 20.0 and Excel, for making graphs 
and charts.

The research project was submitted and approved by 
the Ethics Committee on Human Research of the University 
Hospital Lauro Wanderley of the Federal University of Paraíba 
(CAAE: 03808312.0.0000.5183).

RESULTS
The sample was composed of 50 caregivers of children 

with neuromotor changes with different diagnoses, chosen 
randomly. The caregivers were female (96%), with age ≥ 39 
(96%), mothers (94%), married (64%), had two children (46%), 
finished second degree (High School) (36%) and were catholic 
(74%). As for family income, 84% received up to 2 minimum 
salaries. 62% of the caregivers declared they didn’t receive 
any kind of benefits and, in addition, declare themselves as 
sedentary (70%). As to the child dedication time, 38 caregivers 
(76%) dedicate all the duration of the day to assist the child. 
(Table 1).

Regarding the type of transportation used, 44% of the 
caregivers use the family car as the mean of transportation. 
24% of the caregivers that use the family car partially aid the 
child. Among the caregivers that use public transportation 
(38%), more than half (20%) partially aid the child. The aid is 
related to the transfer of the child, which refers to handling 
of daily activities as, for example, bathing, dressing, feeding, 
and assisting on the displacement from a place to another, 
among others (Table 2).

Regarding to the quality of life of the caregivers, of a total 
of 100 scores, an average global score of 64.9 was observed. 
The domains that presented the higher average score were: 
Functional Capability = 79.0, Social Aspects = 65.4, Limitation 
by emotional aspects = 71.3 and Mental health = 67.3 (Table 3).

Correlating the quality of life with the sociodemographic 
indicators of the caregivers, the variables “number of children”, 
“benefits” and “how the transfer of the child is done” obtained 
a significant correlation with the vitality domain of the SF-36, 
according to table 4.

DISCUSSION
The caregiver’s overload can be conceptualized as a 

biopsychosocial sphere resulting from the search for a 
balance between the following variables: time available for 
care, financial, psychological, physical and social conditions, 
functions and distribution of roles.(11) Thus, according to 
the data analyzed, it may be noted that most caregivers are 
mothers, whose role in society is subject to responsibilities like 
housework, besides taking care of their children. The results of 
this study were similar to those of Mugno (2007) (12) in which 
a prevalence of mothers was also found (97.8%). Studies 
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conducted with mothers of children with cerebral paralysis 
(CP) some behaviors were observed: unwillingness to carry 
out physical activities and social relationships, poor health 
perception, lack of knowledge about the child’s disease, 
decreased mood and problems in social life, family and work.(13)

Regarding the family income, it can be observed that most 
of the caregivers had a considered low income (up to two 
minimum salaries), that may be considered insufficient, since 
the disabled person often needs more financial support, which 
often creates an impact in family economic stability. This finding 
is supported by a research that identified a higher prevalence 
among those of socioeconomic class D (middle-low class).(14)

Regarding habits, most caregivers reported not to practice 
any form of regular physical activity, a factor that can be 
explained by the lack of time for self-care, because, according 
to the data collected in this study, most caregivers dedicated all 
period of the day to assist the children. Comparable prevalence 
was found in another study in which it was found that most 
caregivers had difficulties in leisure activities, causing social 
and professional damage, due to total dedication to the 
child.(10) Makiyama (2004) (15) found a prevalence similar to 
the one found on this study relating to the function of the 
caregivers who dedicates 24 hours/day to assist the child. 
Thus, the demand of care has great influence on the physical, 
psychological and social health of the caregiver, which leads 
to fatigue, isolation, overload and stress.(16)

Regarding quality of life, in a general way, an overall average 
scores slightly above the median (64.9) was found, presenting 
rather unsatisfactory. This result corroborates a study by 
Oliveira (2008) (2), which states that, despite the unsatisfactory 
quality of life, the caregivers, even in the face of difficulties, 
find other forms to care, with the aim of providing a better life 
for their children. With regard to the domains, the “functional 
capacity” presented the highest score (79.0). Similar data was 
found in a study by Prudente (2010) (17), in which the average 
value found in the first evaluation was 82.6, with overall score 
= 66.9. In another study it was found that mothers of children 
with cerebral paralysis have achieved global average of quality 
of life superior to 50, and the functional capacity domain 
got the highest score (18), similarly to this study. According to 
Ware (2000) (19), functional capacity includes the ability of the 
caregiver to perform vigorous activities such as; climb several 
flights of stairs, walk several blocks, besides loading the child’s 

Table 1. Sociodemographic profile of the caregivers of children with neuro-
motor changes seen at APAE/PB. Paraíba. 2015

Variables n=50 %

Gender

Female 48 96

Male 02 04

Age (years)

< 39 02 04

≥ 39 48 96

Family Relationship

Mother 47 94

Others 03 06

Marital Status

Married 32 64

Single 09 18

Divorced 06 12

Others 03 06

Number of Children

1 to 2 23 46

≥ 3 37 54

Level of Education

Primary School 06 12

High School 18 36

Higher Education 02 04

Religion

Catholic 37 74

Others 13 26

Family Income (Num. of minimum salaries)

< 1 21 42

1 to 2 21 42

>2 08 16

Receiving Benefits

Yes 19 38

No 31 62

Time of dedication (hours/day)

Duration of the day 38 76

Less than the duration of the day 12 24

Habits of Life

Sedentary 35 70

Not sedentary 15 30

Type of locomotion transport

Own car 22 44

Public car 19 38

Other means of transportation 09 18

Table 2. Means of transfer and the need to aid the child. Paraíba 2015

Means of transfer
Public 

Transportation 
(%)

Family Car (%)

Fully assist the child 4 12

Partialy assist the child 20 24

The child doesn’t need assistance 14 08

Total 38 44
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weight and moderate activities, such as climbing a flight of 
stairs or walking a block.

Some problems faced by caregivers, such as social 
exclusion, emotional and social isolation, depression, erosion 
in relationships, loss of perspective on life and others (20) 
may be associated with the restriction of possibilities of the 
caregiver having a better quality of life.(21) Thus, the domain 
“vitality” got one of the lowest scores and showed significant 
correlation with some demographic data. This domain refers 
to the vigor and energy of the caregiver’s performance that 
often manifests as exhaustion and fatigue.(19) The results of 
this study, in relation to the vitality domain, corroborate with 
the study of Ciconelli et al (1999) (22), in which it was identified 
that caregiver overload may reduce the quality of care and, 
consequently, can affect the health of the person receiving 
care. A study conducted in Turkey has highlighted the evidence 
that the quality of life, assessed by the SF-36 questionnaire, 
of primary caregivers of children with cerebral paralysis, 
compared to primary caregivers of children without cerebral 
paralysis, was significantly lower in the field “vitality”, as well as 
in relation to the “general health” and “emotional aspects”.(23)

The act of caring for the child with special needs already 
demands from the mother a greater support. Adding to this 
demand the care of another child, being the bearer of special 

needs or not, it demands more attention of these caregivers 
to the children, causing a more intense physical and emotional 
exhaustion. Therefore, according to the data analyzed, it can 
be said that the number of children significantly interferes 
with the quality of life, especially in the vitality of the 
caregivers. Sousa et al (2007) (24) claim that aspects such as 
family relationships, housework and raising children makes 
the caregivers indulge themselves to these responsibilities, 
becoming a form of voluntary sacrifice, surpassing their own 
limits for the benefit of the welfare of the child and of the 
whole family . Therefore, the health team must turn to these 
caregivers in order to promote a better quality of life and 
maintain their health.

The inexistence of a benefit aid, presented by most 
caregivers, showed a statistically significant correlation with 
regard to their quality of life, specifically in the vitality domain. 
The finding may be explained by the low socioeconomic status 
of the study participants, causing a series of difficulties to 
ensure the appropriate needs of the child are satisfied, thus 
demanding a sacrifice from the caregiver to give this support. 
In another study, it was observed that some children receive 
benefits from the National Social Security Institute (INSS) due 
to the chronic nature of the disease, but this source of income 
was deemed insufficient. Thus, the authors state that the 

Table 3. Mean and standard deviation of the domains of the SF 36 related to the caregivers. Paraíba. 2015

Domain Average Standard Deviation Minimum Maximum

Functional capacity 79.9 19.6 30 100

Limitation by physical aspects 52.5 41.4 - 100

Pain 61.0 17.0 31 100

General state of health 62.3 21.0 20 100

Vitality 59.3 16.4 20 90

Social aspects 65.4 29.3 - 100

Limitation by emotional aspects 71.3 36.3 - 100

Mental health 67.3 18.2 12 96

Global score 64.9 7.7 - -

Table 4. Correlation of the sociodemographic profile with the domains of the SF-36. Paraíba. 2015

Domains

Sociodemographic Variables

Age Number of 
Children

Time of 
Dedication Family Income Receiving 

Benefits Life Habits Transfer

Functional capability 0.245 0.07 0.83 0.816 0.662 0.192 0.662

Limitation by physical aspects 0.507 0.898 0.997 0.801 0.358 0.746 0.358

Pain 0.73 0.911 0.754 0.956 0.199 0.437 0.199

General state of health 0.729 0.686 0.199 0.584 0.628 0.638 0.628

Vitality 0.621 0.012* 0.303 0.93 0.044* 0.761 0.044*

Social aspects 0.368 0.299 0.356 0.33 0.121 0.499 0.121

Limitation by emotional aspects 0.552 0.748 522 0.665 0.347 0.965 0.347

Mental health 0.087 0.274 0.842 0.877 0.221 0.18 0.221
*Significant Correlations, α<0,05.
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economic aspect interferes on the quality of life of children 
with cerebral paralysis, as well as the other family members, 
because the resources are not enough for the treatment of the 
child, and often families don’t have income enough to even 
meet their daily needs.(25)

Another factor that proved to affect the quality of life of 
the caregivers was the way the transfer of the child is carried 
out. Although most have stated that they receive assistance, 
either partial or total, the dependence of the child to perform 
daily activities, causes an overload on these caregivers, that’s 
a factor that causes physical and mental wear. Sales (2007) 
reported that the care dispensed to a family member who has 
a chronic disease results in feelings of overload or tension, and 
thus decrease the quality of life of the caregiver.(26)

CONCLUSION
The quality of life of the caregivers of children with 

neuromotor changes is compromised, mainly, on the domain 
of limitation by physical aspects. However, the vitality suffered 
interference statistically significant by the variables: number 
of children, receiving of benefits and kind of transfer with the 
child. Although the study did not prove that other variables, 
such as the time of care, kind of transportation, family income, 
among others, can present as predisposing factors that 
compromise the quality of life of the caregivers. This highlights 
the importance of specific policies regarding prevention, like 
orientation and, if needed, treatment for improvement of 
possible grievances.
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