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ABSTRACT 

Raising children with disability may yield a strong need for support among parents, to support these parents, 

information is required regarding the types of support they need and whether their needs are met; but evidence for some of 

these needs are unmet. The aim of this study was to investigate definite needs for parents (50mothers and 50 fathers) with 

disabled children according to Family Needs Survey (FNS) questionnaire at a governmental center for rehabilitation for 

disabled children in Basrah city. Family Needs Survey (FNS) questionnaire which included six subscales of needs such as 

need for information, social support, community services, explaining to others, financial support and family functioning. 

The most frequently cited need among parents is the need for information about the services that are presently available as 

their greatest need and the services that the child might receive in the future. Mothers reported the need for information 

about the services that are presently available (94%) while fathers expressed (80%) and the least was the need for paying 

for babysitting and deciding who do house hold (2%) by both parents. Out of six subscales of FNS, the need for 

information had the highest rating which was (94%) followed by need for social support (80%), need for community 

services (70%), need for financial support (48%), need for explaining to others (46%) and need for family functioning 

(34%) was expressed by mothers. The identified needs varied for both parents within the subscales. 

KEYWORDS: Support These Parents Information, Family Needs Survey (FNS)   

INTRODUCTION 

All children have a right to care by a parent or trusted adult. As infants, this care extends to every aspect of the 

child’s life: bodily functions, and physical, mental and emotional development. As the child grows, the care required 

changes and generally diminishes, so that the child needs less and less help from the adults around him. Children with 

different levels of disabilities require the same care and parenting as other children, with the addition of extra care due to 

impairments or chronic ill health. The extra care required may arise from different levels of disabilities of self-care skills 

and or a need for special care. According to the International Classification of Functioning, Disability and Health (ICF), 

capacities describe the individual’s ability to execute a task or an action, and are defined as the highest probable level of 

functioning that a person may reach in a given domain at a given moment in a ‘standardized or assumed’ environment. 

Limitations in the capacities of the child will lead to the need for additional care. This additional care has been defined as 

‘dependency on medication or special diet, medical technology, assistive devices, personal assistance, need for medical 

care or related services or educational services over and above the usual for the child’s age, or for special ongoing 

treatments, interventions or accommodations at home or in school (1).Therefore parents of children with disabilities often 

experience higher levels of parenting stress than parents both of typically developing children. Consequently, a substantial 



160                                                                                                                                                                                      Hajer Salam Essa 
 

 
NAAS Rating: 3.30 - Articles can be sent to editor@impactjournals.us 

 

number of parents of children with disabilities are in need of a variety of support, such as information, child care           

(e.g. respite care), family and social support (e.g. someone to talk to, leisure activities), community services (e.g. doctor), 

help with explaining the child’s disability to others and financial support. As well as child-specific factors, the need for 

support and services is influenced by environmental factors. Thus, the relationship between level of dependency and 

support and service needs are complex. It is increasingly recognized that valid and reliable tools are needed to assess 

different kinds of disability and care needs and to guide service decisions. Determination of the level of service or funding 

that should follow on from assessment is a complex task, but it is a task that must be undertaken. Many countries providing 

financial assistance to parents of children with disabilities, in recognition of their additional care needs. Instead, most 

assessment processes use any information already available and evidence from health professionals. The identification of 

the parental needs is very important for the determination of mode, content and quality of the service provided for those 

families. Although every family has different necessities, those needs can be grouped.  

In “The Preference Inventory for Family Information”, Turnbull and Turnbull grouped the needs of the parents as 

five groups, study of children, collaboration with professionals, planning for the future, finding and using help and support 

for the purpose of the family relief. However, according to FNS (Family Needs Survey) developed by Bailey and 

Simeonsson (1988), the necessities of the family are classified as the need of knowledge, the need of support, guidance to 

explain the status of the children to others, public services, financial needs and social needs related to the functioning of the 

family. The determination of the needs of the families with disabled children is critical for minimizing the negative impacts 

of the situation of the family and maximizing the level of the support. Additionally, it provides appropriate services to be 

offered and healthy development of the children. The emotional strains, inability of the sufficient information on the 

situation of the disabled individuals, difficulties in explaining this situation to others, the health and behavior problems of 

the disabled children and the necessity of the consultation experts about the treatment and education constitute important 

sources of the stress for the families. In addition those stress factors, the efforts to find appropriate environment for 

education of the children, requirement of more time, energy and finance also lead families to increase the stress levels. It 

was detected that those difficulties lived by the parents lead to stress. (2,3,4,5,6,7,8) 

METHODS 

Basrah city is the second big city in Iraq located about 500 km south of Baghdad. The city has only one 

governmental center for rehabilitation of disabled children. A sample of 50 two- parents’ families (primarily 50mothers, 

and 50 fathers) with disabled children aged below 10 years old attending to this center were invited to participate in the 

study. The study was carried out during the period September 2015 - April 2016.The tools were used for data collection: 

Demographic data sheet: a structured questionnaire used in this study was designed by the researcher to collect 

information about parents’ characteristics, such as age, education level, occupation, social status and residence. It also 

included questions about disabled child’s age, sex, and rank in the family, type of disability, number of doctor’s visit for 

children in the last year and number of hospitalization for children in the last year. The Family Needs Survey (FNS) scale: 

It was socio-culturally improved by Bailey and Simeonsson (1988) and used in this study to assess the needs of a family of 

children with disabilities (5).It is a 35 item scale and is composed of six subscales: information, social support, community 

services, explaining to others, financial support and family functions. there are three Likert-type marking choices: “I 

definitely need help with this(3)”, “Not sure (2)” and “I definitely do not need help with this (1)” For each item, parents 
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were asked to select one of three response choices.(5)The maximum score of the FNS is 105 and the minimum score is 35. 

The high score got from the FNS suggests the degree of definite needs of the parents. The original version of FNS is in 

English language. Therefore, the FNS was translated into Arabic language. A Verbal consent was taken from every parents 

participating in the study. Each parent was individually interviewed.  

STATISTICAL ANALYSIS  

Results were analyzed using the SPSS (Statistical Package for the Social Sciences). Descriptive statistics was used 

to describe the frequency distribution of parent's socio-demographic characteristics, child’s demographic characteristics 

and the degree definite of needs of the parents. 

RESULTS 

This study included 50 parents with disabled children; the distribution of child’s demographic characteristics is 

shown in Table 1. More than half of the parents interviewed have male children (68%), children aged between 6-10 years 

old (56%) and have children with physical disability (42%). About (28%) of disabled children in the study was the first 

child for their parents. The parents had 5 or more of doctor’s visits (40%) and 1or2 of hospitalization (54%) for their 

disabled children in the past 12months. Moreover, In the research, (39%)of the parents were40 years old,(38%) were 

primary school graduate,(42%) living in rural area, almost (78%) reported a family average monthly income of below 

2000000 Iraqi dinar(92%),(28%) had three or four children and the majorities of mothers were housewives while the 

majorities of fathers were governmental employee (see Table 2). 

Most and Least frequently Cited needs among parents: 

The distribution of parents by type of need is presented in Table 3. Percentages of mothers or fathers indicating a 

definite need for help (as indicated by a response of 3).Eleven needs were identified by at least (70%) of the mothers, while 

only five were identified by at least (70%) of the fathers. All of the items related to the need for information were rated as 

needed help by more than 70% of the mothers. Other than the need for more information about child condition or 

disability, the services that are presently available, the services the child might get in the future, also reported that they 

needed more information about the child’s development and growth (90%), the way to teach the child (88.2%), handle the 

child’s behavior (86%) and play or talk to the child (76%), while only four of the items related to the need for information 

were rated as needed help by more than (70%) of the fathers. Eight items in the subscale of need for social support were 

endorsed by greater than two third of the mothers. The greatest need was for support from other parents (80%), followed 

by need for support from friends (70 %), need for more time for themselves (70%), support from family members (66%), 

support from teacher or therapist (66%), and need for support from counselors (56%), religious person (30%). The most 

frequently chosen definite needs for community services were preschool services (70%), medical services (54%). For 

financial support, approximately 66% of mothers needed help in getting special equipments for child. In contrast, 

respondent’s fathers reported less than (50%) for all items for both of the subscales of the need for social support and 

community services. Both parents (mothers and fathers) reported less than (45%) for all items of the subscales of the need 

to others and family functioning. 

DISCUSSIONS 

This study aims to determine the perceived definite needs among parents of children with disabilities. The needs 
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of the parents about their necessities of disabled children were described as information, social support, community 

services, and financial and explaining to others. The results are consistent with the previous studies of assessing definite 

needs among families of children with disabilities. For example, among the needs of those parents, priority belongs to the 

need of more information about the situation of their disabled children need for information remains largely definite         

(4, 5, and 9). Specifically, the present study indicates that the most frequently cited need among parents is the need for 

information about the services that are presently available and the services that the child might receive in the future. This 

finding is supported by other studies who stated that parents are more likely to get information about services presently 

available for their child and in the future and in fact, it was the highest definite need among the other needs (4, 5, 9, 10, and 

11). This finding show that issues related to child’s future becomes more important as the child gets older; suggesting that 

information regarding future services available to the children is often required by parents. A possible explanation is the 

parents are concerned and worried about the ongoing care for the child and in the future, especially If the parents pass 

away (12, 13). 

Table 1: The Distribution of Some Characteristics of the Disabled Children in the Study (N =50) 

Characteristics Frequency Percentage (n) (%) 
Gender 
Male 34 68 
Female 16 32 
Age(years) 
<0 7 14 
1-2 5 10 
3-5 10 20 
6-10 28 56 
Birth Order  
First child 14 28 
Second child 8 16 
Third child 13 26 
Fourth &over 15 30 
Type of Disability 
Hearing 2 4 
Visual 1 2 
Physical 21 42 
Mental 17 32 
Speech 3 6 
Learning 5 10 
Multiple Disabilities 1 2 
Number of Doctors Visits in the Past 12 Months 
None 1 2 
1-2 14 28 
   
3-4 15 30 
5 &more 20 40 
Number of Hospitalizations in the Past 12 Months 
None 5 10 
1-2 27 54 
3-4 7 14 
5 or more 11 22 
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Table 2: The Distribution of Socio-Demographic Characteristics of the Parents in the Study (N=100) 

Characteristics Frequency(n) Percentage (%) 
Age (years)   
20-24 8 8 
25-29 14 14 
30-34 19 19 
35-39 20 20 
40&above 39 39 
The Education Level 
Illiterate 5 5 
Primary school 38 38 
Intermediate school 36 36 
High school 16 16 
University 5 5 
Occupation 
House wife 47 47 
Government employee 52 52 
Private sector 1 1 
Family Average Monthly Income 
≤( Iraqi Dinars )1000000  7 14 (n=50) 
1000000-2000000  39 78 (n=50) 
n=50) (> 2000000 ) 4 8 
Place of Residence   
Rural 42 84 (n=50) 
Urban 8 16 (n=50) 
Number of the Children 
1-2 13 26 (n=50) 
3-4 28 56 (n=50) 
>4 9 18(n=50) 

 
Table 3: Definite Needs Scores Reported by Parents 

Type of Need Respondent Mothers 
n=50 (%) 

Respondents Fathers 
n=50 (%) 

Information  
Information about my child’s condition or disability 46(92) 39(78) 
Information about how to handle my child’s behavior 39(78) 12(24) 
Information about how to teach my child 43(86) 32(64) 
Information on how to play with or talk to my child 38(76) 23(46) 
Information on the services that are presently available 47(94) 40(80) 
Information about the services my child might receive in 
the future 

40(90) 40(80) 

Information about how children grow and develop  45(90) 37 (74) 
Social Support 
Someone in my family that I can talk to more about 
problems 

33(66) 12(24) 

More friends that I can talk to 35(70) 17(34) 
More opportunities to meet and talk with other parents 40(80) 12(24) 
More time just to talk with my child’s teacher or 
therapist 

30(60) 10(20) 

Meet more regularly with a counselor (psychologist, 
social worker, psychiatric 

27(54) 12(24) 

Talk more to religious person who could help me deal 
with problem 

15(30) 23 (46)  
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Table 3: Condt. 
Reading material about other parents who have a child 
similar to mine 

8 (16) 22(44) 

More time for myself  35(70) 10(20) 
Explaining to Others 
How to explain my child’s condition to his or her 
siblings  

23(46) 12(24) 

Explaining my child’s condition to either my spouse or 
my spouse’s parents  

11(22) 9(18) 

My spouse needs help in understanding our child’s 
condition  

11(22) 8(16) 

How to respond when others ask about my child’s 
condition  

13(26) 17 (34) 

Explaining my child’s condition to other children  5(10) 4 (8) 
Community Services 
Locating a doctor who understands my child’s need  27(54) 23(46) 
Locating a dentist who will see my child  3(6) 17(34) 
Locating babysitters who are willing and able to care for 
my child 

3(6) 3(6) 

Locating a preschool for my child 35(70) 19(38) 
Getting appropriate care for my child during religious 
activity 

3(6) 2(4) 

Financial Support 
Paying for expenses such as food  24(48) 21(42) 
Getting special equipment for my child’s needs  33(66) 19(38) 
Paying for therapy, daycare, or other services my child 
needs  

24 (48) 36(72) 

More counseling or help in getting a job  3(6) 2( 4) 
Paying for babysitting or respite care  2(4) 2(4) 
Paying for toys that my child needs  3(6) 2(4) 
Family Functioning 
Discussing problems and reaching solutions  17(34) 9(18) 
Learning how to support each other during difficult times  5 (10) 3(6) 
Deciding who will do household chores, child care, and 
other family tasks  

2(4) 2(4) 

Deciding on and doing recreational activities  3(6) 2(4) 
 

As expected, there was considerable variability in level of definite needs among both parents rating for needs for 

information and others needs this discrepancy in rates of need for information and others needs can be partly explained due 

to that the burden of caring for a child with disability was borne primarily by the mother as in most published reports (14). 

Also the present study shows that the parents would like to get more information about; their child’s growth and 

development, child’s condition, how to handle the child’s behavior, how to play, talk or teach their child as well as services 

presently available for their child particularly for mothers. Mothers expressed more needs than did fathers regarding the 

social support. These finding may reflect level of child care responsibilities for mothers and fathers which are consistent 

with other studies, where parents scored higher for support related to other parents of children with chronic conditions and 

disabilities (4, 5, 9, 15) With adequate professional and informal community services, parents may be able to access more 

resources and function more effectively, thereby promoting health in the child and reducing overall family needs. 

Therefore; the parents in the present study needed help to locate preschool and doctors, who understand their child’s health 

needs and who are able to give treatment to their child.  
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These findings are consistent with the findings of other study who found that services related to medical care were 

often been reported by parents in caring for the child. Furthermore, the services offered for children with disabilities and 

their families are insufficient and priority is not given to them in terms of medical development. Thus, an immediate action 

towards overcoming these issues is needed. The financial needs contain not only basic needs, such as nutrition and clothing 

expenses, transportation, but also specific needs such as expenses for the health and education of the children. The results 

of the research showed that financial support is also a significant concern. Most parents in this study needed financial help 

to pay for expenses related to their child’s condition. For example, they need to buy food; special equipment or devices and 

pay for the services obtained for their child similar finding can be found in other studies too. Need for explaining to others 

and family functioning, although reported much less frequently in the present study, in contrast to other study which found 

that almost half of parents in their study needed help in explaining about their child’s disability to other atypical children 

(5). The possible explanation for this is because traditionally and culturally most parents receive assistance from their 

families when they realized that their child was disabled. Of those who received support, it came mainly from grandparents 

particularly maternal grandmothers. Maternal grandmothers gave support to the family of a disabled child primarily to 

support their daughter who carried the blame of giving birth to such a child. Also, maternal grandmothers sympathized 

with their inexperienced daughters because of the overall responsibilities associated in caring for children with disabilities. 

This is why they were quick to provide support in such situations. 

CONCLUSIONS 

In conclusion, This study shows the definite needs among parents of children with disabilities which was varied 

within the subscales; High parenting need for information which was the most frequently reported definite needs followed 

by need for more social support, community services and financial support; therefore Further research is needed to confirm 

the prevalence rate we found.  

RECOMMENDATIONS  

• The needs of the parents with disabled children should be identified and be provided necessary services. 

• The families should be supported economically and socially, be assisted for getting support from the institutions 

and organizations socially, economically and psychologically, to face these unmet needs. 
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