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ABSTRACT

Raising children with disability may yield a stromged for support among parents, to support thasents,
information is required regarding the types of supgthey need and whether their needs are megwidéence for some of
these needs are unmet. The aim of this study waséstigate definite needs for parents (50mothecs 50 fathers) with
disabled children according teamily Needs Survey (FNS) questionnaire at a governmental center for rehabilitation for
disabled children in Basrah citlfamily Needs Survey (FNS) questionnaire which included six subscales of needs such as
need for information, social support, communityvgss, explaining to others, financial support dachily functioning.
The most frequently cited need among parents isi¢leel for information about the services that aesgntly available as
their greatest need and the services that the afiight receive in the future. Mothers reported tieed for information
about the services that are presently availabléocj94hile fathers expressed (80%) and the leastthesieed for paying
for babysitting and deciding who do house hold (28¢) both parents. Out of six subscales of FNS, nbed for
information had the highest rating which was (94fljowed by need for social support (80%), need dommunity
services (70%), need for financial support (48%&ed for explaining to others (46%) and need forilfafiunctioning

(34%) was expressed by mothers. The identified :wwaded for both parents within the subscales.
KEYWORDS: Support These Parents Informati¢giamily Needs Survey (FNS)
INTRODUCTION

All children have a right to care by a parent aisted adult. As infants, this care extends to easpect of the
child’'s life: bodily functions, and physical, mehi@nd emotional development. As the child grows dare required
changes and generally diminishes, so that the cteékebtls less and less help from the adults around @hildren with
different levels of disabilities require the sana@ecand parenting as other children, with the aafdivf extra care due to
impairments or chronic ill health. The extra cagguired may arise from different levels of disala of self-care skills
and or a need for special care. According to theriational Classification of Functioning, Disatyiland Health (ICF),
capacities describe the individual's ability to exte a task or an action, and are defined as tileebt probable level of
functioning that a person may reach in a given domaha given moment in a ‘standardized or assureadironment.
Limitations in the capacities of the child will Bk&o the need for additional care. This additiczele has been defined as
‘dependency on medication or special diet, medieehnology, assistive devices, personal assistaresy for medical
care or related services or educational services and above the usual for the child’s age, orsjpecial ongoing
treatments, interventions or accommodations at honie school (1).Therefore parents of childrenhwdisabilities often

experience higher levels of parenting stress ttaamnis both of typically developing children. Cansently, a substantial
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number of parents of children with disabilities aneneed of a variety of support, such as inforowvatichild care
(e.g. respite care), family and social support.(sagneone to talk to, leisure activities), commysirvices (e.g. doctor),
help with explaining the child’s disability to otfseand financial support. As well as child-specfictors, the need for
support and services is influenced by environmefaetors. Thus, the relationship between level epahdency and
support and service needs are complex. It is isangly recognized that valid and reliable tools aseded to assess
different kinds of disability and care needs anguale service decisions. Determination of the llefeservice or funding
that should follow on from assessment is a comfask, but it is a task that must be undertaken.yMauntries providing
financial assistance to parents of children witkabilities, in recognition of their additional cameeds. Instead, most
assessment processes use any information alreadgtd® and evidence from health professionals. i@lbatification of
the parental needs is very important for the ddtetion of mode, content and quality of the seryicevided for those

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

In “The Preference Inventory for Family Informatiournbull and Turnbull grouped the needs of tlaegmts as
five groups, study of children, collaboration wjgtofessionals, planning for the future, finding arsing help and support
for the purpose of the family relief. However, aaing to FNS (Family Needs Survey) developed byléBaiand
Simeonsson (1988), the necessities of the famédychssified as the need of knowledge, the needigfort, guidance to
explain the status of the children to others, muddirvices, financial needs and social needs tetatthe functioning of the
family. The determination of the needs of the fasiwith disabled children is critical for minimigj the negative impacts
of the situation of the family and maximizing thevél of the support. Additionally, it provides appriate services to be
offered and healthy development of the childrene Bmotional strains, inability of the sufficienffarmation on the
situation of the disabled individuals, difficultiés explaining this situation to others, the heatid behavior problems of
the disabled children and the necessity of the Wtat®n experts about the treatment and educatiostitute important
sources of the stress for the families. In additibose stress factors, the efforts to find appedprienvironment for
education of the children, requirement of more tiemergy and finance also lead families to incraéheestress levels. It
was detected that those difficulties lived by tleemts lead to stress. (2,3,4,5,6,7,8)

METHODS

Basrah city is the second big city in Iraq locatdgbut 500 km south of Baghdad. The city has onlg on
governmental center for rehabilitation of disabtdtldren. A sample of 50 two- parents’ familiesi(parily 50mothers,
and 50 fathers) with disabled children aged bel@w@éars old attending to this center were inviegarticipate in the
study. The study was carried out during the peBedtember 2015 - April 2016.The tools were usedifa collection:

Demographic data sheet: a structured questionnaid in this study was designed by the researcheoltect
information about parents’ characteristics, suctages, education level, occupation, social statub rasidence. It also
included questions about disabled child’'s age, aeg, rank in the family, type of disability, numkafrdoctor’s visit for
children in the last year and number of hospitéilimafor children in the last year. The Family Needlurvey (FNS) scale:
It was socio-culturally improved by Bailey and Soneson (1988) and used in this study to assessetus of a family of
children with disabilitieg5).lt is a 35 item scale and is composed of six subscaformation, social support, community
services, explaining to others, financial suppartl damily functions. there are three Likert-typerkiag choices: “|

definitely need help with this(3)”, “Not sure (2gihd “I definitely do not need help with this (1)biFeach item, parents
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were asked to select one of three response ch@¥Ese maximum score of the FNS is 105 and the mininsaare is 35.
The high score got from the FNS suggests the degfréefinite needs of the parents. The originakiar of FNS is in
English language. Therefore, the FNS was transiatedArabic language. A Verbal consent was takemfevery parents

participating in the study. Each parent was indiitly interviewed.
STATISTICAL ANALYSIS

Results were analyzed using the SPSS (Statistaxzia@e for the Social Sciences). Descriptive siedisvas used
to describe the frequency distribution of parestsio-demographic characteristics, child’s demolgi@gharacteristics

and the degree definite of needs of the parents.
RESULTS

This study included 50 parents with disabled clildrthe distribution of child’s demographic chaeaistics is
shown in Table 1. More than half of the parentsriviewed have male children (68%), children agesvben 6-10 years
old (56%) and have children with physical disapilit2%). About (28%) of disabled children in thedst was the first
child for their parents. The parents had 5 or nufreloctor’'s visits (40%) and 1or2 of hospitalizati(64%) for their
disabled children in the past 12months. Moreoverthle research, (39%)of the parents were40 yeak$38P6) were
primary school graduate,(42%) living in rural araémost (78%) reported a family average monthlyoine of below
2000000 Iragi dinar(92%),(28%) had three or fouildtkn and the majorities of mothers were housesviwdile the

majorities of fathers were governmental employee (Eable 2).
Most and Least frequently Cited needs among parents

The distribution of parents by type of need is pntaed in Table 3. Percentages of mothers or fathdisating a
definite need for help (as indicated by a respafis¥).Eleven needs were identified by at least (y0%he mothers, while
only five were identified by at least (70%) of tlahers. All of the items related to the need fdoimation were rated as
needed help by more than 70% of the mothers. Qtieen the need for more information about child ¢ton or
disability, the services that are presently avéélathe services the child might get in the futwakso reported that they
needed more information about the child’s develapnaad growth (90%), the way to teach the childZ88, handle the
child’s behavior (86%) and play or talk to the dhir6%), while only four of the items related te theed for information
were rated as needed help by more than (70%) diathers. Eight items in the subscale of need d¢aiad support were
endorsed by greater than two third of the mothEng greatest need was for support from other psu@woo), followed
by need for support from friends (70 %), need farentime for themselves (70%), support from fanmilgmbers (66%),
support from teacher or therapist (66%), and needdipport from counselors (56%), religious per§®Ps). The most
frequently chosen definite needs for community isess were preschool services (70%), medical sesvied%). For
financial support, approximately 66% of mothers degk help in getting special equipments for child. contrast,
respondent’s fathers reported less than (50%) Ifateans for both of the subscales of the needdocial support and
community services. Both parents (mothers and fa}treported less than (45%) for all items of thbsgales of the need

to others and family functioning.
DISCUSSIONS

This study aims to determine the perceived defindeds among parents of children with disabilitidse needs
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of the parents about their necessities of disablgttiren were described as information, social suppcommunity
services, and financial and explaining to othefse Tesults are consistent with the previous studiesssessing definite
needs among families of children with disabilitiEer example, among the needs of those parentsijtprbelongs to the
need of more information about the situation ofirtltisabled children need for information remaiasgely definite
(4, 5, and 9). Specifically, the present study ¢atks that the most frequently cited need amongnpaiis the need for
information about the services that are presenthilable and the services that the child might irecén the future. This
finding is supported by other studies who statet garents are more likely to get information absenvices presently
available for their child and in the future andant, it was the highest definite need among themteeds (4, 5, 9, 10, and
11). This finding show that issues related to chifdture becomes more important as the child ghter; suggesting that
information regarding future services availablehe children is often required by parents. A pdsséxplanation is the
parents are concerned and worried about the ongming for the child and in the future, especiallyhe parents pass
away (12, 13).

Table 1: The Distribution of Some Characteristics bthe 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 Chaacteristics 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
llliterate 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
<( Iragi 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

Respondent Mothers | Respondents Fathers

Type of Need n=50 (%) n=50 (%)
Information
Information about my child’s condition or disabjlit 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) 3D(6
Information on how to play with or talk to my child 38(76) 23(46)
Information on the services that are presentlylalibe 47(94) 40(80)
Information about the services my child might reedin 40(90) 40(80)
the future
Information about how children grow and develop (909 37 (74)
Social Support
Someone in my family that | can talk to more abput 33(66) 12(24)
problems
More friends that | can talk to 35(70) 17(34)
More opportunities to meet and talk with other pése 40(80) 12(24)
More time just to talk with my child’s teacher or 30(60) 10(20)
therapist
Me(_et more regularly_wn_h a counselor (psychologist, 27(54) 12(24)
social worker, psychiatric
Tglk more to religious person who could help md dea 15(30) 23 (46)
with problem

Impact Factor(JCC): 2.7341 - This article can be danloaded from www.impactjournals.us




| 164

Hajer Salam Essa

Table 3: Condt.
R_ea_ldlng ma_ltenal about other parents who haveld chi 8 (16) 22(44)
similar to mine
More time for myself 35(70) 10(20)
Explaining to Others
How to explain my child’s condition to his or her 23(46) 12(24)
siblings
Explaining ,my child’s condition to either my spouse 11(22) 9(18)
my spouse’s parents
My spouse needs help in understanding our child’s 11(22) 8(16)
condition
How_ to respond when others ask about my child’'s 13(26) 17 (34)
condition
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) 14)3
Locatl_ng babysitters who are willing and able toeciar 3(6) 3(6)
my child
Locating a preschool for my child 35(70) 19(38)
Gef[tl_ng appropriate care for my child during redigs 3(6) 2(4)
activity
Financial Support
Paying for expenses such as food 24(48) 21(42)
Getting special equipment for my child’s needs 683( 19(38)
Esg&nsg for therapy, daycare, or other services hilgl c 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 diffidirttes 5 (10) 3(6)
Deciding yvho will do household chores, child camed 2(4) 2(4)
other family tasks
Deciding on and doing recreational activities 3(6) 2(4)

As expected, there was considerable variabilitiewrel of definite needs among both parents ratorgheeds for
information and others needs this discrepancytisraf need for information and others needs cquabnily explained due
to that the burden of caring for a child with digiépwas borne primarily by the mother as in mpsblished reports (14).
Also the present study shows that the parents wékéd to get more information about; their childggowth and
development, child’s condition, how to handle thédts behavior, how to play, talk or teach thehild as well as services
presently available for their child particularlyrfmothers. Mothers expressed more needs than didrfaregarding the
social support. These finding may reflect levekbfld care responsibilities for mothers and fathghéch are consistent
with other studies, where parents scored highestipport related to other parents of children whhonic conditions and
disabilities (4, 5, 9, 15) With adequate profesaland informal community services, parents maglile to access more
resources and function more effectively, therebgnmting health in the child and reducing overalinfig needs.
Therefore; the parents in the present study nekedipdto locate preschool and doctors, who undeddiiaeir child’s health

needs and who are able to give treatment to thdi.c
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These findings are consistent with the findingstbier study who found that services related to oadiare were
often been reported by parents in caring for thilcRurthermore, the services offered for childreith disabilities and
their families are insufficient and priority is ngitven to them in terms of medical development.s[tan immediate action
towards overcoming these issues is needed. Thecialaneeds contain not only basic needs, suchutagion and clothing
expenses, transportation, but also specific needs as expenses for the health and education afhitdren. The results
of the research showed that financial supportse al significant concern. Most parents in this ptueleded financial help
to pay for expenses related to their child’s caaditFor example, they need to buy food; specialpgent or devices and
pay for the services obtained for their child sanilinding can be found in other studies too. Niedexplaining to others
and family functioning, although reported much l&sgjuently in the present study, in contrast teeotstudy which found
that almost half of parents in their study needelph in explaining about their child’s disability taher atypical children
(5). The possible explanation for this is becausditionally and culturally most parents receiveisisince from their
families when they realized that their child wasattled. Of those who received support, it came Im&iom grandparents
particularly maternal grandmothers. Maternal graotih@rs gave support to the family of a disableddchrimarily to
support their daughter who carried the blame ofngi\birth to such a child. Also, maternal grandnesgthsympathized
with their inexperienced daughters because of tleeadl responsibilities associated in caring foitdren with disabilities.

This is why they were quick to provide supportue!s situations.

CONCLUSIONS

In conclusion, This study shows the definite neaa®ng parents of children with disabilities whichswaried
within the subscales; High parenting need for imfation which was the most frequently reported diefineeds followed
by need for more social support, community servaras financial support; therefore Further rese&@cteeded to confirm

the prevalence rate we found.
RECOMMENDATIONS
* The needs of the parents with disabled childremishioe identified and be provided necessary sesvice

» The families should be supported economically aoaadly, be assisted for getting support from thstitutions

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