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ABSTRACT

Cleft palate (CP) or palatoschisis is a congenitadomplete closure of the mouth roof (palate) assult of the
failure of fusion of the palate during embryonicvdi®pment, failure to detect and diagnose CP eaftgr birth can
exacerbate the problem and contribute to weighs lespecially in isolated CP. Nursing care must fadus on
the children alone, but also involve their mothar&l not just given immediately before and afterstiical procedure,
but from detection of the CP along with the treaitrjeurney. The aim of the current study was toleta the effect of
supportive care for mothers on weight gain of tlebildren with CP. Time series quasi -experimenggkarch design was
utilized to fit the aim of the current study. Tiedy was conducted in the out-patient clinic atréainiversity Specialized
Pediatric Hospital. A purposive sample of 60 mashef children who diagnosed as isolated CP or aiséed with
repaired cleft lip up to two years old have papsated in the study. Data were collected using fibleowing tools:
Structured interview questionnaire, Egyptian Grovithrve Chart (EGCC) (2002), Mothers' knowledge sssent sheet,
and Mothers' practice assessment checklist. Thdystesults revealed that mothers who received stippocare had a
higher mean score of knowledge and improved lefgisactice regarding care of their children witiPGhan those in the
control group. Children of mothers who receivedmutive care had a higher mean of body weight dhan those in the
control group. The results also demonstrated thHedré were statistically significant positive coatbns between
children’ weight gain and total mean score of mash&nowledge in the immediate post-test and twekseafter surgery.
The study results concluded that, the applicatibsupportive care for mothers of children with Cé#sha positive effect on

their children body weight gain.

KEYWORDS: Cleft Palate, Supportive Care, Mothers of Childreith Cp, Pre and Post-Operative Care of Child with
Cp

INTRODUCTION

CP result from the failure of the mesenchymal nmsddhe lateral Palatine processes to meet apdse with
each other, with the nasal septum, and/or wittptiserior margin of the primary palate, which mayelither unilateral or
bilateral [1]. Palate provides a barrier betweed téspiratory tract and the alimentary tract. Onédke is proficient

through two separate activities, the generationsoétion force (negative intraoral pressure) andllsewing [2].
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It occurs in the first'® weeks of fetal life. Clefts can be divided intaufayeneral categories: (those involving the lip and
the primary palate; (2) those involving lips andape; (3) those in which the palate alone is affidctand (4) congenital
insufficiency of the palate. The term "palate" im#s hard and vellum or, soft palate [3].The apipnate incidence ratio
of CL/P has been reported as 1:700 live births.FCis/ the second most common congenital malformatidiowing
clubfoot. [4] Stated that, CL/P occurs in 1 in 3001000 live births [5]. Several distinct genetitdaenvironmental risk
factors have been identified and confirmed in npgmdsomic CL/P [6]. Problems that result from theggnce of CP such
as failure to gain weight, because of feeding pwis, the flow of milk through nasal passages dufieeding,
poor growth, repeated ear infections, and speefticudiies [7]. The nurse in the cleft team iniégta close relationship
between the infant and the mother, and supportéathdy in what is best for them. Counseling foediéng is initiated at
birth in the maternity and then after neonataltdlpfrepair. The information is important for theothers gain confidence
in having a child with CLP/CP [8]. [9] Emphasizetat supportive care is provided to meet the phj;sickormational,
practical, emotional, spiritual, and psychosocigds during pre surgical surgical, post surgicdlfalow up phases. The
category of informational needs is directly conegrthe medical team specially nursing specialtyriothers, counseling
because nurses are in direct contact with themin®ahip of mothers through providing informatioeeded to enhance
them to share in their child care and empower ttetake decisions regarding their child's treatnmgattons. Professional
partnership provides mothers with a feeling of canbver the situation stay optimistic and devedtqategies that directly
could benefit their children to be healthy memhkarghe community later on [8]. Needs of mothers&well-informed
about their child's defect and how to cope and EEsgywith them also needs knowledge about arrangeofigreatment
and different specialties needed to be involveth@écare of their children in a particular time.riha and written format
information about challenges that can face thempsdible results with progress which associatedllghto the growth

of their child this format is important to be aerdnce for the mothers in case of unavailabilithedith professionals [7].

METHODS

Operational Definition

Supportive carein the current study, supportive care is definegvision of the mothers of children with CP
knowledge related to congenital anomaly and pradiic their children, including feeding during thes-operative and

post-operative and follow-up periods.
Aim of the Study

The aim of the current study was to evaluate tliecebf supportive care for mothers on weight gaiirtheir
children with CP.

Research Hypotheses

* Mothers who receive the supportive care will haighér mean scores of knowledge related care oflidil with

CP than those who will not.
»  Children of the mothers who receive the supportae will gain weight more than those who will not.
Research Design, Participants & Setting

A time series quasi-experimental research designutiized to fit the aim of the study. The studgsaconducted
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in a pediatric outpatient clinic at Cairo Univeysipecialized pediatric Hospital. A purposive saanmpf 60 mothers of
children, who diagnosed as isolated CP or assakiasitd repaired CL up to two years old. The firSt¢hildren with their
mothers was considered as a control group who wedethe hospital routine care. The second 30 ehildaind their

mothers were participated as a study group whosedgto the supportive care.
Ethical Considerations

An official permission was obtained from the reskarethics committee to carry out the study.
A written informed consent was obtained from théldchn’s legal guard by the research investigatiberacomplete
description of the purpose and nature of the stadyrder to obtain their acceptance as well asaio their cooperation.
Children and their mothers were informed that paoétion in the study is voluntary; mothers have tight to withdraw
from the study at any time without giving any reasand without any effect on the care of their aleiid
Confidentiality was assured to children and theathmers. For ethical consideration, data were cbdirstly from the

control group than the study group.
Data Collection Tools

Data were collected using the following tools: stimed interview sheet used to collect persona dabut the
child; his/her family Egyptian Growth Curve Chart (EGCC) (2002):- Standardized tool adopted from Cairo university.

Diabetic endocrine and Metabolic Pediatric Unit dhe National Research Center—Cairo, in collabonatiith Wright
State University. School of Medicine. Department @bmmunity Health Lifespan, Health Research Center.
From a sample size of 33189 boys and girls (bRttyears) to assess the weight gain of the chiltdyeplotting weight of
the child on the chart for both genders by theardeinvestigator to evaluate the effect of mothenactice regarding care

on their child’s weightMother knowledge assessment sheetit- was developed by the research investigatorsgess:

A Mothers' knowledge regarding CP and related peesiye care such as (definiton of CP, causes,
types etc),B Mother's knowledge regarding post-afpex care of children with CP such as (positioningnediately,

feeding time and type-restraining-wound care défmdhers' practice assessment checklist was developed by the

research investigator to assess, Self-reportedtipgaof mothers regarding (feeding position, fegdidevices,

time of feeding...etc.).
Scoring System

To mothers’ knowledge regarding CP and relatede;cagach correct response took “2" scores,
the incomplete one took “1” score and the wrongoese or not known took zero. The total scores were/erted to
100%, and then categorized as follows: the totabrescless than 50% was considered as unsatisfactory,
while a score of 50% and more was considered asfagzbry level. For mothers’ self-reported praetiegarding CP
feeding; each correct response took “1” scores, tapdwrong response or not known took zero. Thal tetore was
converted to 100%, and then categorized as folltlvestotal score less than 60% was considered saisfactory, while a
score of 60% and more was considered as satisydetegl. The ffect of mothers' practice was evatdaby the weight of

the child, which is the best indicator for propenwgth of the child.
Data Collection Procedure

The study was carried out in three phases: pregrgramplementation and evaluation phases.
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Preparatory Phase

Involve preparation of the study tool and testitggvialidity. Before conducting the study an offlgiermission
was obtained from the director of CUSPH and perimisom the heads of outpatient surgical clinic. The
research investigator introduces herself to the lddn’s mothers who fulfill the inclusion criteria.
Written consent was attained after explanationhaf aim of the study. The research investigatoedilthe structured
interview on individual bases from the both groupsfore the teaching sessions, the mothers in bothps will be

exposed to pre/test.
Implementation phase

The implementation phase consisted of two instoneti sessions provided for mothers in the studygmcuring
the preoperative period of their children with Qe first session was given about knowledge reggrdiP and related
care, such as definition, causes, types, problessciated with CP, treatment of CP, pattern andhoaist of feeding and
preoperative care. Materials such as special tfeatsP children were presented to mothers to Ented about different

options or methods for feeding which can be usedhiir children with CP.

The research investigator provided them with arsitiated Arabic flyer designed by the researchatr ¢bntain
eating recipes for their children to achieve propeaning for those who start it, practice aimingirtorease children
weight gain, and a mother's guide contains pictames explanation about CP and related care, sugPadefinition,
types, feeding position, feeding devices, weighhitawing, pre and post operative care was givethéon as a reference.
Children with weight gain problems related to digms and type of milk were referred to an outpdatientritional
specialist then cases were followed up severalgiime the researcher to ensure the improvementein tondition.
After completion of mothers' teaching session, there exposed to immediate post-test to evaluageirtipact of

supportive care on mother’s knowledge regardinga@Prelated care.

The second instructional session was carried otihénthird visit two weeks before surgical correntiof CP,
while mothers come to the hospital to check thafrolatory results needed for the surgery. The @esmicompassed
elements about postoperative care, such as prastioming immediately after surgery, time of pgstoative feeding,
types of feeding which can be used and wound ¢eight of children was measured and recorded US®GC 2002 for
both genders.

Evaluation Phase

The study and control groups were exposed to tweke/before surgery, then two weeks after surgicakction
to tool 3 and 4 to evaluate the mothers' knowleggarding CP and related practice. Also the weddltheir children was
measured and recorded using the tool (2) for botlugs two weeks pre operatively and two weeks ppstratively.

The data collection took about One year duratitarfed from September 2016 to September 2017.
Tools Validity and Reliability

Data collection tools were developed after extemsaviewing of literature. The tools were revievilsds experts
in pediatric surgery nursing, and pediatric plassigrgery to test the content and face validity bé ttools.

The tools were examined for content coverage, tglarelevance, applicability, wording, length, faxtnand overall
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appearance. Based on the experts comments anthmegwlations; minor modifications had been made sagh
rephrasing and rearrangements of some sentencBabiltg of tools was performed to confirm its cgistency using

Cronbach’s alpha and the results were r =0.75.
Statistical Design

The collected data were, coded, categorized, teayland analyzed using (SPSS 21.0). Descriptive dare
expressed as a mean and standard deviation. Qualitdata were expressed as frequency and pere@ntag
Chi-square was used to detect the relation betweethers’ knowledge based on their selected perseaahbles.
Comparison of means was performed using paireddgatrest. Correlation among variables was donaegu§tearson

correlation coefficient. The significance levelalff statistical analysis was at < 0.05 (P-value).

Results and Data Analysis

Part I: Children’ Characteristics, Mothers’ Personal Data as Well as Children’ Diagnosis in Study andControl
Group.

Table 1: Percentage Distribution of Children’ Characteristics in Study and Control Group

Study Group Control Group

Children' Characteristics (n=30) (n=30) t P
N | % N | %

Age/months-
6>12 21 70 28 93.3
12>24 9 30 2 6.7 371 712
X~ 4SD 9.7 +2.94 9.5 .77
Diagnosis:- X p
Complete CP 8 26.7 12 40
Incomplete CP 14 46.7 9 30
Complete CP with CL 6 20 7 233 | 8073 | 527
Partial CP with CL 2 6.7 2 6.7
Rank within the family:-
15‘d 2 6.7 3 10
n
PR R REEE
4™ and more 9 30 12 40

%60.00
%50.00
%40.00
%30.00
%20.00
%10.00

%0.00 T f

Study group Controlgroup

H Male

® Female

Figure 1: Children’ Gender in Study and Control Group (n=60)
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Table 2: Percentage Distribution of Mothers' Persoal Data in Study and Control Group

Agelyears:-

<20

20< 30 21 70 11 36.7

30<40 7 23.3 18 60

40 and more 2 6.7 0 0

X +SD 27.7+4.66 29.7 45.25 1.534| .130
Level of education:- X2 p
Not read and write 0 0 2 6.7

Just read/write 5 16.7 7 23.3

Basic education 10 33.3 5 16.7 | 1490 | .458
Secondary school education 15 50 13 43.3

University education 0 0 3 10

Place of residence:-

Urban 14 46.7 10 33.3

Rural 16 |533| 20 |ee7| 2% | 05

Part II: Children's' Weight Gain in the Study and C ontrol Group

Table 3: Percentage Distribution of Body Weight amng Children in Study and Control Group (n=60)

Preoperative child's Welght/kg -

Appropriate for age 53.3

Less than normal for age 12 40 14 46.7 | 2.039 | .153
X +SD 6.29 +1.21 6.23 40.70

Table 4: Comparison between the Mean of Body’s Welig among Children in the Study and Control Group (n=60)

Two weeks preoperatively:

X~ +SD | 6.29 +1.21 | 6.23 40.70 | 2.039] .153
Immediate post-test

X~ +SD | 6.69_+0.69 | 6.59 40.70 | 2.088] .041*
Two weeks after surgery:

X~ +SD | 6.69_+0.67 | 6.59 +0.68 | 2.140] .037*

Part Ill: Mothers’ knowledge about the care of children with CP

Table 5: Comparison between Total Mean Scores of Mizers’ Knowledge in the Study and Control Group inthe
Pre-test, Immediate Post-test and Two Weeks Afteru8gery (n=60)

Pre-test:-

X_ +SD | 28.1740.47 | 2117507 | 329 | .062
Immediate post-test:-

X~ +SD | 64.8065.91 | 29.33%¥.24 | 20.79 | .000*
Two weeks postoperative:-

X~ +SD | 49.30%.42 | 40.705.98 | 4094 | .000*

** Significant at p< 0.001
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Part IV: Correlational Analysis

Table 6: Correlation between Total Mean Score of Mthers’ Knowledge and Weight Gain of their
Children with CP (n=60)

Total Mean Score of Mothers’ Knowledge

Children’ Weight ; b
Two weeks before surgery .190 .146
Immediate post-test .396 .002*
Two weeks after surgery .240 .065*

*significant at p <0.05
DISCUSSIONS

Based on the result of the current study infantsags ranged from 6 to less than 12 months in thenity of
the study and control group in which they were pred for palate repair this result was in the sdime with [10]
(cleft lip and palate association) who reported BB repair was done between ages of 6 to 12 mafther the CP

children.

As regards diagnoses among children, the resulthefcurrent study illustrated that more than oifth of
children in the study group had incomplete CP iriciwhthe females in the study are more than in thetrol group,
whereas one fifth of them in the control group kadplete CP, hence, Uppal [11] in their study akepitlemiology and
clinical profile of cleft patients they stated thhe incidence of incomplete cleft is higher thaa incidence of complete
CP. This result was based on a purposive sampléich the researcher's selected cases with clé&itepso conduct the
study. This result agreed with Patel [12] repotteat the foremost type of clefting is a bifid uvutecurring in 2% of the

population. The second most frequent type is auleifateral complete cleft of the palate and priafpel structures.

Regarding children’ gender, the current study itated that more than half of children with CP atlbthe study
and control groups were males. This result is @oit¢ts with [11] and [13] in their study researtioat the epidemiology,

etiology and treatment of isolated cleft palateytbtated that theincidence of CP in females ikdrighan in males.

Regarding to child's order in the family the prasstndy indicated that one third of the study gramg two fifth
of the control group were the 4th child or moresthésult was agreed with Alaswad [14] and Ize-lydd®j in their
research about feeding interventions in babies wiglfit: a practical approach for feeding efficienmyd weight gain,
who found that the infant's order in the family whe 4th child or more were represented about bind of the study

sample. Child’'s rank could influence the parentgiring practice in some Egyptian communities.

The results of the present study revealed that miane two thirds of the mothers in the study graugse between
20 to less than 30 years old with mean age 24.86 years old, this result is agreed with Alas\diat] who conducted a
research about feeding patterns among infants @littand /or CP, they found that mothers age meare ®8ryears old,
while less than two thirds of the mothers' in cohgroup aged from 30 to less than 40 years oltd wiean age 29.75.25
years old this result is in the same line with MkH&6] who conducted a research about infantsimjnan the first two
years of life after repair the mothers' age inrtkaidy was ranged from 20 to 38. Mothers' age etiones correlated with

their perceptions as well as their knowledge.
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Regarding the mothers educational level the cusamty revealed that half of the study group and fifths of
the control group had a secondary school (high @ghhbis result was in accordance with Alaswad [tvHo found that
most of the mothers had secondary school educafioncerning place of residence Massenburg [17hdir tresearch
about Barriers to cleft lip and palate repair adbtime world, it was indicated that the majorityctéft patients were from
rural areas this result agreed with the currertystuhich revealed that more than half of the stgayup and three quarters

of the control group were from rural areas.

A study by Gabriela [18] was conducted in Brazil381 children at a rehabilitation hospital.to asshe effect
of craniofacial anomalies on weight of children endwo years of age showed that there is a spootsne=covery in
approximate age of five months in early childhoodrein those who are not repaired yet, the cursamdy revealed that
two thirds of the study group and more than halftted control group had normal body weight at theoperative

measurement according to Egyptian growth curvetdECC).

Second time measurement of body weight three qaofethe study group had normal body weight inclhit
was following the preoperative instructions (supivercare) and follow up by the research investigahowing improved
children’s body weight on the EGCC since this inyerment was on a varied period according to each aashey take a
date for surgery in the list it was more than 2 therin all cases, while more than two thirds of ¢batrol group had low
body weight than normal in the second time of weigleasurement. This result is supported by Reil§j and Bahgat
[20] in their study about the effect of using faggliprotocol on feeding performance of children with/CP in Egypt,
this study indicated that additional maternal suppg a clinical nurse specialist can both imprevaght gain outcomes

and facilitate referral to the appropriate services

Rawat [21] studied the effectiveness of structuteaching programme on the mother of CL/CP knowledge
they found that there was a statistically signifiicdifference between the total mean knowledgeescaor the study and

control group on the second and third time postt4e there was an acceptance of the researchhegist

Clearly, the current study emphasized that thers wastatistically significant difference in the imdiate
post-test between study and control group alsberpbst- test (1month after post-operative insions) between mother's
total mean knowledge scores in the study and cbghamups while there was no statistical differemgethe pre- test

between both groups.

Concerning correlation between the mothers’ knogdeand their children's body weight the currentdgttesults
indicated that there was no statistical significzorrelation between children weight gain and tatebn score of mothers’
knowledge in the pre-test. Also there were sigaificpositive correlations between children weighingand total mean
score of mothers’ knowledge in the immediate pest-and two weeks after surgery. That could ptheemportance of
the supported care given to the mothers in which prminent in the difference between pre-test jpost- test after
receiving supportive care and strengthen the reBeds hypothesis about the effect of parents’ Kedge on the
children's body weight. The study result can bepsuied by Rawat [21] who found that there was &istieal significant
positive correlation between mothers’ knowledge analctice in which affect directly on feeding perfance which

reflected on the children’s body weight.
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CONCLUSIONS AND RECOMMENDATIONS

The result of the current study concluded thatapplication of supportive care for mothers of cteld with CP
has a positive effect on their child’'s body weightothers who received supportive care had a highean scores of
knowledge and improved levels of practice regardiage of their children with CP than those in tlomtool group.
Children of mothers who received supportive card hagher mean of body weight than those in the robrgroup.
The results also concluded that there were stilitisignificant positive correlations betweenldren’ weight gain and a

total mean score of mothers’ knowledge in the imiatedpost-test and two weeks after surgery.

Recommendations: based on the results of the dwstady the following recommendations are suggesiesing
awareness of pediatric surgical nurses about thpastive care for mothers of children with CP atedpositive effect on
the children body weight that can be done throughoplic training sessions, integrating well trainedrses in a
multidisciplinary team of craniofacial anomaliesstablishing a website for mothers of children wiflP? contain
information and images and details concerned wi¢hdongenital anomaly and related surgical proedad prognosis
with the available services for support and guigarapplication of the supportive care immediatdtgradetection of the
congenital anomaly to get the best outcomes forherst and their children.Finally; and replication thfs study is

warranted, this would enhance opportunities to giize the findings to other surgical clinical sags.
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