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Abstract:

Objective(s): The main aim of the study is to determine the level of burden on mothers toward children with
anorectal malformation.

Methodology: A descriptive study was carried out at Welfare Pediatric Teaching Hospital and Central Pediatric
Teaching Hospital in Baghdad City. From November 15th, 2017 to April 29th, 2018. Convenient sample
comprised of (140) children mothers with anorectal malformation were interviewed for the study. The instrument
of study is composed of six domains related mothers' burden toward psychosocial burden as a result of child with
anorectal malformation. Validity of the study instrument was determined through a panel of experts and the
reliability of the questionnaire is determined in a pilot study among (14) mothers. Mothers who participated in
the pilot study are excluded from the total study sample. The analysis of the data used was descriptive statistics
and statistical inferential, in order to find the level of burden of congenital anomalies on mothers.

Results: The study findings indicate that there are highly significant burden impact on a mother who has a child
with anorectal malformation.

Recommendations: The study recommended that Psychological support should be provided by health care
professionals for the mothers who have children with anorectal malformation.
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Introduction

/ \ child's birth represents a great event

in parents' life. Parent feeling is compared
with joy. If a child birth associates with
anomaly, there is a demand for hospital stay
for a period of time with special care that can
transmit hopefully any occasion for another
situation. *

Anorectal malformation (ARM)
represents as malformed of the rectum or
absence of normal rectum. Constipation and
fecal incontinence resulting from this stoma
as a result of this malformation. ARM has an
impact on specific part of a child body that is
hidden from others. Physical negative impact
resulting from ARM can be appeared as
shameful or stigma matter leading to
psychosocial ~ complication  for  this
condition.” Shameful feeling that affects a
child's suffering from ARM and continues
along child life leads to psychological
problems, such as being outcast or rejected in
his/her school. Children may be also fool
around with other children in school.
Depravation and secret behavior will be
acted by a child who has experience with
ARM.?

ARM is a congenital anomaly
that affects anal and rectum tract. The
prevalence of ARM is 1 in 4000-5000 births.
ARM is ranging from high and low anomaly.
During the embryonic period elevator muscle
of the rectum develop any anomaly through
this period can lead to ARM.* Early surgery
performed to reconstruct anomaly with
special treatment and follow —up.’ This
malformation can lead to incontinence of
urine and stool and sever constipation. The
quality of life QOL is affected by these
problems and leads to psychological
problems.® These problems also influence
child's bond with his/her parents, ties and
child's psychological status.” Colostomy
performed within first 24 hours of child life.
When a child is born with high or
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intermediate ARM to allow children bowel
be empty.2 When a child needs colostomy,
it can be an extremely traumatic time for the
family.® Re-building of the anus and the
anorectal canal with normal manner is
performed when the child in his/her first
three months. And then anorectal dilatations
instructed to avoid constipation.’®

ARM represents as chronic
condition, request for stoma to empty bowel
content until age 3 months when the new
anorectum reconstructed. Dilatation is done
(With Hegar dilators) to resize the rectum
suitable with a child's age. Specific Health
education performed on child's parents to
dilatation twice daily for several to months.
If neoanus reached to target dilatation size,
stoma should be closed and stool would pass
through normal canal as reconstructed
rectum.™

Functional problems such as
constipation and soiling affect a child
suffering from ARM even rectum tract
reconstructed achieve which require daily
enema in addition to bowel management
program.*?

Another complication has huge
impact on child, parents and healthcare
member, represented by sepsis, wound
infection, prolapse and wound lesion effect
on a child have colostomy as difficulties
happen postoperative. Moreover, it has
negative impact on child acceptance
especially for a child who lives in developed
countries.”

Methodology

A descriptive design was carried out at
Baghdad City Hospitals for the period
November 15th, 2017 to April 29th, 2018.
Convenient sample of (140) mothers was
selected from the Surgical Wards and
consultations in the Children Welfare
Teaching  Hospital, Central Pediatric
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Teaching Hospital. A lot of surgical anomaly
cases admitted to these hospitals from
different Baghdad city areas. So researcher
chosen these cases in the consultation
department and surgical wards. The study
instrument (questionnaire) was consisted of
two major parts to meet the purposes of
study. International scale was used through
the review of related literatures scale with a
research about (Impact of a child with
congenital anomalies on parents (ICCAP)

questionnaire; a psychometric analysis)
written by. %
The first part is related to mothers'

demographic characteristics such as age,
number of children in family, number of
child's sibling, father's age, level of education
for parents, monthly income for family,
family history affected member with
congenital anomalies, any diseases affect
child, any congenital anomalies associated
with anorectal malformation, drugs in use,
how long parents married and residency. The
second part is related to burden of children
with Anorectal malformation on mothers. It
consists of 36- items (Agree, extremely
agree, disagree, extremely disagree, and not
accept) questionnaire divided into 6 main
dimensions which are: Contact with
caregivers,  Social  network,  Partner
relationship, State of mind, Child acceptance
by his/her family and Fears and anxiety. The
validity of the study and questionnaire was
established through a panel of (9) experts of
different specialties related to the field of the
present study. They were asked respectively
to review the questionnaire for clarity and
adequacy in order to achieve the present
study objective. The reliability for
constructed questionnaire was determined by
using pilot study. The pilot study was carried
out on 10% of total sample (14 mothers)
selected randomly from Welfare Teaching
Hospital chosen from 1st February, to 12th
February 2018 to avoid bias the internal

Results:
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consistency of the questionnaire is found to
be (0.92) on Cronbach’s alpha. The Pilot
Study was done to test the questionnaire for
clarity and the reliability, to determine the
time required for filling the questionnaire and
to discover the barriers that may be
encountered during the study process.

The pilot study sample was excluded from
the original sample of the study. Data were
analyzed using the statistical package for
social science (SPSS) for windows Version
24 (Chicago, IL). Descriptive statistical
measures of frequency, percent, mean, and
standard deviation will be used. Furthermore,
the inferential statistical measures of
Bivariate correlation and linear regression
will be used. Moreover, the non-parametric
tests of Kruskal-Wallis tests and Mann-
Whitney-U test will be used.

Classification for Socioeconomic Status for
families:

The summation of scores of educational
qualification and monthly income is
computed as follows: %

Lower < 4

Upper lower class  5-8
Lower middle class 9-12
Upper middle class 13-20

Upper class 21-24
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Table (1): Participants’ Sociodemographic Characteristics (N = 140)

Items Freq. %
Male 92
65.7
Child's Gender
Female 47 33.6
Undifferentiated 1 0.7
1-7 days 17 12.1
< One month 19 13.6
< 6 months 36 25.7
Child’s Age group
< One year 14 10.0
1-2 years 31 22.1
> 2 years 23 16.4
One
19 13.6
Two 26 18.6
Count of infants in the house
Three 35 25.0
Four 21 15.0
Five 19 13.6
>6 20 14.3
Second 29 207
Third 32 22.9
Fourth 19 13.6
Child's birth rank
Fifth 19 13.6
Sixth 13 9.3
Seventh
5 3.6
Table 1. (Continued)
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15-22 28 20.0
23-30 53 37.8
Mother's Age mean
31-38 40 28.6
39-47 19 13.6
18-26 35 25.0
Father's Age mean 27-35 48 34.3
36-44 40 28.6
45-53 13 9.3
>54 4 2.9
Lower 9 6.4
Upper lower class 68 48.6
Socioeconomic Status
Lower middle class 40 28.6
SES
Upper middle class 21 15.0
Upper class 2 14
Urban 69 49.3
Residency Suburban 32 22.9
Rural 39 27.9
Family history of congenital Yes 22 15.7
anomalies No 118 843

Freq =Frequency; % =percentage

Table (1) shows the demographic characteristics of the study sample which was 65.7 male,
majority of them 25.7% at age less than six months, Count of infants in the house were three children
by 25.0%, 22.9 of child's birth rank are third, mother's age mean 23-30 years by 37.8, Father's Age
mean 27-35 years by 34.3, 48.6 represent as majority of families at Upper lower class to
socioeconomic status SES, 49.3 of families urban residency and 84.3 of families reported that they do
not have such a history of congenital anomalies.
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Table (2): The Difference in the Burden Related to the Social Network Among the SES Groups

Ranks Asymp.
Chi-Square | df y P
SES N Mean Rank Sig.
Lower 67.28
Upper lower class 68 64.65
The i
' Lower middle class 40 79.90
social Upper middle class 6.794 4 147
network 21 80.95
Upper class 5 126.00
Total 140
N=number  p-value =.147

Table (2) presents the differentiation in the burden related to the social network was greater for

the family that was in the upper lower SES class, followed by the family that was in the upper

lower SES class, the family that was in the lower middle lower middle SES class, the family

that was in the upper middle SES class, and the family that was in the upper SES class. This

represents a descending order. However, there is no statistical significant difference in the

burden related to the social network among the family SES class groups.
Table (3): The Difference in the Burden Related to the Child’s Acceptance Among The

Existence of Family History Of Congenital Anomalies Groups

Ranks

Does the receive any N Mean | Sum of Mann- Asymp. Sig.
medications? Rank | Ranks | Whitney U
Child Yes 102 | 71.02 | 7244.50
Acceptance No 38 | 69.09 | 2625.50 | 1884.500 .800
Total 140
N= Number Sig. = Significant

The burden related to the child’s acceptance was greater for the child who

doesn’t receive any medication. This represents a descending order. However, there is no

statistical significant difference in the burden related to the child’s acceptance between

receiving any medication for the sick child groups.

Table (4): The Difference in the Overall Burden Among the Existence of Other

Congenital Anomalies Groups

Mann- AS .
Ranks . )fmp
Whitney U Sig.
Has the child had other N Mean | Sum of
congenital anomalies? Rank Ranks
Yes 44 | 53.08 | 2335.50
Overall
No 96 | 78.48 | 7534.50 | 1345.500 .001
Burden
Total 140

86




Iraqi National Journal of Nursing Specialties, Vol. 31 (2), 2018

Table (4) indicates that the overall burden was greater for the child who has

another congenital anomaly. This represents a descending order. There is a statistical

significant difference in the overall burden between the existence of another congenital
anomaly in the sick child groups (Mann-Whitney U = 1345.500, p-value = .001).

Discussion:

Part I: The Demographic Characteristics
Distribution

1. Gender of child:

The present results revealed that most
were males (65.7%). The findings of the
present study supportive evidence is
available in the study that showed (the high
percentage of their sample were male,
52.8%). 1

2. Age of Children:

According to the results show that
majority of children with age less than six
months (25.7%). These results supportive
evidence is available in the study that
showed (49% of children in his study were
<5 years of age.** But disagree with the
results that showed (the highest percentage
of children 33.3% early neonates at the age
(1-7 days).™

3. Number of children in the family:

Regarding the number of children in
the family, a quarter have three children
(25.0%). The findings of the present study
supportive evidence is available in the study
that showed that four children in the family
by (32.0 %).°

4. Child’s birth rank:

Finding of the present study revealed
that the child’s birth rank was the third
rank, that the highest percentage were in
(22.9%), The findings of the present study
supportive evidence is available in the study
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that showed (the high percentage of their
sample were third position, 29.2%). ** The
result of this study disagree with result that
showed (highest percentage 42.8%) of these
children were the first born.*

5. Mothers’ age:

The present study showed mothers’
age, the age mean was 29.3 + 7.1; more
than a third were within the age group of
(23-30) years-old (37.8%). The findings of
the present study supportive evidence is
available in the study that showed (the
highest percentage of the mothers were in
age group of 21-25 years with 44.9%). **
But disagree with the results that showed
(the highest percentage of mother's age
were above 35 years at conception
(59.96%). *'

6. Fathers’ age

The majority of fathers' age were
within the age group of (27-35) years-old
(34.3%). The findings of the present study
supportive evidence is available in the study
that showed (the highest percentage of the
fathers were in age group of 25-34 years with
55.4%)." But disagree with the results that
showed (the highest percentage of father's age
were above 50 years at time of conception was
detected in (30%). V'

7. Family class

Concerning the family’s SES, less than
a half were classified in the upper
lower class (48.6%), found that with
respect to parent education 33.1% of
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mothers and 24.7% of fathers had a
college degree.’® Moreover, another
statistic found that more than half of
children’s families have somewhat
sufficient monthly income (59.0%). °

8. Residency

Regarding the residency majority of
families live in urban areas (49.3%).
These results supportive evidence is
available in the study that showed
(52.9%) of families residency was
urban area.'

9. The family history of congenital
anomalies

Concerning the family history of
congenital anomalies, the majority
reported that they do not have such a
history  (84.3%). These results
supportive evidence is available in the
study that showed that 94% of the

The burden related to the child’s
acceptance was greater for the family that
has a history of congenital anomalies are
shown in table (3). The findings of the
present study supportive evidence is
available in the study that showed that
(the higher levels of agreement for both
parents were reached on acceptance of the
child and partner relationship, with lower
agreement between parental levels on
fears and anxiety, contact with caregivers
and social network).? Furthermore, 28%
of the mothers and 25% of the fathers of
children with anorectal malformation had
received psychological help owing to their
children’s congenital anomaly. **

Part IV: The difference in the overall
burden among the existence of

patients did not report of any family

history of birth defects.’®
Part 11: Mother's Burden:

Correlation between the families'
SES and the burden related to the social
network

A positive statistical correlation between
the families’ SES and the burden related to
the social network table (2). The findings
of the present study supportive evidence is
available in the study that showed(These
results are in accordance with the study
showed that children with anorectal
malformation missed more school, spent
more days in bed and need care, had
greater healthcare utilization, and had
parents who missed more work days with
greater work impact.®®

Correlation between burden
related to the child’s
acceptance with the family that
has a history of congenital
anomalies

Part I1I:
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other congenital anomalies
groups Table (4)

The results showed significant

association between overall burden and

existence of other congenital anomalies
among children.  The findings of the
present study supportive evidence is
available in the study that showed (children
who underwent multiple operations and
those who required home medical treatment
HMT was significantly higher than that of
patients who underwent single operation,
and those who did not require HMT). %

The study also showed a positive
statistical correlation between the families'
socioeconomic status SES and the burden
related to the social network. The present
study supportive evidence is available in the
study that shown that majority (94%1) of
all the congenital malformations occur in
middle and low income countries where
mothers are exposed to factors of low
socioeconomic status such as macro and
micro-nutrient deficiencies, infections and
other factors. Advanced maternal age also
increases the chances of certain
chromosomal abnormalities.™
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Recommendations:

1. There is a pressing need to increase
the public awareness to avoid the
early marriage of girls.

2. There is a need for the health care

givers to reassure parents of
children with congenital anomalies;
especially those whose ages

between (1-6) months regarding the
course of illness for their children.

3. Special efforts should be devoted by
health care professionals to families
that have a history of congenital
anomalies with the goal of
overcoming burden related to the
contact with caregivers.

4. Psychological support should be

provided by health care
professionals for the families that
have a history of congenital

anomalies, having a child who has a
history of congenital anomalies, and
having a child who receive any
medication with the goal of
overcoming the burden related to
the state of mind and child’s
acceptance.
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