MATERNAL PERSPECTIVES ABOUT BIRTH DEFECTS AND
ANORECTAL MALFORMATIONS IN IBADAN, NIGERIA

BY

TAIWO AKEEM LAWAL
MBBS (Ibadan), FWACS (Paediatric Surgery)
69058

A dissertation in the Department of Epidemiology & Medical Statistics,

Submitted to the Faculty of Public Health, College of Medicine,

in partial fulfilment of the requirements for the Degree of

MASTER OF SCIENCE

of the

UNIVERSITY OF IBADAN

AUGUST 2012

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



CERTIFICATION
We certify that this work was carried out by Dr. T. A. Lawal in the Department of
Epidemiology and Medical Statistics. Faculty ol Public Health. College of Medicine.

University of Ibadan:

feponr

Supervisor

Dr. A.A. Fatiregun, MBBS, MSc (Epid & Med Stat), FWACP

Senior Lecturer. Department of Epidemiology and Medical Statistics.

Faculty of Public Health. College of Medicine. University of Ibadan. [badan

Supervisor
Dr. Ovindamola B. Yusuf, BSc (Ibadan), MSc (Ibadan), PhD (Ibadan), CStat (UK)
Sentor Lecturer. Department of Epidemiology and Medical Statistics.

Faculty of Public Health. College ol Medicine. University of Ibadan. Ibadan

ll

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



DEDICATION
This work is dedicated to all those caring. in one way or the other. for children with

congenital mallormations worldwide

11
AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



ACKNOWLEDGEMENT
| am immensely indebted to my supervisors — Br. A.A. Fatiregun and Dr. Oyindamola B.

Yusuf for their guidance in the conduct of this project. mentoring and providing the

(riendly atmosphere that allowed the smoothness of the research.

| thank the members of stall of the Department of Epidemiology and Medical Statistics
for providing the tutelage and training needed to become “Epidemiologists and

Biostatisticians. .

| am grateful to my research assistants — Omolara Odu. Ololade Odu and Wuraola
Akintola for helping out with the data collection as tedious as 1t was.

| am eternally grateful to my wite and pillar of support. my number one fan and source of
encouragement for being there and participating actively right from the collection of the
admission form to the data collection, data analysis and project writing. | appreciate the

support of Hakeemah, Nabeel and Najceb Lawal who all behaved themselves allowing

Dad to complete the project on schedule. I love you all.

1,
AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



TABLE OF CONTENTS
Title page
Certification
Dedication
Acknowledgement
Table of contents
List of Figures
List of Tables
List of Appendices
Abstracl
Chapter | = Introduction
— lustilication tor the study
— A1m and objectives

Chapter 2 — Literature Review

2.1 Congenttal maltormations
) Anorectal mallormations
D,

Delayed presentation in anorectal malformations

3

2.4 Newborn screening
d Parents and screening for congenital malformations
5

I Role of parents in screening for malformations

IJ
N
J

5.2 Awareness of'screening for birth defects

D
4
oJ

Educating parents about screening lor

congenital mallformations

2.5.4 . Sources ol intormation about birth defects

2.5.5  lactors influencing awareness of birth defects by parents
2.5.6  Factors mlluencing acceptunce ol screening by parents
2.5.7 Awareness of mothers about prevention ol

certain birth defects

2.6 Role of health-care professionals in the screening process

2.7  Newborn physical examination

\
AFRICAN DIGITAL HEALTH REPOSITORY PROJECT

Vil
1%
X

X 11

J

00 Wh W»L W

[ 1
|1

16
1 6
| 7



Chapter 3 — Methodology

3.1

3.2
3.3
3.4

CJ
()

oI CJ
<~ O

5.9
5.10

Study design

Study site

Target population

Study population

Sample size determination
Sampling technique
Selection criteria

Data collection procedure

Data management and analysis

Ethical considerations

Chapter 4 — Results

4.]
4.2
4.2,

4.6

4.7

4.8

Socilo-demographic characteristics ot the study population
Obstetric characteristics of the study participants

Gravidity and parity ot the study parucipants

Antenaltal care details of the (last) pregnancy

Awareness about birth delects and anorectal malformations
Awareness of the participants about birth defects
Knowledge of thewparticipants about birth detects
Awareness ol-the participants about anorectal maltormations
Antenatal care visits and counselling about birth detects
Comparison of participants Irom the two study sites
Compiarison of socio-demographic churacteristics of
participants lrom the two study sites

Comparison of maternal obstetric churacteristics of
participants from the two study sites

Soclo-demographic variables and awareness/knowledge

ol birth defects

Socio-demographic variables and awareness of

anorectal malformauons

Maternal obstetric variables and awareness/knowledge

Vi
AFRICAN DIGITAL HEALTH REPOSITORY PROJECT

9
19

o I
O

J
(N N

‘JJ

IJJ
fJ.



of birth delects
4.9 Maternal obstetric variables and awareness ol
anorectal malformations
4.10  Predictors of awareness/knowledge of birth defects
4.10.1 Predictors of awareness of birth defects amongst
socio-demographic variables
4.10.2 Predictors of knowledge ol birth delects amongst
soclo-demographic variables
4.10.3 Predictors of awareness of birth defects amongst
maternal obstetric variables
4.10.4 Predictors of knowledge of birth defects and
maternal obstetric variables
4.11  Newborn physical examimation
412 Exammaton findings
Chapter 3 — Discussion
References

Appendices

Vi
AFRICAN DIGITAL HEALTH REPOSITORY PROJECT

41

43
44

44

45

40

47
48
48
49
54
60



List of Figures

Figure Title Page
1.1 Spectrum of delects in males 6
.2 Spectrum of female defects 7
1.3 Newborn temale with a single perineal opening 8
4.1 The pgestational age at registration for antenatal care (N = 363) 27

Vil
AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



Table
4.1
4.2
4.3
4.4
4.5

4.6

4.7

4.8

4.9

4.10

4.11

4.12

4.13

4.14

4.16

List of Tables
Title

Highest level of education attained by the study participants

Location where antenatal care was received by the respondents

First source of information about birth defects among the respondents
Congenital malformation awareness score (CMAS) of the participants
lotal number of pictures of the perineum (out of three)

correctly identified by the respondents

Comparison of socio-demographic characteristics of the participants

from the two study sites

Comparison of maternal obstetric characteristics of the participants

from the two study sites

Socio-demographic variables of the participants and
awareness of birth defects

Socio-demographic variables of the participants and
congenital malformation awareness score (CMAS)
Socio-demographic variables of the participants and
awareness of anorectal malformations

Maternal obstetric variables of the participants and
awareness of birth defects

Maternal ebstetric variables of (he participants and
congenital malformation awareness score (CMANS)
Maternal obstetric variables of the participants and
awareness ol anorectal malformations

Logistic regression analysis of relationship between socio-demographic
variables and awareness of birth defects

Logistic regression analysis of relationship between socio-demographic
variables and knowledge of birth delects, using CMAS

Logistic regression analysis of relationship between maternal obstetric
variables and awareness of birth defects

IX
AFRICAN DIGITAL HEALTH REPOSITORY PROJECT

Page

30

wJ
)

46



4.17

Logistic regression analysis of relationship between maternal obstetric
variables and knowledge of birth defects. using congenital malformation

awareness score — CMAS

A
AFRICAN DIGITAL HEALTH REPOSITORY PROJECT

47



L.ist of Appendices

Appendix Title Page

Appendix | Questionnaire 60

Appendix IB  Pictures used for Question 40 in the questionnaire 68

Appendix 11 Ethical Approval trom the UI/UCH Ethical Committee 71

Appendix Il Informed consent form 72
NI

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



ABSTRACT

Birth defects are structural congenital malformations that are almost always seen at birth.

In countries lacking guidelines on screening for birth defects, additional responsibility is
placed on parents in the early detection of these defects. Moreover, the major cause of
morbidity and mortality in the treatment of children with these malformations in our
environment is delayed presentation. Furthermore, there is absence of published data on
the knowledge of Nigerian parents regarding birth defects and there is no information in

the literature on the awareness, knowledge and attitude of parents towards early detection

of birth defects and anorectal malformations.

The objectives\ of this study included assessing the awareness and knowledge of mothers
about birth det‘écls and anorectal malformations, ascertaining the adequacy of counselling
al antenatal clinics concerning birth delects. evaluating the influence of socio-
demographic factors on awareness of birth defects. and determining the relationship

between maternal obstetric factors and awareness of birth defects.
This was a descriptive cross-sectional study 0t 365 mothers consecutively selected at the

immunisation clinics affiliated to the University College Hospital, Ibadan and Adeoyo
Maternity Hospital, Yemetu, Ibadan. conducted between May and July. 2012 following

ethical approval. Data were collected with the use of structured nterviewer administered
questionnaires and information obtained on the socto-demographic characteristics.
maternal obstetric history, details of antenatal care for the index pregnancy and items

lesting the awarenéss of mothers about birth defects and anorectal malformations.
Descriptive and inferential statistics were performed using SPSS, version 19. Tests of

using chi square statistics and p-value set at <0.0S.
Multmnomial logistic regression was done (o identily independe

ol birth defects.

assoclation ~were performed
nt predictors of awareness

Ihe participants were aged 17 10 42 years. The majority (98.4%) was married; 52.6%
were Christians and 60.8% were unskilled workers The participants have had between
one and seven pregnancies each. and the majority (99.5%) attended antenatal care during
the index pregnancy. The study found that only 35.9% and 19.5% of them were aware of
birth detects and anorectal maltformations respectively, During the antenatal care visit tor
the index pregnancy, 5.8% of the respondents recejved counselling about birth defects.

N
AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



[Factors that were found 10 be associaled with greater awareness and improved knowledge
scores of birth defects were age. religion. highest level of education, occupational class.
booking at an early phase in pregnancy for antenatal care and registration in a tertiary
care facility, Religion, educational status and the facility where antenatal care was
received were found to be independent predictlors of awareness of birth defects.

In conclusion, the study has shown that mothers in Ibadan, Nigeria have a poor level of

awareness of birth defects and anorectal maltormations.

Key word: birth defects, anorectal malformation. awareness, mothers
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CHAPTER |
INTRODUCTION

Birth delects are congenital malformations that are structural in nature and most often

present at birth, They can be minor birth delects such as birth marks or extra digits. and
major defects such as congenital heart diseases, pulmonary malformations.
tracheoesophageal fistulas. anorectal malformations etc. Anorectal malformations are a

spectrum of birth defects that occur in both males and females. ranging from simple.

easily trealable mallormations to more complex types that require multiple corrective

surgeries and consequently have more severe limitations on daily living. Anoreclal

maltormation (ARM) occurs in | of every 2.500 — 5,000 live births (Cuschieri, 2001 &

Pefia and Levitt, 2006) and 1s slightly more common in males. There 1s no racial

predilection and it is seen in all the continents. Anorectal malformation is often called
imperforate anus, which is a misnomer, because it is only in 5 — 0% of cases of ARM.
that a truly impertorate anus exists, the overwhelming majority being “perforate™ but the
anus is absent and the most distal part of the gastrointestinal tract communicates with the
urethra in males and reproductive tract (vagina or vestibule) in females (Lawal et al.. in
press).

Babies with anorectal malformations present, usually. in the immediate period atter burth
because the defect is a steuctural one and 1t can be easily identitied by routine neonatal
examination. Quite ottén, however, the defect i1s missed at birth and the baby presents a
lew days or weeks later (1 urowski et al.. 2010). The baby may present with passage of

stool from abnormal openings in the perineum or passage ol stool mixed with urine (Penia
and Levitt,;-2000).

The management of children with anorectal mallormations s dependent on the type of
defect. The decision ol whit 1o do s guided by the location ol the most distal part of the
rectum, 1.e. a “low type' or “high type™ ol mallormation based on whether the rectum hes
below or above the pelvic diaphragm (Lawal et al.. in press). Most bables with “low
type” mallormations such as perineal fistulas can be operated in the immediate newbaorn
period, and the prognosts is very good as 100% of such babies will attain voluntury

control of the act of defecation (Levitt and Peia, 2010). Those with “higher (ype”

maltormations typically undergo a diverting colostomy in the neonatal pertod as an

l
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interim measure to allow the child to grow for a few weeks or months, when a definitive
surgery 1s then perlormed (Levitt and Pefia. 2010). Children with “higher type™ delects

have a poorer prognosis lor faecal and urinary continence.

If the malformation is missed within the first few hours of birth, the baby is fed by the

mother and taken home, and m such children, massive abdominal distension causing

respiratory distress, bacterial translocation leading to sepsis. vomiting and the

consequences of aspiration pneumonitis worsen the morbidity and account for a
significant cause of mortality in these children (Chirdan et al.,, 2008 & Lukong et al..
201 1). Untortunately, the crux ol the management of anorectal malformations in
developing countries including Nigeria 1s delayed recognition and presentation to the
hospital, with a higher mortality rate recorded (Chirdan et-al., 2008, Ademuyiwa et al..
2009. Eltayeb. 2010 & Lukong et al.. 2011). In addition. there are some types of defects
in which the baby may. on gross inspection, appear to have a normal anus but on closer
look or probing with a thermometer, the baby would then be seen to have an anorectal
maltormation (Lawal et al.. 2011). Thus a cursory inspection of the anus may not be
enough to exclude anorectal malformation in a newborn child.

Routine screenimg of newborn children lor certain congenital maltormations 1s well
established in developed countiies, but absent or rudimentary at best 1n many developing
nations (Olusanya and Solanke, 2009), Screening i1s important, because early detection of
these mallormations~is _assoclated with prompt treatment and the multiplier effect of
reduction i morbidity and mortality associated with the disorder. better prognosis and
overall improvement in the quality ol lile of children altlicted with the malformation
(Amencan—Academy of Pediatrics AAP. 2000 & Hoffman and Laessig, 2003).
Standardised guidelines have been developed at national and international levels for
routine physical examination of all newborns within the lirst 48hours of life (AAP. 2000
& AAP, 2004)., the optimal utilisation of the process ol screening, especially lor
structural anomalies such as ARM, which are easity detected at hittle or no cost, 1s only
possible 1t the parents and health care prolessionals are carried along (Atte et al.. 2006 &
Arnold et al.. 2006).

In the absence of specific guidelines for perineal examination in newborn children. the

onus almost always fall on parents, and often, health care workers to detect babies with

-
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ARMs. The degree of delay i presentation oflen reflects the level of awareness of the
sociely in terms of birth defects, knowledge of normal and abnormal body tissues and

organ-systems and the presence or absence ol standardised protocol in use at the
hospital/maternity centre where delivery took place. There is no information, in the
literature, on the perception ol parents towards screening for and early detection of
anorectal malformations. In addition, knowledge 1s lacking on the awareness of mothers
about ARM. what constitutes normal anus/abnormal anus and what can be regarded as
normal tunctioning of the ano-rectum in the newborn period. Furthermore. there i1s no

information in the literature on the perception of Nigerian mothers about congenital

maltermations.

Justification for the study

The non-existence of newborn screening protocols for anorectal malformations may be a
pointer to the delay associated with the preseatation to the physician of many children
with the anomaly. The absence of information on the level ol awareness of parents.
especially mothers, about normal and abnormal anus may make it difticult to conclude on
the reason why these babies are often diagnosed late.

The study will theretore serve to provide baseline mformation on the knowledge and
awareness ol mothers about: birth defects in general and anorectal malformations in
particular. It will, imaddition, provide information on the knowledge of mothers on the

possible prevention. early detection and care ol these anomalies.

Aim and objectives

Gener:al amm

o o assess the perspectives ol mothers about birth delects and anorectal

malformations.

Specific aim

* Toassess the awareness/knowledge of mothers about birth defects and more

specifically;, anorectal malformations

* To find out the adequacy of antenatal clinic visits in counselling on birth detects

3

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



e To ascertain the influence of socio-demographic varnables on awareness of birth
defects
e To determine the relationship between maternal parity and awareness of birth

detects and anorectal malformations

4
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CHAPTIEER 2

LITERATURE REVIEW
2.1 Congenital malformations
Congenital maltormations are structural, behavioural, functional or metabolic detects
present in babies at birth (Sadler. 2003). These malformations can be ol major or minor
lypes. Major s{ructural malformations are mostly evident at birth or shortly thereatter and
occur in 4 — 6% of all deliveries (Sadler, 2003 & Stevenson and Hall, 20006). These major
malformations, such as congenital heart diseases. anorectal malformations. pulmonary
hypoplasia, are often lite threatening and constitute a significant and leading cause of
neonatal. perinatal and infant mortalities (Lantto et al.. 2008). Major congenital
malformations were present in 79 out of 1467 live born infants (5.6%) in a cohort study
of Pakistani children over a 24 months period. and the morbidity as well as mortality
rates during the follow up period were noted to be higher in low socio-economic class
than in high and middle income classes (Gustavson. 2005). Similarly. in a study of birth
detects in Ecuador, congenital malformations were present in 72.3/10,000 live births and
was responsible for 1% ol the overall crude death rate in the population (Gonzalez-
Andrade and Lopez-Pulles. 2010).
The definitive cause of most congenital mallormations remains unknown but many

agents have been associated with increased occurrence of certain  congenital

malformations. These mclude maternal smoking, ingestion of certain drugs. exposure 1o

radiation. and certain.occupations, which involve interactions with chemicals (Hemminki

et al-. 1981 :8Sadler. 2003 & Stevenson and Hall, 20006).

2.2 Anorectal malformations

Anorectal malformations represent a spectrum of structural birth defects in which there 1s
a partial or total absence of the anorectal canal leading to the absence ol a mechanism to
evacudte faeces to the exterior. The spectrum of malidbrmations in boys Includes anorectal
maltormations; with recto-perineal fistula, recto-bulbar urethral fistula, recto-prostatic

urethral fistulda, recto-bladder neck fistula and impertorate anus without fistula (Figure
1.1).

S
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Figure 1.1, Spectrum ol defects i males. ARM with: (A) Recto-perineal tistula. (B)

Recto-bulbar urethral tistula. (C) Recto-prostatic urethral fistula. (D) Recto-bladder necK

fistula (Courtesy Lawal et al, in press).

The anomalies seen 1n girls include: ARM with recto-perineal fistula, ARM with recto-
vestibular. fistula, ARM with recto-vaginal listula, cloaca malformation and impertorate
anus without fistula (Figure 1.2).

Girls may present with passage ol stool from the vagina or vesubule, and in the most
severe type ol ARM in females, there may be just a single opening in the perineum into
which opens, the rectum, the urethra and the vagia (Figure |.3).

The malformations are usually obvious soon after birth or present as a result of failure to
pass meconium within the first few hours of lile. These anomalies are often associated
with major lite threatening anomalies (Peia and Lewitt, 2005). Associated anomalies are
present in 40 -- 64% ol children with anorectal maltormations (Cuschieri, 2001 & Ratan

et al., 2004). These include urinary tract malformations in 30 to 70% (Rich et al.. 1988 &

6
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Ratan et al., 2004), spinal and vertebral malformations in 8 to 40% (Boemers et al.. 1999
& Ratan et al., 2004), congenital heart diseases in 10 to 20% (Ratan et al.. 2004),
tracheoesophageal fistulas in 6 to 10% (Ralan et al., 2004) and female reproductive tract
anomalies 1n 8 to 30% (Ratan et al., 2004). The proportion of associated malformations

tend to be higher in children with the rectal stump ending above the level of the pelvic

diaphragm, and lower in those with “low” types ol anorectal maltormations.

IFigure 1.2. Spectrum of female defects. (A) Female Recto-perineal fistula (B) Recto-

vestibular ﬁslul‘a- (C') Cloaca (Courtesy Lawal et al. in press).

,
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Figure 1.3. Newborn female with a single perineal opening (Cloaca malformation)

/e Delaved presentation in anorectal malformations

Delayed presentation or delay nvdiagnosis of anorectal malformations may, possibly. be
due to many reasons. whieh include: lalse assurance of normal anus when the child
passes meconium within the first day or two ol life madequacy in the quality of neonatal
physical examination conducted by the physicians or midwives, lack of awareness by
parents otawhat constitutes normal and abnommal anus, rarity of certain types off ARM 1n
which thewanus appears “normal™ on cursory inspection. None of these reasons, however.
have been investigated as a possible cause ol delay in presentation or diagnosis of ARM
(Lindley et al.. 2000).

Delayed presentation of patients with anorectal mallormation is quite common in Africa.
In a review ol 104 patients admitted with ARM in Assiut, Egypl, over a period of three
years, 20 (19.2%) presented after 48 hours ol birth (Eltayeb. 2010). Similarly, 1n a
retrospective evaluatton ol patients managed for anorectal malformations at the Ahmadu
Bello University Teaching Hospital, Zaria. Nigerta over a 20 year period. the age at
presentation ranged from | day 1o 9 years with a median ol 8 years (Lukong et al.. 201 1)

8
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Adejuyigbe and others (2004), likewise. in a review of 86 patients treated for ARM at the
Obatemi Awolowo University Teaching Hospitals Complex, [le-[fe. Nigeria. over a

period of |7 years reported a median age at presentation of three days. with a range of |

day to 15 years. Nearly 85% of the patients in that series presented after 24 hours of birth

leading to a huigh mortality of 30%.

The problem of delayed presentation of these patients appears not to be limited to the

developing countries. Twenty-one percent of 99 patients with ARM (reated at Our Lady’s
Hospital for Sick Children and the Children’s University Hospital in Dublin. lreland. over
a ten year period presented alter 48 hours of birth with the malformation (Turowski et al.,
2010). In that study. the patients who presented late were seen 3-to 43 days after birth
with ARM. Similarly, in a retrospective review ol 75 children who were treated for
anoreclal malformations over a 10 year period at the Alder Hey Children’s Hospital in
Liverpool, England. a delayed diagnosis was made in 31 patients (42%) - delayed
diagnosis was considered 1o be one muade 24-hours or more after birth (Lindley et al..
2006). Children who were diagnosed late i that study presented between two and 16
days ot age and in many ol the patients, there was no visible anus, yet the diagnosis was
not made unul quite late (Lindley et al.. 2006). In addition. there were signiticantly more
complications 1n the delayed-diagnosis group compared to the group that was diagnosed
carly [10 of 31 versus § of 44, although there were no statistically significant ditterences
between the groups comparing the type of lesion, presence or absence of perineal opening

and the presence’of assoctated maltormations (Lindley et al., 2000).

2.4 Newborn screening

Screening is the presumptive identification ol unrecognised disease or defect by the
application of clinical examinations, laboratory tests or other procedures. which can be
rapidly applied (National Health and Medical Research Councit NHMRC 2002). It ¢can
either be population based involving the entive population or targeted (pro-active)
screening that aims to identiy members of an “at risk™ population. Screening of childien
for congenital malformations and other birth delects, ideally, commences in the new born

period. The basic principle of newborn screening 1s hinged on the presence of a clinical

‘)
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examination or diagnostic test that is feastble, readily available, aftordable, beneficial to

the child and his/her family as well as the society. and is cost etfective (AAP. 2000).
Based on the approach used, screening programmes are grouped into [our categories:
biochemical sereening such as for phenylketonuria, hypothyroidism, sickle cell anaecmia:
screening involving objective measurements such as hearing and Vision screening:
screening tnvolving physical examinations such as congenital hip dislocation, congenilal
heart disease. anorectal malformations and: screening involving an understanding ot child
development such as motor disorders and autism (Hall and Stewart-Brown, 1998). The
technique ol physical examination is best suttable for congenital mallormations that may
be gross and visible even o the untrained eye, e.g. cleft Lips, limb.delects such as amelia,
phocomelia or hidden and only recognised when sought for e.g. congenital heart diseases,
congenital dislocation of the hips. anorectal mallormations., FFlirschsprung disease etc.

The history ol screening dates back 1o the discovery of the genetic basis of
phenylketonuria by  Asbjorn Folling i 1934 (Penrose and Quastel. 1936) and
development ot a protocol for the screening ol newborn children for phenylketonuria by
Robert Guthrie m the 1960s (Guthrie and Sust, 1963). Many states and countries
subsequently passed legislations governing frameworks for the screening of newborn
children (Kallen, 1989). The protocol of screening, the procedure, technique ol
consenting, information dissemination as well as the legal framework varies from one
state to another and across different nations (Kallen. 1989, Kim et al.. 2003, Hoffiman and
Laessie, 2003, Fant.et al., 2005 & Bavis et al., 2006). Screening may delect as many as
one mherited metabolic. endocrine and haematologic disorder in 500 to 1000 newborn
American children (Green et al., 2000). The major benelit of newborn screening is the
reductionsin neonatal and infant morbidity and mortality through early detection of rare
diseases and early treatment ([Fant et al.. 2005). It has also led (o saved health care costs
ot billions of dollars n the U.S.A. because the early detection and prompt treatment
reduces the disabilities and debilities associated with delayed diagnosis (Hoftman and
Laessig, 2003).

However, in the last decades of the second millennium, many public health systems faced

major developments, which included keeping up with recent advances in testing

lechnology. responding to emergent infections, combating the resurgence of old diseases

10
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such as tuberculosis, control of immigration and cross-border infection, curtailing the
HIV/AIDS pandemic and surviving in the face of budgetary cuts (AAP, 2000). These led
the American Academy of Pediatrics to set up a task force in 1999 to review the system
of newborn screening with a view to making appropriate recommendations to overhaul

the system and addressing the variability amongst different programmes (AAP. 2000 &
AAP, 2010).

The recommendations addressed aspects that are crucial to the maintenance of an

effective newborn screening programme in view of challenges posed by recent advances
in maternal and child care. genetics and embryology. and mprovement in advocacy and
considerations of ethical and medico-legal issues. These crucial areas are: newborn
screening public health infrastructures, role of the family, role of professionals. oversight
of newborn screening systems, research. surveillance and funding (AAP, 2000 & Lloyd-
Puryear et al.. 2006). Major recommendations included better definition ol the role of the
family in the .process ol newborn screening. greater involvement of the parents and

ensuring adequacy of information made available to them prior to the screening (AAP,

2000 & Lloyd-Puryear et al.. 20006).

25 Parents and screening for congenital malformations

2.5.1 Role of parents in sereening for malformations

[he role of family members in the screening o newborn children has been recognised (o
be important lorthe success of any newborn screening programme (Arnold et al.. 2006 &
Kai et al., 2009). The American Academy of Pediatrics. in recognition of this role. has
recommended the education of parents as one ol the priority areas to be improved upon to
ensure optimal output from screening protocols (AAP, 2000). Despite this. there ts no
clear definntion ot the quality and quantity of information. manner of transmutting the
Information o parents, and bearer ol responsibility in more than 50% of surveyed
screening programmes in the United States of America (Kim et al.. 2003). Kim and
others (2003), in their study of “the communication practices belween stale newborn
screening programs’™ subsequently advised that a harmonious relationship be clearly
defined between parents, primary care physicians and concemed health cure protesstonals

lo ensure a better education of parents on the screening of newborns.
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2.5.2 Awareness of screening for birth defects

There often is a wide gap in the knowledge ol parents about difterent types of congenital
defects that are detectable by screening, In a study of 388 American mothers. resident in
Chicago. tlinois, concerning their knowledge and attitude about screening for sickle cel!
disease (SCD) and cystic fibrosis (CF), whereas 96% were aware ol SCD, only 33% were
aware of CF, despite similarities in the inheritance pattern of the two conditions (Lang el
al.. 2009). Similarly, the mean knowledge scores 1n those who are moderately or very

tamiliar with the disorders were significantly higher than in those who are less familiar
with SCD and CF (Lang et al., 2009). In that study, a higher knowledge base of SCD or
Cl was associated with: being 27 years or older; beimg married; having a college degree;

having private health insurance; and being non-African American.

In a study conducted on 350 Greek women who had at least one child, previously, |81

(31.7%) had adequate knowledge of prenatal diagnosis and only 70 (20%) knew that
ultrasound scan could be used for the diagnosis(Mavrou et al.. 1998). Zahed et al. (1999)

in a study of 90 Lebanese couples at risk tor congenital maltormations. specifically

chromosomal and genetic disorders, reported that 22 couples (24%) were aware ot the

existence of screening tests tor the conditions despite beimng at high rnsk, because of
consanguinity. Conversely, 65% of 345 adults attending the outpatient department of a
privately owned tertiary hospital in Karachi, Pakistan were aware ol prenatal screening
with 80% ot them mentioning ultrasound scan as the only method of screening that they

know (Arif ctal, 2008). In that study, 23.5% of the respondents were aware of

amnilocentes:s.

Although-wemen while attending antenatal clinics may be aware ot the importance of
ultrasound scanning, this does not necessartly translate to knowledge of prenatal
screening or birth defect. Chan et al. (2008) in a study of 285 pregnant wemen ol Chinesc
origin reported that even though 90% reported that thev understood the purpose of the

ultrasound examination, only 34% could provide the correct answer about the role ot

ultrasound scannimg in prenatal diagnosis.

|2

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



2.5.3 LEducating parents about screening for congenital malformations

The education of parents involves using a combination of oral, audiovisual and
educational materials to enhance the assimilation of information and proper integration of
the received message, to ascertain an acceptable level of understanding of the reasons for

screening, the types of examination or testing to be done, the possible results, need for
further testing and management of the detected congenital malformation.

There are numerous educational materials available for parents to read or view on
newborn screening in some parts ol the world (Huang et al., 2005 & Kai et al.. 2009).
Posters, pamphlets and brochures are the most widely used for educational purposes,
stating the need, timing, technique of screening and the possibilities obtainable (Huang et
al., 2003). Posters are pasted in clinics, maternity centres and hospital corridors. and
brochures as well as pamphlets are given 1o would be mothers and women attending
antenatal clinics or those on admission during labour. However, over 80% of these

brochures contain a large amount ol information that is not familiar to most mothers.

especially new mothers (Arnold et al.. 2006). Over half ol these brochures: use

Inappropriate tronts. mappropriate lustrations, are not tocused in message delivery.
contain material above the average reading level tor adults and large amount of non-
specific information (Fant etal., 2005 & Arnold et al.. 2000).

Although 50 ot 51 states/territories (including Puerto Rico) in the USA have standardized
written educational matertals, for families, on newborn screening (Fant et al.. 2005).
parents have been found o have relatively little knowledge about the process and almost
none ol 51 parents in a focus group were familiar with the term “*newborn screening’”
(Davis et-al., 20006). l=ven though muny of the parents in that group were given newborn
screening brochure during their peri-partum stay in hospital, very lew either read or
remembered the information contained therein (Davis et al., 2006). Almost all the parents
concluded that the best form ol information dissemination on screening should be by a

combination ol brochures and an accompanying oral education, to be administered and

conducted respectively during the third trimester (Davis et al., 20006).
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2.5.4 Sources of information about birth defects
The major avenues through which information about birth detects are obtained by

mothers include; trom physicians and other health workers, from the media, from ftriends
and from family members. Mavrou et al. (1998) found that the sources of intormation
aboul birth detects according to Greek mothers are; the doctor and mass media (39.4%).
doctors only (3.4%). mass media only (1.7%), abnormal family member or friend (1.5%)
and others (5.7%). Bener et al. (2006) in a survey of 1480 antenatal clinic attendees in
Qatar focusing-on their knowledge, attitude and practices on folic acid supplementation
to prevent birth detects reported that the majority (63.4%) — of those who had ever heard
about tolic acid — got their information about folic acid from physicians. In that study, the
other sources of iformauon about the usefulness ot folicracid to prevent birth defects

were; print media (21.7%), pregnancy related books (21.2%). nurses (18.6%).

pharmacists (12.3%), family/lriend (10.6%) and T V/radio (9.3%).

2.5.5 [actors influencing awareness of birth defects by parents

Mavrou et al. (1998) while studying 350 Greek women reported that greater awareness
and better knowledge ol congenital malformations were associated with: older age. better
education. higher tamily mcome, and residing in cosmopolitan environment. The authors
in that study noted that 61% of women aged 35 years and above had adequate knowledge
of birth detects compared 10 30% of women aged 18 o 24 years. In addition. 73% of
those 1n the upper-socio-economic class had adequate knowledge of the malformations
whereas 29% .0t the women in the lower socio-economic class had similar knowledge.
Furthermore. there waus a 73% increase in knowledge ol birth detects for every three
years ‘of additional education by the women i that study. In a study conducted in
Australia on 200 mothers with new born bubics who had just undergone post natal
screening, 1t was reported that 43.5% had ever (truly) heard about genetic diseases.
24.5% knew what “carrier” meant, 30% knew about genetic screening while only 3.5%
Knew that the test they came lor was actually to detect Phenylketonuria (Suriadi et al.
2004). In that study. multivariate analysis showed that ethnic background. English as first
language, level ol education and knowledge ol having a penetic condition in the lamily

were significant independent predictors ol high level of knowledge of birth defects
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2.5.6 [IFactors influencing acceptance of screening by parents

The acceptance ot a specilic screening test by parents i1s influenced in large part by the
amount of information given to the parents during the counselling sesston, socio-cultural
factors, educational background, and religious beliels (Zahed 1999). Li et al. (2008) 1n a

study comparing women who accepted 1o undergo prenatal screening tests and those who
declined in Calitornia, USA found that women who accepted the tests were more likely

to; have discussed the tests with their lriends and family menmbers, and rate the
information provided by health care workers during counselling as useful. The major
hindrance to accepting prenatal screening in that study was scepticism and distrust of the
usefulness and accuracy of the screening test results (Li et al.. 2008).

In a study evaluating factors affecting acceptability of screening tests in a high nisk
Lebanese population, educational level and socio-economic status were tound to be
important variables while religious beliet was not.a significant influence (Zahed et al.,
1999). In that study. 85% of the respondents. with high level of education accepted
screening compared to 51% of those with a low level of education. Additionally. 72% of
the participants in that study who were ol a high socio-economic status accepted prenatal
screening whereas 49% of those Irom a low socio-economic class were willing 1o accept
the ests.

| he less than opumal acceptance ol screening lor birth defects i1s not restricted to
countries without lormal _screening programmes alone. Rostant et al. (2003) in a survey
of 633 Austrahan. women conducted one month alter childbirth, in a country where
routine screening m recommended for all pregnant women. found that as many as 21%
cither drd=not have a screening done or were not sure if that was done where they had
antenatal’ care. In that study, 24% and 50% had never heard about maternal serum
screening or chorionic  villus sampling respectively. The authors, in a principal
component analysis showed that three factors in the questionniire contributed the most to
acceplable knowledge scores, adequacy ot intormation, overall value ot the test and

contidence in the test results (Rostant et al.. 2003).
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2.5.7  Awareness of mothers about prevention of certain birth defects
The role of tolic acid in the prevention of neural tube defects has been extensively

studied as this has been lound to be cost effective with reproducible therapecutic
outcomes. Daily consumption ol 400 micrograms ol folic acid at least one month betore

conception and through the tirst trimester of pregnancy has been shown to prevent the

occurrence and recurrence of neural tube defects (Wu et al., 2007).

In spite of the benetits. studies have shown great variations in knowledge and awareness
of the role of tolic acid supplementation by women of reproductive age‘group. Wu et al.
(2007) in a survey ot 508 women conducted in Honduras showed that 277 (55%) did not
have any knowledge of folic acid supplementation. Womenwho were aware of the
usetulness of folic acid to prevent birth detects in that study were likely to be in their
twenties, have two prior pregnancies and have at least asseventh grade level ot education.
In a similar study carried out in Beijing, China. 248 (335.8%) out of 693 women had ever
heard of tolic acid — with 205 (29.6%) participants aware that tolic acid is taken to
prevent neural tube defects (Ren et al., 2006)) Bener et al. (2006) hikewise reported that
S4% ot 1480 Qatari women attendingantenatal clinics had ever heard about folic acid. In
that study. only 14% knew that folic actd was given to prevent birth detects. Furthermore,
logistic regresston analysis showed that women who had high school or unmiversity level
ot ceducution were 4 and 8 umes more hikely than ilhterate mothers 1o know about the use

ol tolie acid 1w preven Bicth detects (OR: 2539 = 565 and 365 - 12.55 respectively),

2.6 Roleof health-care professionals in the sereening process
Health care-providers are important tor the success of any programme aimed at the carly,
detection’ ot diseases and anomalies, and are theretore the bedrogk of mugl screening
protcCols. Fhey are involved in the preparatory phase for the scteening. the aptual
screening and exanmunation as well as being available o offer counseljing based n the
outcome ol such screeming (Haveems et al., 2009 & Kai et af, 20091 In gdditton e

¢ Ol

the health care providers will continue the management of the newbom that has been

detected Lo have a congenital malformation
T 13t t, P ' aiaith care worl eor 1 vl o he "TECTII
] I}c U-”Cﬁ:ﬂa br\}upb i.fr'! !tldllti Caic W UIACTD IV *‘i.'i.i T tt'ﬁL Hg?ﬂ:cll;a;g df‘f‘i t&jfz} df‘lch'l;‘li]

ol diseases often exhibit vanations in the amount and ai;ml’a of information that they have.
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or give out to parents. These include nurses. midwives. obstetricians, paediatricians,
paediatric surgeons and general practitioners. Nurses and midwives have been shown to
be most likely to perceive a prolessional responsibility to informing parents whereas

obstetricians are the least likely to do so (Hayeems et al., 2009). Even though physicians
agree that newborn screening should be mandatory., majority rarely or never had
discussions with parents about such screening. and the reasons they give are insutficient
time, inadequate compensation, not being up to date on the conditions being screened and
(Hayeems et al.. 2009).
Davis et al, in a locus group study ol 78 health care providers on-awareness of parents
about newborn screening, found that even though all the health care providers were aware
that parents received information brochure on screening, none was surprised that parents
were told very little (verbally) and many assumed that the parents were just not interested
In learning more (Davis ¢t al., 2000). None ol the 54 physicians in that group was aware
of what the nurses and midwives tell the families about the process of screening and none
had ever read the brochure provided by the state agency in charge of newborn screening
(Davis et al.. 2006). Even when these educational materials are made available. the oral
explanation by physicians is often lound wanting as they use jargon words and medical
teminologies that many of the parents are unfamiliar with and subsequent explanations
prolong this educational “experience (Farrell et al., 2008). Other sources of
miscommunicatton that been reported are non-directive nature of counselling, cultural

insensitivity, problems of translation and problems related to trust (Browner et al.. 2005).

2.7 Newborn physical examination

Certain congenital malformations that can be detected by physical examination, often do
not have well detailed formal screening programmes (Liske et al . 2006). The routine
physical exanunation of such maltormations e.g. congenital heart diseases and anorectal
malformations is considered to form a crtical part ol newborn screening (Knowles et al.,

2005). For example, the presence ol congenital heart defect is assessed during the initial

newborn physical examnation, and it indicated. a repeat examination carried out at 6 _ 8
weeks of life (Knowles et al., 2003). The newborn physical examination, it carried out as

It ought to be done, should be able 10 detect almost all types of anorectal maltormations.
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Thus, the Amenican Academy of Pediatrics has developed guidelines for the routine
examinauon of every newborn child within one hour of delivery (AAP. 2004 & AAP,
2010).
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CHAPTER 3
METHODOLOGY
3.1 Study design

This was a descriptive cross-sectional study conducted between May and July, 2012

3.2 Study site
The study was carried out at the University College Fospital. Ibadan and Adeoyo
Maternity Hospital. Yemetu. [badan. Ibadan is the largest city in Sub-Saharan Africa.
with a land mass covering 3,123 square kilometres and a population-of 2,550.,593.
The University College Hospital, Ibadan, 1s an 800 bedded federal government funded
hospital with specialists in over 50 different clinical departments and institutes, providing
the major source of referral for the care of major debilitating diseases such as congenital
malformations in the South-Western part of Nigeria. The lImmunisation Unit of the
University College Hospital, located at the General Out-patients” Department of the
hospital 1s the major centre catering lor the admimstration of vaccines to children
between the ages of | day to 5 years. The routine (National Programme on Immunisation
recommended) immunisation of chitdren under-5 years takes place on Wednesdays and
Thursdays cach week.

| he Adeoyo Maternmity Haspital (AMI) 1s one ol the oldest hospitals for maternal care in
Nigeria. It served, inthe past. as the temporary site of the University College Hospital.
Ibadan. The AMLUEL owned by the state government, is a general hospital with a bias
lowards maternal and child care. It caters for the teaming population of Ibadan city: with
a large proportion from lower socioeconomic groups, ‘I'he haspital has an immunisation

unit that is under a Chiel Nursing Officer and routine vaccines are administered on

Mondays. ‘T uesdays and I'ridays.

3.3 Target population

Women in the reproductive age group with newborn children
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‘ spita 1hurm m‘.d Adeoyo Maternity Hosp'hal Ibadan. ‘i"ﬁﬂ wWo Wm
a.l-ec‘ted to have a mix from the various sociocconomic groups in the city.

35 Sample size determination

The sample size was calculated using the formula n= _(‘qf_p_g
d
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3.7 Selection criteria
Inclusion criterion

Mothers, with children under 12 months, who gave their consent, were included in the
study.

[Exclusion eriterion

Mothers who came tor immunisation of children older than 12 months of age

3.8 Data collection procedure

Data was collected with the use of mterviewer administered questionnaires (Appendix 1).
Data was collected by the mvestigator on: socio-demographic data such as mother’'s age.
occupation, marital status. level ol education, religion, nuniber of children in the famuily
and other related questions.

The mother’s age was dichotomised according o the mean, for cross tabulation.
Occupation was recorded and classitied nto classes 1, 1l and 111 (Esan et al. 2004).
Marital status was recorded as single, married or separated.

The highest level of education was dichotomised into those with secondary education or
less and those with post secondary education (NCE, polytechnic or university education).
Gravidity and parity were-obtained by asking about the number of pregnancies till date
and number of childien ull date respectively. For the purpose of cross tabulation.
gravidity was categorised into those who were primigravida (only one pregnancy so tar)

and those with ‘more than one pregnancy (multigravida). Parity was dichotomised

accordingto the mean number of children,

The participants were asked about antenatal details ol the (last) pregnancy; whether they
allended antenatal chinic for the pregnancy that resulted n the child birth or not

recorded as Yes or No. They were also asked for the location of the antenatal clinic that
they attended. For the purpose of analysis. the location ol antenatal care wwag
dichotomised into; tertiary hospital and other hospitals (to include general hospitals. PLIC

centres and private clinics),

The utilization of ultrasound scanning during the pregnancy was assessed by: number of

scans performed, if they were told the findings and what the findings were.
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The mothers’ awareness/knowledge of birth defects and anorectal malformations were
assessed using a combination of open and closed ended questions. They were asked if
they were aware of birth defects; if the defects could be prevented. detected, inherited or
treated; and if they knew that folic acid supplementation could be used to prevent certain
birth defects. A congenital malformation awareness score (CMAS) was created using the
responses from these five questions (Questions 26 — 3@ in the questionnaire); a “Yes”
attracted a score of 1 while I don’t know™ and **No™ led to a score of ® (i.e. a minimum
score of @ and a maximum score of 3). The CMAS was then dichotomised into those with

a score ot 1 or higher and those with a score of zero (0). Details of the newborn

examination were asked; time it was done and if findings were communicated to the
mother.

The mothers were shown three pictures of the perineum of babies: one of a girl with
anorectal malformation (and recto-perineal fistula). another of a boy with anorectal
malformation (and recto-perineal fistula) and a third picture of a girl with a normal
perineum. [he number of pictures correctly identitied were recorded and dichotomised
into those who identified at least one picture correctly and those who could not identity

any of the pictures correctly. tor the purpose of cross tabulation.

The babies. who were brought for immunisation. vvere examined at the end ot the

interview o exclude anorectal malformations.

A pre-test was done by administering the questionnaire to 20 mothers who presented (o

the Paediatrnie Surgery Clinic ot the UCH., Ibadan to circumcise their sons to ascertain the

comprehensibility of the questionnaire and the ease of administration.

The uestionnatre was translated into Yoruba language and back translated into English

language to continm comprehensibility and retention ol intended questions.

3.9 Data management and analysis

Data collected were collated, computed and subjected to statistical analysis using SPSg
version 19, Results were presented using tables and charts,

Categorical data were summarised by frequencies, percentages and proportions. while
continuous data were summarised using means, standard deviations, medians and ranges.

Tests tor association between socio-demographic variables and awareness of birth delects
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and anorectal maltormations were done using Chi-square statistics. Further bivariate
analysis was ‘done between awareness of birth defects and awareness of anorectal

maltormations and; the number ol children (previous boys and girls). number of previous
pregnancies. number of months of pregnancy when the mother registered for antenatal
care, location of antenatal care, the CMAS and the number of pictures correctly identitied
as depicting normal anal location using Chi-square statistics. Significant variables (at a p-
value of 0.2) in the bivariate analysis were entered into a multivariate model 1o identitfy

likely predictors of awareness of birth delects/anorectal maltormations. All the variables

were laken i a single step for the logistic regression.

3.10  Ethical considerations

3.10.1 Statement of confidentiality

No personal identifiers such as name was used in the questionnaire such that the answers
could be hnked back to their source i.e. confidentiality of all responses given was

maintained. Data were coded nto a computer that was password protected and encrypted

with McAtee antitheftl software program to ensure maximal contidentiality,

3.10.2 Beneficence to participants
After completion of each mterview, health talk was given so as to correct wrong

Impressions on birth defects and anorectal malformations. Advice was also given on how

10 prevent birth detects. Babies with anorectal malformations that were detected during

the interview were referred to the appropriate specialist and followed up.

3.10.3 Non maleficence

Mothers who were not willing 1o participate did not suffer any discrimination with

immunisation of their wards; neither did they suffer harm or loss.

3.10.4 Ethicalapproval

Ethical approval was obtamed from the joint University ol Ibadan/Untversity College

Hospital Ethical Committee (Appendix 11).
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3.10.5 Approval and consent from participants
Assenl was obtained {rom the Head of Department, UCH Immunisation Clinic and the
Chief Medical Superintendent, Adeoyo Maternity Hospital, Yemetu, Ibadan. Informed

consent was obtained {from each participant before the interview (Appendix L)
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CHAPTER 4
RESULTS
4.1 Socio-demographic characteristics of the study population
A total ot 365 mothers participated in the study, comprising of 181 (49.6%) mothers
recruited at the GOPD Immunisation Unit ol the University College Hospital, Ibadan and

184 (50.4%) trom the lmmunisation Unit of the Adeoyo Maternity Hospital. [badan.

The participants were aged 17 to 42 years with a mean ol 29.5 (£ 5.1) years. The majority
(359, 98.4%) was married and the rest (6, 1.6%) were single. A total of 192 (52.6%)

participants were Christians and 173 (47.4%) were Muslims.

The majority (222, 60.8%) of the respondents were unskilled workers, the others being

skilled workers (107, 29.3%) and dependants (36, 9.9%).

Table 4.1 shows that 47.9% of the mothers had a secondary school level ol education or

less and 52.1% had post secondary education.

Table 4.1 — Highest level of education attained by the study participants

Level of education Number (%)
None 200.3)
Primary 40 (11.0)"
Secondary 133 (36.4)
NCLE 21 (5.8)
Polytechnic 70 (19.2)
University 09 (27.1)
“Total | 365 (100.0)

NCE “National Certificate of Education
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4.2 Obstetric characteristics of the study participants

4.2.1 Gravidity and parity of the study participants

The participants have had between 1 and 7 pregnancies with a mean of 2.3 (£ 1.2)

pregnancies. They have had | to 6 children with a mean of 2.2 (+ 1.2) children. The

majority (233, 63.8%) has had two or more children and 132 (36.2%) just had their first

child.

The index children (for immunisation) were aged between 3 days and 11 months. mean

of 2.5 (£ 2.9) months. A total of 190 (52.1%) of the children for immunisation were boys

and 175 (47.9%) were girls.

4.2.2  Antenatal care details of the (last) pregnancy

The majority (363. 99.5%) of respondents had antenatal-care for the index pregnancy

while 2 (0.5%) did not receive any torm ol antenatal care. The distribution of the location

of the antenatal care 1s as shown 1n Table 4.2.

Table 4.2 — Location where antenatal care was received by the respondents

SRR =

Location

Tertiary hospital
General hospital
Primary Health Care Centre
Private clinic
Mission homes
[ raditional=birth attendant

None received

Total

————ee

‘Number (% )

131 (35.9)
|68 (46.0)
7(1.9)

365 (100.0)
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The participants registered for antenatal care belween the 1* and 8" months of pregnancy

with a mean gestational age al registration of 4.7 (£ 1.5) months (Figure 4.1).

100

Number of participants
(]
o

40
30
20
10 .
0 |
| 2 3 4 3

Gestational age (months)

Figure 4.1 — The gestational age at registration for antenatal care (N = 363)
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4,3 Awareness about birth defects and anorectal malformations

4.3.1 Awareness of the participants about birth defects

The majority (234, 64.1%) of the respondents was not aware of birth defects while 131
(35.9%) were aware of birth delects. Examples of birth defects given by those who were
aware of these anomalies included; Central Nervous System malformations e.g.
hydrocephalus and spina bihida, hmb anomalies e.g. ameha, congenital talipes
equinovarus deformity, congenital heart diseases, craniofacial mallormations e.g. cleft lip
and palate, choanal atresia and anorectal malformations.

Table 4.3 shows where the respondents tirst heard about birth defects.

Table 4.3 - Kirst source of information about birth defects among the respondents

— ———— e —_—— L T ——— —— e — e

Source Number (%)
From Doctor/Nurse 27 (20.6)
From posters i hospitals 6 (4.0)

Fraom mass media 47 (33.9)
From mternet | (0.8)

From friends 13 (V.9)

From books 16 (12.2)
Could not remember 2l (16.,0)
Total o 131(100.0)
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4.3.2 Knowl;édge of the participants about birth defects

Among the study participants; 68 (18.6%) mothers knew that birth defects could be
prevented, 46 (12.6%) knew that they could be inherited. 69 (18.9%) knew that birth
defects could be treated, 46 (12.6%) knew that birth defects could be prevented using
folic acid and 60 (16.4%) knew that certain tests could be used to assist in prenatal
diagnosis of these defects. The congenital malformation awareness score (CMAS)
developed (rom the [ive preceding responses ranged from 0 to S. The majority (284,

77.8%) had a score ol 0, while 81 (22.2%) had a score ol 1 or higher (Table 4:4).

Table 4.4 — Congenital maltformation awiareness score (CMAS) of the participants

CMA Score Number (%) —
0 284(77.8)

l 0 (1.6)

2 10 (2.7)

3 21 (3.8)

+ S LD ea)

S 24 {0.0)

Total 365 (100.0)
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4.3.3 Awareness of the participants about anorectal malformations
The majority (294, 80.5%) was not aware that a child could have an anorectal
malformation while 71 (19.5%) mothers were aware of anorectal malformations. A total
of 29 (7.9%) and 27 (7.4%) mothers were aware of ARM with recto-urethral fistulas or
ARM with recto-vestibular fistulas respectively.
The picture of a girl with anorectal malformation and recto-perineal fistula was coirrectly
identificd by 66 (18.1%) respondents and that ol a boy with a similar malformation was
correctly rdentified by 71 (19.5%) respondents. The total number of pictures-(ol three)

that was/were correctly identitied is as shown in Table 4.5,

Table 4.5 — Total number of pictures of the perineum (out of three) correctly

identilied by the respondents

Number of piElu I’C(S)_C;JI‘I.‘C-Ct- identificd Number of respondents (%)
® (None) - R | 79 (4'7._‘_)_)3‘ - -
1 F187(32.3)
2 34 (9.3)
3 38 (10.4)
Total | 365 (100.0)
30
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4.4 Antenatal care visits and counselling about birth defects
Each of the mothers had between 0 and 6 ultrasound scans performed during the (last)

pregnancy, median of 2. The majority (338. 92.6%) was informed of the findings by the
sonographer who performed the ultrasound scan examination. A total of 305 (83.6%)
were, in addition, informed by their obstetrician/midwife of the details of the ultrasound
scan while 38 (15.9%) were not informed by their health care giver on presentation of the
result to him/her,
Twenty-one (5.8%) mothers received information about birth defects durmgthe antenatal
care visits in the last pregnancy: with a nurse/midwite being the source of the information
o 13 (61.9%) mothers, a doctor to 5 (23.8%) and another health care worker to 3
(14.3%).
The majority (357, 97.8%) did not use lolic acid beforetthey knew they were pregnant.
Only eight (2.2%) respondents used tolic actd pre-conception, of which six thought that 1t
was for the prevention ol anaemia and two knew-that it was tor the prevention of neural
lube defects. The pre-conception tohic acid was self prescribed by seven ol eight women:

the last had a pharmacist prescribe the medhication to her.
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4.5 Comparison of participants from the two study sites

4.5.1 Comparison of socio-demographic characteristics of participants from the
two study sites

A higher proportion ol the participants from Adeoyo Maternity Hospital (AMH) were 30
years or younger compared 1o those recruited at the UCH, Ibadan of the same age group
(72.8% vs. 50.3%, p < 0.001). A higher proportion of the respondents from UCH were
Christians compared to those from AMH (70.7% vs. 34.8%, p < 0.001). The proportion
of participants from UCH who had a post secondary level of education (82.9%) was

higher than that of the participants trom AMH with a similar level .ol education (21.7%),

(p < 0.001). Majority of the participants from AMIH were unskilled workers compared 1o

their counterparts recrutted at UCH (85.3% vs. 35.9%, p < 0:001). The participants from
the two sites were not signiticantly different in terms of thewr mantal status (p>0.035).

(Table 4.6).
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Table 4.6 — Comparison of socio-demographic characteristics of the participants

from the two study sites

— — o
— —_—

Study sites

lt

fSocio-dunugmphic UCH  AMH Total x'" p value
characteristic No (Y)** No (Yo)** No (Yo)**
Age (years) -
< 30 91 (50.3) 134 (72.8) 225 (61.6) 19.623  <0.001*
> 30 90 (49.7) 50 (27.2) 140 (38.4)
Total 181 (100.0) 184 (100.0) 365 (100.0)
Marital status '
Single | (0.6) S5 (2.7) 6 “A1.0) 2.645 0.104
Marned |80 (Y9 .4) 179 (V7.3) 3159 (98.4)
lotal 181 (100.0) 184 (100.0) 365 (100.0)
Religion - Y
Christtamty 128 (70.7) 04, (34.8) 192 (52.0) 47260 <0.001*
Islam 53 (29.3) 120 (65.2) 173 (47.4)
Total 181 (100.0) 184 (100.0) 365 (100.0)
ICducational status —
Secondary or lower 31 (17.1) 144 (78.3) 175 (47.9) 136.634 <(.001*
Post-secondary or> 150 (82.9) 40 (21.7) 190 (52.1)
Total 181 (100.0) 184 (100.0) 365 (100.0)
—()CCII-[)iltiO—!;ll-;‘l_‘ds_s-—d - “
| — Skilled 90 (49.7) 17 (9.2) 107 (29.3) 95.023  <0.001*
2 - Unskilled 05 (35.9) 157 (85.3) 222 (60.8)
3 — Dependant 20 (14.4) 10 (5.4) 36 (9.9)
Total 181 (100.0) 184 (100.0) 365 (100.0)

* - Statistically significant, ** - Column percentages presented, x° — Chi square

—

33

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



L

4.5.2 Comparison of maternal obstctric characteristics of participants from the

two study siles

The proportion ot respondents recruited at UCH who were primigravida, i.e. had only one

pregnancy so far (42.0%) was higher than the proportion of respondents from AMH who

were primigravida (30.4%) (p = 0.022). Comparatively, a higher proportion of the

participants from AMH booked for antenatal care at 5 months or later in pregnancy than

the participants [rom UCH who booked for antenatal care at a similar gestational age

(72.0% vs. 37.6%, p < 0.00!1). The participants from both study sites were not

significantly dilferent in terms of their parity (Table 4.7).

Table 4.7 — Comparison of maternal obstetric characteristics of the participants

from the two study sites

—_— e

Study sites

Characteristic UuCtH | AMH Total ZT p value
No (%)** No (Y)** No (%)**
Gravidity -
Primigravida 76 (42.0) 56 (30.4) 132 (36.2) 5276  0.022*
Multigravida 105 (58.0) 128 (69.06) 233 (63.8)
Total 181 (100.0) 184 (100.0) 365 (100.0)
Number of childdrén -
<2 126 (069.6) 113 (61.4) 239 (65.5) 2714 0.099
= 55 (30.4) 71 (38.0) 126 (34.5)
| otal 181 (100.0) 184 (100.0) 365 (100.0)
GA at booking o -
< Smonths 113 (62.4) 51 (28.0) 164 (45.2) 43381 <0.001*
S months 68 (37.0) 131 (72.0) 199 (54.8)

1T otal

* _ Statistically significant, ** - Column percentages presented *** - two participants did not rec

antenatal cure

181 (100.0)
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4.6 Socio-demographic variables and awareness/knowledge of birth defects
Table 4.8 shows thal the proportion of participants who were older than 30 years and
were aware of birth defects (45.0%) was higher than the proportion that was 30 years of
age or younger who were aware ol birth delects (30.2%), p = 0.004. A higher proportion
of Christian respondents were aware of birth delects than Muslim respondents (47.4% vs.
23.1%, p < 0.001). The proportion ofl participants who had a post secondary level of
education and were aware of birth defects (55.3%) was higher than the proportion of
participants who had a secondary or lower level of education and were aware of birth
defects (14.9%). p < 0.001. Majority of mothers who are skilled workers were aware of
birth detects compared to dependants or unskilled workers (66.4% vs. 41.7% vs. 20.3%.

p < 0.001). There was no assoclation between awareness of birth defects and marital

status.
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Table 4.8 — Secie-demegraphic variables of the participants and awareness of Dirth

detects

———

Awareness of birth defects

Socio-demographic  Aware Not aware Total XI p value
variable No (%) No (%) No (Y)
Age (years)
<30 68 (30.2) 157 (69.8) 225(100.0) 8.1901 0.004%
> 30 63 (45.0) 77 (55.0) 140 (100.0)
Total 131 €35.9) 234 (64.1) 365 (100.0)
Marital status
Single | (16.7) 5 (83.3) 6 (100.0) 0.980 0.322
Marned 130 (36.2) 229 (63.8) 359 (100.0)
Total 131 (35.9) 234 (64.1) 365 (1'00.0)
Religion
Christianity 91 (47.4) | 01 (52.6) 192 (100.0) 23.305  <0.001*
[slam 40 (23.1) 133 (76.9) 173 (100.0)
Total 131 (35.9) 234 (64.1) 365 (100.0)
Educational status B
Secondary or lower (264 (14.9) 149 (85.1) 175(100.0) 6+4.638 <0.001*
Post-secondary or > 105 (35.3) 85 (44.7) 190 (100.0)
Total 131(35.9) 234 (64.1) 365 (100.0)
(3cu—|_p_utionul_t-‘l:lss- . - S
| — Skilled 71 (60.4) 36 (33.0) 107 (100.0) 67.222  <0.001*
2 — Unskilled 45 (20.3) 177 (79.7) 222 (100.0)
3 — Dependant 15 (41.7) 21 (58.3) 36 (100.0)
Total 131 (35.9) 234 (64.1) 365 (100.0)
" Sutistically significant R L
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The proportion of participants who were older than 30 years and had a congenital
malformation awareness score (CMAS) greater than zero (30.0%) was higher than the
proportion that was 30 years of age or younger with a stmilar score (17.3%), p = 0.005. A
higher proportion of Christian respondents had a CMAS greater than zero than Muslim
respondents (31.8% vs. 11.6%, p <0.001). The proportion of participants who had a post
secondary level of education and had a CMAS greater than zero (36.8%) was higher than
the proportion of participants who had a secondary or lower level of education and had

similar scores (6.3%), p < 0.001. Mothers who are skilled workers were more likely to

0.001). There was no assoctation between CMAS and marital status (Table 4.9).
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Table 4.9 - Socio-demographic variables of the participants and congenital

malformation awareness score (CVAS)

CMAS
Socio-demographic  CMAS=( CMAS > 0 Total Z.I p value
Variable No (Vo) No (%) No (%)
Age (years) h
= 30 186 (82.7) 39 (17.3) 225(100.0)  8.019  0.005*
> 30 98 (70.0) 42 (30.0) 140 (100.0)
Total 284 (77.8) 81 (22.2) 365 (100.0)
Marital status
Single 5 (83.3) | (106.7) 6 (100.0) PET 1.000
Married TP 80 (22.3) 359 (100.0)
Total 284 (77.8) 81 (22.2) 365 (100.0)
Religion - )
Christianity 131 (68.2) ol (31:8) 192 (100.0) 21.527 <0.001*
|slam 153 (88.4) 20(11.6) 173 (100.0)
Total 284 (77.8) 81 (22.2 365 (100.0)
[.ducational status _
Secondary or lower 164 (93.7) |1 (6.3) 175 (100.0) 49.259  <0.001*
Post-secondary or. > 120 (63.2) 70 (36.8) 190 (100.0)
Total 284 (77.8) 81 (22.2) 365 (100.0)
_O_c_cul)ia—tird_rlzll class B | S
| — Skilled 55 €51.4) 52 (48.0) 107 (100.0) 04.052  <0.001*
2 - Unskilled 201 (90.5) 21 (9.3) === (100.0)
3 — Dependant 28 (77.8) 8 (22.2) 36 (100.0)
Total 284 (77.8) 81 (22.2) 365 (100.0)
¥ Statistically significant, FET - Fisher's Exact Tes I
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4.7 Socio-demographic variables and awareness of anorcectal malformations

A higher propotrtion ol participants who were older than 3@ years of age could correctly
identity the perineal pictures of babtes with ARM than those younger than 3@ years of
age (39.3% vs. 47.6%., p = 0.029). Mothers with post sccondary education were more

likely to be aware of anorectal malformations than those with lower levels of educational

achievement (57.4% vs. 46.3%, p = 0.034).

There was no association between awareness of anorectal malformation as determined by

correct recognition of perineal picture of babies with ARM and: marital status. religion,

and 0ccupali01ml class (Table 4.10).

Table 4.10 — Socio-demographic variables of the participants and awareness of

anorectal malformations

No of perineal pictures correctly identified

Socio-demographic  None - CAtleast 1 Total f p value
Variable No (%) No (%) No (Y)
Age (years) | - _ :
< 30 118 (52.4) 107 (47.0) 225 (100.0) 4.758 0.029*
> 30 57 (40.7) 83 (59.3) 140 (100.0)
[otal |75 (47.9) 190 (52.1) 365 (100.0)
Marital status Y <
Single 2 (33.3) 4 (060.7) 6 (100.0) 0.522 0.470
Married 173 (48.2) 186 (51.8) 359 (100.0)
Total 175 (47.9) 190 (52.1) 365 (100.0)
Religion - - :
Christianity 92 (47.9) 100 (52.1) 192 (100.0) 0.000 0,991
Islam 83 (48.0) 90 (52.0) 173 (100.0)
Total 175 (47.9) 190 (52.1) 365 (100.0)

=

———

i—

lLducational status

Secondary or lower 94 (53.7) 81 (46.3) 175 (100.0) 4,483 0.034*
Post-secondary or > 81 (42.0) 109 (57.4) 190 (100.0)
Total 175 (47.9) 190 (52.1) 365 (100.0)
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4,7

Socio-demographic variables and awareness of anorectal malformations

A higher proportion of participants who were older than 30 years of age could correctly

identity the perineal piclures of babies with ARM than those younger than 30 years of

age (59.3% vs. 47.6%, p = 0.029). Mothers with post secondary education were more

likely to be aware ol anorectal malformations than those with lower levels of educational
achievement (57.4% vs. 46.3%, p = 0.034).

There was no association between awareness of anorectal malformation as determined by

correct recognition of perineal picture ol babies with ARM and: marital_status, religion,

and occupatiohul class (Table 4.10).

Table 4.10 — Socio-demographic variables of the participants and awareness of

anorectal malformations

No of perineal pictures correctly identified

Socio-demographic  None At least | Total _ E p value
Variable No (Y) No (%) No (%)
Age (years) |
< 30 118 (52.4) 107 (47.6) 225 (100.0) 4.7358 0.029*
> 30 57 (40.7) 83 (59.3) 140 (100.0)
[ otal |75 (47.9) 190 (52.1) 365 (100.0)
Marital status | - - o
Single 2 (33.3) 4 (66.7) 6 (100.0) 0.522 0.470
Married 173 (48.2) 186 (51.8) 359 (100.0)
Total 175 (47.9) 190 (52.1) 365 (100.0)
Religion R L 2V
Christianity 92 (47.9) 100 (52.1) 192 (100.0) 0.000 0.991
Islam 83 (48.0) 00 (52.0) 173 (100.0)
Total 175 (47.9) 190 (52.1) 365 (100.0)

Educational stzliu_s“_; - )
Secondary or lower 94 (53.7) 81 (40.3) 175 (100.0) 4.483 0.034*
Post-secondary or 81 (42.0) 109(57.4) 190 (100.0)

Total 175 (47.9) 190 (52.1) 365 (100.0)
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Occupational class

| — Skilled

I DU p—— <Y P

45 (42.1) 62 (57.9) 107 (100.0) 4320  0.115
2 — Unskilled 116 (52.3) 106 (47.7) 222 (100.0)
3 — Dependant 14 (38.9) 22 (61.1) 36 (100.0)
Total 175 (47.9) 190 (52.1) 365 (100.0)
* . Stanistically stgnificant
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4.8 Maternal obstetric variables and awareness/knowledge of birth defects

The proportion of respondents who booked for antenatal care at a tertiary hospital and

were aware of birth defects (66.4%) was higher than the proportion that booked at other

hospitals and was aware ol birth defects (19.0%), p < 0.001. A higher proportion of

mothers who booked lor antenatal care before the filth month of pregnancy were aware

of birth defects than those who booked at S months or later (49.4% vs. 25.1%, p < 0.001).

There were no associations between awareness of birth defects and the number of

pregnancies or birth to date (Table 4.11).

Table 4.11 — Muaternal obstetric variables of the participants and awareness of birth

defects
Awareness of birth defeets -
Variable Aware Not aware Total v ~ p value
No (%) No (%) No (%)
Gravidity
Primigravida 51 (38.6) 81 (61.4) 132 (100.0) 0.678 0.410
Muluigravida 80 (34.3) 153 (65.7) 233(100.0)
Total 131 (35.9) 234 (64.1) 365 (100.0)
Number of children
<?2 03-38.9) 146 (61.]) 239 (100.0) 2.747 0.097
>3 38 (30.2) 88 (09.8) 126 (100.0)
| otal 131 (35.9) 234 (064 .1) 365 (100.0)
Location of ANC - | S
Tertiary hospital 87 (606.4) 44 (33.0) 131 (100.0) 81.718  <0.001*
Other hospital 44 (19.0) 188 (81.0) 232 (100.0)
Total 131 (36.1) 232 (63.9) 363 (100.0) **
GA at -bu;ki-ng -
< 5 months 81 (49.4) 83 (50.6) 164 (100.0) 22,950  <0.001 *
> 5 months 50 (25.1) 149 (74.9) 199 (100.0)
lotal 131 (306.1) 232 (63 9) 3063 (100.0) *=
* _ Statistically sig_ndiﬁc_arnl._:_" ~ f\;o_p‘grfiiciaams did not receive antenatal care. ANC . _Ant—eﬁl&l_c.ﬁe-_b;\_ R

Gestational age
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4.12 s at the pr | ‘

Table 4.12 shews that the proportion of respondents who booked for antenatal care at a
teriary hospital and had a CMAS greater than zero (36.6%) was higher than the
proportion that booked at other hospitals and had similar scores (14.2%). p < 0.001. A

. )y e ) IR ) 29 Y . 34 :
higher proportion ol mothers who booked for antenatal care before the fitth month of

pregnancy had CMAS greater than zero compared to those who booked at 5 months or

later (28.0% vs. 17.6%,. P = 0.017). There were no associations between the CMAS and

the number of pregnancies or births to date.

lable 4.12 — Maternal obstetric variables and congenital malformation awareness

score (CMANS)

CMAS
Variable CMAS =0 CMAS > 0 Total _ x! p value
No (%) No (%) No (Y0)
_(_il'zwidil)--' >~
Prinmigravida 102 (77.3) J(R/) 132 (100.0) 0.034 0.853
Multugravida 182 (78.1) Al (21.9) 233 (100.0)
| olal 284 (77 .8) 8| Z2.D) 365 (100.0)
Number of childven
<2 |83 (76.0) 356 (23.4) 239 (100.0) 0.616 0.433
> 3 10T (80.2) 25 (19.8) 126 (100.0)
Total 284 (77.8) 81 (22.2) 365 (100.0)
Location ofINC S
Tertary hospital 83 (63.4) 48 (36.0) 131 (100.0) 24271 <0.001*
Other hospital 109 (85.8) 35 (14.2) 232 (100.0)
Total 282 (77.7) S| (22.3) 303 (100.0) **
GA at booking
< S months 118(72.0) 40 (28.0) 164 (100.0) 22.950 <0.001+%
> 5 months 104 (82.4) 35(17.0) 199 (100.0)
'-l:olal 282 (77.7) 81 (22.3) 363 (100.0) **

ot i FrC vk - two participants did not receitve antenatal car
* _ Staustically signiticant, hwo | i antenatal care. ANC _

Antenatal care, GA — Gestational age
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Table 4.12 shows that the proportion of respondents who booked for antenatal care at a

tertiary hospital and had a CMAS greater than zero (36.6%) was higher than the

proportion that booked at other hos

higher proportion of mothers who

itals and had similar scores (14.2%). p < 0.001. A

booked for antenatal care before the fifth month of

pregnancy had CMAS greater than zero compared to those who booked at 5 months or

later (28.0% vs. 17.6%. p = 0.017). There were no associations between the CMAS and

the number of pregnancies or births to date.

Table 4.12 — Maternal obstetric variables and congenital malformation awareness

score (CMANDS)

CMAS
Variable CMAS =0 CMAS>0  Total oy p value
No (%) No (Vo) No (%)
Gravidi ty
Primigravida 102 (77.3) IR/ ) 132 (100.0) 0.034  0.853
Multigravida 182 (78.1) 51(21.9) 233 (100.0)
Tolal 284 (77.8) 81 (22.2) 305 (100.0)
Number of children _ '
<2 183 (70.0) 56 (23.4) 239 (100.0) 0.616 0.433
>3 101 (80.2) 25 (19.8) 126 (100.0)
Total 284 (77.8) 81 (22.2) 365 (100.0)
Location of ANC - - -
Tertiary hospital 83 (03.4) 48 (36.0) 131 (100.0) 24.271  <0.001*
Other hospital 199 (85.8) 33 (14.2) 232 (100.0)
l'otal 282(77.7) 81 (22.3) 363 (100.0) **
GA at booking - -
<5 months 118 (72.0) 40 (28.0) 164 (100.0) 22950 <0.001%*
> 5 months 164 (82.4) 35 (17.0) 199 (100.0)
}Olul 082 (77.7) 81 (22.3) 363 (100.0) **

* - Suatistically significant,

L —

% _ {wo parlicipants did not receive anten

Antepatal care, GA - Gestational age
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4.9 Maternal obstetric variables and awareness of anorectal malformations

There were no assoclations between awareness ot anorectal malformations, by correctly

recognising perineal pictures of babies with ARM, and; number of pregnancies till date

1.e. gravidityr number ot children till cate i.e. parity, location of antenatal care and

gestational age at booking (Table 4.13).

Table 4.13 — Naternal obstetric variables of the participants and awareness of

anorcctal malformations

No of perineal pictures correctly identified

Variable None At least | Total xz p value
No (o) No (%) No (%)
Gravidity
Primigravida 65 (49.2) 67 (50.8) 132 (100.0) 0.139 0.709
Multuigravida 110 (47.2) 123 (52.8) 233 (100.0)
Total 175 (47.9) 190 (52.1) 365 (100.0)
Number of children _ _
<2 115(48.1) 124 (51.9) 239 (100.0) 0.008  0.928
>3 60 (47.6) 66 (52.4) 126 (100.0)
Total 175 (47.9) 190 (52.1) 365 (100.0)
Location of ANC S
Tertiary hospital 55 (42.0) 76 (58.0) 131 (100.0) 2.907 0.088
Other hospital 119 (51.3) 13 (38.7) 232 (100.0)
Total 1 74 (47.9) 189 (52.1) 363 (100.0) *
GA at booking S
<Smonths 76 (46.3) 88 (34.7) 164 (100.0) 0.304  0.58]
> 5 months 98 (49.2) 101 (50.8) 199 (100.0)
;I otal 174 (47.9) |89 (52.1) 363 (100.0) **

———

* - Slatisticﬂéll-ydwgl?il’icunl, «* _two participants did not receive antenatal care, ANC - Antenatal

care, GA — Gestational age
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4.10 Predictors of awareness/knowle
4.10.1 Predictors of

dge of birth defeets
awareness ol birth defeets amongst socio-demographic
variiables

Christian mothers were (nearly) (wice as likely as Muslim mothers to be aware of birth
defects (OR = 1.79, 95% Cl: 1.07, 2.99, p = 0.027). Participants with post secondary
level of education were three times more likely to be aware of birth defects than those

with lower educational achievements (OR = 3.16, 95% CI: 1.63, 6.06, p < 0.001). Age

uroup and occupational class were not found to be significant predictors of awareness of
birth detects (Table 4.14).

Table 4.14 — Logistic regression analysis of relationship between socio-demographic

variables and awareness of birth defects

Variable OR 95% Cl P value
Age group > 30 years 1213 0.722-2.041  0.466
< 30 years
Religion Christianity 1.787  1.070-2.985  0.027*
[slam

Educational l’osl-éccondary or mliighcr 3155 1.634 - 6.061 0.001*

status Seconddry or lower
Occupational 1 < Skilled workers 1993 0.87]1 —-4.539  0.102
class 2 Unskilled workers 0.640  0.276 — 1.483 0.299

L

3 — Dependants

*Stalistically signitticant

44

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



4.10.2 Predictors of knowledge of birth defects amongst socio-demographic
variables
Christian mothers were more likely than Muslim mothers to have a good knowledge of

birth delects (OR = 2.06, 95% Cl: 1.11, 3.80, p = 0.021). Participants with post secondary

level of education were three times more likely to have a higher congenital malformation
awareness score than those with lower educational achievements (OR = 3.48. 95% Cl:

1.46, 8.31, p = 0.005). Age group and occupational class were not found to be signiticant
predictors ol knowledge of birth defects (Table 4.15).

I‘.\-

Table 4.15 — Logistic regression analysis of relationship between socio-demographic

variables and knowledge of birth defects using CMAS

o —

Yariable OR 95% C1 p value
Age group > 30 years 1.237  0.689 - 2.221 0.477
< 30 years
Religion  Christianity 2058  1.114-3.802  0.021%
Islam

Educational Post-secondary or higher  3.477  1.455-8.306  0.005*

status Secondary or lower
Occupational 1 — Skilled workers 2451 0.970-6.173  0.058
class 2 <Unskilled workers 0.676  0.247 - 1.852 0.446

3 — Dependants

— —_= E——

“Statistically sigmiticant
y Sig
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4.10.3 Predictors of awareness of birth defects amongst maternal obstetric variables
Participants who booked for antenatal care at a tertiary hospital were eight times more
likely to be aware of birth defects than those who booked at other facilities (OR = 8.13.
95% C1. 4.36, 15.15, p < 0.001). The number of children and month of registration for

antenatal care were found not to be signiticant predictors of awareness of birth defects
(Table 4.16).

Table 4.16 — Logistic regression analysis of relationship between maternal obstetric

variables and awareness of birth defects

Variable Categories of variable OR 95% CI1 p value
Number of <2 ©1.026 0.556-1.891  0.935
children > 3

Location of  Tertiary hospital 8.130  4.362-15.151  <0.001*
ANC Other hospttal

GA at < S months 1,375 0.756-2.502  0.297
booking > 5 months

—_— e — — — —— e ==

*Statistically significant. ANC — Antenalal care, GA — Gestalional age
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4.10.4 Predictors of knowledge of birth detects and maternal obstetric variables

Participants who booked lor antenatal care at a tertiary hospital were three times more
likely to have a congenital malformation awareness score greater than zero compared to
those who booked at other lacilities (OR = 3.23, 95% CI: 4.36, 15.15, p < 0.001). The

number of children and month of registration for antenatal care were found not to be

significant predictors of awareness of birth defects (Table 4.17).

Table 4.17 — Logistic regression analysis of relationship between maternal obstetric
variables and knowledge of birth defects, using congenital malformation awareness
score - CMAS

Variable Categorics of variable OR  95% CI p value
Location of Telrliary hospita_l__i 3.226  1.894 -5.495  <0.001%
ANC ®iher hospital
GAat  <Smonths 1,30 0.762-2232 0332
booking > 5 months

*Statistically signiticant. ANC — Antenatal care, GA — Gestational age
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4.11  Newborn physical examingytion

The majority (222, 60.8%) of participants were told that their babies were examined
shortly after birth while 143 (39.2%) were not informed that this was done. A total of 186
(51.0%) respondents had examined the anus of their babies; at an interval of | to 28 days
atter birth (median of 2 days). The technique utilised for the examination of the anus
included: spection only (169, 90.9%), insertion of thermometer (6. 3.2%). insertion of

finger (3, 1.62%0), insertion of menthol (2, 1.1%), insertion of cotton bud (2, 1.1%), and

instillation ot warm water (2, 1.1%). The babies ot the respondents passed faeces

between the first and fifth day of lite (median of | day).

4.12  Examination findings
Two babies were tound to have anorectal malformations during the study; one was a two

month old female with ARM and recto-perineal {istula and the other was a five day old
with ARM and recto-vestibular fistula. Both mothers were primipara and the children

were referred o paediatric surgeons for the correction of the defects.
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CHAPTER S
DISCUSSION
The early delection of birth defects,

through screening, is associated with prompt
treatment, reduction in morbidity

and mortality and better survival based on improvement

In the quahity of life of affected children (American Academy of Pediatrics AAP, 2000 &

[Hoftman and Laessig, 2003). In the absence of well established guldelines for screening

of birth detects, such as in Nigeria, a great responsibility 1s placed on parents who, In
addition to the eftorts of health care workers. will have (o be partners in ensuring early
detection of birth defects if present in any newborn child. There is no better person that 1s
qualified o detect any of these anomalies that are missed in the immediate newborn

period before the child is sent home than a mother who spends the most time with a child
at this phase of lite.

Socio-demographic characteristics of the participants

The mothers recrutted for the study were aged 17 to 42 years, which 1s well within the
expected reproductive age group of 13710°45 years that most women become mothers.
They were mostly married, reflecting the influence ol the Yoruba culture in which setting
the study was conducted, that encourages procreation in marital relationships.

The mothers recruited fromy Adeoyo Maternity Hospital tended to be younger, Muslims.
had lower levels of educational achievement and were unskilled workers. On the other
hand. those from ™ the. University College Hospital were more likely to be older.
Christians, had higher levels of educational attainment and were skilled workers. This
could be attributable to the socioeconomic diversities ol the clients attending the two
hospitals. The Adeoyo Maternity Hospital is a state government controlled secondary
health care lacility that caters for women residing in the metropolitan area ot |badan.
majorly populated by people of low soctoeconomic class. On the other hand, clients
attending the University College Hospital, a tertiary health care centre, are mostly in the
middle socioeconamic stratum of the society. This could also be responsible (or the
earlier date at booking for antenatal care amohg mothers from the University College

Hospital, Ibadan.
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Awareness/knowledge of mothel

S about hirth defects and anorectal malformations
The present study revealed POOI

awareness ol mothers about birth defects as only 35.9%
of the participants were

aware ol these defects. Furthermore, 19.5% of the study
partiCipants were aware of anorectal malfor

mations and 7.4% were aware of a type of
anorectal malformation in female

S — Le. anorectal malformation with recto-vestjbular
tistula. This 1s similar to the (indings of Lang et al.

in a study of 388 residents of
Chicago, |

llinois, USA, where only 33% of the mothers had ever heard about cystic
fibrosis, the predominant metabolic defoct allecting the American population (Lang et al.,
2009). This suggests that poor level ol awareness of birth defects, in various foms, is a
untversal problem. It thus brings to fore the concerns of the Anierican Academy of
Pediatrics when it constituted a task force 10 review the eftectiveness of screening
programmes and as one ol its recommendations, the education of mothers about birth
delects was a Kkey suggestion to ensure the success of screening for birth defects (AAP.
2000). Furthermore, the poor level ol awareness about birth defects is likely to have a
more negative effect in developing countrics where protocols and guidelines tor
screening and early detection of birth defects are lacking.

The predominant sources of information about birth defects tor mothers who were aware
of those in this study were thesmiss media and doctors/nurses. This finding is similar 1o
what was reported among Greek mothers in which doctors and the mass media were the
major sources of information about birth defects 10 39.4% of them (Mavrou et al., 1998).
Bener et al. (2006).dlso found that doctors and the print media were the predominant
sources of mmtormnation about the prevention ol birth defects in a survey of 1480 Qalari
women. The importance of the mass media as a leading source ot information about birth
defects is probably attributable to the coverage enjoyed by television, radio and the print
media as sources of enlightenment and education for the populace with most homes

having one form or the other of these.

Antenatal eare visits and counsceling on bhirth delects

All but two of the participants in the present study registered for antenatal care during (he
index pregnancy and pcrl‘Ol'med an average ol three ultrasound scans each. This suggests
a high level of awareness of the populace about the place of ultrasound scanning in
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pregnancy. Enakpene et aj. (2009) ;

| n-a survey of 222 women in Ibadan, Nigeria found
that women readily of their own

volition r . :
| olition request for antenatal ultrasound scanning. The
major reasons given

Y women foi presenung for the ultrasound scan In that Slley
were to check f{or foetal viability (64.7%)

and to determine the baby's gender (22.6%).
However, none of the 222 women requested for ulty

asound scanning to screen for birth
defects in their babies.

The tindings on ultrasound scan were explained to 92.6% of the wemen by the

sonographer 1n the present study. Additionally, 83.6% received explanation about the
result of the ultrasound scan from their doctor or midwite. These suggest that the
Interaction between the women and the sonographer or doctor/midwite 1s a good source
of information about the state of the foetus, i.e. viability, estimating date of delivery and
determination of sex.

On the other hand. only 5.8% of the participants in the study received information about
birth defects during the antenatal care. Not only does this suggest inadequacy of
information from health care workers about sereening for birth defects, it shows the lack
ol guidelines on information to be made available to expectant mothers in Nigeria. Where

those guidelines are in place, parental education by health care workers have been found

1o be instrumental to the success of newborn screening lor birth defects (Kimy et al..
2003).

In the present study. only' 8 (2.2%) participants used fohic acid pre-conception, ot which
two knew that it was recommended lor the prevention ol neural tube defects and to be
administered to 'women planning to get pregnant. Additionally, overall. 12.6% of the
mothers knew that folic acid could be used to prevent birth detects. even though most did
not take it prior to conception. Similarly low proportions have been reported from other
countries. Ren et al. (2006) noted that 20.6% of women studhed mn Bejing, China were
aware that folic acid could be used to prevent neural tube defects. Bener et al. (2000) in a
study of 1480 women in Qatar found that only 14% Kknew that tolic acid could be given 1o
prevent birth delects. [he poor level ol awireness of the use of folic acid in the
srevention of neural tube defects sugpests the Inadequacy ol education and enlightenment

. - - av thas be necessary 1o include such intormation |
on prevention of birth defects L May - on in
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health edUCatiOn caimn paigns

and as part af the §o e .. :
it diid-as part of the Ihformation given 1o attendees of antenatal
care clinics.

Socio-demogranhic variahles .
graphic variables and awareness of birth defects
Participants in the present

study were more likely 1o be aware of birth defects if they:
were older than 30 years of

age. were Christians, had post secondary education or were
skilled workers, - | | ' ‘ '
N ers. The findings on their congenital malformation awareness scores,

retlecting their knowledge about birth defects. mirror this. Furthermore. religion and

highest level of education attained were found 1o be signilicant predictors of awareness of
birth delects or a better knowledge score on birth defects. Mavrou et al. (1998) in a study
conducted 1n Greece reported that better awareness and higher knowledge scores of birth
delects were found in older women, those with better education. higher family income
and residents of cosmopolitan areas. Lang et al. (2009) similarly found older age and
having a college degree to be among predictors of a higher knowledge score of sickle cell
disease or cystic fibrosis in a survey of Anterican women. Other predictors of higher
scores in that study were having private health insurance and not being African-
American. Older age 1s presumably associated with greater experience of life and the
interactions women have with their Iriends and neighbours may lead to having heard
about birth delects in conversations or through other sources. Betler educational
achievements and being a skilled worker are likely to expose the women (o greater access

o the media or internets The mass media, corroboratively. was found to be the leading

source of information about birth delects in the present study.

Vaternal obstetric characteristies and awareness ol birth detects

In this study. women who booked ftor antenatal care at a tertiary hospital and those who
booked early (less than ve months of gestation) were more likely to be aware of birth
detects and have higher scores On evaluation of their knowledge about birth detects.

Additionally, the facility where antenatal care was done was found to be a predictor of
C . C
awareness of birth defects or higher knowledge scores,

lhese observations and mferences Mmay be linked to the socioeconomic factors
(&

responsible for the choice of factlity o hook for antenatal care. Women of (he middle
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socioeconomic class are yjore likely (o book at a tert;
al a tertj

T ary hospital or a facili e
quality of care available is y hospital or a facility where the

above g T
and beyond what obtains in a poorly funded and not so

well maintained se - =
it condary health care facility (lyaniwura and Yussyf. 2009). @ladokun

T . : I
| . < LTOSS sectional study of 796 antenatal clinic attendees that
early booking in pregnancy is likely to be

et al. (2010) reported from

. o assoclated with women who are more
educated, prolessionals and those witl; fewer previous pregnancies.

In conclusion, the present study has shown that mothers in Ibadan, Nigeria have a poor
level ol awareness about birth defects and anorectal malformations. There is a gap in the
counselling given to pregnant women attending antenatal care lacilities in the setting.
Health promotion aimed at prevention, early detection and prompt treatment of birth

defects can be achieved by improving the transmission of information to mothers at

antenatal clinics and educating the populace through mass media and health care workers.
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APPENDIX |
QUIESTIONNAIRE

MATERNAL PERSPECTIVES ABOUT BIRTH DEFECTS AND ANORECTAL

MALFORMATIONS IN IBADAN, NIGERIA

This questionnaire is designed to assess your knowledge, attitude, perception and

perspective about birth defects in newborn children. All the responses that you give will

be taken into confidence and cannot be traced back to you. The responses will help in

formutating policies towards promoting early detection and treatment of congenital

malformations in Nigerian children. Thank you.

Section A

. SETIE] TUMLBON .. . .\ o i ol Sk o 5008 e 0 B i
2. Location of Interview — 1) GOPD 2) AMH
3. Age last Dirthday . .o cve s it von dos e s0ian years
4, OCCUPALEOM «.vvvveviiirrrnereerecrinrens oMY reen e entuiion s ot toinensnanannresens,
5. Marital status — 1) Single 2) Marned 3) Separated
6. Highest level of education - 1) None 2) Primary  3) Secondary
4) NCE 5) Polytechnic 0) University TY Others: ... e va 5w
7. Religion 1) Christianity 2) Islam 3) Others ...l
8. Total number of preghancies ull date .........................
Y  Total number of children ull date ................... ... . .
1 0. Number ofipréevieus boys ...
11, Number of previous girls ..o
Section BB
12, Index baby’sage .................. day's

13. Baby’s gender - 1) Male 2) Female

14. Did you have antenatal care for the pregnancy (of the index baby)?

1) Yes 2) No

15. [t answer to 14 was Yes, where did you have the antenatal care?

1) Tertiary hospital 2) General hospital  3) PHC/Local Govt Facility
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16.

LU
18.

19.

|9
LI

30.

4) Private chinic S) Others (specify)

At what month of pregnancy did you register for antenatal care? ......... month

How many ultrasound scans did you do during the pregnancy? ................
Were you told the findings of the ultrasound scan by the sonographer?

1) Yes 2) No

Were you told the findings of the ultrasound scan by your doctor?
1) Yes 2) No

. Do you kKnow about birth delects? 1) Yes 2) No

1t the answer to 20 was Yes. what are birth defects?

...................................................................................................
..................................................................................................

. Where did you first hear about birth defects?

1) From your doctor 2) From your nurse/midwite 3) From posters in

hospitals 4) I'rom the mass media 5) From the internet

6) From triends 7) | can’t remember

. Mention three (3) examples of birth delects that you Know

....................................................................................
tttttttt

ooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo
..........

llllllllllllllllllllllllllllll
lllllllllllllllll

....................................................

. Did anybody tell you about birth delects during the last pregnancy?

1) Yes 2) No

It answerto 24 was Yes. who told you?

1) Doctlor 2) Nurse/Midwile 3) Other health workers

. Did you use tolic acid belore you got pregnant?

1) Yes 2) No

N answer 1o 20 was Yes, who prescribed 1t for you?

................................................................................................

. Can burth detects be prevented? 1) Yes 2) No 3) Don™t know
. Can birth defects be inherited? 1) Yes 2)No 3) Don't know
Can burth defect be treated? 1) Yes 2) No 3) Don't know

6]
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31. Can some birth defects be prevented by taking folic acid just before pregnancy?
1) Yes 2) No 3) Don’t know

32. Are there tests that can be done to detect birth defects while pregnant?

1) Yes 2) No 3) Don’t know

33. Mention any three (3) of these tests that you know?

lllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllll
..................................................................................................

lllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllll

Section C

34. Are you aware that a baby can be born without an anus?
1) Yes 2) No

35. It Yes. how life threatening would you rate the problem on a scale ot | (very
mild. not life threatening) to 10 (very severe, lite threatening) ............ A

36. Are you aware that a boy can be born passing stools 1n urine?
1) Yes 2) No

537. If Yes, how life threatening would you rate the problem on a scale ot | (very
mild. not lite threatening) to 10 (very severe, hte threatening) ....................

38. Are yeu aware that a pirl can be born passing stools through the vagina?
1) Yes 2) No

390. If Yes, howdife threatening would you rate the problem on a scale of' 1 (very
mild, not lifesthreatening) to 10 (very severe. lile threatening)

40. Are you aware that a baby can be born with a “hole in the heart™?
1) Yes 2) No
41. If Yes, how life threatening would you rate the problem on a scale of 1 (very
mild, not life threatening) to 10 (very severe, life threatening) ....................
42. Are the pictures shown to you those of babies with normal perineum or with birth
defects?
Picture A:
1) Normal 2) Abnormal  3) | don’t know

If abnormal, what is the abnormalily ....vviiive i e e
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Picture B:

1) Normal 2) Abnormal

If abnormal, what is the abnormality
Picture C:

1) Normal

3) 1 don’t know

2) Abnormal 3)1 don’t know

I abnormal, what is the abnormality

43. Were you told that your baby was examined shortly after birth?
1) Yes 2) No

44. What did the doctor/nurse/midwile tell you about the examination findings?

...................................................................................................

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

45. How long alter birth did you examine your baby’sanus? .................... day (s)

40. How did you carry out the examination of your baby’s anus?

.................................................................................................

47. After how many days following birth did your baby first pass faeces? ...... day (s)

Section D: Examination findings

| . ) — 2

e ———— = — —— ———

BIRTH DEFECT FOUND

 REGION

———

TYPE OF DEFECT, IF YES

YES | NO

HEAD AND NECK | 1

_— - ——

N +
CHEST

ABDOMEN
PERINEUM
LIMBS

4
' |

SRS A LT ' I I
I

| SPINE AND BACK

l

e — .

Thank you
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IWE IBEERE NIPA IMO ATI 1HA T1 AWON IYA KO SI AISAN ABIMO OMO
ATI BIBI OMO LAINI ILE IYAGBE NI ILU IBADAN NI ORILEDE NAIJIRIA

lwe 1beere yi wa lati ye imo ati iha ti ¢ kosi bibi omo ti ko ni ile iyagbe ati awon aisan

abimo omo miran ni inu awon omo 00jo ati ni kekere. Gbogbo esi ti e ba fun wa yio je ni

oro asirt ti a ko ni so fun enikeni wipe eyin ni e fo esi be. Eyi yio ran itoju awon omo

lowo ni orilede Naijiria paapaa nipa ti bi a se n tete mo i omo ba ni aisan yi ati lati tete

gba 1toju ti 0 peye. E se pupo.

Ipele A

1. Onkatl iwe Yije .oovvvreeeoe e,

2. Agbegbe ti at1 se ibeere — 1) GOPD 2) AMH

3. OJ0O0IT yINJe oviiiii i, (ni odun)

d. SO O IE o DL T S S e A 5 5 o o oehasro e P ¢ ¢+ St e ore s sis e oS HD

5. Nipa tiolokode — ) omidan nimi  2) adelebo ni mi 3) ati wa ni ototo

6. Iwetimokatiogajulo-1)Miokarara = 2)lle twe alakobere 3) lle iwe
piraama 4) lle 1we t1 awon oluko 5) lle iwe 11 eko 1mo ero 6) lle
iwe giga tt unifasttt 7)) Omip@iNs. ...

7. Esin 1) LElesin Knisti 2 Elesin Islam 3)O0miran ..o,

8. Eemelonietiferakunmiapape ...,

9. Omo melo ni edumare fi JINKEym ..o,

10. Omo okunrinmelontowantarinwon ... i

11 Omo obinrin melo Nt o Wa N arinn WON ..o e,
Ipecle Bii

12. Qjooriomotientolowo je ...o..oooooiii (n1 0j0)

13 Se okunrin ni tabl obinrin = 1) OKunrin 2) Obinrin

l4. Se ¢ gba itoju alaboyun nigba tr e ni oyun omo yi? 1) Beeni 2) Becke

15. Ti 0 ba je beeni, ni ibo ni ¢t gba itoju vi? 1) lle iwosan giga ti unifasiti 2) lle
iwosan to gbogbo gbo 3) lle ywosan ti ijoba thile  4) He 1wosan ti aladani

5% O IMITPBIIL <t vra e Bormar son Sonamrats s 5 0% o0 735,50 e
[6.

Ni osu wo ninu oyun yii m e {1 oruko sile sitle twosanna? Osu .................
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1 7.
18.

19.
20.

21.

22,

23,

24,

)
W 4

30.
81,

. Nje e lovgun tohki asidi siwaju ki e to feraku? 1) Beeni

.Nje aisan abimo omo see dena de? 1) Beeni 2) Beeko

“Nje atsan abimo omo maa n ran lati 1ya tabi baba de omo? 1) Beeni

Ayewo alaworan ti omo ninu oyun mefo ni ese? ...

Se awon oga (i won se ayewo alaworan yi so esi re fun yin?
1) Beent 2) Beeko

Se dokita ti o n se itoju alaboyun so esi re fun yin? 1) Beeni 2) Beeko

Se ¢ mo nipa aisan abimo omo? 1) Beent  2) Beeko

T1 eba mo nipa aisan abimo omo, iru awon aisan wo ni a man pe bee?

IIIIIIIIIIIIIIII
lllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllllll

..............................................................................................

........................................................................

Niibo nt e ti gbo nipa aisan abimo omo’? 1) Ni odo dokitann  2) ni odo

NOO0SI M| 3) ni 1we U aka ni ogiri ni ile iwosan 4) ni ori ero amohunmaworan

tabi asoromagbesi >) ni ort mtanetl 6) ni odo.awon ore Mmi7) mi o le se

lrant!

£ da oruko meta ninu awon aisan abimo omo

..................................................................................................

.........................
......................................................................

......................................................................

Nje enikeni so tun yin nipa aisan abimo omo nigba ti won n se itoju alaboyun tun
yin?

1) Beeni 2) Becko

. B1 o ba je wipebeent, ta nteni ti o so tun yin?

1) Dokita aniscgun  2) Noosi tabi agbebi 3) Onise ilera onuran

2) Beeko

.Bi o0 ba je wipe beent, ta ni o ko ogun toliki yii fun yin?

ooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo
oooooooooooooooooo

3) Miomo

)
Beeko 3) Mi o mo

Nje itoju wa tun aisan abimo omo? 1) Beeni 2) Beeko 3) Mi o mo

Nje awon aisan abimo omo orisi kan see dena de pelu ogun fohiki asidi i a ba lo
siwaju ki a to feraku? 1) Beeni 2) Beeko 3) Mio mo
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32.Nje aw ' o led TR TR S .
] on ayewo kan wa ti alefi mo {; abiyamo ba ni aisan abimo omo ninu oyun?

1) Beent 2) Beeko 3) Miomo

33. E da oruko meta ninu awon ayewo yii i eba mo?

0.000IIO..I..-OI
® 8. ® 0 s 9 * @0 e o s
LI ]
-,.........cc-colull.l.l..oocu © 0 0 5 0 0 0 v 5309000 = =90 000 ° a0 0 00 AR L
e 0 5 o » ¢« 0 9

Ipele Sii

NI

34. Nje e mo wipe osese ki won bi omo ti ko ni ni ile iyagbe? 1) Beeni

)

Beelo

35. Bi o ba je beent, bawo ni aisan yi se ri nipa ti mumu enmi m egodo lori iwon lati

ookan (t1 ko ni1 wahala rara pelu omo) si ewa (eyi t1 ole mu emi omo lo ni waran

sasa)

llllllllllllllll

30. Nje emo wipe won le bi omo okunrin ti yio ma ya igbe ni inu 1to?
1) Beeni 2) Beeko
37. Bi o ba je beeni. bawo ni aisan yi se ri nipa ti mumu emi ni egodo lori iwon lati

ookan (ti ko i wahala rara pelu omo) si ewa (eyi ti ole mu emi omo lo ni waran

llllllllllllllll

. Nje emo wipe won l¢ biromo obinrin t1 yio ma ya igbe lati ile omo?
1) Beent 2) Beeko
39. B1 0 ba je beenis bawo ni aisan yi se ri nipa ti mumu emi ni egodo lori iwon lat

ookan (t1 ko ni'wahala rara pelu omo) si ewa (eyi t1 ole mu emi omo lo ni waran

40 Njeemo wipe won le bi omo 0 yto ni tho ni inu okan re?

1) Beent 2} Beeko

41. Bi 0 ba je beeni, bawo ni aisan yi se ri nipa ti mumu emi ni egodo lori iwon lati

ookan (ti ko ni wahala rara pelu omo) si ewa (eyi ti ole mu emi omo lo ni waran

llllllllllllllll

“Nje awon aworan ti alt han yin wonyi je ti oimo ti 0 pe tabt omo tt 0 m aisan

abimo omo?

Aworan A:
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1) Omotio pe 2) Omo ti 0 ni aisan abimo omo 3) Miome

Th 0 ba je ti omo ti o ni aisan abimo omo, kin ni kope ni inu aworan naa

................
......
..................................................................

Aworan B:

1) Omoti o pe 2) Omo t1 o ni aisan abimo omo 3) Mi o mo

T1 o baje ti omo ti 0 ni aisan abimo omo. kin ni kope ni inu aworan naa

Awaran Sit:
1) Omo to pe 2) Omo t o ni atsan abimo omo 3) Miomo
11 0 ba je ti omo ti o ni aisan abimo omo, kin ni kope ni inu@woran naa
43. Nje won so fun yin pe won ye omo yin wo nt kete ti.e 1?7 1) Been 2)
Beeko
44. Kin ni awon dokita tabi noosi so [un yin nipa ayewo (i won se fun omo yin ni kete
lre bi?

................................................................................

45. O to vjo melo leym tie biomo yin e 11 ye tle iyagbe re wo? ....................
46. Bawo ni e se se ayewo ile 1yagbe re?

..........................................
.........................................

47. Ojo melo leyin ti e bi omo yinni o yaigbe akoko? ..................o

= se pupo
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APPENDIX 1B - PICTURES TO BE USED FOR QUESTION 42
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Newborn female with anorectal malformation and recto-perineal fistula
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Male newborn with anorectal malformation and recto-perineal fistula
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APPENDIX 11 = ETHICAL APPROVAL FROM UI/UCH ETHICAL
COMMITTEE

INSTITUTE FOR ADVANCED MEDICAL RESEARCH AND TRAINING (IAMRAT)

COLLEGE OF MEDICINE, UNIVERSITY OF IBADAN. IBADAN, NIGERIA.

Director: Prof. A. Ogunnlyi, B.sc(xans). MEChS, FMCP, FWACP, FRCP (Edin), FRCP (Lond)

Tel: 08023038583, 08038094173
E-mall: aogunniyi@comul.edu.ng

\

UUCT BC Registration Number: NHREC/05/0 1720084

NOTICE OF FULL APPROVAL AFTER FULL COMMITTEE REVIEW

X 14 LRty s I e TR . ' R
Re: Maternal Perspectives aboat Birth Detects and Anoreetn] Malformations in lbadan,
Nieeria

ULUCH Ethies Committee assigned number: UVEC/12/0026

Name of Principal [nvestigator. Dr. T, A, Lawal

Address of Principal investigator Departiment ot ENISTL,
College of Medicine:
Llnversity ol fhadan.
[badan

Date ol vecerpr ¢f valid applicatton: 24/02/20142

Diate of mecuing when hnal deternnnstion on ethical approval was madic: 24/05/2012

This 1s to inform vou that the rescarch described i the suboitted protozol, the conseat fonmy,

and otiwer parucipant information materials have been vevicwed apd goven full cppiewval b
20 CH nes Conundiced

L

[has approval dotes Trom 24052002 10 237052013 1t dhere iy delay i stasting the soseqeen
please tnform e UL Bdues Commintee so that (e dates of approvin can e aljpoeed
accordimgly Note thayuo particmpant deeruad or actiy Ity related o this researeiv man he cutedwand
outside ot these dates. AMbimformed consent forms wsed i tas Scudy cse coery the ULEMCH 1O
asstaed mumber Guddhiranon of VU LO approval of 1he stody T0as expocten Shiat you
subavt your anpudl ceport as well as an annual request for the proect renewat o the U1TCCH C
carly m order dospbtain renewadl of your approval to aivord disruption ot vour sceecarch

The Nowonal Code tar Health Rescarch Lithios vegumres vou 1o coriply stk oo e ntionad
gladeluesrudes and regulations and sl the tenets of the Code tnchaddiog ensering dhan all
doyerse evenrs are reported propygnly to the VUCH EC Noo changes e pernnited in tag
rescureh withow pricr approval hy dhie VUICH EC exeept oy corcamsianees aohined i e
Caode  The UVUCE BC reserves the right 1o conduct complianee visie o vonn reseon b

i
Wathowut previpiey nolification

e GE - B

Prof. A\Ogu‘ﬁtﬁﬂ

Directar, IAMILN ]

Chinouan, UVUCH Fidnes Comnuitee
I=-manl; uitichuei vahoa.comy

—Hassarch Unlis » Genetics & Bloelhlcs + Malarla s Environmental Sclences * Epidemiology Research & Service
"Behavloural 8 Soclal Sclences * Pharmaceutical Sciences ¢ Cancer Research & Services * HiV/AIDS
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APPENBIX Il - INFORMED CONSENT FORM
[ am Dr. Taiwo Akeem LAWAL, a Lecturer/Consultant in the Department of Surgery,

University College Hospital, Ibadan and a student in the M.Sc Programme of the

Department of Epidemiology and Medical Statistics. I am conducting a study on the
perception of mothers about birth defects and anorectal malformations. | am interviewing
mothers attending immunisation clinics in UCH/AMH, Ibadan of which you are one of
those selected. I will need to ask you some questions regarding awareness and knowledge
of these birth defects. Please note that your answers will be kept strictly confidential.
Your name and that of your child will not be written down on the forms and will not be
used 1 connection with any information that you provide. The information that 1 obtain
from you concerning birth defects will be used by surgeons and paediatricians to help
improve upon the care of children in Nigeria, especially those delivered with birth
defects. You are free to refuse to participate in this study and you have a right to
withdraw at any stage without giving a reason lor doing so. | appreciate your assistance

In participating in the study.

Consent: Now that the study has been well explained to me and | fully understand the

content of the study process. | am willing to take part in the study.

...................................................................................................................
llllll

Signature/Thumbprint of Participant/Date Signature of Interviewer/Date

Signature/Thumbprint of Witness/Date (1t required)
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_ GBIGBA ASE LATI KO PA NINU IWAADI

| - Oruko mi ni Dokita Taiwo Lawal. Mo ; J¢ oluko ni eka i ati n se ise abe bee si ni mo je
akeko agba ni ogba nla faasiti ilu Ihadan. Emi ati awon elegbe mi yi 0 maa se ayewo
nipati ibeere lowo awon mama wa ti o da lort aisan abimo omo ati ki omo ma ni ile
tyagbe nigbati aba bi. Mo ma se ayewo yt ni ile igbabere ajesara ni ile iwosan ogba nla 1
Ontamefa ati i Adeoyo ni Yemetu. Ibadan. eyt 0 je pe ¢ wa lara awon m&mﬁ- a yan
lati kopa ninu iwaadi yii. N o beere ibeere lowo yin lehin nan ni o o se

fun

awon omo vin. Eyi 0 si je Ki a mo bi imo se gbile si nipa aisan abimo.o
i tle iyagbe ti aba bi. @?
Mo fc 11 das yin loju wipe ghogbo idahun si ibeere mi ko @1 s clomiran ati wipe

oruko yin at u omo vin ko nt st oon we ibeere yi Kik in ati awon emyan yooku o

aapaa ni ¢ka 1 o elomode.

8 van lun pwaad: s yoo gbe eto tlera laruge nr oriled
Qudt yu mo m gha ku gha U o ba

l: ) ey 1Al Ml Lu"‘d aty lat: so pu tkt) ni l\a)p..l

WU MR Alhooe koo fa rdiw st gbigha tlmt *-w‘--m ¥h.

Adupe lowe s fun kiho By ara 51 ali Ile;}mnu twaads v

UDiehe axc 4
NIZDa L WO U e glaye TUl @ chun rere m paoswadi v, mo setan lati ko Pa

Fifl owe i e alu beervajo

o —

Fifi wme ol o tite tha clerioge
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