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ABSTRACT

Background: Cleft lip with or without cleft palate (CL/P) is the most common orofacial
anomaly in newborns and the incidence varies based on ethnicity, etiology of

Clefts seem to be related to many factors including environmental, genetic, and geographic
factors. Identification of risk factors can lead to prevention and decreasing the cleft incidence

rate. The aim of this study is to identify the risk factors associated with Palestinian CL/P.

Methods: This study is a cohort retrospective, descriptive, non-randomized study using a
survey administered to parents of children with congenital anomalies in the West Bank

Hospitals.

Results: Out of 543 patients, the highest clefting rate was in southern regions, with no
significant association between rural, urban or refugee status. (53%) of parents were
consanguineous. Only 13% of patients had at least a first-degree blood relative with a cleft
patient and 43% with other relatives. 95% of patients’ mothers received prenatal care and
only 14% of clefts appeared in ultrasound image, 5% of mothers took folic acid (FA) before
pregnancy and 60% took FA during pregnancy. The smoking rate for mothers of children

with clefts was 4%, but 64% were exposed to second-hand smoking.

Conclusion: Consanguinity, maternal exposure to smoking and lack of FA intake before
and during pregnancy appear to be risk factors of carrying cleft infants. However, sex,
refugee status, or civil status were not significantly associated with an increased risk of

CL/P. Further studies and education programs were required.

Keywords: Orofacial anomaly, Cleft Lip and Palate, Risk factors, Palestine.

Xl



Chapter One

Introduction

1.1 Introduction

Cleft lip with or without cleft palate (CL/P), is the most common Orofacial Anomaly (OA) in
newborns, and the incidence varies based on ethnicity.(Derijcke, Eerens et al. 1996) World-
wide, the incidence of CL/P is 1.42 per 1000 live births. The highest incidence of CL/P is
observed in Native Americans (3.6 per 1000) and Asians (2.1 per 1000), the lowest rate
among Africans (0.41 per 1000). Most of the population In the Middle East is ethnically
classified as Caucasian, and the incidence is approximately 1 per 1000.(Kumar, Hussain et al.
1991, Borno, Hussein et al. 2014)

The researchers have investigated clefting rates in Iran is (1.03 per 1000)(Rajabian and
Sherkat 2000), the highest reported incidence rate for Arabs in Saudi Arabia is (2.19 per
1000)(Borkar, Mathur et al. 1993), Israel (0.7 per 1000), Jordan (1.39 per 1000), the exact
incidence of CL/P among Palestinians living in the Palestinian territories (West Bank and
Gaza) is unknown.(Al Omari and Al-Omari 2004, Borno, Hussein et al. 2014, Shapira, Haklai
et al. 2014) Most of CL/P patients suffer from feeding difficulties in infancy, hearing, speech,
dental, social and psychological problems due to the facial deformity when they grow
older.(Dixon, Marazita et al. 2011) Gender, geographical location, nationality, nutritional,
tobacco use, use of anti-epileptic drugs, alcohol consumption, low birth weight, pesticides,
and contaminated water sources have all been hypothesized as factors increasing the
incidence of CL/P in newborns.(Murray 2002, Gundlach and Maus 2006, Romitti, Herring et
al. 2007, Cech, Patnaik et al. 2008, Golalipour, Kaviany et al. 2012) The variability of CL/P
incidence is attributed to differences in environment, exposure to stressors, and genetics
across populations.(Saxen 1975, Tyan 1982, Vanderas 1987, Matthews 2011)

The prevalence and incidence of CL/P in the Palestinian territories may be higher than in
surrounding countries. In the Palestinian territories, the population has a high rate of
consanguinity, which is thought to increase the risk of congenital anomalies associated with
syndromes.(Bromiker, Glam-Baruch et al. 2004) Some reports indicate that 60% of couples
in the territories are first- and second-degree cousins,(A 2001) while consanguineous
marriages make up 50% of marriages in other parts of the Middle East.(Mehndiratta, Paul et
al. 2007) In addition, chronic stress is a factor that is linked to an increased risk for this
condition.(Matthews 2011)



Maternal dietary intake plays a significant role in babies born with CL/P.(Krapels, Vermeij-
Keers et al. 2006) Using of multivitamins is reported to reduce the risk of CL/P in most
studies (Loffredo, Souza et al. 2001, Badovinac, Werler et al. 2007, Wilcox, Lie et al. 2007,
Johnson and Little 2008, Jia, Shi et al. 2011). Folic acid supplementation is shown to decrease
the risk of neural tube defects,(De-Regil, Pena-Rosas et al. 2015) but its effect on CL/P
remains inconsistent.(Badovinac, Werler et al. 2007, Johnson and Little 2008, Rozendaal, van
Essen et al. 2013, De-Regil, Pena-Rosas et al. 2015)

1.2 Significance of the study

CL/P patients are well studied in many countries including risk factors, prevention, and
treatments. However, the area is under-studied in Palestinian society and this study will

help to understand the risk factors associated with Palestinian CL/P patients.

1.3 Aim of study

The aim of this study is to identify the maternal and paternal risk factors associated with
Palestinian CL/P patients to avoid and reduce the cleft’s incidence rate by focusing in
three major risk factors which are consanguinity, smoking during pregnancy, FA intake
before and during pregnancy. Also, this study aims to improve the identification of clefts

by ultrasound imaging.

1.4 Literature Review
1.4.1 Background

CL/P known as Orofacial Clefts (OC) is a group of conditions that includes cleft of the
lip (CL), cleft of the palate (CP) or cleft lip and palate (CLP).(2009, Watkins, Meyer et
al. 2014) Cleft lip with or without cleft palate (CL/P) is a result of facial tissues not
fusing properly during fetal development. The cause of most clefts is unknown in 80%
of cases.(2009)

CL contains a complete or incomplete opening in the upper lip extending into the nose;
the CL may be unilateral or bilateral. CP occurs when the roof of mouth contains an
opening into the nose. (2009)

World-wide, the incidence of CL/P is 1.42 per 1000 live births. The highest incidence of
CL/P is observed in Native Americans (3.6 per 1000) and Asians (2.1 per 1000), while the
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lowest rate is among Africans (0.41 per 1000). Most of Middle East population is ethnically
classified as Caucasian, and the incidence is approximately 1 per 1000.(Kumar, Hussain et al.
1991, Borno, Hussein et al. 2014)

CL/P can cause feeding problems, speech and hearing problems, ear infections, dental
problems, social, and psychological problems. (2009, Dixon, Marazita et al. 2011) Gender,
geographical location, nationality, nutritional, tobacco use, use of anti-epileptic drugs, alcohol
consumption, low birth weight, pesticides, and contaminated water sources have all been
hypothesized as factors increasing the incidence rate of CL/P in newborns.(Murray 2002,
Gundlach and Maus 2006, Romitti, Herring et al. 2007, Cech, Patnaik et al. 2008, Golalipour,
Kaviany et al. 2012) CL/P can be often detected with an ultrasound image during

pregnancy.(Loozen, Maarse et al. 2015)

CL can be treated during the first few months of age, and CP surgery is usually

performed before the eighteen months of age. (2009)

1.4.2 Diagnosis

OC, especially CL/P can be diagnosed during pregnancy by a routine ultrasound. Prenatal
ultrasound will often detect CL/P; however, CP is rarely identified by ultrasound.(November
2009) Several studies report that clefts can be detected at week 22 — 25 of pregnancy by
axial 3-dimensional or 4-dimensional ultrasound.(Loozen, Maarse et al. 2015) CL/P can
also be diagnosed at the time of birth by physical examination, sometimes certain types of
cleft palate (for example: submucous cleft palate and bifid uvula) may not be diagnosed until

later age.

1.4.3 Classification

CL/P is an umbrella term for OC, as it includes clefting of the upper lip, the maxillary
alveolus, the hard palate, and the soft palate. The classification of a cleft in general
includes: (Allori, Mulliken et al. 2017)

o Cleft Lip
o Cleft Lip and Alveolus

e Cleft lip, Alveolus, and Palate



e Cleft lip and palate
o Cleft Palate

For many years, people caring for patients with CL/P have sought a comprehensive
classification scheme for CL/P abnormalities. Veau (Veau and Borel 1931) proposed a
method in 1931 for cleft classification. He categorized clefts into four classes
(Figure 1.1).

1. Cleft soft palate alone

2. Cleft soft and hard palate

3. Complete unilateral cleft lip and palate

4. Complete bilateral clefts of the lip and palate.

This is the most popular, most simple classification and it is easy to use.

Figure 1.1
Veau’s Classification of cleft lip and palate

In 1942, Fogh Anderson (Fogh-Andersen 1942) gave a cleft classification based on

embryological development:

Group 1: Cleft lip (unilateral or bilateral).

Group 2: Cleft lip and cleft palate (unilateral or bilateral).
Group 3: Clefts of the lip and palate up to the incisive foramina.

In 1985, Kriens (Kriens 1989) proposed a simple palindromic system for cleft

classification by using the letters LAHSHAL, the two sides of the lip (L), alveolus (A),
4



and hard palate (H) and the soft palate (S). By using upper- and lower-case letters to
denote complete and incomplete clefts, respectively, this simple system can be used to
categorize velar clefts (S), partial (hSh) and complete (HSH) clefts of the bony
secondary palate, complete unilateral cleft lip and palate (LAHS or SHAL), incomplete
clefts of the lip and alveolus (la or al), complete bilateral clefts of the lip and palate
(LAHSHAL), and bilateral clefts with an incomplete cleft lip on one side (LAHSHA1
or IAHSHAL). The main disadvantage of the LAHSHAL system is the inflexibility to

describe a complex cleft malformation.

1.5 Epidemiology of Orofaial Clefts

CL/P is the most common orofacial congenital anomaly among live births.(Derijcke, Eerens
et al. 1996) The prevalence of CL/P varies according to race/ethnicity, sex, and cleft type.(Al
Omari and Al-Omari 2004) And depending on ancestry, geographic residential location,
maternal and paternal age and socioeconomic status.(\Wehby and Cassell 2010) The
prevalence of CL/P shows wide racial variation, the lowest prevalence rate was among blacks
and the prevalence is higher among Asians, while Caucasians is in the middle prevalence
rate.(Al Omari and Al-Omari 2004)

World-wide, the incidence of CL/P is 1.42 per 1000 live births, the highest incidence of CL/P
is observed in Native Americans (3.6 per 1000) and Asians (2.1 per 1000), and the lowest rate
among Africans (0.41 per 1000). Most of Middle East population is ethnically classified as
Caucasian, and the incidence is approximately 1 per 1000. (Kumar, Hussain et al. 1991,
Borno, Hussein et al. 2014) For Caucasians, CL/ P is more common (1-2 per 1000 births)
while CP is less common (1 per 15002000 births).(Lidral, Moreno et al. 2008)

The incidence rate of CL/P in Oman is (1.5 per 1000), Sudan (0.9 per 1000) and in Iran is
(1.03 per 1000 births). (Aljohar, Ravichandran et al. 2008) Researchers has also investigated
clefting rates in Israel (0.7 per 1000), Jordan (1.39 per 1000). The exact incidence of CL/P
among Palestinians living in the territories (West Bank and Gaza) is unknown.(Al Omari and
Al-Omari 2004, Borno, Hussein et al. 2014, Shapira, Haklai et al. 2014).



1.6 Risk Factors

The etiologies of CL/P are multi-factorial, including genetic and environmental risk
factors have been identified as triggers for syndromic CL/P, while the etiology of non-
syndromic CL/P remains unknown.(Dixon, Marazita et al. 2011) Gender, geographical
location, nationality, nutritional, tobacco use, use of anti-epileptic drugs, alcohol consumption,
low birth weight, Pesticides, and contaminated water sources have all been hypothesized as
factors increasing the incidence rate of CL/P in newborns. (Murray 2002, Gundlach and Maus
2006, Romitti, Herring et al. 2007, Cech, Patnaik et al. 2008, Golalipour, Kaviany et al. 2012)

Many studies have shown there is an association between maternal age and having a
cleft baby.(Baird, Sadovnick et al. 1994, Figueiredo, Ly et al. 2015) Another study
indicated that parental age showed that fathers 40 years or older have a 58% higher
probability of having a child with a CP; the probability for mothers over 40 years is
28% higher for having a child with a CP and 56% higher for CL/P.(Herkrath, Herkrath
et al. 2012)

Family history of clefting is also a strong risk factor for OC (Acufia-Gonzalez, Medina-
Solis et al. 2011, Rahimov, Jugessur et al. 2012, Burg, Chai et al. 2016). Also, many
studies reported that there is an association between consanguineous marriage and
incidence of clefts. (Shafi, Khan et al. 2003, Bromiker, Glam-Baruch et al. 2004,
Jamilian, Sarkarat et al. 2017) Consanguineous marriages are an important factor
contributing to increase of congenital malformations and subsequent morbidity and
mortality among offspring.(Bromiker, Glam-Baruch et al. 2004) Studies also report the
incidence of CL/P in infants born to smoking mothers during pregnancy is twice that of
those born to non-smoking mothers (Johnston and Millicovsky 1985). Based-on a meta-
analysis study, smoking is considered as the most consistent environmental risk factor
associated with clefts, with odds ratios of 1.3 for CL/P and 1.2 for CP.(Little, Cardy et
al. 2004)



1.7 Complications

In addition to cosmetic deformities, other potential complications that may associated
with CL/P include :

e Feeding difficulties: Feeding difficulties occur more with CP patients. The cleft
baby may be unable to suck properly because of the opening in the roof of the

mouth.

e Ear infections and hearing loss: Ear infections are often due to a dysfunction of the
tube that connects the middle ear and the throat. Recurrent infections can then lead
to hearing loss.

e Speech and language delay: Due to the opening in the roof of the mouth and the lip,
muscle function may be decreased, which can lead to a delay in speech or abnormal

speech or abnormal voice.

e Dental problems: As a result of the cleft of the alveolus, teeth may not develop

normally, and orthodontic treatment may be required.

1.8 Treatment
1.8.1 Cleft Lip Repair

CL surgery can be performed to close the cleft of the lip at the age of 3 months, with a
preferred age of 10 weeks following the rule of 10s; the rule of 10s was coined in 1969
by Wilhelmmesen and Musgrave (10 weeks of age, 10 pounds of weight, and 10 g of
hemoglobin). (Lydiatt, Yonkers et al. 1989)

1.8.2 Cleft Palate Repair

CP repair is performed surgically, usually performed between 9 and 18 months of age.
Approximately 20-25% of cases require only one palate repair surgery to achieve a
normal and non-hypernasal speech. However, combinations of surgical methods and

repeated surgeries are often necessary as the child grows.(Schuchardt 1966)



1.8.3 Alveolar Bone Graft

At the ages of 1-7 years, the child with an alveolar cleft is regularly reviewed by the cleft
team. By the age of 7 to 12 years, for children born with alveolar clefts, they may need to
have an alveolar bone graft surgery, where autogenous cancellous bone from a donor site

(often the pelvic bone) is transplanted into the alveolar cleft region.(Daljit S. Gill 2011)

1.8.4 Other Treatments

In addition to surgeries of repairing the cleft lip, palate and alveolus, cleft patients need other
surgical and non-surgical management, which includes dental treatment, orthodontic

treatment, speech and language therapy and psychological treatment.(Daljit S. Gill 2011)



Chapter Two

Methodology

2.1 Study Settings
The study was conducted in the government hospitals in the West Bank- Palestine.
2.2 Study Design

This study is a cohort retrospective, descriptive study that aims to determine the
maternal and paternal risk factors associated with cleft patients in Palestine.

2.3 Target population

Palestinian parents of patients with CL/P and living inside Palestine.

2.4 Sampling

A convenient sample of all available records for CL/P patients and living inside Palestine.
2.5 Inclusion Criteria

Palestinian parents who have at least one patient with CL/P living inside Palestine and

completed the survey.
2.6 Exclusion Criteria

Records for non-CL/P patients, non-completed surveys or not Palestinian parents were

excluded in this research.
2.7 Data Collection

Samples was obtained based on the collected data by a non-randomized longitudinal
study using a face-to-face interview with a 700 questions survey administered in Arabic
to parents of children with congenital anomalies during screening or surgeries
delegation in West Bank government’s hospitals by trained volunteers’ researchers
fluent in Arabic and English, and uploaded to the Palestinian Congenital Anomalies
Database (PCAD). PCAD was created in 2011 using a 700 questions survey

administered in Arabic to parents of children with congenital anomalies, PCAD aims to
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collect the cleft patients’ data in a secured database and use this data for research or
medical purposes. Survey consisting of 9 categories of questions: demographics,
diagnosis, development, maternal information, paternal information, family
information, general information, cleft repair historical information, and interventional
information. PCAD is located in REDCap website, which is a mature, secure web
application REDCap hosted by Cincinnati Children's Hospital for building and

managing online surveys and databases.
2.8 Ethical Considerations

Approval for this study was obtained from An-Najah National University ethical
committee. Informed consents were obtained from all participants prior to participation,
and they were assured that all data collected would be confidential and available for the

researcher only.

10



Chapter Three
Results

Out of 534 CL/P patients (51% females and 49% males), 53% of them were rural and
47% were urban, 23% of patients were refugees and only 22% of them are living inside
refugee camps (Table 3.1). 44% of participants had CL/P, 32% had a CP and 23% had
CL. Only 13% of these patients had at least one first-degree blood relative with a cleft,

while 43% had another relative with a cleft (Figure 3.1).

Table 3.1

Demographics

Gender Male 261 (49%)
Female 273 (51%)
Home Rural 282 (53%)
Urban 252 (47%)
Refugee status Refugee 125 (23%)
Not refugee 407 (77%)
Place of living of refugee Inside refugee camp 28 (22%)
patients Outside refugee camp 97 (78%)
Figure 3.1
Classification of Clefts
233
173
6
I
Cleft lip and palate Cleft lip only Cleft palate only other
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3.1 Distribution of Cleft Patients in West Bank Cities

The highest cleft incidence rate was in Hebron; 43% were residents in Hebron and 44%

were originally from Hebron (Table 3.2).

Table 3.2
Distribution of Cleft Patients in West Bank Cities:

City name Place of residence (Number) Originally place of
residence (Number)
Bethlehem 49 (9%) 42 (8%)
Hebron 230 (43%) 237 (44%)
Jenin 36 (7%) 35 (7%)
Jericho 5 (1%) 5 (1%)
Jerusalem 13 (2%) 10 (2%)
Nablus 64 (12%) 54 (10%)
Qalgilyah 12 (2%) 12 (2%)
Ramallah 99 (19%) 54 (10%)
Salfit 6 (1%) 7 (1%)
Tulkarm 19 (4%) 9 (2%)
Beit Hanoun 1 (<1%) 0
Other places 0 69 (13%)

3.2 Consanguineous Marriage

Fifty three percent of parents were consanguineous, 61% of them with a first-degree
blood relative. 20% were considered as a second-degree blood relative (Table 3.3).

Table 3.3

Consanguineous Marriage

Consanguinity status Yes 281 (53%)
No 251 (47%)

Blood relationship First degree 172 (61%)
between parents Second degree 57 (20%)
More distant cousins 52 (19%)

3.3 Family Demographics:

Only 13% of cleft patients had a first-degree blood relationship with a cleft patient
within their families, and 43% had other relatives with clefts, with rare genetic

syndromes or Thalassemia in both the mother’s and father’s families (Table 3.4).

12



Table 3.4
Family Demographics

Family Clefting blood First degree 68 (13%)
relationship Other relatives 232 (43%)

Genetic Syndromes Mother family 39 (7%)

Father family 42 (8%)

Thalassemia Mother family 18 (3%)
Father family 21 4%)

3.4 The Relation between Parents’ Age and Cleft Incidence:

Seventy three percent of mothers were between 21 to 35 years old at the time of
conception (the average age for all participated mothers was 27.2 years old). Also, 67%
of fathers were between 21 to 35 years old when their wives become pregnant; the
average age for all participated fathers was 32.6 (Table 3.5).

Table 3.5

Parents’ age

Mothers’ age at <21 85 (16%)
conception 21-35 382 (73%)
>35 59 (11%)
Fathers’ age at <21 10 (2%)
conception 21-35 347 (67%)
>35 163 1%)

3.5 Prenatal Care and Ultrasound Imaging:

Ninety five percent of patients’ mothers received the prenatal care (on average, the first
visit was at week 33.5 of pregnancy), 84% of mothers have received an ultrasound at

least one time during pregnancy and only 14% of clefts appeared in that ultrasound
(Table 3.6).

Table 3.6
Prenatal health
Receiving Prenatal care Yes 505 (95%)
No 23 (4%)
Receiving Ultrasound Yes 449 (84%)
No 79 (15%)
Cleft appears in Yes 63 (14%)
Ultrasound No 3775%)

13



3.6 Using Folic Acid and Multivitamins Before and During Pregnancy

Before the upcoming pregnant, only 5% of mothers took FA, 2% took prenatal
vitamins, 1% took calcium and 1% took iron. During pregnancy: 60% of mothers took
FA, 44% prenatal vitamins, 49% took calcium and 71% took iron (Table 3.7).

Table 3.7

Folic Acid and multivitamins

Before pregnancy Folic acid 26 (5%)
Prenatal vitamins 10 (2%)
Calcium 4 (1%)
Iron 8 (1%)
During pregnancy Folic acid 319 (60%)
Prenatal vitamins 235 (44%)
Calcium 260 (49%)
Iron 3781%)

Smoking During Pregnancy:

Few mothers smoked during pregnancy (4% smoked either a cigarette or argyle), but
64% of mothers were exposed to second-hand smoke during pregnancy (84% of them
were exposed daily (Table 3.8). Out of 344 of the mothers were living with smoking
person during her pregnancy, 28% of these smokers were smoking inside the home, 9%
were smoking outside the home and 62% were smoking both inside and outside the

home (Figure 3.2).

Table 3.8
Smoking
Maternal smoking Yes 22 (4%)
No 512 (96%)
Mother living with Yes 344 (64%)
someone smoking No 190 (36%)
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Figure 3.2
Place of Exposing to Smoking
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smoke inside house smoke outside house inside and outside
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Chapter Four

Discussion

Worldwide, many studies have reported that there is no significant association between
gender and oral clefts.(Natsume, Kawai et al. 2000) This is similar to this study results.
Also, many studies have shown that there is an association between maternal age and
having a cleft baby,(Baird, Sadovnick et al. 1994, Figueiredo, Ly et al. 2015) but in this
study, 73% of mothers and 67% of fathers were between age 21-35, with an average
27.1 for mothers and 32.6 for fathers, so this is not appear to be as an association
between maternal or paternal age and oral clefts. This result is like previous studies.

(Jagomagi, Soots et al. 2010, Golalipour, Kaviany et al. 2012)

Another study reported that there was a relationship between refugee status and cleft
incidence because of lack of social insurance which affects the treatment and cleft
detection.(Kawalec, Nelke et al. 2015) But in this study there is no association between
incidence of cleft and refugee status, because the refugees in this study are considered
displaced people, were they expelled from their homes at 1948 and moved to other areas
within Palestine. Also, there is no significant association between incidence of cleft and
rural or urban status, small distances between rural and urban regions may be play a role
(West Bank area is 5655 km? according to Palestinian Ministry of Local Government).
Also, the distribution of the population between urban and rural areas, where the
proportion of the rural population is 60.97% in the West Bank, while the urban is
32.03% and the percent of refugees is 7%. (Ghodieh 2005)

4.1 Prenatal Care

Most of the participated mothers in this study received prenatal care (95% of them),
while 60% of mothers took FA during pregnancy. Only 5% took FA before pregnancy,
which may have enhanced clefting rates.(van Rooij, Ocke et al. 2004, Wilcox, Lie et al.
2007)
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4.2 Using Ultrasound for Early Cleft Detection

Several studies reported that CL can be detected at week 22 to 25 of pregnancy by axial
3-dimensional or 4-dimensional ultrasound.(Loozen, Maarse et al. 2015) 95% of
mothers who received prenatal care, 84% of them were received ultrasound, only 14%
of CL fetuses were detected by ultrasound; the other CL fetuses did not appeared
because of using 2-dimensional ultrasound. Financial and travel constraints were the
common reasons for not receiving prenatal care and not receiving 3D or 4D ultrasound,
where3D or 4D ultrasound devices are not available easily in all regions and clinics, and
if they are available, the cost for 3D or 4D ultrasound is nearly four times the 2D
ultrasound cost (60 USD for 3D or 4D, and 15 USD for 2D). Note that only 2D US is
available in government healthcare clinics which are provided for free. However, most
of pregnant women resort to private clinics to obtain additional health care due to the
large number of government health care clinics visitors who receive prenatal care by

midwives or nurses during most of their visits not by doctor.

4.3 Effect of Exposing to Smoking During Pregnancy

In this study, the smoking rate for patients’ cleft’s mothers was 4% and was 64% for
mothers who exposed to second-hand smoking (most of them were exposed daily).
This could be an indication of an association between smoking and incidence of clefts
among Palestinians. Also there have been previous studies (Little, Cardy et al. 2004,
Krapels, Zielhuis et al. 2006, Honein, Rasmussen et al. 2007) demonstrating a strong
association between CL/P and second hand-smoking.(Dien, McKinney et al. 2018)
47.7% of Palestinian males are smokers, changing their smoking behavior will be
required to decrease the rate of second-hand smoke exposure in the general population
which will be lead to decrease the risk and incidence of clefts.(Abu Seir, Kharroubi et
al. 2020)
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4.4 The Relationship between Consanguineous Marriage and Clefting

The prevalence and incidence of OC in the Palestinian territories may be higher than in
surrounding countries, due a high incidence of consanguineous marriages. Many studies
showed an association between the consanguinity marriage and incidence of clefts.
(Shafi, Khan et al. 2003, Bromiker, Glam-Baruch et al. 2004, Jamilian, Sarkarat et al.
2017)

In the Middle East, consanguinity rates are approximately 50%, which is significantly
higher than other regions; this is because of cultural and religious factors.(Mehndiratta,
Paul et al. 2007, Islam, Ababneh et al. 2018) A published paper in 2001 reported that
60% of Palestinian couples are first- and second-degree cousins, (A 2001) another paper
indicates that the consanguinity rate for the previous generation is 45.2% and 39.9% for
the current generation.(Sirdah 2014) This may indicate that the consanguinity rate is
decreasing by generations among Palestinians. (Sirdah 2014, Islam, Ababneh et al.
2018) Another factors that may played a role in decreasing consanguinity rates in
Palestine were improved the education rate among women, improved economic status
and increased mobility between rural and urban regions.(Tadmouri, Nair et al. 2009)
Also, using social media websites is raising the awareness of health care (Griffiths,
Dobermann et al. 2015) and improving pregnancy care. (Hall, Fottrell et al. 2014) Using
social media is popular in Palestine according to a report in 2019, where 92.2% were
using Facebook, 72.3% were using Whatsapp, 61.8% were using Instagram, 60.7%
were using YouTube and 25.6% were using Twitter. (2019) All of the previous points

maybe the reasons of decreasing consanguineous marriage in Palestine.

The consanguinity rate in this study is 53%, 61% of them have a first-degree blood
relative, which is higher than the consanguinity for the general population. A published
research reported that consanguinity doubles the risk for non-syndromic
clefts.(Ravichandran, Shoukri et al. 2012)
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4.5 The Effect of COVID-19 on Cleft Care

With the spread of the COVID-19, quarantines, the closure of many facilities, the
disruption of work and interruption of salaries for the employees, all these reasons have
been contributed to the increase in the financial difficulties of Palestinian families,
which may prevent some of them to visit private clinics due to cost, and reduce the
number of follow up visits required during pregnancy, especially with the closure of
health care clinics during the period of quarantine to prevent the outbreak of the
COVID-19. Also, the presence of male smokers in their homes has increased due to the
quarantine, which may increase the risk of having new babies with clefts because of the
increased exposing to second-hand smoke.

As was mentioned previously, consanguineous marriages in Palestine have decreased
during the last three generations due to increases in the education of women, improved
economic status, increased mobility between rural and urban regions, and increased use
of social media.(Tadmouri, Nair et al. 2009) All of these trends have been affected
during the Pandemic because of quarantine. People could not move between cities and
students were not able to go to schools or universities for months, which may reverse
the rate of consanguineous marriage, leading to increases the consanguinity rate. At the
same time, using of social media websites and Mobile applications have increased
during quarantine; this could be a way to continue to decrease consanguineous marriage
for this generation and for future generations. As was reported previously, social media
raises the awareness of health care (Griffiths, Dobermann et al. 2015) and improves
pregnancy health.(Hall, Fottrell et al. 2014)

4.6 Conclusion

The findings of this study suggest that gender, refugee status, or civil status are not
significantly associated with an increased risk of CL/P. However, consanguinity was
significantly associated with an increase in the rate of clefting and higher in the southern
region than in other West Bank regions. Furthermore, maternal smoking or secondhand
smoking and lack of FA intake before and during pregnancy period appeared to be

possible risk factors for the birth of Palestinian children with clefts.
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4.7 Recommendations

Further studies and awareness campaigns are required to clarify the importance of
prenatal care and avoiding consanguineous marriage, especially in the southern regions.
These strategies will help parents to decrease the chances of having children with clefts.

This can be done using two different strategies:

e Education to increase awareness of the general population about the risk factors of
clefts. The education programs should focus on the importance of taking FA before
and during the first trimester of pregnancy and avoiding smoking or exposing to

secondhand smoking during pregnancy.

e Education programs about OC should take in consideration the population age and
educational differences, for example: educational activities for primary school
students, and lectures for university students and high school students, and the
relevant institutions should also perform their work in increasing the awareness of

the community members about clefts.

e Genetic counseling should be provided for individuals and families, especially to
consanguineous couples or families with a previous cleft history or for the parents of
a cleft child to avoid having another child with a cleft. Genetic counseling is very
important for consanguineous parents to avoid having children with clefts and other
genetic diseases, and to give them more information about how genetic conditions

might affect that family.
e Building a data base containing the Palestinian cleft patients' data.

e Further studies are needed regarding the incidence of CL/P, applying studies using a
case-control study design, including other risk factors such as taking vitamin A, and

study the effect of using sperm separation techniques on having cleft baby.
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4.8 Limitations

Although the research has reached its goal of understanding the risk factors of clefting
among Palestinians, there were some unavoidable limitations. One of the main
limitations was that the sample did not include all Palestinians, as the study included
only Palestinians who live in the territories of the Palestinian Authority in the West
Bank and did not include other areas in the West Bank or residents of the Gaza Strip.
Another limitation is not studying the effect of alcohol during pregnancy on cleft

incidence, due to religious reasons and cultural taboos about alcohol in this region.

In addition, because of the limited studies, statistics, and data for Palestinian cleft
patients, all these reasons led to a lack of a good understanding of cleft in Palestine or
track the real number of newborns with clefts in each city.
Also, the study does not identify the association between cleft patients who born with
syndromes that may considered as the main cause of clefts, because of lack of a
database or medical history including the diagnosis of cleft patients with one of these

syndromes.

The last limitation is that the study including the patients who came to government
hospitals for follow-up or to receive surgeries, and the other cleft patients were not
included.
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List of Abbreviations

Abbreviation

Meaning

CL/P
OA
CLP
CL
CP
oC
FA

Cleft Lip with or without Cleft Palate
Orofacial Anomaly

Cleft Lip with Cleft Palate

Cleft Lip

Cleft Palate

Orofacial Cleft

Folic Acid
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Appendix A
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What type of encounter is this?
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encounter.

Full name of the researcher who 15 administering the
surveyt
Site of registry data entry

Date of sereemng
Screening location

Folder Number

Palestnian MNational Cengenital Anomalies Smdy
Page 1 of 80

{1Smile Train encounter form

() Follow-up (Contact info and healtheare update
questions)

) Besearch survey (Full length survey)

(Crty Name}

(TY7Y-MMDD)

(Mame of hospital or center)

Demographic Characteristics

Signed Smiletrain

form

Pleaze lst all Smile Trmin form numbers
avatlable

for this patient that have NOT been uploaded to Smile
Tran for reimbursement.

Pleaze lst all Smile Train form numbers
avatlable for thiz patient that have HAVE been

uploaded to Smile Tram for reimbursement.
Date patient signed consent

Is the patienta minor (less than 18 vears old)?

Please upload nunor consent form
Please upload adult consent form
Additional Form 1

Additional Form 2

Additional Form 3

Patient [dentity Card Humber

Placeholder Record?

04037201 8 4-0%am
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{(TY 7 Y.MMDD)

OYes

) Mo

) Don't know

("1 Choose not to answer
(O Missing

) Yes

O Ke

(Answer Yes if record 15 for a relative of another
patient in the database awalting full survey.)

werw projeciredcap.ong 'REDCap



Confidential

Is this a maternal interview?

If no, select who 1= being interviewed

If other, please explam

Does the patient have a buth defect?

If ves, does this patienthave a cleft?

If ves, what type of cleft?

If no, indicate the patient's buth defect(=)

If other, please explam
Fust Name

Middle Name

Family Name

Full name in Arabic

() Yes

) He

() Don't know

() Choose not to answer

O Missing

() Father
Grandfather

O Grandmother

() Other

7y Missing

() Tes

) Heo

() Don't know

() Choose not to answer
() Missing

() Tes
1 He
() Other
() Don't know
Choose not to answer

O Missing

O Cleft lip ouly

C) Cleft bip and palate

() Cleft palate only
Other

0 Don't know
Choose not to answer

0 Missing

[ Microtia
O Club foot
[ Other
[J Don't know
Choose not to answer

O Mizsing

{type name in Arabic senpt)

Page 2 of 80

Contact Information

Is the patienta refugee?

40372018 4:0%am

32

() Tes

) Ho

() Don't know

() Choose not to answer

O Missing

werw. projecoredcap. org
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Confidential

If yes, does the patient live in a refugeecamp?

Why do you consider yourself a refugee?

Has this patient ever received UNEWA services?

What type of UNEWA services has this patient

received?
Street Address

City, Town, or Village

If other, please explain
Province

Country

Zip Code

Phone mumber

Second phone mumber

E-mail

Gender

4032018 4-0%am

() Yes

) Den't know
Choose not to answer

0 Missing

O Yes

(O Don't know
() Choose not to answear
() Missmg

~ Hebron

O Beit Hanoun
e} Beit Lahia

~ Deair el-Balah
~ Gaza

= Tabalia

,}: Ehan

'?-’j Yunis

= Rafah

= Tel Aviv

= Jernzalem

-r\ Other

" Don't know
Q Choose pot to answer

) Missing

(Include Area Code)

(Include Area Code)

() Female

) Male

() Den't know

(O) Choose not to answar
() Missing

warer projecoredcap.org

Page 3 of 80
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Confidential
Fape 4 of 80

Has the patient given birth before? ) Yes
1 Me
() Don't know
() Choose not to answer

() Missing

How many times kas the patient given birth?

{"Don't know™ =999, "Choose not to answer” =
1000.)

Race (") Cancasian
() Afncan
7y Orther
(" Don't know
() Choose not to answer
Oy Missing

Pleasze specify other race
Date of birth

(TYTY.MMDD)

Patient's age at time of survey (vears)

(Tears old)

Patient's age at tme of survey (months)

Patient's age today (vears)

Patient's age today (months)
Height

{om. "Dion't know™ = 999, "Choose not to answer” =
1000.)

Weight

(kg. "Deon't know™ =995, "Choose not to answer” =
1000.)

BMI (Caleulated)
(Calculated field to categorize height)

{l=cheort, 2=avg, 3=tall)

Parent/Guardian Information

Furst Name

Middle Name

Fanuly Name

04/03/2018 4:0%am warw projectredsap.org hE Dcap
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Confidential

Relationship with patient

How did the patient bear about The Smile Tramn?

Patient's Mother Identification (IDY) Mumber (1f
available)

Patient's Father [dentification (ID) Mumber (if
available)

Fape 5 of &0

(_) Mather

() Father

() Grandparent

1 Brother

() Sister
Aunt

"y Unele
Consin
Friend
Self

g Crher

O Don't know
Choose pot to answer

O}i'[issing

(yChanty Orgamization

(") Hospital‘physicians

(") Newspaper and TV

() Internst

(") Friends and relatives
Cither

o

"y Don't know

() Choose not to answer
.D'_\Jissi.ug

Patient Birth History

Length of pregnancy

Patient buth weight

Type of buth

If other, pleasze explain

Were there any maternal complications during
pregnancy?

If wes, what were the maternal complications during
pregnancy’

Were there any fetal complications dunng pregnancy?

040372018 4:0%am
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(Months. "Den't know” = 999, "Choose not to
answer” = 1000.)

{(kz. "Don't know" =993 "Choose pot to answer" =
1000.)

() Vagmal delivery
() C-section

() Induction of labor
() Other

() Don't know

() Choose not to answer
(O Missing

) Yes

) Ho

() Don't know

(" Choose not to answer
(yMissing

O ¥es

O Ko

() Don't know

() Choose not to answer
() Missing

fEDCap
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Confidential

If ves, what were the fietal complications dunmg
pregnancy’?

VWhen the patient was bon, were other children bom
by the same mother at the same time?

How many children were bormn at the time of delivery?

Were they 1dentical?

Where was this patient bom?

If other, please explam

Was there a healthcare provider present dunng the
delivery of thiz patient?

Please indicate all health care providers available

If other, please explam

Were there any maternal complications duwing labor
and delivery?

Indicate all mateinal complications dunng labor and
delivery

If other, please explain

040372018 4-0%am
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() Yes

() No

() Don't know

() Choose not to answer
() Missing

Fape & of BO

{"Don't know™ =999, "Choose not to answer” =

1000.)

() Yes

O Heo

() Don't know

() Choose not to answer
() Missing

{Home

() Hospatal

7y Climie

() Orther

() Don't know

() Choose not to answer
(O Missing

) ¥es

(O Ho

() Don't know

() Choose not to answer
(& Missing

O Midwife
Murse
[ Medical Doctor
[0 Other
[ Den't know
[ Cheose not to answer
O Missing

(O ¥es

(@[]

() Don't know

() Choose not to answer
) Missing

[ Excess bleeding

[ Difficulty delivering placenta

[] Failure to prograss
[ Infaction
[ Ecclampsia
[ Seizures

Cither

Don't know

Choose not to answer
D}ﬂssi.ug

whanw projecoredoap.org
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Confidential

Were there any fetal complications dunng labor and
delivery?

Indicate 2ll fetal complications during labor and
delivery

If other, please explam

How many days did the mother spend in the hospital?
after delivery of this patient?

How many days did the patient spend in the hospital?
immediately after birth?

Did the patient develop a complication(s) durmg
his'her first week of life?

Please indicate all complications

If other, please explain

Dnd the patient receive a newbom screening festis)
in hisher first week of life?

Please indicate all known received scresmng tests

If other, please explain

Did the Mother smoke dwring pregnancy with this
patiemt?

04/0372018 4-0%am

Fage 7 of 60

iYes
No

Q

() Don't kmow

() Choose not to answer
(O Missing

[ Excess bleeding

[ Change m baby's heart rate
[ Umbalical cord tias

[ Infection

[ Cther

[] Den't know

[ Choose not to answer
QMissing

(Days. "Don't know" =999, "Choose not to answer”
= 1000.)

(Days. "Don't know” =999, "Choose not to answer”
0.

() Yes,

O Ho

) Don't know

{7y Choose not to answer
(O Massing

[ Difficulty feeding
[ Abnormal weight loss
[ Difficulty breathing
[ Infection
[ Faulure to thnve
O Other
[] Den't know

Choose pot to answer
D'_‘-Jissi.ug

(O¥es

(&)1

() Den't know

() Choose not to answer
(O Missing

O PrEU
[ Sickle Cell
[ Galactosemia
[ Congenital hypothyroidism
[ Cystic Fibrosis
[ Otthear
] Den't know
Choose pot to answer
D'.\Jissi.ug

(Y es

) Mo

) Don't know

() Choose not to answer
(O Massing

fEDCap
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Confidential

Howoften did the mother smoke while pregnant with
thas chald?

Dnd the Mother consume aleohol dunng pregnancy wath
this patient?

Howoften did the mother consume aleobol during her
pregnancy with this patient”

If other, please explain

How many weeks pregnant was the mother wiale
consuming alechel?

Page B of B0

() Every day

() Cmee a week

() Cmee a month

() Less than once a month
(O Other

() Den't know

)y Choose not to answer
yMissing

i Yes

D Ne

() Don't know

() Choose not to answer
(O Missing

(O Every day

) Once a week

() Omee a month

() Less than once a month

() Other
8] Don't know

Choose not to answer
O'_\iissing

(Weeks. "Dion't know™ = %99, "Choose not to answer”
= 1000.)

Patient Family History

Do any of the patient’s parents and'or siblings
brothers/sisters have claft hip, cleft palate, or
cleft involving the face.

What 1z thewr relationship(s) with the patent?

Do any other relatives (cousins, aunts, uncles,
grandparents) have a cleft lp, cleft palate, or
cleft mmvolving the face.

What 1= their relationship(s) with the patient?

If other, please explain

040372013 4-0%am

(2 Yes

)Mo

(O Den't know

() Choose not to answer
(O Missing

[ Brother

[ Sister

[ Twin

[ Mother

[] Father
Crher

[ Den't know

[] Choose not to answer

[Missing

O Yes

(@)

(O Don't know

(7 Choose not to answer
Oy Missing

[ Cousin
[ Aunt
[ Uncle
[ Grandparent
[ Son/daughter
[ Cther
[ Den't know
Cheose not to answer
D'_\Jissi.ug

woupraeceiasos AREDCap



Confidential

Page 7 of B0

Household Historical Information

What city/village is the patient's family originally
from?

If other, please explain

Pleasze list the dates and locahons of other
cities/villages you have lived, excluding
your current and original addressas

Is the patient's curent home in an whan or nuzl

area’

How many people currently live m the patient’s
household?

Are three or more people sleeping in the zame bedroom?

What was the approximate anmal household income (in
shekels) the year before thiz patient's birth?

What iz currently the approximate annual household
income (in shekels)?

Do other families living near the patient have
children with cleft lip/palate?

How mamny
famulies?

040372013 4-0%am

{1 Bait Jala
(") Bethlehem
1 Jenin
) Jencho
) Nablus
) Qalgilyah
"y Ramalla
1 b Salfit
o) Tulkarm
O Hebron
O Beat Hanoun
7~ Beit Lahia
e} Deir el-Balah
Gaza
Ej Tabalia
~ Ehan Yums
}j Rafah
~ Tel Aviv
".#‘) Jerusalem
".3'~J Tubas
;:_) Other
Den't know
= Choose not to answar
8 MMissing

(O Urban

() Bural

) Den't know

() Choose not to answer
(& Missing

{"Den't know" =999, "Chooss not to answer” =
1000.)

() Yes

QO Ko

(O Don't know

(0 Choose not to answer
(O Missing

(Enter "999" for unknown or choose not to answer.)

(Enter 999" for unknown or choose not to answer.)

OYes

QO Ne

() Don't know

() Choose not to answer
O Miszing

{"Den't know™ =999, "Choose not to answer”™ =
1000.)

REDCap

warw projecredoap.org
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Confidential

Ame any of these families related to the patient?

i Tes

O Mo

() Don't know

() Choose nat to answer
(O Missing

Fage |0 of 80

Motes

What 15 the reason for this patient's visit?

Please list any changes smee the patient's last
wisit, including interveming surgeries, changes in
health, or anything else that affects the patient’s
overall well-being.

Additional comments

40372018 4:0%am
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Confidential

Diagnosis

Did the patient have any lip or palate surgery before
this evaluation?

If ves, please indicate what type of surgery the
patient had

Does the patienthave a cleft lip?

Please indicate what type of cleft lip

Doas the patienthave an alveolar cleft?

Please indicate what type of alveclar cleft

Does the patienthave a hard palate cleft?

Please indicate what type of hard palate cleft

Does the patienthave a soft palate cleft?

40372013 4-0%am
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Palestinian Matiomal Congenital A nomalies Smdy
Page 11 of 80

O ¥Ves

ONo

(O) Mon-applicable

() Don't know

() Choose not to answer
(O Missing

i) Cleft Lip Surgery

() Cleft Palate Surgery

() Cleft Lip and Palate Surgery
() Don't know

() Choose not to answer
.D}-Jissi.ug

O Yes

) No

() Don't know

(") Choose not to answer
() Missing

[ Complete cleft Lip on laft side
[ Complete cleft bip on right side
[] Incomplete claft hp on left side
[] Incomplete claft hp on right side
[] Don't know

Choose not to answer
El."\-iissing

iYes

) No

() Don't know

(") Choose not to answer
() Missing

[ Complete alveclar cleft on left side
[ Complete alveclar cleft on nght side
[] Incomplete alveclar cleft on left side
[] Incomplete alveclar cleft on nght =ide
[] Don't know

Choose not to answear
El."\-iissing

) Yes

) No

() Don't know

() Choose not to answer
() Missing

[OJComplete cleft palate on left side

[ Complete cleft palate on nght side
[] Incomplete cleft palate on lefi side
[ Incomplste claft palate on nght side
[ Don't know

[] Choose not to answer

[ Missing

O Yes

) No

() Don't know

() Choose not to answer
() Missing

warw.projecoredoap.org
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Confidential

Please indicate what type of soft palate claft

In addition to the cleft, are there additional
cramofacial deformities?

Please desenbe the additional cramofacial
deformuties

04/0372018 4:0%am
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O Complate claft

[ Incomplete cleft

O Submmcous

[ Don't know

[ Choose not to answer
[]Missing

(1 Yas

) Mo

) Don't know

() Choose not to answer
Oy Missing

weanw projectredoap.org
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Confidential

Indicate zll the patient's cramiofacial deformities

04/03/2018 4:09%m
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[ Cervical spine malformation
[ Larymx malformation
[] Parathyroid gland malformation
] Thyroid gland malformation
[ Cryptophthalmoes
] Congenital ptosis
[ Congendtal sctropian
[] Congendtal entropian
O Congenital malformation of eyelid HOS Absence
and agenesis of lacrimal apparatus Congenital
stenosis and smchwe of lacrimal duct Congental
malformation of lacrimal apparatus NOS Cystic
o eyveball
(hther anophthalmos
H Microphthalmos
Macrophthalmos
E Congendatal cataract
0 Congemnatal dizplaced lans
Coloboma of lens
E Congenital aphalia
Spherophakia
H Conzenital lens malformation NOS
Colobema of ins
Absence of ins
Congenatal ms malformation NOS
| Congenital comezl opacity
E Congendtal comeal malformations NOS
Blue sclera
[J Congenital malformations of anterior segment of
[ eye (rieger's anomaly)
[ Congendtal anterior segment of eve malformation NOS
[] Congenital malformation of vitreous humour
[ Congenital malformation of retina
[ Congenital malformation of optic dise
[ Congenital malformation of choread
O gunngemg ital postenor segment of eye malformation
O le:lgenital zlaucoma
] Congemtal eve malformation NOS
[ Congemtal absence of (ear) auncle
[ Congenital absence, atresia and stricture of
auditory canal {external)
[ Absence of sustachian tube
[] Congenital malformation of ear ossicles
[] Congenital middle ear malformation MOS
[] Congenital mner ear malformation NOS
[] Congenital malformation of ear causing impairment
of heaning NOS
[ Accessory aumcle
[ Macroha
[ Microta
[ Another muzshapen ear
[ Misplaced ear
Prominent ear
Congendtal malformation of ear NOS
O Sinus, fistula, and cyst of branchial claft
O Preauricular sinus and cyst
O (iher branchial cleft malformations
/ebbing of neck
Macrostomia
Microstomia
Macrocheiha
O Microcheiha
O (hher congemtal malformation of face and neck
O Congenatal malformation of face and neck
unspecified
[ Other
[] Mon-applicable
[] Den't know
[ Choose not to answer

fEDCap



If other, please explain

Does thus patient have welopharvneal msufficiency
(A1 escapes from nose while speaking) following
pnor cleft palate repan?

Doas thus patient have abnormalities m hs'her heart?

Does thus patient have a heart and'or bloed wvessels
{Cardiovascular system) abnormality?

Please indicate all cardiovascular abnormalities

If other, please explain

Does this patienthave a nose abmormality?

OMissing

(¥ es?

) Ne

() Don't know

() Choose not to answer
() Missing

(i Tes

O He

) Don't know

() Choose not to answer
(O Missing

) Yes

) He

() Dom't know

(") Choose not to answer
(O Missing

O Amnatomical defect since birth Acute

O myocardial infarction

[ Atherosclerosis/penpheral vascular dizease
Lregular heart rhythm

= Stroke

] Hizh blood pressure
Low bloed pressure

O Haemorthewds
Heart valve disease
Cancer in heart or vessels

O Parcocyzmal tachyeardia

O Prominent veins

O Pulmonary hypertension

O Swollen ankles/edema

0 Chest pam not otherwise specified
Angina

E Amal fibnllation/fhatter
Heart failure
Heart/artenal murmmur
Infection of corculatory system
Heart dizease
Vancosevemns of leg
Palpitations/awareness of heart
Phlebitisthrombophlebitis
Prassure/tightness of heart
Pulmonary embolisn

O Bheumatic feverheart disease

[] Transient cerehral ischemia

[ Limited function/physical disability caused by

[ disease in heart or vessels.

[ Cher

[ Den't know

[ Choose not to answer

] Miszing

(iYes

O Mo

) Don't know

() Choose not to answer
(O Missing




Confidential

Doas thus patienthave a fingers and toes abnormality?

Does this patient have a winary system abnormality?

Please indicate all winary abnormalities

If other, please explam

Does thus patienthave an ear abnormality?

04/037201 8 4-0%am
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) Yes

) No

() Don't know

() Choose not to answer
() Miszing

() Yes
) No
() Don't know
Choose not to answear
() Miszing

[ Congenital (smee birth) anomaly of winary tract
[ Bladder symptom/complaint
[ Unnary disease
Cystitis, urinary infection
O Glomerulonephritic/nephrosis
O Incontinence of urma (aceidental losz of urina)
[ Eidney symptony/conplaint
O Bemgn cancer of bladder
Kidney mfaction
O Infection of urethra
Unnary symptom/complaint
Bemgn cancer of unmary tract
O Malhignant cancer of winary tract
0 Abnormal urine test
0 Dysuria/painful unnation
Blood in urine
0 Injury to wnmary tract
Unmnation problems
0 Malhgnant cancer of bladder
Protemn in urine
Unnary retenfion (unable to urinate easily)
O Limuted function/disability cansed by a wrological
condition
[ Crher
[] Don't know
[ Choose not to answer
[ Mis=ing

¥es

) Ho

() Don't know

() Choose not to answer
) Missing

WA projecoredoap.org
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Confidential
Fape & of 80

Please indicate all ear abnormalities [ Congemital (since birth} ancmaly of ear

[] Bleeding ear

[ Ear dizease

[] Deafnes=

[ Acoustic Trauma

O Ear Iyjuxy

[ Eustachian tube dysfunction

[ Foreign body in ear

[] Cancer of ear

[ External ear infechion
Perforation of ear drum
Presbyacusis

O Superficial mpry of ear
Acute ear infection

0 Clronic ear infection

0 Ear discharge

0 Ear pain/earache

(hoseclerosis
Plugged feeling m ear
Serous otihs media
O Ringing/buzzing m ear
O Limited fanction/physical disability caused by ear
condition
[ Crher
[ Don't know
[ Choose not to answer
[ Miszing

If other, please explain

Does this patienthave a skin abnormality? (O Wes
O Mo
() Don't know
() Choose not to answer
(O Missing

04/03/2018 4:0%am woerw projectredoap.ong &E DCap

46



Confidential
Fape 17 of 80

Please indicate all skin abnormalities [ Congenital {(snce birth) skin anomaly
i n bite
[ Animalhuman by
[] Bumns
[] 5km cancer
[ Abrasion/scratch/blister
[ Dermatitis contact/allergic
[ Darmatitiz/atopic eczema
] Diaper rash
O Hm_angioma,"l}'mphangioma
O Haw/scalp symptom, complaimt
Herpes zoster
E Efectet_i ﬁ.l:llga'.-'toe
aceration'cit
Lipoma
Lumps/swelling gensralized
0 LLunplns.-:swldeng lpcalized
Candidiasis of skin
0 Nail symptom/complaint
Padiculosis/skin infestation
E Pitrasis rosea
Psoriasis
L] Rash localized
ebaceous cyst
Seb
Skmn mfection
O Skin injury
O solar EKeratosis, sunburmn
Urticania
Acne
[ Insect bite
[ Bruize
[ Clronic ulcar
[ Skin dizease
[ Corn'callous
[ Dermatitis seborrhoeie
[ Dermatophytosis
[] Foreigm body m skin

O Alopecia
Benign cancer of skin

O Malignant cancer of skin
Mole
Pain/tenderness i skin
Pilomidal cyst/fistala

O Pruritis
Rash generalized

Scabies

O Skm color change

O Skm infection, post-traumatic
Sk texture complaint

] Sweat gland dizease

] Warts
Linmted function/physical disability caused by
skin condition
Other

[] Don't know

[] Choose not to answer

[ Missing

oo

If other, please explain

04/03/2018 4:0%am woerw projectredoap.ong &E DCap
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Confidential

Does thus patient have an eye abnormality?

Please indicate all eve abnormalities

If other, please explain

Does this patienthave a limb (arms/legs) abnormality?

Does thus patient have a tongue abnormality?

Does this patienthave a skull abnormality?

Doas thus patient have a mandible abnormality?

40372018 4-0%am

Fape |8 of 80

iYes

) He

() Dom't know

() Choose not to answer
() Miszing

[EPngenital (since birth) eve anomaly (i.e.
coloboma)
[ Blephantis/stye/chalazion
[] Blocked lacnmal duct as mfant
[] Eve disease
[ Conjunctirvitis
Eye trauma
] Detached ratina
] Eve movement abnormal
] Eve sencation abnormal
foreizn body m eve
Macular degeneration
Fed eve
O R;t_al:i.uupa.thy
0 WVizual distwrbance
Acute vision changes
E Blindness
Cataracts
Conjunctivitis infectious
0 .
Comeal ulcer
Eye appears abnormal
U Eye inflammation
| Eye pain
E E_ji'eli.d symptom
aucoma
Exotropia/Esotropia
Refractory eve disease
Strabismms
[ Visual floaters/spots
(] Limited function/physical disability caused by eve
[ condition
[ Cher
[] Den't know
[ Choose not to answer
[ Missing

Tes

) Ne

() Don't know

() Choose not to answer
() Missing

W es

O Ke

() Dom't know

() Choose not to answer
(O Missing

(Ofes

O Ne

() Dom't know

() Choose not to answer
(O Missing

1 ¥es
O Mo
) Don't know
Choose pot to answer
(O Missing

wewproecreicnos AREDCap
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Confidential

Dioes this patient have retarded growth?

Does flus patient have mental retardation?

Does flus patient have a speech abnormahity?

Please indicate all speech abnormalities

If other, please explain

Did amy of these 135ues begin after trauma, illness
or surgery’

Please explamn

Hawve amy of these speech abnormalities resolved?

Pleaze explain how these speech abnormalities have
resolved

Does fhus patienthave a blood andier imnmme system
abnormality?

040372018 4:0%am
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) Yes

) Mo

() Don't know

() Choose not to answer

() Missing

(T es

) No

() Den't know

() Choose not to answer
() Missing

(¥es
) He

() Don't know
() Choose not to answer
) Missing

[] Fecephvelangzuage delays, (1e.
difficulty understanding others)

[ Expressive language delays, (1e,
difficulty commumicating with others)

[ Poor clarity of speech, (1.e., pronounces words
incorrectly)

[ Umusual resonance, (1e. volce sounds too nasal,
air 15 audible through nose dunng speech or
patient’s nose always sounds blocked wp duning
speach)

[ Veice sounds raspy or hoarse

[ Patient stammers/stutters

[ Crther

[ Den't know

[ Choose not to answer

[ Missing

O¥es
) Mo

() Den't know
Choose not to answer
(O Mszng

) Tes

O Mo

() Don't know

() Choose not to answer
) Missing

) Yes
) No
() Den't know
Choose pot to answer
(O Miszing

REDCap
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Confidential
Page 20 of 80

Please indicate all blood and mmmune abnormalities [ Congenital (smee birth) anomaly bleod lymph
[ Anenma otherunspecified
[] Anenma vitamin B12/folate deficiency
[ Bleed symptom/complaint
[ Bloodlymph/spleen dizease
[ Concem about ATD=HIV
[ Concem about cancer blood Tymaph
[ Heodgkin's dizeaselymphoma
Leukemia
Unexplained abnormal white cells
O Lymph gland(s) enlarged/painful
Lymph immmume mecham=m symptom
O Lymphadenitic acute
0 Lymphademtis chrome
0 Benign cancer blood
0 Malignant cancer blood
0 Purpura‘coagulation defect
0 Ruptured spleen traumatic
Splenomegaly (large spleen)
Limmted function/physical disability caused by
blood and immune condition
[ Other
[ Den't know
[ Choose not to answer
[ Mizzing

If other, pleasze explain

Does this patient have a digestive tract abnormality? 1 ¥es
O Ko
() Don't know
Choose pot fo answer
(yMissing

04/03/201 8 4-0%am whars projertredoap org QEDCEP
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Confidential

Please indicate all digestive tract abnormahfies

If other, please explain

Does this patient have an endocnne (hormonal)
system/metabolic systemy/nutntion abnormality?

04/0372018 4-0%am
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[ Congemital (since birth) anomaly of digestive

system
[ Epigastrnic abdominal pain
[ Localized abdonunal pain

[] General abdominal pain/cramps
[ Anal fissure/perianal abscess

[ Appendicitis
Abnormal bowel movements
O Gallbladder infection
[] Gallstones
Clrome entenitis
O Ulcerative eoliis
Crohn's dizease
Constipation
Dharthea
0 Dhwverticular Disease
Duodenal ulcer
O Dhyspepsia/indigestion
O
O

Stomach mfection

Digestive tract infection
L Vomiting blood
Heartburn
O Enlarzed liver
[ Histus hernza

Excess flatulence/gas/belching

0 Foreign body in digestive system

O Incontinence (loss of conirel) of bowel

Injury to digestive tract
O Esophageal dizease
[ Peptic ulcer disease
[ Perianalitching
[ Rectal bleedinz
[] Rectal/anal pain
[ Stomach fimetion disorders
[ Swallowing problem
[ Testh/zum diseaze
[ Viral hepatitis
[ Vonuting

[ Limited function/physical disability caused by

digestive fract condition
(Crthear

[] Den't know

[ Choose not to answer

[ Missing

(1 Yes

O HNo

() Deon't kmow

() Choose not to answer
() Missing

weanw projectredoap. org
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Fage 22 of 80

Please indicate all abnormalities m endocrine OCongenital (since birth) problem
{hormonal) system/metabolic system/mutntion [JBenign cancer of thyroid
[ Malignant cancer of thyroid
[] Endocnne system cancer
O Encli:rcrin_e-'melabnlic disease
] Dekydration
[] Diabetes insulin dependent
[] Diabetes non-insulin dependent
O Dhabetic Eetoacidosis
O Exceszive appetite
Gotter
Growth delay
[ Hypoglycenua
Limd disorder
Loss of appetite
ol Ohesity
0 Thyroglessal duct'cyst
0 Fapid weight gain
0 Rapid weight loss
0 Excessive thirst
Groat
yperthvroid/thyvretoxicosis
Hypothyroid
Ll Endocrine infaction
Orverweight
Ll Underweight
Vitamin/matritional deficiency
[] Limited fanction/physical disability caused by
[ endocrine (hormonal) system/meatabolic
systemy/mutrition
[ Crher
[] Den't know
[ Choose not to answer
[ Missing

If other, please explain

Dioes thus patient have a female genital abnormality? 1 ¥es
) Ko
() Don't know
() Choose not to answer
() Missing

04/03/2018 4:0%am wearw projectredoan.ong ‘ﬁEDCap
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Please indicate all female gemtal abnormalihes

If other, please explam

Does this patient have a pregnancy/childbearing
abnormality?

040372018 4-0%am

Fape 23 of 80

[0 Congemtal (smee birth) anomaly of gemitals

[J Abnormal cerviz smear
[] Bemgn cancer penital
[ Mabgnant cancer genital
[] Bemgn cancer breast
] Maliznant cancer breast
[] Breast lump/mass
[] Breast pain
Cenacal disease
O Chlamydia
Abnormal breast appearance
[ &
(enital cancer
O Sexual dysfunction
0 Sexually transnutted dizease
Condylomata acuminata
0 Fibrocystic breast disease
Uterme fibroads
E Genital candidiasis
(Genital dizease
L Genital harpes
Gerpital pain
L] Genital trichmoniasis
Gonorthea
Injury gemital
O ntermenstrual bleeding
Intermenstrual pain
Menstrual pain
[ Vulval symptom/complaint
Menstruation absent/scanty
[ Menstruation irregular/frequent
[ Painful intercourse
[ Palvis symptom/complaint
[ Syphilis
[ Vaginal discharge
[0 Menstruation excessive
[ Mipple symptom
vic inflammatory disease
[] Pebc infl di
[0 Bleeding after intercourse
[0 Uterovaginal prolapsed
[0 Vagimtis

O Limuted function/physical disability caused by

female gemtal condition
H Crther

[ Don't know
[ Choose not to answer
[ Mis=ing

1 ¥es

() No

() Don't know

() Choose not to answer
() Missing

whanw projecoredoap.org

REDCap



Confidential
Fage 14 of 80

Please indicate all abnormalibies with pregnancy OJAborhon induced and'or
chuldbearing [JAkorton spontanecus

Bleeding dunng pregnancy Breast

O

[] disorder m pregmancy Complicated

[ labor/delivery hvebirth Complicated

[ laber/delivery snllbirth Concern

[ about body mjury

] Eetopic pregnancy
(restational diabetes
Infertility/sub-

E fertility
Injwry complicating pregnancy
Lac't_aiion symp_tum"nemplaint
Benign cancer in pregnancy

O Malignant cancer In pregnancy

0 Orther infection cc-mpli_caﬁ.ug DPresnancy

0 Post-pregnancy bleeding
High nsk pregnancy

E Eeg;nanr:}r symptom/complaint

egnancy

| Pregnancy vomiting/mausea

O Breast infection from breastfeeding
Unwanted pregnancy o
Unecomplicated labor/delivery livebirth

= Uncomplicated laber/delivery stillbirth
Crther

[ Don't know

[J Choase not to answer

[ Missing

If other, please explamn

Dioes flus patienthave a male genital abnormahty? 1 ¥es
) Ko
() Don't know
(") Choose not to answer
(O Missing
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Please indicate all mals genital abnormalities

If other, please explam

Does thus patient have a newrclogical (brain, spinal
cord, nerves) system abnormality?

40372013 4:0%am
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[OCongenital {(since birth) anomaly of genital area

[] Hydrocele

[ Hypospadias

[ Impotence

[ Infertility

O Imjwry to genitals

O Genorthea

[ Benign genital cancer
Malignant genital cancer

O Testcular nfechon

O Infechion to epadidymuas
Pain m teshs/scrotum

O Pamn in pems

0 Prostate symptom

0 Inflamnmation of prostate

O Stenhization

0 Syphilis

0 Undescended testes

0 Urethral discharge
Gemtal dizease

O Sexual dysfunction
Sexually transnutted disease
Condylomata acuminata
(Gemital herpes

O Limited fanction/physical disability caused by
male genital problem

[ Crther
Don't know

E Choose not to answer

[] Miszing

OYes

ONo

() Don't know

() Choose not to answer
() Missing

WA, projectredoap.org
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Please indicate all abnormalities in the newrological [ Congenital (sinee birth) problem with nervous
(Brain, spinal cord. nerves) system system (brain, spinal cord, nerves)
[ Abnermal inveluntary movements
[] Benizn cancer of nervous system
[ Maliznant cancer of nervous system
] Altered mental status
] Capal tummel syndrome
[ Cluster headache
] Meurclogical disease
] Cencussion
Comvulsion/seizure
Dhisturbance of smell/taste
O Epilepsy ) :
F actal_ Qal'al}'s1s-"bell s palsy
iRk
adac
0 Injury to nervous system
0 Meningitis/encephalitis
0 Towrette's syndrome
Migzraine
O Multiple sclerosis
Neurclogical infection
Pan face
Paralysis, weakness
Parkinsonism
| Peripheral neunitis neuropathy
Radiculopathy
estless leg
L] Restless 1
enzation dishwbance
5 1on distur,
E Speech disturbance
Tension headache
[ Tetanus
E %i.ugling fingers/fast/toes
TEmor
[] Trigeminal neuralgia
[ Vertigo/dizziness
O Stammenng/stuttenngtic
[ Apraxia (limb/speech) "unable to follow commands"
[ Stroke
[] Mental Retardation
Limated function/physical disability caused by
neurclogical condition
Crther
[ Den't know
[ Choose not to answer
[ Mis=ing

If other, please explain

Does this patient have a psychological abnormality? O Yes
O Ke
() Don't know
(") Cheose not to answer
() Missing

040372018 4:0%am weerw projectredcap.ong ‘ﬁEDCap
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Please indicate all psychological abnormaliies

If other, please explam

Does this patient have a respiratory system
abnormality?

040372018 4-0%am

[ Chald behavior problem
scent Aor problem
[ Adole behan bl
[ ameaety disorder/ansiety state
rexia nervosa/ a

[ Bedwetting/enuresis

[] Bipelar diserder

] Delirum

[] Depressive disorder

O Eating problem in child
Feeling anmious/nervous/tensa
Feeling hypomanie
Feeling/behaving imtable/angry

E MMedication abuse

0 Mental retardation
(herworked, mental strain
Phase of life problem
Post-traumatic stress disorder

E Schizophrenia
Sexunal fulfillment reducad

U Sleep disturbance
Specific learming problem
Suicide attempt
Chronie alechol abuse

E Acute aleohol abuse
Dementia

O Drug abuse

O Bowel traiming problem

[ Feeling depressed

[ Feeling manic

O Hyperactivity

[ Autism

[ Memory disturbance

[ Personality disorder

[ Phobia, compulsive disorder

[ Psychological disorder

[0 Sexual preference concern

[ Sexual deswre reduced

O Sematization disorder

O Acute stress reaction

O Tebacco abuse
Behawior disorder

Fape 27 of 80

O Limated function/physical disability caused by

mental condibon
Crther
[ Don't know
[] Cheose not to answer
[ Missing

) Yes

) Mo

() Don't know

() Choose not to answer
() Missing
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Please indicate all respiratory abnormalities [ Congemtal (since birth) problem with respiratery
system
[ Breathing probleny
[ Asthma
Allergie rhamitis
H Bemgn respuratory cancer
[ Malignant respiratory cancer
Acute bronchitisbronchiolitis
[ Clwonie Obstruetive pulmonary disease
[ Lung cancer
Lung disease
O Foreign body n respiratory system
O Cough up blcz_:d
O E}ﬁam‘mﬂhﬂ.&m
uenza
H Inflammation of larynx or trachea
0 HNosebleed
0 Pain in respiratory system
Pleurisy
H Pneumonia
0 Shortmess of breath
Strep throat
| Sneezing, nasal congeston
L Acute tonsil infection
Acute pharyngitis wathout exudates
Acute pharymgitis with exudates
Boil/abscess nose
L] Chronic bronchitis
Respiratory system cancer
[] Respiratory disease
] Cough
[ Enlarged tonsils/adencids
E Hypoventilation
Inpury to respiratory system
[ Sleep Apnea
[] Mose system, complaint
[ Pertonsillar abscess
[ Flewal effusion
[ Respiratory infection
[ Sinus symptom, complaint
0O Sputum abnormal
] Threat symptom, complaint
Votce symptom, complaint
0O Limited function/physical disability caused by
respiratory condition
Orhear
[ Den't know
[] Choose not to answer
[ Missing

If other, please explain

Doas this patient have a musculoskeletal (MSE; bones ) Yes

and museles) system abnormality? O Mo
() Don't know
() Choose not to answer
(O Missing

04/03/2018 4-0%am whers Oy ECTredcap org *E Dcap
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Please indicate all MSEKE abnormahfies [ Congemtal (since birth) problem in MSE system

[] Defornuty of limb

[ Defornuty of spine

[] Internal knee damage

[ Amm complaint

[ Back cmnplal:nt ) o ]

[ Back complaint with radiating pain

[ Buw=itis/tendinitis/synovitis
Cancer in MSK system
Dizlocation/subhueation
Flank/underarm complaint
Femmir fracture
Fracture, othar
Tia'fibula fracture
Hip system

E MSE injury

0 Jount symptom, complaint ]

0 Leg, thigh symptom, complaint
Low back symptom, complaint

O Neck svmptom, complaint

O Benign MSE cancer
Mahgnant MSK cancer
Ostecarthrosis of knee
Osteoporosis

O Ekow symptom
Foot'toe complaint

L Handfoot bone fracture

] Radius, ulnz fracture

[ Hand/finger complaint

[ Infection of MSE system

[ Jaw symptom, complaint

[] Ense symptom, complaint

[ Mrwasthenia gravis

[ Musele pain

[ Ostecarthosis of hip

[ Ostecchondrosis

[] Bheumatoid arthritis

[ Shoulder symptom, complaint

[] Sprain/strain of jomt

[] Sprain/strain of ankle
Tenms elbow

[ Wrs symptom, complaint

O Limmted function/physical disabality caused by MSK
condition
Crther

[ Den't know

[] Choose not to answer

[ Mizzing

If other, pleasze explain

Has this patient been diagnosed with a syndrome? iYes
O Ko
() Don't know
() Choose not o answer
Oy Missing

Please describe the syndrome

04/03/201 8 4-0%am whars projertredoap org QEDCEP
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Please indicate all environmental1ssues that affect
(Or have affected) the patient

If other, please explain

04/037201 8 4-0%am
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[0 The water at home 15 not clean. 1t has many
1mpunties

[ Tke patient does not have access to neighborhood
parks

[] The house does not have centralheating

[] There 1z excessive crowdingin the city/village in
which the patientlives

[ There 15 excessive noise mn city/village m which
the patient ives

[ The awr at home iz not clean, it has many
impurities

[ The bouse does not have central air-conditioning

[ The bouse 1= too small for the fanuly size and as
aresult 15 crowded

[] The school 15 overcrowded

[] The family doez not own a car

[] The patient encounters a checkpoint when traveling
at least once a week

[ Meone of the above

[ Other

[ Den't know

[ Choose not to answer

[ Missing

v projectredcap.org ‘REDCap
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Please indicate all social 1ssues that affect (or [JThe patient does not listen to authonty
have affected) the patient [] The patient is unable to obtain an education

[] Food 15 not always available at home when the
patient his hunzry

[ The patient has difficulty accessing healtheare

[ The patient has (or had) an 11l fanuly member

[] The patient has a legal problem. a problem with
the government or law

[ The patient has lost a child or lus/ber child has
died

[ The patient kas lost a sibling. or lus/her sibling
has died

[] The patient has lost a family member, or isther
family member has died

[ The patient has lost a close finend, or his'her
close friend has died

[ The patient 1= living in poverty

[] The main provider(s) in the patient's home are
unemployed

[ The patient has difficulty conmumicating with
others

[ The patient experiences (or has expenenced)
teasing

[ The patient does not have aceess to a safe school

[ The patient has a learning problem

[ The patient has seen or expenienced domestic
wviclence

[ The patient has moved to a new home more than once
in past vear

[ The patient has been physically assaulted

[ The patient has observed violence outside the home

[ Limited function/phyzical disability caused by

social problem
[ Hone of the above
[] Crher
[ Den't know
[ Choose not to answer
[ Mis=ing
If other, please explain
Notes
Pleasze note anv additonal diagnoses or health
concerns for this patient that are not mentoned
above.
Additional comments
O4/03201 8 4:0%am wherw projectredop.org hEDCap
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Development

Palestinian National Conzemital Anomalies Smdy

Paze 32 of 80

Apge of patient

Is your child 4 msonths old?

Is your child & mxonths old?

Is your chald 12 menths (1 yea) old?

Is your chuld 18 months (1.5 wears) old?

I your child 24 months (2 years) old?

Is your child 30 months (2.5 years) old?

Iz your chuld 36 months (3 vears) old?

1 Yes

O Ko

() Den't know

() Choose not to answer
(O Missing

O Yes

) Ko

() Don't know

(") Choose not to answer
(yMissing

OYes

O Ko

() Don't know

() Choose not to answer
(O Missing

I ¥es

) Ne

() Den't know

() Choose not to answer
() Missing

) Yes

O Ko

() Den't know

") Choose not to answer
(O Missing

1 ¥es

) No

) Don't know

() Choose not to answer
yMissing

O Yes

) Ne

) Don't know

() Choose not to answer
(O Missing

Communication
Does your baby chuckle softly?
After you have been out of sight. does vowr baby

smule or get excited when he sees you?

Does vour babw stop erving when she hears a vowce
other than vours?

04/037201 8 4-0%am
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() Yes (10)
() Sometimes (5}
() Notyet (0D

i Yes (100
) Sometimes (3)
O Notyet (00

O Yes (10)

O Sometimes (3)
() Notvet (0D

WA prof e doap.org

REDCap



Confidential

Does vour baby make high-patched squeals?

Does vour baby langh?

Doas your baby make sounds when locking at tovs or
people?

Commumecation Total

Does vour baby make high-pitched squeals?

When playing with sounds, does vour baby make
grunting, growling, or other deep-toned sounds?

If vou call your baby when vou are out of sight, does
she locks m the direction of your voice.

When a loud poise oceurs does your baby tum fo see
where the soumd came from?

Does your baby make sounds ke "da." "ka " and "ba"7

If vou copy the sounds vour baby makes, does vour
baby repeatthe sounds back to vou?

Communication Total

If vou ask ber to, does your baby play at least one
nursery game even 1f vou don't show her the activity
vourselfie.z.. "bve-bve." "clap vour hands."”
"peekaboo")T

Does vour baby follow one simple conmmand, such as

"Come bere " "Give it to me,” or "Put it back,"”
without your using gestures.

Doas your baby say one word in addition te "Mama" and
"Baba"7 (A "word” 15 a sound or sounds that baby says

consistently to mean someone or something )

When you ask, "Where is the ball (hat, shoe_ ete )7
does your baby look at the object Make swre the
object 15 present. Check "yes" if he knows one
object.

When your baby wants something, does she tell vou by
poinfing to 1t7

Does vour baby shake lus bead when he means "no” or
"yes"T

040372013 4-:0%am
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O Yes (100
) Sometimes (3)
O Notyet (0)

(O Yes (10)
) Sometimes (3)
O Notyet (0)

OYes (10)
) Sometimes ()
2 Motyet (0)

(Cut off 34.60)

QOYes (10)
() Sometimes (3)
O Notyet (0)

O Yes (10)
) Sometimes (5)
O Notyet (0)

) Yes (10)
() Sometimes (5)
& Notyet (0)

() ¥es (10)
) Sometimes (3)
O Notyet (0)

OYes (10)
) Sometimes (3)
O Notyet (0)

(O Yes (10)
) Sometimes (3)
O Notyet (0)

(Cut off 29.0)

) Yes (10)
O Sometimes (3)
O Notyet (0)

O Yes (10)
) Sometimes (3)
(ONotyet (0)

) Yes (10
) Sometimes (3)
Mot yet (0)

O Yes (10)
) Sometimes (3)
) Mot yet (0}

() Yes (10)
) Sometimes (3}
) Notyet (00

O Yes (100
) Sometimes (5)
O Notet (0)

WA prOj e e OGEp.Ong
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Commumecation Total

When your cluld wants something, does she tell vou by
poinfing fo it?

When you ask lim to, does your child go o another
room to find a familiartoy or object. (You nught

azk, "Where 15 your ball" or say. "bringme youre
coat.”)

Does vour child sav eight or more words m addition
to "Mama" and "Baba?"

Dioes vour child 1mitate a two-word sentence? For
example, when vou zay a two-word phrase, such as
"Mama eat," "Come here,” does vour cluld say both
back to vou? (Check "ves" evenif her words are
difficult to understand )

Without showing him first, does your cluld point to
the comect picture when you say, "Show me the cat”
or azk, " Where 15 the dog?" (He needs to identify
only one picture comrectly.)

Does your child zay two or three words that represent
different ideas together, such as "see dog?” (don't
count word combinations that express cne idea, such
as "byebye,” "all gone.™)

Communication Total

Without showing her first, does vour chuld point to
the comrect picture when vou say. "Show me the cat”
or azk, "Where 15 the dog?” (She needs to identify
only one prchure comrectly.)

Does your chald imaitate a two-word sentence? For
example, when you say a two-word phrase, such as
"Mama eat." does your child say both words back te
vou? (Check "yes" evenif ks words are difficult to
understand )

Without g1ving her clues by pointing or using
gestures, can your child carry out at least three of
these kinds of divections? (a) "Put the tov on the
table." (b} "Close the door" (c) "Bringme a
towel (d) "Fmd your coat.” (&) "Take
my hand "™ (f) "Get your book.”

If wou pomt to a picture of a ball (cat, cup, hat,
ete.} and ask your child "What is this7" does vour
child comectly mame at least one picture.

Does vour child sav two or three words that represent
different 1deas together, such as "See dog" (don't

count words combinations that express one 1dea, such
as "bye-bye")

Does your chald comectly use at least two words like
"Me." "L” "mine." and "you"?

040372018 4-0%am
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(Cut off 15.8)

() Yes (10)
Sometimes (5)
() Notyet (0)

() Yes (10)
) Sometimes (3)
) Notyet (0)

O Yes (10)
) Sometimes (3)
() Motyet (0)

() Notyet (1) words

) Yes (10)
) Sometimes (5)
) Motyet (0)

O Yes (10}
() Sometimes (3)
O HMotyet (0)

OYes (10)
) Sometimes (3)
O Notyet (0)
(Cut off 23.0)

)Yes (10)
Sometimes (3)
O Mot yet (1)

) Yes (10)
) Sometimes (5)
ONotyet (0)

{2 Yes (10)
) Sometimes (3)

(2 Hotyet (0)

) Yes (10)
) Sometimes (3)
Mot yet (0)

O Yes (10}
) Sometimes (3)
O Notyet (0)

() Yes (10)
) Sometimes (5)
() Notyet (0)

WA projecoredoap.org
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Communication Total

If you point to a picture of a ball (hat, cup, etc)
anda:fm}'am' d, "What is this?" does vour cluld

correctly name at least one pichure.

Without giving him clues by pointing orusing
gestures, can your child camy out at least three of
these kids of directions? (a) "Put the toy on the
table.” (b) "Close the door" (¢} Brng me a towel "
(d) "Find your coat" (g) "Take my hand "

(f) "Get your book."

When you ask her to point to her nosa, eyes, hair
feat, ears, and so forth, does your child comectly
point to at least seven body parts?

Does vour child make sentences that are three or four
words long?

Iz your child able to carry out these directions?
"Put the shoe on the table™ and "Put the book under
the chair.”

When lockng at a pichwe book, dees your child tell
you what 15 happemng or what action1s taking place
in the picture? (For example, "runmng, "eating™)
Communication Total

When vou azk her fo pomnt to her nose, eves, feet,
and so forth, does your child comectly pomt to at
least seven body parts?

Does your child make sentences that are three or four
words long?

Without g1ving him help by pointing orusing
gestures, 1f vou asked vour chuld to put a book under
the table. Does he cany 1t out comrectly?

When locking at a pichure book, does yvour child tell
you what is happening or what achion1s taking place
in the pictura? (For example, "crying.” "runmng™)
If vou asked vowr child to push a zipper up and then
down, and alternate (or a similar activity imvolving
up and downs) does she consistently do it correctly?

When you ask, "What 15 your name? does your chald
say both her first and last names?

Commumication Total

40372018 4:0%9am

[Cut off

3 Yes (10)
() Sometimes (3)

(3 Notyet (0)

(O Yes (10)
{CSometmes (5}
(i Hotyet (0)

OiVes (10)
CiSometimes (5)
ONatyet (1)

(O Yes (10)
) Sometimes (3)
O MNotyet (0)

(0 ¥es (10)
) Sometimes (5)
) Notyet (0

O¥es (100
) Sometimes (3)
(2 Notyet (0)

(Cut off 35.8)

O¥es (100
() Sometimes (3)
O Notyet (0)

O Yes (10)
) Sometimes (3)
{2 Motyet (00

OYes (10)
O Sometimes (3)
() Notyet (0

¥es (100
) Sometimes (5)
) Motyet (0)

(O Ves (10)
OSometimes (5)
(3 Motvet (0)

O Yes (10)
) Someatimes (5)
() Motyet (00

[Cut off 38.7}
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Grosz Motor
TWhile on her back does youwr baby move her head from (1¥es (10)
side to side? () Sometimes (3)
&) Notyet (0)
After holding her head up while on her tummnuy, does OYes (10)
vour baby lay her head back down on the flocr, rather (OSometimes (3)
than let it drop or fall forward? Ootyet (1)
When she 1= on her ftummy does your baby held her head O ¥es (10)
up so that ber chun 15 about 3 inches from the floor () Sometimes (5)
for at least 15 seconds? (CiNotyet (00
When she iz on her tfummy dees vowr baby hold her head O Yes (10)
straight up, lecking around? (She can rest on her () Sometimes (3)
arms while domg this) OMotvet (0)
When vou hold her in a sitting poation does vour O¥es (10)
babies hold her head steady. (O)Sometmes (3)
O Notyet (0)
While on her back, does youwr baby bring her hands OrYes (10)
together over her chest, touching herlus fingers? ) Sometimes (5)
O Netyet (0)
Gross Motor Total
(cut off 38.41)
While on herhus back, does vour baby Lift hus legs O Yes (10)
high enough to see her'lus feet? ) Sometimes (3)
O Notyet (0)
When she 15 on her fummy. dees your baby straighten O Yes (10)
both arms and push her whoele chest of the bed or () Sometimes (3)
floor? (O Mot yet {0)
Does your baby roll from his back to his tumamy? () Yes (10)
getting both arms out from under him? () Sometimes (5)
(0 Notyet (0}
When vou put her on the floor, does vow babry lean on O Yes (100
her hands whale sitting? (If she already =its up ) Sometimes (3)
straight withowt leaming on her hands, check "yes" () Notyet (0)
for this item)
If vou hold both hands just to balance him does your (1 ¥es (10)
baby support his own weight while standing? () Sometimes (3)
O Netyet (0)
Does vour baby get mto a crawling position by (O Yes (100
getting up on her hands and knees? ()Sometimes (5)
O Notyet (0)
Gross Motor Total
(Cut off 19.5)
When holding onto finmsture, does vowr baby bend down (O Yes (100
and pick up a toy from the floor and then retmm to a ) Sometimes (5)
standing position? () Notvet (0)
VWhile holding onto finniture, does your babry lower 1¥es (10)
herself with control (without falling or flopping (C1Sometimes (5)
dowm)? O Motyet (00
04/03/2018 4:0%am weerer projEcTredoap.org %EDCEP
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Does vour baby walk along furmiture while holding on
with only one hand?

If vou hold both hands just o balance lum does your
babies tzake several steps without tripping or falling?
({If vour baby already walks alone, check "ves"” for
this item.)

When vou hold one hand just to balance her, does your
baby take sewveral steps forward? (If your baby
already walks alone, check "yes" for thus rfem )

Does your baby stand up m the middle of the floor by
limszalf and tzke several steps forward?

Gross Motor Total

Does your child bend over or squat to pick up an
object from the floor and then stand up again without
any support?

Does yvour cluld move around by walking, rather than
by crawling on her hands and knees.

Does your child walk well and seldonafall?

Does vour child climb on an object suchas a chair to
reach something he wants?

Does your child walk down stawrs 1f you hold onto one
of her hands?

When you show him how to kick a largeball, does youwr
chld try to kick the ball by moving lus leg forward

or by walking mto 17 (If your cluld already kicks a
ball, check "wes" for thes 1tem)

Gross Motor Total

Does vour chuld walk down staws 1f you hold onto one
of iz hands?

VWhen you show her how to kick a largehball does your
children try to kick the ball does your chuld try to

kack the ball by moving ber leg forward or by walking
into it? (If vour chuld already kicks aball, check

"wes" for this item.)

Does vour chuld walk either up or down at least two
steps by himself? (Check "yes" even if he holds onto
the wall orrailing.)

Doas your child rm fanly well, stopping herself
without bumping into things or falling?

040372018 4:09am

(OTes (10)
Sometimes (5)
O Notyet (0)

Ty Yes (10)
) Sometimes (5]
(O Motyet (0)

OYes (10)
() Sometimes (5)
(3 Motyet (00

() Yes (10)
() Sometimes (3)
© Motyet (0)

Cut off 18.0}

O)¥es (10)
() 5ometimes (5)
OMet yet (0)

Oies (10)
(1 Sometimes (5)
O Notyet (0)

(O¥es (10)
() Sometimes (3}
O Motyet (0)

O Vs (100
() Sometimes (3)
O Motyet (0)

(O Yes (100
) Sometimes (3)
() Motyet (0}

(O Ves (100
) Sometimes (3)
O Notyet (0)

(Cut off 41.5)

O Yes (100
) Sometimes (3)
(O Notyet (0)

(OYes (100
"y Sometimes (5)
(O Notyet (00

O Yes (100
) Sometimes (5)
() Notyet (0)

(O Yes (10)
) Sometimes (5)
O Notyet (0)

whAnw. projeotre doap. org
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Dioes your child jump with both feet leaving the floor
at the same time?

Without holding onto anything for support, does your
child kick aball by swinging his leg forward.
Gross Motor Total

Does vour child mum fanly well, stopping herself
without bumping into things or falling?

Does vour child walk up ordown at least two steps by
himself?

Without holding onte anything for support, does your
chald kick aball by swinging lis leg forward.

Does your child junp with both feet leaving the foor
at the same time?

Does vour child walk up stairs. using only cne foot
on each stawr? (He mav use the rail)

Does vour child stand on one foot for about 1 second
without holding onto anything.
Gross Motor Total

Without holding onte anything for support, does your
child kick aball by swinging his leg forward.

Does vour child jump with both feet leaving the foor
at the same tme?

Does your chald walk up stairs, using only one foot
on each stair? (may hold onto a ral)

Does your child stand on one foot for about 1 second
without holding onto anvthing.

While standing, does vour child throw a ball overhand
by raising his amm to shoulder height and throwing
the ball forward?

Does your chld jump forward at least 6 mches with
both feet leaving the groumd at the same time?

Gross Motor Total

040372018 4:0%am

3 Yes (10}
() Sometimes (3)
O Notyet (0)

(7 Yes (10)
Sometimes {3)
& Notyet (0)

(Cut off 36.0)

O Yes (10)
() Sometimes (5)
O Notyet (0)

O Yes (100
(CiSometimes (3)
O Notyet (0)

OiYes (10)
()Sometimes (5)
O Notyet (0)

() Yes (10)
() Sometimes (3)
O Notyet (0)

) ¥es (10)
) Sometimes (3)
{2 Motyet (0)

OYes 10
O Sometimes ()
O Notyet (0)

(Cut off 30.6)

) Yes (10)
CiSometimes (5)
O Notyet (0)

(O Tes (100
) Sometimes (3)
O Notyet (0)

O Yes (100
) Sometimes (3)
) Notyet (0}

O Notyet (0)

OWes (10)
()Sometimes (5)
(O Notyet (0)

) Yes (10}
) Someatimes (35)
() Notyet (0}

(Cut off 35.7)
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Fine Motor
Does your baby bold his hands open or partly open () Yes (10)
(rather than in fists. as thev were when he was a ) Sometimes (3)
newhborm)? () Notyet (0)
When vou put a toy m her hand. does vouwr baby wave ) Tes (100
it about at least briefly? Sometimes (5)
& Notyet (0)
Does vour baby zrab or scratch at lus clothes? O Yes (10)
) Sometimes (3)
O Notyet (0)
When you put a toy in her hand, does vour baby hold O1¥es (10)
onto it for about 1 nunute while locking at it ) Sometimes (5
waving it about, or trving to chew it7 (O Motyet (00
Does vour baby zrab or scratch lis fingers on a O Yes (10)
surface i front of lnm either while being held mn a () Sometimes (5}
sithng position or when he 1s on s tummy? (CNotyet (0)
When vou hold her in a sitting position, does vour OYes (100
baby reach for a tov on a table close by even though () Sometimes (3)
ber hand may not touch 17 (OMotyet (00
Fine Motor Total
{Cut off 29.62)
Does vour baby zrab a toy you offer and lock at if, (O Yes (100
wave 1t about, or chew on 1t for about | munute? () Sometimes (5)
O Notyet (0)
Does vour baby reach for or grasp a tov using both ) Yes (10)
hands at once? ) Sometimes (3)
() Mot yet (0}
Does your baby reach for a crumb and touch 1t with () Yes (1)
bz finger? (If he already picks up a small object () Sometimes (3)
the size of a pea, check "ves™ for this item ) O Motvet (00
Does vour baby puck up a small toy, holding it mn the O Yes (10)
center of her hands with her fingers around 17 Sometimes (3)
O Notyet (0)
Does vour baby try to pick up a crnumb by using hus ) Yes (100
thumb and all lus fingers m a ralang motion, even 1f ) Sometimes (3)
he 150t able to pick 1t up? (If he already picksup () Motyet (0)
the crumb, check "ves" for this item )
Does your baby usually pick up a smalltoy with only () Yes (1)
one hand? ) Sometimes (5)
O Netyet (0)
Fine Motor Total
(Cut off 27.5)
After one ortwo fries, does vour baby pick up a OYes (10)
piece of sting with her first finger and thumb7 (OSometimes (3)
O Notyet (0)
Does your baby pick up a cnmb with the tips of his () Yes (100
thumb and a finger? He may rest his arm or hand on ) Sometimes ()
the table while doing if. ) Notyet (0)
04032018 4:0%am ey projectredoap.org QEDCap
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Does your baby put a smalltoy down, without dropping
it, and then tzke her hand off the toy?

Without resting his amm or hand on the table, does
your baby picks up a crumb wath the tip of his thumb
and a finger?

Does your baby throw a smallball with a forwrard amm
motion? (If he simply drops the ball, check "not vet"
for this item)

Does vour baby help tum the pages of a book? (You
may lift a page for her to grasp.)

Fine Motor Total

Does vour chuld throw a smallball with a forward arm
motion? (If he simply drops the ball, check "not vet"
for thes ttem )

Does your child stack a smallblock or toy on top of
another one? (You could also use spocls of thread,
small boxes, ortoys that are about 1 inch in siza)
Does vour child make a mark on the paper with the tip
of a pencil or pen when tryng to draw?

Does your child stack three small blocks'boxesor
tovs on top of each other by herself?

Does vour child twn the pages of a bock by himself?

Does vour chuld get a spoon info her mouth nght side
up so that the food usually doesn’tspill?

Fine Motor Total

Does yvour child get a spoon info her mouth nght side
up so that the food usually doesn’tspill?

Does vour child twn the pages of a bock by himself?

Does your child use a turming motion with her hand
while trying te ten doorknobs, wind up toys, tast
bottle tops, or screw bds on and off jars?

Does your child flip switches off and om?

Does vour child stack seven small blocks or toys on
top of each other by imsalf?

040372018 4-09am

) Yes (10)
() Sometimes (3)
© Motyet (0)

OYe: A0
) Sometimes (5)
(ONot yet (0)

) Yes (10)
) Sometimes (3)
ONotyet (0)

(O Yes (10)
) Sometimes (3)
(O Notyet (00

(cut off 28.4)

(n Yes (10)
() Sometimes (3)
() Notyet (0D

()¥es (10)
OSometimes (3)
2 Motyet (0)

) Yes (10}
) Sometimes (3)
O Notyet (0}

Oes (10)
) Sometimes (3)
O Motyet (0)

(OTes (10)
O Sometimes (5)
O Notyet (0)

(Cut off 39.5)

O ¥es (10)
() Sometimes (5)
) Notyet (0)

OYes (10)
) Sometimes (5)
© Notyet (0)

OiYes (10)
) Sometimes (5)

(CMotyet (03

(O3 Yes (10)
() Sometimes (3)
(O Mot vet (0}

O Yes (100
() Sometimes (3)
O Mot yet (0}

wanw projectredoag. org
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Dioes your child thread a shoelace through either a
bead or an evelet of a shoe?

Fine Motor Total

Dioes vour child use a twming mohion with her hand
while tying to tun docknobs, windup toys, twast
bottle tops, or screw bds on and off jars?

After he watches you draw a lme from the fop of the
paper to the bottom with a pen or pencil, does vour
child make a lne hke vours?

Does your cluld thread a shoelace through either a
bead or eyelet of a shoe?

After she watches vou draw alme from one zide of
the paper fo the other side. does wour child make a
line hike youwrs (without tracing your line)?

After he watches vou daw a singlecucle, does vour
child make a circle like yours (wathout tracing your
cirele)?

Does your cluld tum pages in a book, one page at a
time?

Fine Motor Taotal

If wou draw a vertical lme from the top of the paper
to the bottom and ask vouwr cluld to repeatit. Is
vour child able to draw a singleline in a vertical
direction?

Does vour child thread a shoelace through either a
bead or an evelet of a shoe?

After he watches vou daw a singlecircle, 15 vour
child able to draw a circle hke vours without
tracing vour circle?

After watching vou draw a horizontal line from one
side of the paper to the other. is vour cluld able to
draw a line without tracing vour line?

Does vour child fry to cut paper with scissors? Able
to open and close the seissor normally?

When drawing, dees vour child hold a pencil or pen
between her fingers and thumb like an adult doesT

Fine Motor Total

040372018 4:0%am

a Yes (14
) Sometimes (3)
O Notyet (0)

(O Yes (10D

O Sometimeas (5}
Motyet (0}
ut off 36.4)

O Yes (100
) Sometimes (5)
(O Natvet (03

(O Yes (10)
() Sometimes (3)
O Notyet (0)

(O1¥es (100
() Sometimes (5)
(0 Notyet (0

(OVes (10)
1 Sometimes (3)
() Motyet (0)

(OYes (10)
() Sometimes (3)
ONotyet (0)

O Yes (100
() Sometimes (5)
(O ot yet (0)

(Cut off 25.2)

Oi¥es (100
) Sometimes (3)
ONotyet (0)

O Yes {10)
O Sometimes (3)
O Motyet (0)

O Yes (10)
() Sometimes (3)
CyMotvet (0)

O Yes (100
) Sometimes (3)
OMotyet (0)

(O Yes (10)
() Sometimes (3)
© Motyet (0)

3 Yes (10)
(O)Sometimes (3)
O Motyet (0)

{Cut off 30.7)
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Problem Solving

When vou move a toy slowly from side to side m fromt O Yes (100

of his face (about 10 inches away), does your baby () Sometimes (3)

follow the toy with his eyes, sometimes turming has () Motvet (00

head?

When vouwr move a smalltoy up and down slowly m (O Yes (100

front of ber face (zbout 10 mches away), does vour (O)Sometimes (3)

baby follow the toy with her eves? () Mot yet (0)

When vou hold im in a sitting position, dees vour O Yes (10)

baby look at a tov (about the size of a cup or ) Sometimes (3)

rattle) that you place on the table or floor m fromt (O Motyet (0)

of him?

When you put a toy in her hand, doss youwr baby look (1Yes (100

at 1t? Sometimes (5)
O Notyet (0)

When you put a toy in his hand, does your baby put (1 ¥es (107

the toy m his mouth? ()Sometimes (3)
O Mot yet (0}

When you dangle a toy above her while she 1s lying on O Ves (10)

ber back, does your baby wave her amms toward the () Sometimes (5)

toy? () Mot et (0)

Problem Solving Total
(Cut off 34.98)

When a toy 15 n front of her, does your baby reach i Yes (100

for it wath both hands? () Sometimes (5)
O Notyet (0)

When he 15 on hiz back, does vour baby tum lus head O Yes (100

to look for a toy when he drops it? () Sometimes (3)
O Notyet (0)

When she 15 on her back. does vowr baby oy to get a O Yes (1)

toy she has dropped if she can see 17 ) Sometimes (3)
O Notyet (00

Does vour baby often pick up tovs and put them in his OYes (10)

mouth? ) Sometimes (3)
O Notyet (0)

Doas your baby pass a toy back and forth from one (OYes (10)

hand to the other? () Sometimes (3)
O Notyet (0)

Dowes your baby play by banging a toy up and down on 1 Yes (100

the floor ortable? () Sometimes (3)
(O Mot yet (0}

Problem Solving Total
(Cut off 37.00

While holding a small tov in each hand, does vowr O Yes (10)

baby clap the tovs together (like "Pat-a-caka™)7 () Sometimes (3)
O Notyet (0)

Doas your baby poke at ortry to get a crumb that 1= (O¥es (10)

inside a clear bottle (such as plastic soda-pop (C1Sometmes (3}

beitle or baby bottle)? (Mot yet (0}

04032018 4:0%am wwrw projectredop. org &EDCap
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After he watches vou lude a small tov under a piece
of paper orcloth, does yowr baby find it? (Be sure
the toy 15 completely hidden )

If vou put a smalltoy mito a bowl orbox, does vour
baby copy vou by putting in a tov, although she may
not let zo of 1t?7 (If she already lets go of the toy

into a bowl orbox, check "ves” for thas tem )

Does your baby drop two small toys, one after the
other, info a containerlike bowl orbox? (You may
show him how to do it.)

After you senbble back and forth on paper with a
crayon (or a pencil or pen), does your baby copy you
by senbbling’ *If she already scribbles on ber owm,
chack "yes"” for this item )

Problem Solving Total

Does vour child drop several (six or more) small tovs
into a container, such as bowl crbox? (You may show
hm how to do it}

After you have shown her how, does your child try to
get a smalltoy that 15 slightly out of reach by
using a spoon, stick or similar tool?

After a crumb is dropped into a small, clear bottle,

does your cluld pwmposely tam the bottle over to

dump 1t out? You may show him how to do this. You can
use a baby bottle.

Without first showing her how, does vour child
seribble back and forth when wvou give her a pencil or
pen?

After he watches you draw a lme from the top of the
paper to the bottom with a pen or pencil, does your
child copy vou by drawing a single line on the paper
in any direction? (Scribbling back and forth does

not count as “ves.")

After a crumb is dropped inte a small, clear bottle,
does vour child twn the bottle upside down to dunp
out the crumb?

Problem Solving Total

After she watches vou drew alme from the top of a
paper to the botfom with a pen or pencil, does vour

child copy wou by drawing a single line on the paper

in any direction?

Without showing him how, dees vouwr child purposefully
tun a small, clear bottle upside dovwm to dump out a
cramb? (You can wse a soda pop bottle)

Does vour chuld pretend objects are something elze?

For example, does your child hold a cup to her ear,
pretending it 15 a telephone?

Does vour chald put things away where they belong?
For example, does he know his blanket goes on lus bed?

04/0372018 4-0%am
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) Yes (100
() Semetimes (5)
(O Motyet (0)

CiTes (100
) Sometumes (3)
() Motyet (0}

(O ¥es (10)
) Sometimes (5)
(OHNotyet (0)

() Yes (10)
() Sometimes (3}
& Notyet (0)

Cut off 35.3)

() Yes (100
() Sometimes (3)
(ONotyet (0

() Yes (10)
) Sometimes (3)
) Mot yet (0}

OYes (10)
(1 Sometimes (5)
(CiNotyet ()

2 Yes (100
() Sometimes (3)
O Notyet (0)

() Yes (10)
() Sometimes (3)
() Hotyer (0)

O¥es (10)
) Sometimes (5)
) Notvet (0)

(Cut off 33.0)

O Yes (10)
) Sometimes (3)
() Motyet (0)

) Yes (10)
) Sometimes (3)
O Notyet (0)

QYes10)
() Sometimas {5}
(Mot yet (0)

OYes (10)
() Sometimes (5)
(O Mot yet (0)
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If your child wants something she cannot reach, does
she finds a chair orbox to stand on to reach 1t7?

Does your child imitate you if you e up four
objects In a row?

Problem Solving Total

When locking in the muror, and asking "Where 15
{(Youwr chuld's name)?” Does yvour chuld pomt to her
1mmage”

If wour child wants something he camnot reach, does
be finds achawr orbox to stand on to reach 1t?

If wou lined up 4 objects In a row. Does vour copy or
1mitate vou and hne four objects in a row?

When vou point to a drawing and ask, "What 15 17"
Dioes vour child give an appropnate response”

When vou say. "Say seven three” (or some other two
mumbers) Does your child repeat just the fwo mumbers
n the comect order?

After she draws a "picture,”does vour chuld tell you
what she drew?

Problem Solving Total

If wou lined 4 objectsin arow, 15 vour cluld able
to copy or imitate vou and line up 4 objects?

If your chuld wants something he camnot reach, doas
bhe find a chair orbox to stand on to reach it?

When you point to a drawing and ask your child "What
iz this? does your cluld say 3 word that 1=
appropriate for desenbing the drawing?

When vou say. "Say seven three” (or amy two mumbers)
does vour child repeat just the two numbers in the
corect order?

If wou showed your chuld how to make a bridgze with
blocks or boxes, would he be able to do it?

When vou sav, "Say five eight three”™ (or any three
mumbers) does vour child repeat just the three
mumbers m the comect order?

Problem Solving Total

040372018 4:0%am

o Ves (10
() Sometimes (3)
O Notyet (0)

() Yes (10)
) Sometimas (3)
Oy Hotyet (0}

(Cut off 32.9)

O Yes (10)
) Sometimes (5)
(0 Motwet (03

O Yes (10)
() Sometimes (3)
O Motyet (0)

O Yes (10)
) Sometimes (5)
O Notyet (0)

(O Yes (100
() Sometimes (3)
© Notyet (0)

(O ¥es (100
() Sometimes (3)
() Mot wet (0)

OYes (10)
) Sometimes (5)
(O Motyet (0}

(Cut off 28.9)

O Yes (10)
) Sometimes (3)
(O Motyet (0}

O Yes (10)
() Sometimes (3)
O Notyet (0)

O Notyet (0)

O Yes (100
) Sometimes (5)
(2 Motyet (0)

O ¥es (10)
O Sometimes (3)
© Motyet (0)

(OYes (100
(O)5ometimes (3)
Oy Notvet (0)

{Cut off 38.6)
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Personal-Social
Does vour baby watch his hands? OiYes (100
) Sometimes (3)
O Notyet (0)
When she kas her hands together, does your baby play () ¥es (10)
with her fingers? () Sometimes (5)
& Notyet (0)
When he sees the breast or bottle, does vowr baby O Yes (10)
know he 15 about to be fed? ) Sometimes (3)
0 Notvet (0}
Dioes your baby help held the boitle wath both hands ) Yes (10)
at once, or when nursing, does she held the breast ) Sometmes (3)
with her free hand? O Matyet (00
Personal-5ocial Total
(Cut off 33.16)
When i front of a large mimor, does your baby smle (3 Yes (10)
or coo at herself? (C)Sometimes (5)
O Notyet (0)
Does vour baby act differently toward strangers than OYes (10)
be does with you and other fanuhar people? ) Sometimes (3)
(Feactions to strangers may include staring, () Matwet (0)
frowmuing, withdrawing, or crving.)
Whle Iying on her back, does your baby play by O Yes (10)
grabbing her foot? ) Sometimes (3)
O Notyet (0)
When i front of a large mirror, does wour baby reach ) Yes (10)
out to pat the nurrer? ) Sometimes (3)
© Notyet (0)
While on lus back, does vour baby put s foot m his (OYes (10)
mouth? () Sometimes (5)
O Mot yet (0}
Does vour baby trv to get a tov that 15 out of reach? OYes (10)
(She may roll, pivot on her tummay or crawl to get it) ) Sometimes (5)
© Notyet (0)
Personal-5ocial Total
{Cut off 27.5)
When vou hold out vour hand and ask for his tov, does O Yes (100
your baby offers it to you evenif he doesn't let go ) Sometines (5]
of it? (If he already let's go of the toy into your ) Mot yet (0)
hand, check "ves" for thus 1tem )
When you dress her, does your baby push her arm () Yes (10)
through a sleeveonce ber arm 15 started in the hole () Sometimes (5)
of the zleeve? () Maotvet (00
When vou hold out vour hand and ask for his toy, does ) Yes (109
yvour baby let go of it into your hand? () Sometimes ()
O Notyet (0)
When you dress her, does your baby lift her foot for OYes (10)
ber shoe, sock, or pant leg? ) Sometimes (3)
) Mot yet (0}
04032018 4:0%am whanw projectredoap. org ﬁEDCaP
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Does your baby play with a doll or stuffed animal by
Imgging 1t?

Personal-Social Total

While looking at himself in the mmror, does vour
child offer a tov to lus own 1mage?

Does vour child play with a doll or stuffed animal by
bugging it?

Doas your child get your attention or try to show you
something by pulling on your hand or clothes?

Does wour child come to vou when she needs help, such
as with winding up a toy or unscrewinga hd from a
jar?

Does vour child dnnk from a cup or glass, puttingit
down again with litle spilling?

Does your child copy the activities you do, such as
wipe up a spul sweep, or comb hair?

Personal-5Social Total

Does your child drink from a cup or glass, puttingit
down again wath Litle spilling?

Does your chuld copy activities you de, sach as wipe
up a 5pill sweep, shave, or comb hair?

Does vour child eat with a fork?

When playing with either a stnffed animal or doll,
does your cluld pretend to rock it, feed it, change
its diapers, put it to bed, and so forth?

Does your chald push a hittle shopping cart,
stroller, orwagon. steering it around objects and
backing out of corners if he cammot turn?

Does your child call herself "T" or "me"” more often
than her own name? For example, "I do it,” more often
than "Sarah do it.”

Personal-Social Total

If vou do any of the following gestures, does your
child copy at least one of them? (a) open and close
your mouth (b) blmk your eves (c) pull on your
earlobe (d) pat vour cheek.

40372018 4:0%am
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(O Yes (10)
() Sometimes (5)
& Notyet (0)

{Cut off 20.1)

OYes (10)
() Sometimes (3)
O Motyet (0)

(OYes (10)
) Sometimes (3)
) Notyet (1)

O Yes (100
() Sometimes (3)
O Notyet (0)

O Yes (10)
() Sometimes (5)
O Motyet (0)

O Yes (10)
) Sometimes (3)
) Notyet (0)

() Yes (10)
) Sometimes (3}
O Notyet (0)

OYes (10)

() Sometimes (3)
O Motyet (0)
(Cut off 37.0)

(O Yes (100
() Somstimes (5)
& Notyet (0)

O Yes (10)
) Sometimes (5)
O Notyet (0)

O Yes (10)
) Sometimes (3)
O Notyet (0)

) Yes (10)
() Sometimes (3}
() Notyet (0)

) Yes (10)
() Sometimes (3)
O Notyet (0)

() Yes (10)
) Sometimes (3)
O Mot yet (0)

(Cut off 35.6)
QYe: (10)

) Sometimes (3)
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Dioes your child use a spoon to feed himself with
litfle spalling?

Does your chald push a hittle shopping cart,
stroller, or wagon, steening it around objects and
backing out of comers if she camnot fwn?

Does your chald put on a ceat, jacket, or shot by
himself?

After you put on loose-fiting pants around her feat,
does your child pull them completely up to her waist?

When he 15 locking in a mitrer and you ask, "Whe s
mn the mmror? does wowr chuld say either "Me™ or
s own name?

Personal-Social Total

Does vour child use a spoon to feed herself with
litfle spilling?

Does vour child push a little shopping cart,
stroller, orwagon, steering it around objects and
backing out of comers if he carmot fum?

When she 15 lookmz in a muror and vou ask, "Who 1s
n the muror? does vowr chuld zay either "me" or
ber own name?

Can your child put on a coat, jacket, or shirt by
himzalf?

Using these exact words, ask your child "Are you a
girl or a boy?" Does your child answer correctly?

Does vour child take twns by waiting while another
child or adult takes a turn?

Personal-Social Total

040372018 4:0%am

o Yes (1)
) Sometimes (3)
O Notyet (0)

() Yes (10)
() Sometimes (5)
(CaMotyet (00

3 ¥es L'lﬂ}
() Sometimes (3)
O Notyet (0)

O Yes (100

() Sometimes (5)
O Notyet (0}

ONot yet (0)

{Cut off 36.9)

O¥es (10)
1 Sometimes (3)
O Motyet (0)

O ¥es (10)
) Sometimes (5)
(2 Hotyet (0)

(1 Yes (100
() Sometimes (3)
(O Hotyet (0)

Q) Yes (100
) Sometimes (3)
O Notyet (0}

) Yes (10)
) Sometimes (3)
© Motyet (0)

(O Yes (100
() Sometimes (5)
O Notyet (0)

(Cut off 38.7)
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Confidential

Maternal Information

Mother's Furst Name
Mother's Mhddle Hame
Mother's Fammly Name
Mother's date of birth

Is the mother cwrently living?

Mother's cwvent age

Howtzll 15 the mother currently?

How much does the mother curvently weigh?

Mother's age at time of conception (when she became

pregnant with this patient)

Are the Mother and Father of the patient related by
blood mn any way?

Please descnbe thewr relationship (1.e. Mother and
Father are fust degree cousms)

If other, please explain

Palestinian MNational Congenital Anomalies Smdy
Page 45 of 30

Yy Y-MM-DD)

(O es

O Ne

) Dom't know

() Choose not to answer
(O Massing

(Years old)

{cm. "Dion't kmow™ =999, "Cheose not to answer” =
1000.)

(Eg. "Don’t know" =999, "Choose not to answer” =
1000.)

(years. "Dion't know™ =999 "Choose not to answer”

= 1000.)

() ¥es
) No
() Dom't know
Choose pot to answer
Oy Missing

() Fust degree cousins (son/daughter of auntuncle)
() Second degree cousins (parents are first degree
cousins)

(7 More distant cousins (not first or second degree)
Other

Q

) Dem't know

() Choose not to answer
(O Missing

Maternal Obstetric/Gynecologic History
Number of Mother's prior live burths

Number of Mother's prior still boths (pregmancy lost
at or greater than 24 weeks gestation)

040372018 4:09am

{("Den't know™ =939, "Choose not to answer” =
1000.)

{"Don't know" =999, "Choosze not to answer™ =
1000.)

REDCap
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Confidential

Has the mother ever had an mmtentional (abortion)

miscarriage’

Please indicate the mumber of infentional miscamages

If ves, what was the method used to cause the
abortion?

If other, pleaasze explain.

Has the mother sver had an accidental miscarmage?
(Pregnancy lost at less than 24 weeks gestation)

Please indicate how many accidental miscarmages
occwred and how many weeks pregnant the mother was
durmg each mizcamage

How many full-term pregnancies has the mother had?
(Deliver at 37 weeks or more)

How many pre-term pregnancies has the mother had7?
(Daliver at less than 37 weeks)

Has the mother ever had any perieds of infertility?

Please indicate how long

Please provide the mother's age duning the penod of
infertility

Please dezcribe any treatments the mother received for
infertility

Page 49 of 80

(OTes

O HNo

() Den't know

() Choose not to answer
oy Mssing

{"Don't know™ =999, "Choose not to answer” =
1000.)

() Procedure in clinic

) Matal rod inserted mto cerviz
) Bl to terminate pregnancy
(3 Other

() Den't know

() Choose not to answer
D'_\Jissi.ug

¥es

Mo
() Den't know

() Choose not to answer
(O Missing

{"Den't know" =999, "Choose not to answer™ =
1000.)

{"Deon't know™ =995, "Choose not to answer” =
1000.)

Yes

O Mo

() Den't know

() Choose not to answer
(yMissing

(Months. "Den't know™ =999, "Choose not to
answer" = 1000.)

(vears. "Don't know™ = 999, "Choose not to answer”
= 1000.)

Maternal Past Medical History

Was the mother overweight/obese dunng pregnancy?

040372018 4-0%am
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1 ¥es

O Mo

() Deon't know

() Choose not to answer
(O Miszing

WA projecoredoap.org
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Confidential

Diid the mother have any medical problems prior to the
pregnancy with thi=s patient?

Please indicate all prior medical problems

If other, please explam

Did amy of these problems require hospitalization?

Did the mother have any active medical problems
durmg the tme of delrvery?

Please explamn

Fage 50 of 80

) Yes
) Ho

() Don't know
() Choose not to answer
(O Missing

[ DMabates Mellitus
[ Tuberculosis
[] Bleeding Dhsorder
[] Heart problams
[] Cancer
O Asthma
Se1zures
O High bloed pressure
O Oither
O Unknown
O Unanswered

I ¥es

QO Mo

() Don't know

() Choose not to answer
(O Mhssing

O ¥es
O No

() Don't know
() Choose not to answer
) Missing

Maternal Immunization History

Was the mother immune to Rubella prior to pregnancy
with this patient?

Was the mother immune to Hepatitis A prior to
pregnancy with this patient?

Was the mother immune to Hepatitis B prior to
pregnancy with this patient?

Did the mother receive vaccinations durng her
pregnancy with this patient?

Please describe the vaccines received and how many
weeks pregnant the - was dunng vaccination

40372013 4-0%am

(O) Choose not to answer
() Missing

() Yes

) No

() Don't know

() Choose not to answer
(O Missing

O Yes

) No

() Don't know

() Choose not to answer
(O Missing

OYes

) No

() Don't know

() Choose not to answer
() Missing

wWearw. projecredoap.ong
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Confidential
Fage 51 of 80

Prenatal Course

Ihd the Mother have any injuries dunng ths iYWes

pregnancy’ (Mo
() Den't know
() Choose not to answear
(O Missing

Please indicate mechanism of mjury OWVehlicle-related accident
O Phy=ical assaunlt
[ Traumatic fall
[ Cther
[] Den't know
[] Cheose not to answar
[]Missing

If other, please explain

Plaace indicate how many weeks pregnant the mother
was dunng this mjuy (weeks pregnant. "Deon't know" =999 "Choose not
to answer” = 1000.)

Did any of these injunies requre hospitalizaton? (I ¥es
O Mo
() Den't know
() Choose not to answar
Oy Missing
How long did the mother remam hospitahized for due
to this myury? (Provide umt of time)
Did the mother have a seizure while pregnant with ) Yes
this patient? o
() Don't know
Oy Missing

(" Choose not o answer

If ves, how many weeks pregnant was che at the ime
of the seizura? (Weaeks pregnant. "Don't know" =999, "Choose not
to answar” = 1000.)

Ihd the mother have a respuatery infection while O Ves
pregnant with ths patient? ) Mo
(O Don't know
(O Missing

(3 Choose not to answer

If ves, how many weeks pregnant was she at the time
of the infecton? (Weeks pregnant. "Don't know" =399, "Choose not
to answer” = 1000.)

Ind the mother have a bladder, kidney, winary tract () Yes
infection while pregnant with this patient? () No
() Don't know
Oy Missing

() Choose not to answer

If ves, how many weeks pregnant was che at the ime
of mfection? {Weeks pregnant. "Don’t know" =999 "Choose not
to answer” = 1000.)

Did the mother undergea surgery while pregnant with () Yes

this patient? ) Mo
() Den't know
(O Missing

() Choose not to answer

04/03/2018 4:0%m wwrw projectredoap.ong *E DCap
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Confidential

If ves. how many weeks pregnant was she at the hme
of the surgery”

Dnd the mother receive an x-ray while pregnant wath
thiz patient?

If ves. how many weeks pregnant was she at the ime
of the =-ray?

Did the mother receive prenatal care during her
pregnancy with thi= patient?

Where did the mother receive prenatal care?

At how many weeks of her pregnancy did the mother
receive this care?

From whom did the mother receive prenatal care?

If other, please explain

Why did the mother not recerve prenatal care?

If other, please explain

Did the mother take any medications during her
pregnancy with this patient?

Pleaze name the medicine, indicate the dose taken,
and describe how many weeks pregnant the mothar was
durng the time of taking it

Did the mother take folic acid supplements before
becoming pregnant with thiz patient?

40372018 4:0%9am

to answer" = 1000.)

() Yes

) Mo

() Don't know

(O Missing

{7y Choose not to answer

to answer" = 1000.)

OYes

) No

() Don't know

() Choose not to answer
(O Missing

(Mame of facility and eity)

to answer” = 1000.)

OMedical Doctar

O Nurse

[ Madwfa

[ Othar

[] Don't know

[] Choose not to answer
[lissing

OTravel constraints
[ Finaneial constraints

Fage 52 of 80

(Weeks pregnant. "Don't know" =399, "Choose not

{Weeks pregnant. "Don't know" =999, "Choose not

(Weeks pregnant. "Don't know" = 999. "Choose not

[] [hd not feel a need to receive such care

[] [hd not know she was pregnant
[] Mone of the abowve
[ Other
] Den't know

Choose not to answer
D'_\Jissi.ug

OYes

1 Ho

() Don't know

(") Choose not to answer
(O Missing

(O Yes

) No

() Don't know

() Choose not to answer
(O Missing

wanw. projectredoag. org
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Dhd the mother take fobic acid wiile pregnant with
this patient?

Dnd the mother take prenatal vitamims before becoming
pregnant with this patient?

Dnd the mother take prematal vitamins while pregnant
with this patient?

Did the mother take calcium supplements before
becoming pregnant with this patient?

Did the mother take calcium supplements while
pregnant with this patient?

Did the mother take won supplements before becoming
pregnant with this patient?

Dnd the mother take won supplements while pregnant
with thiz patient?

Dhd the mother take amy other vitamins dunng her
pregnancy with this patient?

Pleaze name the vitaminis) and descnbe how many
weeks pregnant the mother was dunng the fime of
taking 1t

Did the mother take any herbs dwing her pregnancy
with this patient?

Plaasze name the herb(z) and desenbe how many weaks
pregnant the mother was during the time of taking it

Was the mother exposed to any toxins during her
pregnancy with this patient? (1e_ . factory fumes)

040372018 4:0%am

i Yes

O Ne
() Don't know

() Choose not to answer
Oy Missing

(i Tes

(Mo

() Don't know

() Choose not to answer
Oy Missing

i Yes

Mo

() Don't kmow

() Choose not to answer
() Missing

(Y es

) He

) Don't know

() Choose not to answer
(O Missing

) Yes

O Mo

() Don't know

() Choose not to answer
Oy Missing

) Yes

) Mo

() Don't know

() Choose not to answer
Oy Missing

() Tes

() Ne

) Don't know

() Choose not to answer
O Missing

() Yes

) Ne

() Don't know

() Choose not to answer
(O Missing

) Yes

) Mo

() Don't know

() Choose not to answer
) Missing

) Yes

) Ne

() Don't kmow

() Choose not to answer
(O Missing

weany projecoredoap.org
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Confidential

Pleaze name the torn and desenbe bow many weeks
pregnant the mother was during the time of exposure

Dnd the mother smoke tobaceo (including cigarettes,

and argileh’hookahwater pipe) dunng her pregnancy
with this patient?

Dnd the mother smoke cigarettes dunng her pregnancy
with this patient?

How many cigarettes per day?

How many davs per week?

How many weeks pregnant was the mother when she first
smoked cigarettes?

Did the mother smoke argileh (also known as hookah or
water pipe) dunng her pregnancy with this patient?

How many times per day did she smoke argileh?

How many days per week did she smoke argileh?

How many weeks pregnant was the mother when she first
smoked argileh?

Please describe the form of tobacco smoked (mncluding
cigarettes, and argileh’hookah/water pipe) during
pregnancy with this patient. How much tobaceo was
smoked daily, and hist how many weeks pregnant the
mother was dunng the fime she was smoking

Was the mother iving wath someone who smoked dunng
ber pregnancy with this patient?

Where did thiz person smoke?

How frequently was the mether exposed to tobacco
smoke duning her pregnancy with this patient?

04/037201 8 4-0%am
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(1 Yes

) No

() Don't know

(") Choose not to answer
(O Missing

(O ¥es

Mo
() Den't know

() Choose not to answer
(O Missing

{Average number of cizarettes per dav)

(Weeks pregnant)

OYes

) He

() Den't know

() Choose not to answer
(O Missing

{Average nmumber of times smoked per dav)

(Weaeks pregnant)

O Yes

) No

(O Den't know

() Choose not to answer
() Missing

() Inside of the house

() Cutside of the house

() Both inside and outside of the house
() Den't know

(") Choose not to answer

() Missing

O Daily
() Weekly
() Monthly
() Less than Monthly
() Den't know

Choose not to answer
O'_\Jissing

WA projecredoap.org
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Confidential

Was the mother exposed to any animals dunng her
presgnancy with this patient?

Please indicate all anmimals the mother was exposzed to

If other, please explamn

Please describe the mother's access to foed duning
her pregnancy with this patient

If other, please explain

Was the mother eating three meals a day regularly
while pregnant with this patient?

Were these meals nutntionally balanced (equal
amounts of proteins/grains/vegetables/futs)?

Ihd the mother eat meat during her pregnancy wath
this patient?

What was the most common type of meat eaten by the
Mother?

Howwas this meat cocked?

If other, please explain

040372018 4:0%am
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O¥es

) Heo

() Den't know

() Choose not to answer
o Mssing

[ Donkey

[] Shesp

[ Cat

] Goat

[ Chickens
Turkeys

E Dhucks

] Horses
Crther
Don't know
Choose pot to answer

D'_\Jissing

() Access food daky
() Access food 1-3 times a week
() Access food weekly
() Access food monthly
(O Access food irregularly
Other

o
"y Don't know

Choose pot to answer
.D'_\iissi.ug

Y es

) No

() Don't know

(") Choose not to answer
(O Missing

OYes

1 He

() Don't know

(") Choose not to answer
() Missing

O Yes

(Mo

() Deon't know

(") Choose not to answer
(O Missing

) Well-done
O Medinm
() Fare
(3 Other
() Den't know
Choose pot to answer
.D'_\iissi.ug

WA PO eoTre doap. oy
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About bow often did the mother eat meat?

If other, please explamm

Ind the mother eat frmts dunng her pregnancy wath
this patient?

Please indicate about how often

If other, please explain

What were the most common firuits eaten by the mother
during her pregnancy with this patient?

Did the mother eat vegetables during her pregnancy
with thi= patient?

Please indicate about how often

If other, plaase explain

What were the most common vegetables eaten by the
mother during her pregnancy with thiz patiemt?

Ind the mother have an ultrasound during her
pregnancy with this patient?

Ind the ultrasound show the cleft defectin the
patient?

Pror to delivery of the patient, was the Mother
aware that she was ecanyinga child wath a clefi?

040372018 4:0%am

86

() Everyday

Oy Once-a-weak

(" Once-a-month

(" Hever

() Othar

"y Den't know

) Choose not to answer
() Missing

OVes

) Ho

() Don't know

(7 Choose not to answer
Oy Missing

() Everyday

() Omece a weelk:

() Once a month

(O Other

"y Den't know

{7y Choose ot to answer
O'_\iissing

(O Yes
O Mo

() Don't know
() Choose not to answer
(O Missing

() Evervday

() Once a weelk:

() Once a month

() Othar

() Den't know

)y Choose not to answer
(O Miszing

() Yes

[ R

() Don't know

() Choose not to answer
(O Miszing

1 Y¥es

() Mo

() Den't knowr

() Choose not to answer
() Missing

i¥es

i No

() Don't know

(") Choose not to answer
() Missing

WA D e e OCap. Oy
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Fage 57 of 80
‘Who told the mother that her child had a cleft Murse
diagnosis? (OMedical Doctor
O Midwife
() Noone
Other
"y Den't know
C Choose pot to answer
O'_‘-Jissing
If other, plaase explain
Once the patient was diagnosed wath a cleft, was this Yes
diagnosis explained to the mother? O Mo
o) Don't know
= Choose not to answer
O'_‘-Jissi.ug
Ihd the mother understand what cleft lip/palate meant (1 Yes
once her child received this diagnosis? No
) Don't know
(") Choose not to answer
Oy Missing
Ind the mother recerve information regarding thas (1 Yes
diagnesis from a healthecare provider? (3 He
) Don't know
(") Choose not to answer
(O Missing
Newborn Care
Ind the Mother breast feed or boitle feed this () Breast feed
patient duing the first § months of Life? () Boitle feed
(") Both breast feed and bottle feed
() Other
" Den't know
"y Choose ot to answer
D}rﬂ[issi.ug
If other, please explain
How long did the mother exclusively breast feed?
{months)
Brief Maternal Family History
Do any genetic syndromes appear m the Mother's 1 Yes
farmily? i Neo
() Don't know
() Choose not to answer
() Missing
Please describe the syndrome(s)
Dioes thalaszemia mn in the mother's famuly? (¥ es
O e
() Don't know
Choose pot to answer
() Missing

040372018 4-0%am
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() alpha-thalassemia
() bata-thalassemia
() both alpha- and beta-thalassemia
() Don't know
Choose not to answer
(O Missing

If ves, please select the type

MNotes

Additional comments

wewpriearesopos AREDCAD
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Confidential

Paternal Information

Father's First Name
Father's Middle Name

Father's Farmly Mame
Father's date of birth

Iz the Father currently living?

Father's curent age
How much does the Father cumently weigh?

Howtzll 15 the father currently?

Father's age at the time that Mother became pregnant
with this patient

Palestinian Mational Congenital Anemalies Smdy
Page 39 of 80

(Y Y ¥-MM-DD)

(T Yes

O Mo

( Don't know

(") Choose not to answer
(O Missing

(Ez. "Don't know" =999, "Choose not to answer” =
1000.)

(o "Dion't know™ =999, "Choose not to answer” =
1000.)

(years old "Don't know" =599, "Choose net to
answer” = 1000)

Paternal Past Medical History

Dud the Father have any medical problems prior to the
burth of this patient?

Please indicate all problems

If other, please explain
Please descnbe the cancer
Was the Father taking any medications dunng the time

of conception (when Mother became pregnant) with ths
patient?

Please descnbe the medication and dose

04/03/2018 4:0%am

(O Tes

i Ne

(") Dom't know

() Choose naot to answer
Oy Miszing

[ Diabetas hMellitus
[ Tuberculosis
[] Bleeding dizorder
[] Heart problem
[] High blood pressure
[ Cancer
] Asthma
O Ser1zures

Oither

Don't know

Choose not to answer
Df\-iissi.ug

(O1Yes

O Ne

(O Den't know

(") Choose not to answer
{yMissing

fEDCap
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Confidential

Page &) of 80

Brief Paternal Family History

Do any genetic syndromes appear m the Father's
famulyT

Please descnbe the syndrome(s)

Does thalassenua run in the father's fammly?

If ves, please select the type

(O¥es

) Ho

() Don't know

() Choose not to answer
Oy Missing

(O ¥es

) Ho

() Don't know

() Choose not to answer
() Missing

() alpha-thalassemia

() heta-thalassemia

() both alpha- and beta-thalassemia
() Don't know

() Choose not to answer

() Missing

Motes

Additional comments

40372013 4-0%am

90

warw.projecoredcap.ong

REDCap




Confidential
Palestinian National Congenital Anomalies Stody
Page 6l of 30

Family
Information

Family Cleft History

Are there any children with cleft lip/palate m thas ) Yes

patient’s mmediate family? O Ne
() Don't know
() Choose not to answer
(O Massng

How many other children?

{"Deon't know™ =999, "Choose not to answer” =

10002
What vear(s) was this chuld or were these children
bom? (Separate each date of brth with a semicolon)
Please 1dentify the type(s) of cleft lip/palate that [ Complete cleft hp on left side
best descnbes each chuld's diagnosis [0 Complete cleft hp on nght side

[ Incomplete cleft hp on left side

[ Incomplete cleft hp on nght sde

[ Complete alveclar cleft on left sade

[] Complete alveclar cleft on nght side

[] Incomplete alveolar cleft on left side

O Incomplete alveclar cleft on nght side
Complete hard palate cleft on left side

O Complete hard palate cleft on nght side

O Incomplete hard palate cleft on left side

O {I:l:nm:plete I;;Jdaf‘:htﬁgﬁ ulZﬁng'hd:ldE

etz s ate claft on =l

0 'Cnﬁlete soft Elalate cleft on nght side
Incomplete soft palate cleft on left side

0 Incomplete soft palate on nght side
Den't know

E Choose pot to answer
Missing

O

Do any two children have the same cleft diagnosis? O¥es
O Mo
() Don't know

() Choose not to answer
Oy Missing

04/03/2018 4:0%am e projecredcap.org ‘ﬁEDCap
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Confidential
Page &2 of 80

Please indicate which cleft diagnoses are found m O Complete cleft Lip on left side
maore than one child in the fammly [ Complete cleft hp on nght side
[ Incomplete cleft hp on left side
[ Incomplete cleft lip on nght side
[] Complete alveolar cleft on left side
[] Complete alveclar cleft on nght zide
] Incomplete alveclar cleft on left side
[] Incomplete alveclar cleft on nght side
Complete hard palate cleft on left side
0O Complete hard palate cleft on nght side
Incomplete hard palate cleft on left side
Incomplete hard palate cleft on nght =ide
0 Complete soft palate claft on left side
Complete soft palate cleft on nght side
Incomplete soft palate cleft on left side
0 Incomplete soft palate on nght side
0 Don't know
Choose not to answer
D'_\iissi.ug

Do you have a relative with a cleft? () Yes
) Ko
(This would be amy blood relative with an
orofacial eleft )

How many relatives with cleft?

Multiplax Fanuly

7 (Umque 1dentifier for farmly groups with multiple
clefis)

What 15 the relationship?

(Example: brother, maternal aunt, etc.)

Is the relative currently in the databaseT OYes
) Mo

What is the relative's registry numberin the
database?

What is the relative's phone number?

Is there another relative wath cleft? (1 Yes
) Ne

How many relatives with claft?

Multiplex Famuly

D7

{(Unnque 1dentifier for famly groups with nultiple
clefts)

What is the relationship?

(Example: brother, maternal aunt, ete.)

Iz the relative cunently in the database? (OYes
) Mo

What 1= the relative's registry number in the
database?

What 1= the relative's phone npumber?

Iz thare another relative with cleft? 1 Yes
() Mo

How many relatives with cleft?

04/03/2018 4:09am wearw.projecoredcag.org QE DCap
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Confidential

Multiplex Family
D7

What 15 the relationshap?

Fage £3 of 80

{(Uncque identifier for famuly groups with nultiple
clefts)

{Example: brother, matermal aunt, etc.)

Is the relative currently in the database? O Yes
) Ne

What 15 the relative's registry numberin the

databasze?

What 15 the relative's phone mumber?

Family Congenital Anomaly History

Are there any children with developmental OiYes

abnormalities m the family (Le. unable to speak, ) No

unable to hear, growth delay)? () Den't know
(") Choose not to answar
(O Missing

If wes, please indicate the abnormality

If other, pleasze explain

Ame there any children in this patient’s immediate
famly with other congenital anomalies?

Please indicate all anomalies

If other, please explain

Does anyvone else 1 the patient’s family have buth
defects?

04'03720 18 4-0%am
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(") Unable to speak
(") Unable to hear
() Growth delay
) Dwarfizm
() Othar
() Deon't know
Choose not to answar
D'_\Jissing

() Yes

2 He

() Den't know

() Choose not to answer
() Missing

[ Cramal meningocele
[ Microcephaly
[] Encephalocela
[] Neural tuba defect
[ Polydactyly
[ Umbilical herma
Neurocutaneous syndrome
[] Meningocele
O Agenesis of corpus callosum
O Amniohe band syndrome
O Hydrocephalus
O Club foot
O Imperforate anus
0 Cher
O Don't know
Choose not to answer
D}iissi.ug

) Yes

) Mo

) Deon't know

() Choose not to answer
(CyMissing

REDCap
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Fape &4 of 30
Was this a first degree (Le., parent/child/sibling) () First degree relative
or second degree (Le., aunt/uncle’cousin) relative? ) Second degree relative
() More distant relative (than first and second
degrese)
) Don't knowr
(") Choose not to answer
() Missing
Please describe the defect
Notes
Additional comments
04/03/2018 4:0%am wenw projectredoap. org QE D{ap
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General Information

Palestinian National Congsnital A nomalies Smdy
Page 635 of 30

Hearing

Has this patient undergone a hearing sereening?

Pleaze provide the date of the imnial hearning
scTesning

Was it deternumed that this patient had heanng loss?

What type of heaning loss?

(¥ es
) No
() Don't know
Choose not to answer
() Missing

(TY Y Y MMDD)

(O Yes

) Ko

() Don't know

() Choose not to answer
() Missing

() Ceniral heanng loss

() Neural hearmg loss

() Heanng loss due to infection

() Heanng loss due to scamng of eardrum

() Other
) Den't know
Choose not to answer
Of\f{issi.ug
If other, please explain
Genetics
Has this patient seen a geneticist? O ¥es
) Ko
() Don't know
() Choose not to answer
() Missing
Please provide the date that the patient saw a
geneticist { YV Y-MM-DID)
Please provide the name of the geneticist
Please provide the address of the geneticist
Was this alocal or foreizn geneticist? () Local
) Farelgn
() Den't know
Choose not to answer
(yMissing
Was your chuld diagnosed with a syndrome? OYes
O He
() Don't know
() Choose not to answer
(O Missing
Pleaze provide the name or a descuiption of the
syndrome
04/03/2018 4-0%am wears projErTredoap.org hED(ap
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Fage &6 of 80
Dnd the gemeticist determuine that the cleft was ) Yes
inherited?” i No
() Don't know
() Choose not to answer
(O Missing
Otolaryngology (Ears, Nose, Throat)
Has the patient seen an otolarymgologist (sar, nose, ) Yes
throat doctor)? ) Mo
(O Don't know
() Choose not to answer
() Miszing
Please provide the date that the patient saw the
otolarvngologist Y'Y v-MM-DD)
Please provide the address of the otolaryngelogist
Was this alocal or foreign otolarmgologist? () Local
() Foreign
() Don't know
() Choose not to answer
() Miszing
Dental
Has the patient ever seena dentist? (O Yes
() Ko
(") Don't know
() Choose not to answer
() Missing
What date did the patient first see a dentist?
Y Yy Yy-MM-DD)
Does the patient have dental problems? O Yes
O Me
(O Don't know
() Choose not to answer
(O Missing
Indicate all dental problems O Cavities Extra
[ teeth Crocked
[ teeth hlissing
[ testh
[ Malformed/mizshapen teeth
] Other
[ Den't know
] Choose not to answer
D'_‘-Jissi.ug
If other, plaase explain
4032018 4:0%am whenw projectredop.org hE DCap
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Fape &7 of 80

Speech-Language Pathology

Has the patient seen a speech-language pathologist?

Please provide the date that the patient saw a
speech-language pathelogist

Pleaze provide the name of the speech-lanzuage
pathologist

Was this alocal or foreign speech-language
pathologist?

What agency did the speech-language pathologist work
for?

Please provide the addrvess of the speech-langumage
pathologist

Was this visit for an evaluation or for therapy?

Has the patient ever been seen for a speech
evaluation?

What was the focus of the therapy?

If other, please explain

Iz the patient's speech understandabla?

Has the patient’s speech ever become nazal after
surgery’

040372018 4-0%am
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O ¥es

Q) Mo

() Den't know

() Choose not to answer
)y Missing

Yy y-MM-DI)

(O Local

() Foreign

() Don't know

() Choose not to answer
() Missing

() Evaluation

() Therapy

() Den't know

() Choose not to answer
() Missing

OTes

) Ho

() Den't know

() Choose not to answer
() Missing

OJArticulation (clanty of speech)

[] Language (understanding and use of concepts,
wvocabulary, and sentence structure)

[ Other

[ Den't know

[ Choose not to answer

[ Missing

1 ¥es

) Ko

() Tooyoung to speak
() Don't know

(") Choose not to answer
() Missing

() Yes

) Me

() Mon-applicable

() Don't know

(") Choose not to answer
(O Missing

WA projecoredoap.org
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Dnd it resolve?

) Yes

) Mo

() Don't know

() Choose not to answer
Oy Missing

Fape &8 of 80

General

Has the patient had any anfibiotics for ear
infections?

How many times?

Has the patient ever had ear tubes placed for ear
infections?

What date?

Has the patient ever seemed to stop breathing in the
middle of the night?

Has the patient had exceszive smoring?

Has the patient ever received a tracheostonuy?

What date?

Has the patent ever had his'her tonsils or adencads
removed?

What date?

Has this patient exhibited normzl development sinee
barth?

040372018 4:0%9am

I ¥es

) Ne

() Don't know

() Choose not to answer
() Missing

{"Deon't know™ =999, "Choose not to answer” =

1000

) Yes

() No

() Don't know

() Choose not to answer
() Missing

(YT T-MM-DD)

() Yes
) Ne
() Don't know
“y Choose not to answer
(Missing

() Yes

) No

() Don't know

(O) Choose not to answer
(O Missing

O Yes

O Mo

() Den't know

() Choose not to answer
() Missing

(YYTT-MM-DD)

O Yes
) Mo
) Don't know
Choose not to answer
(yMissing

YT T IMDD)

(D) Tes

() Hao

() Don't know

() Choose not to answer
() Missing

WA O ST oo O g
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Please indicate all areas of developmental delay

Fape £9 of 80

[Gross motor (Le. walking, sithing up)

[ Fine motor (ie. using hands, holding pencil)
[ Language (1e. talking on time)

[] Communication {Le appropriate eye contact)

[] Mone of the above

] Den't know
[ Choose not to answer
OMszing
Has the child developed any medical conditions since 1 Yes
infaney? O HNo
() Don't know
() Choose not to answer
() Missing
Please explain
Education
Is the patient in school? () Yes
O Mo

What 1= the patient's grade level?

Is the patient performing at or above average for
husher grade level for hns'her age?

Is the patent performung below average for hisher
erade level for hsher age?

Indicate all areas of difficulty for this patient

If other, please explain

Has the pahent ever been held back a grade level?

04/0372018 4:09%am

() Completed school

) Dropped out of school
) Too young for school
) Den't know

{7y Choose not to answer
D}f[issi.ug

) Yes

QO Mo

() Don't know

() Choose not to answer
) Non-applicable

(O Missing

(3 ¥es
) Mo

() Don't know

() Choose not to answer
() Mon-applicable

() Missing

[ Reading

[ Writmg

[ Anthmetic

[ Other

[ Den't know

[ Choose not to answer
[ Missing

¥ es

O Yo

() Don't know

() Choose not to answer
) Mon-applicable

Oy Missing

worw prjeciredcap.ong ’ﬁEDCap
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Has the patient ever had infenuptions (breaks) m
school?

Was this due to external factors? (Le. cnal unrest,

schools shut down, bad weather, fanuly illness)

Please indicate all external factors

If other, pleasze explain

) Yes
O Mo

() Den't know
() Choose not to answer
o Mssing

i ¥es

Mo

() Deon't know

(") Choose not to answer
(O Missing

[ Cral unrest
[ Bad weather
[ Schools shut down
[] Family illness
[] Travel bamiers
[] Other
] Den't know
Choose not to answer
D'_\Jissing

Fage 70 of 80

MNotes

Additional comments

040372018 4:0%am

100

WA PO eoTre doap. oy

fEDCap




Confidential

Palestinian Mational Congenital Anomalies Smdy

Cleft Repair Historical Information

Page 71 of 80

CleftLip Repair

Has the patient undergone a primary cleft lp repawr
(Frst cleft lip repawr surgery) in the past?

When?

Age at time of primary cleft lip repair

By whom?”

Was this a foreign or local physician?

Atwhat hospital?

Please provide the address of the facility where the

patient received this procedure

Was the patient able to feed better after this

procedura?

Was the patient accepted better socially after thas

procedure”

Did this procedure improve the patient's health?

Dhd any complications ocor wath thes procedure?

Please explam

04/037201 8 4-0%am

) Yes
O N

o
() Non-applicable
(" Don't know
(") Choose not to answer
yMissing

(7YY {-.MMDD)

{months)

{Foreign

() Local

) Den't know

() Choose not to answer
(yMissing

iYes

Mo

() Don't know

(") Choose not to answer
() Missing

I¥es

3 No

) Den't know

() Choose not to answer
() Missing

1 Yes

) Ko

() Den't know

() Choose not to answer
() Missing

O Yes

() No

() Don't know

") Choose not o answer
(T Mhssing

WA projeroredoap.org

REDCap



Confidential

Fage T2 of 80

CleftPalate Fepair

Has the patient undergone a pnmary cleft palate

repair (first palate repar surgery) in the past?

When?

Ape at time of primary cleft palate repair

By whom?

Was this a foreign or local physician?

Atwhat hospital?

Pleaze provide the address of the facility where the
patient received this procedure:

Was the patient able to feed better after thus
procedura’

Was the patient accepted better socially after fhus
procedura?

Dnd this procedure improve the patient's health?

Was the patient's speech mmproved after surgery?

Did solid foods begin to leak out of the patient's
nose when eating after receiving this procedure?

Dnd liguids begin to leak out of the patient's nose
eating or drinking after receiving this
procedura’

/032018 4:09am
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3 Yes
Mo
() Mon-applicable
() Don't know
Choose not to answer
(yMissing

(YT T Y-MMDD)

{months)

() Foreizn

(O Loecal

() Don't know

() Choose not to answer
(O Missing

OiTes

Mo

() Don't know

() Choose not to answer
(O Missing

() Yes
Mo

() Don't know
() Choose not to answer
OyMissing

(¥es

O Mo

() Don't know

) Choose not to answer
(O Missing

() Yes

) No

) Don't know

() Choose not to answer

O Missing

{If patient 15 too voung for speech, answer "Don't
Enow™)

(1 ¥es

) Ho

() Don't know

(") Choose not to answer
(O Missing

(¥es when

O Mo

() Don't know

(") Choose not to answer
(O Missing

warw. projecredoag.org
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How frequently does this ocour per day?

Fage 73 of 80

(Per day. "Don’t know" =999, "Choose net to
answer” = 1000}

Dhd any complications ocor wath this procedure? OYes
) Ko
(22 Don't know
(") Choose not to answer
Oy Missing
Please explain
Alwveolar Bone Graft
Has the patient undergone an alveclar bone graftin [
the past? () No
() Non-applicable
) Don't know
Choose not to answer
O Missing
When?
Yy v-MM-DDY)
By whom?
Was this a foreign or local physician? () Foreign
() Laocal
) Don't know
() Choose not to answer
(O Missing
Atwhat hospital?
Pleasze provide the address of the facility where the
patient received this procedure
Was the patient able to feed better after this 1 Yes
procedure? O No
" Deon't know
(7 Choose not to answer
Oy Missing
Was the patient accepted better socially after thas O Yes
procedure? O Ne
() Don't know
(7 Choose not to answer
(O Missing
Did this procedure improve the patient's health? O¥es
O Mo
() Don't know
(") Choose not to answer
(OMissing
Was the patient's speech improved after surgery? O1Yes
) Ko
() Don't know
(") Choose not to answer
CyMissing

040372018 4-0%am
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Fage 74 of 80
Did selid foods begin to leak cut of the patient’s Y es
nose when eating after receiving this procedure? ) Heo
() Don't know
() Choose not to answer
() Mhssing
Did liquids begin to leak out of the patient's nose ) Yes when
eating or drinking after recerving this O Mo
procedure? () Don't know
() Choose not to answer
(O Missing

How frequently does this ocowr per davy?

{Per day. "Don’t know” =999, "Choose not to
answer” = 1000.)

Did amy comphcations ocowr with thes procedure? (O¥es
O Mo
() Don't know
() Choose not to answer
(O Missing

Please explam

Jaw (orthognathic) Swrgery

Has the patient undergone a jaw (orthognathic) O ¥es
surgery m the past? ) Ho
(C) Mon-applicable
() Don't know
() Choose not to answer
(O Missing
When?

(Y Y Y-MM-DD)
By whom?

Was this a foreign or local physician? ) Foreign
() Loeal
) Don't know
) Choose not to answer
(O Missing

At what hospital?

Pleaze provide the address of the facility where the
patient received this procedurs

Was the patient able to feed better after this ) Ves

procedure? ) Mo
() Don't know
() Choose not to answer
(O Missing

Was the patient accepted better socially after thas ) Yes

procedure? ) Mo
() Don't know
() Choose not to answer
O Mssing

040372018 4-0%am werer projecredcap.org &EDCap
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Drid this procedure improve the patient's health?

) Yes
) Mo

() Don't know
() Choose not to answer

() Missing

Fage 75 of 80

Did the Eatient's speech become nasal after the ) Yes
surgery’ ) Mo
() Don't know
Choose not to answer
O_‘\Jissing
Dnd the patient's speech become clearer after the () Yes
surgery’ ) He
Don't know
CI:!.u-n::e not to answer
O}filssmg
Did any complications ocour with this procedure? O Yes
O Ko
() Don't know
() Choose not o answer
) Missing
Please explain
Revision of Lip/MNose
Has the patient undergone a revision of lip/nose n ) Tes
the past? O Mo
() Don't know
() Choose not to answer
() Missing
When?
(Y vy y-MM-DD)
By whom?
Was this a foreign or local physician? ) Local
() Foreign
() Don't know
Choose ot to answer
O Missing
Atwhat hospital?
Please provide the address of the facility where the
patient recerved this procedure
Was the patient able to feed better affer this O ¥es
procedura? O Ho
() Don't know
() Choose not to answer
() Missing
Was the patient accepted better socially after ths () Yes
procedure? ) Mo
() Don't know
() Choose not to answer
Oy Missing

04/0372018 4:0%9am
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Diid this procedure improve the patient's health?

Was the patient’s speech improved after surgery?

Did solid foods begin to leak out of the patient's
nose when eating after receiving this procedure?

Dnd liguids begin to leak out of the patient's nose
eating or drinking after recerving this
procedura?

How frequently does this ocowr per day?

Did any complications ocour with this procedure?

Please explam

Fape 76 of 80

() Yes
) Mo
() Don't know

(" Choose not to answer

7y Missing

) Yes

O Mo

() Don't know

"y Choose not to answer
() Missing

() Yes

Mo

Don't know

Choose pot to answer
O'_\iissing

() Yes when
) No
(O Don't know
Choose pot to answer
) Missing

{Per day. "Don't know" =999, "Choose not to
answer" = 1000.)

) Yes

) Ne

() Don't know

() Choose not to answer
Oy Missing

Other

In total how many operations has the patient
undergone to comrect the clefi?

Has the patient received other surgical procedures
not discussed above?

Please name and date all other procedures and
indicate if the surgeonwas local or foreign

Ou average. approximately how much has the patient’s
healthcare cost annually?

In total, throughout the patient's lifetime,
approximataly how omch has the patient’s healtheare
cost?

040372018 4:09am
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("Deon't know" =999, "Choose not to answer™ =
1000.)

O ¥es
i No
Ty Other
() Dem't know
Choose pot to answer
() Missing

(Shekel=. "Don't know" = 999, "Choosze not to
answer" = 1000.)

{shekels. "Dion't know" =998, "Choose not to
answar" = 1000.)

WA profecore doap. or g
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Fape 77 of 80

HNotes

Please expand upon any of the sirgeries mentioned
above, including when they were performed, by whom,
and if any complications ocowred. If this 15 a

follow-up visit, please list any surgeries the

patient has undergone smee thew last visit.

Additional comments

G403/2018 4:0%am wwre projecoredop.ong ’ﬁEDCap
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Palestinian Mational Congenital Anomalies Smdy
Page T8 of 80

Intervention Information

Did the patient receive an operation as a result of O¥es
this screeningvisit? O No

Hospital where intervention took place

{Use formal bospital name)

WVitals
Blood Presswe

(Mot measured= 999}

Heart Rate

{(beats per minute) Notmeasured = 999)

Pre-operative patient information

Doas the patient have allargias? Y es

Q) Ko
() Don't Enow

List patient’s medication allergies

List patient's other allergies

List patient's other health problems

Mame of evaluator

Title of evaluator () Clerk

() Surgeon

() Nurse

() Crther
Date of avaluation

Yy y-MM-DD)
Surgical Treatment
Date of adnussion

Yy y-MM-DD)
Date of surgical treatment

(Y y-MM-DD)
Date of dizcharge

(Y y-MM-DD)
Name of sumgeon
Name of anesthesiologist
Anesthesia method () General

() Local
040372018 4-0%am wharss projecTredoap org hEDCaD
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Type of operation

If other, please explain

Type of repairs

Indicate specific type of repar methed used for a
Umnilateral Lip

Indicate specific type of repar method used for a
Bilateral Lip

Indicate specific type of repar method used for a
Palate

Were there any complications, injury, or patient
mortality?

Did these complications result i patient death or
serious physical or psychological injury to the

patient?

Please indicate tvpe of complication

Page T8 of 80

[ Primary Lip/Mose Unilateral Repair (partial or
complete)

[ Primary Lip/Mose Bilateral Repaw (partial or
complete)

[] Primary Cleft Palate Repair

[ Fistula Repair

[ Secondary Cleft Palate (Velopharymgeal) Eepair

[ LipMose Revision

O Alveclar Bone Graft

O Other

[QUnilateral Lip
[ Bilateral Lip
[] Palate

[ Rotation-Advancement Variant
[] Triangular Variant
[ Others

[ Straight hne
[ Forked flap
[ Others

[ Langenbeck variant
[ Pushback varnant
[] Others

I ¥es
) Ho

O ¥es
(@)

() Bleod transfusion

(") Breathing problems

() Dehiscence

() Delayed oral feeding
Fistula

) Retum to OR

MNotes

Additionzal Comments on Intervention

040372013 4-:0%am
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Palestinian Matiomal Congenital Anomalies Stody

Page 80 of 80
Photos

Pre Surgery

Frontal

Worms-Eyve View [ Infenor /HNasal Base
Cleft Side Lateral

Intra-Chral

Addittonzl Photo(s)

Post-Surgery

Frontal

Worms-Eyve View [ Infenor /HNasal Base
Cleft Side Lateral Intra-

Oral Frontal/ Somling

Addihonal Post Photol(s)

Notes

Additional comments
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IRB Approval Letter
Study Title:

“Maternal and paternal risk factors associated with Palestinian cleft patients”

Submitted by:
Muath Hasan Tayyem

Supervisor:
Abdulsalam Khayyat

Date Approved:
30" Nov. 2020

Your Study Title “Maternal and paternal risk factors associated with Palestinian cleft
patients” viewed by An-Najah National University IRB committee and was approved on 30"
Nov. 2020

Hasan Fitian, MD N
IRB Committee Chairman I,B_EB]
An-Najah National University
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