


National Birth Defect Registry

Based on concept of “alert practitioner”

Identifies patterns of birth defects with the
same or similar exposures

Collects data on maternal/paternal pre-
conceptual and prenatal exposures

Cases dually identified by individual
symptoms and overall syndrome or category
name

Designed to raise hypotheses



Teratogens Identified
by Alert Practitioners

e Thalidomide

e Rubella

e Dilantin

e DES

e Alcohol

o Methyl Mercury
e Radiation
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Registry Projects

e Agent Orange

o Gulf War

e Community based

- Dickson, TN - oral cleft cluster
- Apopka, FL - lupus cluster
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True Tracks @ 1992: UNISCORE, Incorporaied

BIRTH DEFECT RESEARCH FOR CHILDREN, INC.
REGISTRY QUESTIONNAIRE
(Please print in blue or black ink or no.2 pencil)

Date: / / Reporting person’s name:
Mo Day Yr
Relationship to child: O mother O stepmother O grandmother O other:
O father O stepfather O grandfather
Street/POB: Apt No:
City: State: Zip:
Phone: ( )
Name and number of someone who can always get in touch with you. Name:
Phone: ( )

I would like to be matched with other families of children with similar disabilities.

Ovyes Ono
([ CHILD DISABILITIES INFORMATION |

Child’s name:

- | . N B B
Sex: O Male -Br;/%%d OO O AB Race: OO Asian or Pacific Islander (O Native American or Alaskan Native
O Female OA O RH+ O Black (non-Hispanic) O White (non-Hispanic)
OB O RH- O Hispanic - O Other (please specify):
Date of birth: /S / Place of birth:
Mo Day Yr City State
Birth weight: lbs. oz. Child’'s age at birth (months of gestation): )
Do the father and mother of this child have other biological children* who Oyes Ono O don’t know
do not have birth defects? *Do not include children from other marriages.
If yes, please list date of birth and sex for each one: DOB: - — /Yr O Male O Female
DOB: / / O Male O Female DOB: yd / O Male O Female
Mo Day ~Yr Mo Day Yr 1
Were child’s disabilities diagnosed by a: OO physician O teacher O other:
(please mark all that apply) O psychologist O social worker
Are medical or school records available confirming child’s disabilities? Ovyes Ono O don’t know
Would you be willing to be contacted for further research? Oyes O no Odon’t know
Has your child died? O vyes Ono If yes, list Cause and Date /D /
Mo ay YT
[ CHILDHOOD DISABILITIES ]

Please fill in the bubble by each condition your child has. If your child has a condition that is not listed,
write the name of the disability in the OTHER space in the appropriate column.

( Central Nervous System (CNS) ]
(O A010 spina bifida occulta

O A001 anencephaly
O A002 microcephaly

O AO011 holoprosencephaly
O A003 hydrocephaly O A012 seizure disorder
(O ACO04 porencephaly OO A013 Dandy Walker malformation
O A005 Arnold Chiari malformation O AO014 tuberous sclerosis
O A006 cortical blindness

O A015 ataxia
O A007 encephalocele

OO A016 cerebral palsy
O A008 absence corpus callosum . . O A017 other CNS
O AO09 spina bifida Page 2



Agent Orange

e 2-45T/2-4D/TCDD

e TCDD targets immune system
e Ectodermal effects

o Neurobehavioral effects

e Thyroid defects
e Abnormalities of teeth

e Alterations in learning
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Skin Defects

Skin Fungus

Psoriasis

m Vietnam Vet Children (2511)

Lamellar Ichthyosis
®m Non VV Children (4046)

Acne-like Rash



Cancer
1.6

1.4

B Vietnam Vet Children (2511) B NonVV Children (4046)



14

12

10

e

]

[

Immune Response Disorder

® Vietnam Vet Children (2511)

B Non VV Children (4046)
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Dyslexia / Reading

Math

Learning Disabilities

Memory Problems Visual Memory

Vietnam Vet Children

Deficits
mNon VV Children

Spelling / Writing



Spine Defects

® Vietnam Vet Children (2511) m Non VV Children (4046)
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Emotional / Behavioral
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Interstitial Cystitis

Genitourinary Defects

Bicornuate Uterus

B Vietnam Vet Children (2511)

B Non VV Children

Absent Uterus
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IBS

Gastrointestinal Defects

Crohn's Disease

Vietnam Vet Children (2511)

Celiac Disease

®m Non VV Children (4046)

Chronic Stomach Problems
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Endocrine Defects
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Fibroids

Tumors (Benign) and Cysts

Pseudotumor Cerebri Ovarian Cysts Ganglion Cysts

m Veitnam Vet Children (2511)

m Non VV Children (4046)

Pilonidal Cysts
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TM.J

Craniofacial and Ear Defects

Swollen or Bleeding Gums Chronic Tinnitus

W Series 1 W Series 2
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Mentstrual
Problems

Infertility

Misc Defects

Hair Loss Chronic
Fatigue
Syndrome

® Vietnam Vet Children

Joint Pain Anorexia or
Bulimia

mNon VV Children

Frequent
Headaches

Muscle Pain /
Weakness
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Craniofacial Defects

Micropthalmia External Ear Or Internal Ear Or  Ear Tag(S) Facial Nerve Facial Goldenhar
Ears (Absent of Ears (Absent or Paralysis Asymmetry (Hemifacial
Malformed) Malformed) Microsomia)

m Gulf War Vet Children  ®Non GWYV Children
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Transposition
Great Arteries

Heart Defects

Tetralogy Of Hypoplastic Left

Fallot

Heart Syndrome
m Gulf War Vet Children

Coarctation Of Pulmonary
Aorta Atresia/Hypoplasia

m Non GWYV Children

Cardiomegaly
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Liver Lung Kidney Defects

Broncho-pulmonary Dysplasia Liver Function Disorder

m Gulf War Vet Children

m Non GWV Children

Malformed Kidney
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Digeorge

Misc Defects

m Gulf War Vet Children

Failure to Thrive

m Non GWYV Children
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