Supplement 1

Supplemental Figure 1. Data form to collect details of known 22q11.2DS-related complications in newborns. 
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Based on data gathered from birth until the infant’s first discharge from the hospital, complte this
form for participants in the 22q Clinical Utiity Cohort Ancillary Study.

Please upload de-identified copy of maternal and infant discharge summaries to include
discharge medications and follow-up healthcare appointments.

1. 220 CONFIRMATION

Yes No licable
1. Was 22q11.2DS diagnosis confimed by genetic U ! A"h
testing (FISH, microarray)? (excluding results from h
‘CHOP)
If YES,
Before Birth After Birth
a When was genetic testing performed? (check all ] L

that apply)
If Before Birth,

s oy e 0], L,

If After Birth,

3 S et (7, [, (0

Il NEONATAL OUTCOME DATA

Offered but
Yes declined
2. Prenatal fetal echocardiogram performed? 0 D,, Ol
IFYES, please upload de-identified report for the prenatal fetal echocardiogram
Offered but
Yes declined
3. Postnatal fetal echocardiogram performed? 0, D,, L

IFYES, please upload de-identified report for the postnatal fetal echocar

Yes No

4. Neonatal surgeries performed? ] l L

IFYES, please upload de-identified operative report(s)
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Offered but
Yes declined
Complete Blood Count (CBC) performed? ) D,, Ll
1 YES,
2 Dt of CBO e ity eealy i [, 1, LCT]
b, White Blood Cells (WEC) O o
¢ Neutrophis 0 E xioe s
q

Lymphocytes O xieme

Honocytes [min

®

%
Offered but
Yes declined
Was T-cells Receptor Excision Circles (TREC)
blood test performed? ) Dn )

IFYES, please upload de-identified report for TREC test

a2 Date of TREC Draw (mm/ddyyy) [(REEE) DDDD

‘Abnormal
b, Were TREC resuits abnormal or normal? [ D,,
Offered but
Yes declined
Was Rotavirus immunization administered? ] D,, L
Offered but
Yes declined
Was caliumlevel measured during bospital stay? [ D,, )
IFYES, please upload all de-identified calcium testing records and continue.
Total lonized
a. Was calcium measured in total andlor ionized? l [l
(check all that apply) b b
If Total calcium measured,
1) Lowesttotal calcium level obtained before:
e ot 00 Onga
If lonized calcium measured,

2) Lowest ionized calcium level obtained
before discharge from hospital [ Cga
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b, Was calcium administered during inital hospital

stay?

9. Were neonatal seizures recorded during defivery
stay hospitalization?
HFYES,

a. Was an EEG andlor any brain imaging studies
performed (ultrasound, CT, MRI)?
I YES, please upload de-identified report(s)
b, List any medications used to treat seizures
(including calcium)

. Was a specific cause for the seizures identified?

10. Does the baby have feeding problems that resut
informula or milk coming out of his/her nose?

1. Was a feeding tube required?

12. Palate assessment performed?
HYES,
a. Was nomal movement of the palate assessed
before discharge?
b, Does the baby have a cleftlip or cleft palate?
IFYES,
1) Specify the type (check all that apply)
If Cleft palate,

a) Submucosal?

Yes

)

Yes

Yes
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Offered but
declined

declined
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2) Specily affected sides, if noted:

13. Primary method of feeding at discharge?

14. Initials of person completing form:

Unilateral

)

)
|
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Bilateral
Ll

Tube

L




