
Data Collection Worksheet

Please Note: The Data Collection Worksheet (DCW) is a tool to aid integration of a PhenX protocol into a
study. The PhenX DCW is not designed to be a data collection instrument. Investigators will need to
decide the best way to collect data for the PhenX protocol in their study. Variables captured in the DCW,
along with variable names and unique PhenX variable identifiers, are included in the PhenX Data
Dictionary (DD) files.

Clefting

1. Have you been diagnosed with a cleft lip or palate?

        [ ] No

        [ ] Cleft lip

        [ ] Cleft palate

        [ ] Cleft lip and palate

        [ ] Submucous cleft palate

        [ ] Dont Know/Non-Applicable/Refused
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Lip



Alveolus
Hard palate
Soft palate

A = yes, but unknown if “C” or “I”
C = complete
I = incomplete
X = not cleft
? = unknown
* = microform or submucous cleft

2. Has any relative in your family been diagnosed with a cleft lip or palate?

        [ ] No

        [ ] Yes

        [ ] Dont Know/Non-Applicable/Refused

If yes, provide details on who has the condition: ____________________________
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