TP henX Toolkit

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.

1a. Do you still have the hallucinations, altered consciousness?
[ ] Yes, I still have this symptom
[ ] Yes, I still have the symptom but it is less severe
[ ] Yes, Istill have the symptom but it comes and goes
[ 1 No, the symptom has cleared

1b. Does/did the hallucinations, altered consciousness affect your ability to do
your normal activities?

[ 11 have/had the symptom but | can/could still do normal activities.
[ ] The symptom really bothers/bothered me. It is/was hard to do normal activities.
[ 1 The symptom is/was very bad. | am/was not able to do activities that | usually do.
[ ] Refuse to answer
1c. When did the hallucinations, altered consciousness clear?
[ ] Less than 3 months after symptom started
[ ] Between 3 to 6 months after symptom started
[ ] Between 6 to 9 months after symptom started
[ ] Greater than 9 months after symptom started
[ 1 Don't know

[ ] Refuse to answer

2a. Do you still have difficulty sleeping?



[ ] Yes, I still have this symptom

[ ] Yes, Istill have the symptom but it is less severe

[ ] Yes, Istill have the symptom but it comes and goes
[ 1 No, the symptom has cleared

2b. Does/did the difficulty sleeping affect your ability to do your normal
activities?

[ 11 have/had the symptom but | can/could still do normal activities.
[ 1 The symptom really bothers/bothered me. It is/was hard to do normal activities.
[ 1 The symptom is/was very bad. | am/was not able to do activities that | usually do.
[ ] Refuse to answer
2c. When did the difficulty sleeping clear?
[ ] Less than 3 months after symptom started
[ ] Between 3 to 6 months after symptom started
[ ] Between 6 to 9 months after symptom started
[ ] Greater than 9 months after symptom started
[ 1 Don't know
[ ] Refuse to answer
3a. Do you still have the insomnia (difficulty falling and staying asleep)?
[ ] Yes, Istill have this symptom
[ ] Yes, I still have the symptom but it is less severe
[ ] Yes, I still have the symptom but it comes and goes
[ 1 No, the symptom has cleared

3b. Does/did the insomnia (difficulty falling and staying asleep)affect your ability
to do your normal activities?

[ 1! have/had the symptom but | can/could still do normal activities.
[ 1 The symptom really bothers/bothered me. It is/was hard to do normal activities.

[ ] The symptom is/was very bad. | am/was not able to do activities that | usually do.



[ ] Refuse to answer
3c. When did the insomnia (difficulty falling and staying asleep) clear?
[ ] Less than 3 months after symptom started
[ ] Between 3 to 6 months after symptom started
[ ] Between 6 to 9 months after symptom started
[ ] Greater than 9 months after symptom started
[ ] Don't know
[ ] Refuse to answer
4a. Do you still have the hypersomnia (excessive sleepiness or drowsiness)?
[ ] Yes, Istill have this symptom
[ ] Yes, I still have the symptom but it is less severe
[ ] Yes, Istill have the symptom but it comes and goes
[ 1 No, the symptom has cleared

4b. Does/did the hypersomnia (excessive sleepiness or drowsiness) affect your
ability to do your normal activities?

[ 11 have/had the symptom but | can/could still do normal activities.
[ 1 The symptom really bothers/bothered me. It is/was hard to do normal activities.
[ ] The symptom is/was very bad. | am/was not able to do activities that | usually do.
[ ] Refuse to answer
4c. When did the hypersomnia (excessive sleepiness or drowsiness) clear?
[ ] Less than 3 months after symptom started
[ ] Between 3 to 6 months after symptom started
[ ] Between 6 to 9 months after symptom started
[ ] Greater than 9 months after symptom started
[ 1 Don't know
[ ] Refuse to answer

5a. Do you still have disturbed sleep (nightmares, night sweats, etc.)?



[ ] Yes, I still have this symptom

[ ] Yes, Istill have the symptom but it is less severe

[ ] Yes, Istill have the symptom but it comes and goes
[ 1 No, the symptom has cleared

5b. Does/did the disturbed sleep (nightmares, night sweats, etc.) affect your
ability to do your normal activities?

[ 11 have/had the symptom but | can/could still do normal activities.
[ 1 The symptom really bothers/bothered me. It is/was hard to do normal activities.
[ 1 The symptom is/was very bad. | am/was not able to do activities that | usually do.
[ ] Refuse to answer
5¢c. When did the disturbed sleep (nightmares, night sweats, etc.) clear?
[ ] Less than 3 months after symptom started
[ ] Between 3 to 6 months after symptom started
[ ] Between 6 to 9 months after symptom started
[ ] Greater than 9 months after symptom started
[ 1 Don't know
[ ] Refuse to answer
6a. Do you still feel down or depressed?
[ ] Yes, Istill have this symptom
[ ] Yes, I still have the symptom but it is less severe
[ ] Yes, I still have the symptom but it comes and goes
[ 1 No, the symptom has cleared

6b. Does/did the feeling down or depressed affect your ability to do your normal
activities?

[ 1! have/had the symptom but | can/could still do normal activities.
[ 1 The symptom really bothers/bothered me. It is/was hard to do normal activities.

[ ] The symptom is/was very bad. | am/was not able to do activities that | usually do.



[ ] Refuse to answer
6¢c. When did the feeling down or depressed clear?
[ ] Less than 3 months after symptom started
[ ] Between 3 to 6 months after symptom started
[ ] Between 6 to 9 months after symptom started
[ ] Greater than 9 months after symptom started
[ 1 Don’t know
[ ] Refuse to answer
7a. Do you still feel anxious?
[ ] Yes, Istill have this symptom
[ ] Yes, I still have the symptom but it is less severe
[ ] Yes, Istill have the symptom but it comes and goes
[ 1 No, the symptom has cleared
7b. Does/did the feeling anxious affect your ability to do your normal activities?
[ 11 have/had the symptom but | can/could still do normal activities.
[ 1 The symptom really bothers/bothered me. It is/was hard to do normal activities.
[ ] The symptom is/was very bad. | am/was not able to do activities that | usually do.
[ ] Refuse to answer
7c. When did the feeling anxious clear?
[ ] Less than 3 months after symptom started
[ ] Between 3 to 6 months after symptom started
[ ] Between 6 to 9 months after symptom started
[ ] Greater than 9 months after symptom started
[ 1 Don’t know

[ ] Refuse to answer
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