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PARENT SURVEY: EXPERIENCE AFTER NICU DISCHARGE FOR NEONATAL
SEIZURES

Please answer the following questions based on your baby’s first 4 weeks after NICU discharge.
Scale (when applicable): 0 = Never / Not at all, 5 = Always / Extremely

Patient ID:

Attemptstocall: 1020304050

Language preferred: [J English [J Spanish [J Other:

Consent obtained: (I Yes [ No

Screening Question (All Families)

QO. At the time of NICU discharge, was your baby taking an antiseizure medication (ASM)? [J
Yes I No

Section A: Families Discharged ON Antiseizure Medications:

Q1A. In a typical day after discharge, how many ASM doses did your baby need?

010203 00ther:

Q2A. In a typical week, how many doses were missed or given late (>2 hours)? DoO102-30>3
Q3A. How often did you need help from another person to give the ASM? o0 1020304050
Q4A. How many different caregivers regularly gave the ASM? 01 0203 0>3

Q5A. While your baby was on ASM, did you notice sleepiness that concerned you? 0 0 1 02 [0
304050

Q6A. Did you notice feeding difficulties you felt were relatedto ASM? 00102030405

Q7A. How often did medication timing or seizure worries disrupt your family’s sleep? 0 00 1 [0 2
0304050

Q8A. Number of calls or visits to doctors or the ED related to ASM or
seizures: J0O0102023

Q9A. Pharmacy trips or refill difficulties per month:0 0 10203
04050

-

Q10A. Out-of-pocket costs for ASM: O None [ <$25 0 $25-$50 O Children’s Hospital

>$50

JRB Approved (2016-7131 2)

at Montefiore Einstein




image2.png
Section B: Families with Early ASM Discontinuation (OFF ASM)

Q1B. After discharge, how worried were you that seizures might come back because your baby
was not on medication?0 01020304050

Q2B. How often did fear of seizures affect your sleep or daily routine?0 0102030405
O

Q3B. How confident did you feel recognizing signs of seizures and knowing what to do?
od1020304050

Q4B. Did you feel you had enough medical support or guidance after discharge without
medication?

od1020304050

Q5B. Did you seek medical advice (calls, clinic visits, or ED visits) because of concern for
seizures?

O No O Yes — once O Yes — more than once
Section C: Counseling & Understanding (All Families)

Q11. | felt the medical team clearly explained the seizure plan at discharge.o01 02030405
[m}

Q12. | felt confident recognizing seizures and knowing when to seek help.o0 1020304050
Q13. | felt the discharge plan balanced safety with minimizing unnecessary medical care.
od1020304050

Section D: Outcomes After Discharge (All Families)

Q14. Since discharge, has your child experienced any events concerning seizures? [J No [J Yes
O Not sure

Q15. Since discharge, was any antiseizure medication restarted?
OO No O Yes O Not sure

Section E: Optional Comments

Q16. What was the most stressful part of managing seizures or

seizure risk after discharge? ‘ 2
. b) .

Q17. Is there anything you wish had been done differently at Chlldrens HOSPltal

discharge? at Montefiore Einstein
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