Appendix: 
A1: Suggested comments to families during the prenatal time-period 
1. “The best questions often come up on the drive home. In your packet, I have included a phone number to get back in touch with me directly when those questions arise.”
2. “Your SB coordinator will become a small part of your family. They will help be the glue that holds all the pieces together, including all your appointments, tests, imaging, and hospital/clinic information. “
3. First, Congratulations on your new baby! It is right and natural to be excited and to celebrate your new baby. There will be a long list of things that define who your baby is and who they will become, and SB is only one thing on that list.” “Sometimes, I have headaches, but I am not a headache, I am a person with hopes, dreams and life. Your baby will have spina bifida. However, your baby is not “a spina bifida.” He/she will also have hopes dreams and a life that are not defined by spina bifida.  
4. “Now that you are here, you have an entire team of people to rally around you to support you through this process. Do not be afraid to ask question or give us a call – that is what we are here for.”

A2: Suggested advice to SB coordinators
1. Be willing to take the whole family on a tour of all the places they will soon become familiar with. This includes the NICU, the clinic spaces of the providers they will be seeing, where they will be going to get lab and bloodwork done, and the imaging center. This will help them become familiar so that when the anxiety levels rise, this is something they will not have to worry about. 
2. Share your best guesses on the various timelines they will encounter. This includes the initial surgery timeline and the typical NICU stay. Inform them on what dictates some of the lengths of these stays, such as imaging and lab studies. Tell them about what testing will be performed and why. Let them know what follow-up visits will look like and when they will start happening. 
3. Make the health system a little less scary and big to them. Describe yourself as an easy point-of-contact for them so they have one number to call.

A3: Outline of survey:
1. Pre-screening: demographics and did you attend High Risk Pregnancy Counseling (HRPC)?
2. YES for HRPC:
a. Was HRPC at UAB? (yes/no)
b. I appreciated having the obstetrician and pediatric surgeon in the same room discussing my pregnancy and the postnatal care for my child.
c. I was more at ease during the pregnancy because of the multiple ultrasounds done prior to the birth of my child.
d. I was well informed and prepared for the delivery of my child.
e. I was well informed and thought the birth plan chosen was best, c-section versus vaginal.
f. I was well informed and prepared for my child's hospital stay after birth.
g. I was well informed and prepared for the complications that occurred after birth.
h. Was genetic testing utilized? (yes/no)
i. I received an accurate picture of what to expect regarding my child's initial closure procedure.
j. I received an accurate picture of what to expect regarding my child's initial hospital stay.
k. I felt prepared for the amount/intensity of treatment in the first year.
l. My child has hydrocephalus. (yes/no)
i. My child received one of the following hydrocephalus procedures. (Shunt or ETV/CPC)
ii. My child underwent (please provide a number, e.g. 10) surgical procedures in the first year of life. (number)
iii. This was more or less than I expected. (much less/less/neutral/more/much more)
iv. I received an accurate picture of what to expect regarding my child's potential to have hydrocephalus.
v. I received an accurate picture of what to expect regarding my child's hydrocephalus.
vi. The reality of hydrocephalus was better than I expected after the prenatal clinic conversation.
vii. The clinic discussion prepared me for life with hydrocephalus.
m. I received an accurate picture of what to expect regarding my child's mobility.
n. I received an accurate picture of what to expect regarding my child's cognitive milestones.
o. I received an accurate picture of what to expect regarding my child's physical milestones.
p. I received an accurate picture of what to expect regarding my child's emotional milestones.
q. I received an accurate picture of what to expect in regard to Spina Bifida Clinic.
r. I received an accurate picture of what to expect in regard to my child's bladder and catheterization.
s. I received an accurate picture of what to expect in regard to my child's bowel regimen.
t. The Spina Bifida handbooks were useful.
u. I received an accurate picture of what to expect regarding raising a child with spina bifida.
v. I benefited from the discussion in prenatal clinic.
w. What information, if any, did you find to be unhelpful or caused unwarranted anxiety? (free text)
x. What information, if any, do you wish would have been described to you? (free text)
y. What was the most informative or helpful information you learned? (free text)
3. NO for HRPC:  
a. I received a prenatal diagnosis. (yes/no)
b. I was well informed and prepared for the delivery of my child.
c. I was well informed and prepared for my child's hospital stay after birth.
d. I was well informed and prepared for the complications that occurred after birth
e. I received an accurate picture of what to expect with my child's spina bifida diagnosis.
f. I received an accurate picture of what to expect regarding my child's initial procedure.
g. I received an accurate picture of what to expect regarding my child's initial hospital stay.
h. Does your child have hydrocephalus? (yes/no)
i. I received an accurate picture of what to expect regarding my child's hydrocephalus.
i. The discharged teaching I received in the NICU prepared me for taking my baby home from the hospital?
j. I felt prepared for the amount/intensity of treatment in the first year.
k. During your NICU teaching, what information, if any, did you find to be unhelpful or caused unwarranted anxiety? (free text)
l. What information, if any, do you wish would have been described to you? (free text)



