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Hello. My name is . I would like to thank you for your interest in this important
project about spina bifida! Without families like yours volunteering, we would not be
able to learn what it is like to grow up with spina bifida in the United States today. Your
information is very valuable to us.

Before we continue, I just need to ask two questions to make sure that you are eligible for the
study.

Is your child between 3 and 5 years old? YES NO

And has he or she been diagnosed with spina bifida or myelomeningocele?
YES NO

IF NO TO EITHER OF THESE QUESTIONS, SAY: We need to talk to parents whose child is
between the ages of 3 and 5 and has spina bifida. You aren’t eligible for the study at this time, but
I do thank you for your interest and your time. Do you have any questions for me? (ANSWER
QUESTIONS, IF ANY). Have a nice day. Goodbye.

IF YES, CONTINUE.

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
information unless it displays a currently valid OMB control number. Send comments regarding this burden estimate or any
other aspect of this collection of information, including suggestions for reducing this burden to CDC/ATSDR Information
Collection Review Office, 1600 Clifton Road NE, MS D-74, Atlanta, Georgia 30333; ATTN: PRA (0920-XXXX).



We are designing a project to learn more about what it is like to grow up with spina
bifida. The information we collect today will help us design the project and help us
identify the best ways to collect information from families like yours. We will ask you
questions about your child’s development and learning, mobility and functioning, general
health, nutrition and physical growth. There are some questions about possible medical
concerns that your child may or may not have experienced. There are also some questions
regarding you and your family. When we finish the survey, we will ask you for your
consent to review your child’s medical and early intervention records. We will send you
two separate forms to authorize the release of the medical and early intervention records.
If you would rather not let the project team review your child’s records, that is fine. You
can still participate in today’s survey.

Before we continue, I'd like you to know that taking part in this research is voluntary.
You may choose not to answer any questions you don't wish to answer, or end the
interview at anytime without penalty. In appreciation for your time, we will send you
$25.00. The survey will take about 30-40 minutes.
May I begin the interview?

(Interviewer: Circle one response) YES NO



A. DEVELOPMENT AND LEARNING

REPLACE X WITH CHILD’S NAME

First, let’s start with a few basic questions about you and X.

A1l. What is your relationship to X?

Mother (biological, step, foster, adoptive)...........ccceeruvreerrnnns 1 SKIP A2
Father (biological, step, foster, adoptive).........cccecvveeeeuvveennnn. 2 SKIP A2
Sister (step, foster, half, adoptive).........ccecceeevverrieireerneennnnn. 3 SKIP A2
Brother (step, foster, half, adoptive).........ccccevvveervierrverreennns 4 SKIP A2
In-1aw Of aNY LYPE...eervieieeieeeeeeeee et 5 SKIP A2
N 1 U 6 SKIP A2
UNCLE.c. ettt ettt 7 SKIP A2
Grandparent.........cceeeeeveeeeerieeeeieeessieeeeseeeesssenreeeeeessessssnnnnns 8 SKIP A2
Other family MemMDeT...........ccccvvrveiriieiriieie et eeesreee e 9 SKIP A2
Other NON-TElAtiVe........ecvvieeieeee e errree e 10 SKIP A2
Female guardian...........ccecceerveeeneenniennienieenieeeieeseeeneee e 11  SKIP A2
Male gUArdian........cocveeeueeerierreernieeeeesrieesreeessrreeesensereeesens 12 SKIP A2
Other, SPECIfY.....ccecieviieierieeeeee et 13

REfUSEA....ccviectieceeeeeee ettt et -1 SKIP A2

A2. Specify other relationship

A3. Is X male or female?

Y] =1 (=T RRRRURRPPPRTRRR 1
FOMAle....ooiiiiiiiiiiiiieieeeeeeeeeeeeeeeee e 2
RefUSEA.....coooeiiiiiiiiieeeeeeeeeeeeeeeeee et eeeaaaas -1

A4. How often do you and X live in the same household...

AlLthe tiMe...c.eeiieiieeieeteet ettt 1 SKIP A5
Sometimes, specify how often.........ccccccevveeveeecieenvieencnennns 2

NOVET ...ttt 3 SKIP A5
Refused.....ccueeieriiieieeteeeeeeee -1 SKIP A5

A5. Specify how often you and X live in the same household

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
information unless it displays a currently valid OMB control number. Send comments regarding this burden estimate or any
other aspect of this collection of information, including suggestions for reducing this burden to CDC/ATSDR Information
Collection Review Office, 1600 Clifton Road NE, MS D-74, Atlanta, Georgia 30333; ATTN: PRA (0920-XXXX).



A6. Now I will ask you some questions about X’s development, behaviors and learning.
There are also some questions about early intervention services that X may have used.
Do you have any concerns about X’s cognitive development? By cognitive development,
I mean things such as age-appropriate thought processes and intellectual abilities,
including attention, memory, academic and everyday knowledge, problem solving,
imagination and creativity.

D T O PSSP PP PPPPPPPPPP 1
IOt tieeeteerteerte et e st e st e s teeeteesrreesaneestaeseennraeessnrreaeeens 2 SKIPTO A8
L3 0) 1 10 310 -2
Refused.......ccooviiiiiiiienieteece e -1

LY E0010) (o) 1 (/=) y 1 LSS 1
Moderate CONCEIMNS......ccvveeeiereeeeerreeeerreeeereeeeeeennrrreeeeeeess 2
SEVEIe COMCEIMS......ccceeeeererrrirrrrrreeeeeeeeeerrraenneseeeenrsrennaaeees 3
DON’t KNOW.......uvviiiiiieiiieee ettt eeeeeeeees -2
RefUSEA.....cceviieeeeeeee et -1

A8. Do you have any concerns about X’s emotional and social development? By
emotional and social development, I mean things such as age-appropriate self-
understanding, ability to manage one’s own feelings, knowledge about other people,
interpersonal skills and friendships.

Y Sttt e e e 1
IOttt ettt e e ete e s e e s b e e bae e bae s eerbaaeeeenrraaeaens 2 SKIPTO A10
DOt KNOW.....oiiiiieeeiee ettt vee e -2
REfUSEA...ccvvieieeieececce e -1

A9. How would you describe your concerns about X’s emotional and social

development?
MINOT CONCEITIS. .. uuuvrreeeieriirieeeeeeireeeeeessssnsssesseanans 1
Moderate CONCEIMNS.....ccccvveeerreereerrerearreeesreeeesssnnnrreeeeeees 2
SEVEre COMCEIMS....ccceeuueiirerieeiiieeee et 3
| DT0) 1 L A 4310 )R -2
Refused.......ccooviiiiieiiiieectcece et -1

A10. Do you have any concerns about X’s physical development? By physical
development, I mean things such as age-appropriate changes in body size, proportions,
appearance and the functioning of various body systems.

Y S e e e e e e e e aae 1
N O oottt ettt ettt e e e e e e e e e ar——————teteeteeeeraaaas 2 SKIPTO A12
DON’t KNOW.eoiiiiiiiiiiiiieieeeeeeeeeeeeeeeeeee ettt e e s e e seeessessasaeeeeeseanneans -2

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
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IMINOT COMCEITIS. ... uuuvuverrrrreeeeeeeeeeeesessesssssssssnnsnsrrseeaseeesssssssnsssessesnnns 1
MOAErate CONCETINS.....cccvvreeerreeeereeeeereeeeerreeeeisreeesereeeesseeeesesensnnnnns 2
SEVEI® COMCEITIS. ...ceeeeeeeeeeeeenennnrrrrrrreereeeeeeeeeeeeeeeseessesesssssssnnaseesssnses 3
DON’t KNOW....eiiiiiiieeiieeciee ettt ettt e e tee e e e e e s veeeesvae e e annnes -2
REfUSEA ..ot -1

Y S et e et e st e e e e et e e e e e eaen 1
NO et e et e e e e ba e etaesraeennreens 2 SKIPTO A14
DON’t KNOW.....eiiiiiiiiciieeecitee ettt e e e e e ssvee e e aree e e e e e e -2
RefUSEA ....eviiiiiieceecccce e s -1

IMIDNOT CONCEIMS. .. .uuuuuerrrrirrrrreeeeeeeeeeeeeeeeieeeeeeeeeessssnneeaaaeseees 1
Moderate CONCEINS......ccvveeerreeeeerreeeeerereeereeeeeeennnrreeeeeeens 2
SEVEIe COMCEIMS.....ccceeecueerrrirrrrrrrreeeeeeeerrrrnneeeeeesnnernnnaaaees 3
DON’t KNOW.....oiiiiiieeeiiieeetee ettt e -2
RefUSEA.....cceviieeieeeeeecee e -1

A14. Keeping in mind X’s age, do you have any concerns about his/her ability to
concentrate?

Y Sttt e s e e 1
IOttt ettt et e et e e cte e e e e e b e e bbe e bae e eetbbaee e e abraaaaeas 2 SKIP TO Al6
DOn’t KNOW....eouiiiiiiiiieiieenieeeieeeie st e s -2
RefUSEd.....cceveeeiieeeeee et -1

MINOT CONCEIMS. .. .uuuvuerrrrrrerereeeeeeeeeeseeneessssassssessnssnnnesssenenes 1
Moderate CONCEINS......cccvveeerreeeeerreeeeireeeeereeeeeeennnrreeeeeenns 2
SEVEIE COMCEOIMS. ...cceeeeuerrurrrrrrrrereeeeeeeeereesnnneeeesssssrninaaeees 3
DOt KNOW.....oiiiiiieeciiee ettt e e -2
REFUSEA......ceveiieeeeceee et -1

A16. For the next series of questions, I would like to compare X to children about the
same age who do not have spina bifida.
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Some children are fairly quiet and passive and it takes a lot to get them to react to things.
Does this sound ...

Very much like X......cooooiiiiiiiiieieieiee e 1
g AN 11 L 1 SO, o ) RN 2
INOt LIKE Xiouvriieieeciieeieeeieeeieeeieesteeseeesereesieessveessveessnnenns 3
| Do) 1 L A 4310 )R -2
RS 1Y =T AN -1

A17. Some children are good at paying attention to things and staying focused on what
they are doing. Does this sound...

Very much like X.....coooiiriiiniiiieeieneeeeeeeeeeeeeeee e 1
A Tittle 1IKE X, OTuuueeeeeiiiiiieieeeiiieeeeeeeeereee e 2
INOt HKE Xiourreeeieeciieeieeeieeeieeereesteesereeseneesreesveesvaessnnens 3
DOt KNOW....viiieiieieiie e cieeseciee e evee s e eveaeee s -2
RefUSEd...ceiiiiieiiiiiiieeee et -1

A18. Some children like to do things on their own even if it’s hard. Does this sound...

Very much like X.....coooviiriiiniiinieeieiteneeeie e 1
A Tittle 1IKE X, OTuuveeiieiiiiiiiiieeeiieeeeeeeeeeeveee e eeeeaaen 2
INOE LHKE Xi.eeiieeeiieeeeitee ettt eeree s ere s eetee e e e e evee e e naee e 3
DON’t KNOW....ceiiiieeiciieeeciee et e eree e e errre e e e e e -2
RefUSEd..ceeiiiiieiiiieeeee e -1

A19. Some children are restless, fidget a lot, and have trouble sitting still. Does this
sound...

Very much like X......oooooeiiviiiieeieeeiee e 1
g AN 11 L 1 SO, o ) RN 2
INOt LIKE Xiouvreiiieeciieeieeeieeeieeereeeieeseeeseeeesteesveesnveessneenns 3
| DT0) 1 I A 4310 )R -2
S 1Y =T AN -1

A20. Some children try to finish things, even if it takes a long time. Does this sound...

Very much like X.....cooiiiniiiiniieiienteeeeeeeeeeeeeee e 1
A Tittle 1IKE X, OTuuveeeeiiiiieiieieeiiieeeeeeeeeeveee e e 2
INOt ITKE Xttt 3

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
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A21. Some children get easily involved in everyday things that go on at home, like
playing with toys, or paying attention to conversations. Does this sound...

Very much LKe X.....oooovieieiriierieeseecieeeieeeieeeeessvneeeeens 1
A Tittle lIKE X, OF...uvviiiiieeiieeeeeeeireee e eeeeeeeeeeee e e e 2
INOE TIKE Xiouereiiieeiieeieeeieesiteeieeeteeseeesreesaeesveesaveesnae e 3
L3 0) 1 10 310 -2
RefUSEd...ceiiiiieiiiieeeeec e -1

A22. Some children get very distracted by sights and sounds, and can’t seem to screen
them out very well. Does this sound...

Very much like X.....coooviiiiiiniiieienieiieeeieeeieeeeeesiieee e 1
g AN 11 L 1 SO, o ) RN 2
INOt IHKE Xttt ettt re e e ree e 3
Do) 1 I A 4310 )T -2
2T YT AN -1

A23. Some children are frequently anxious or depressed. Does this sound...

Very much Like X.....oooovvievieiniiinieereenieeeieeeieeseeesineeeeens 1
A Tittle JIKE X, OTuueveeeeiiieiieiieeeiieeeeeeeereeeee e e 2
INOE LIKE Xioneiiiiieeiieeieeeieeeteee ettt 3
DOt KNOW.....eiiiiieieiiieceieeeiee s eciee e e sevee s evvaeee s -2
RS Y =T AN -1

A24. Some children have a lot of trouble making or keeping friends. Does this sound...

Very much LIKe X.....ooooivieieiriierieeseecieeeieeeieeeeeesvneeeeens 1
A Tittle lIKE X, OT...uvviieiieeireeeeeeerreee e e eee e e e 2
INOE LIKE Xiouerieieeiieeieesieesiteeieesteeseeesere e e sveesveesnee e 3
L3 0) 1 10 310 -2
RefUSEd...ceiiiiieiiiieeeee e -1

A25. When some children are with other children their same age, they take turns and
cooperate. Does this sound...
Very much like X......oooooeiiviiiieeieeeiee e 1

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
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other aspect of this collection of information, including suggestions for reducing this burden to CDC/ATSDR Information
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A Tittle 1IKE X, OTuuueeieeiiiiiiiiieeiiieeeeeeeeeeeeee e e e 2

I\ (o180 1 <10 RPN 3
| B 7o) 1 0 4 (0 ) 2PN -2
REfUSEA..ccevveeieiirieeieiiee et eeeieeeeeraeeeeeraeeeeeraaneeans -1

A26. Would you say that X...

Has No trouble playing with other children,..................... 1
Has some trouble playing with other children, or.............. 2
Has a lot of trouble playing with other children................ 3
DOt KNOW....eiviiiiiiiieieiiienieeectcteiesreeteeereie e -2
RefuSed.......cocuioieiiiniecicecee e -1

A27. Compared with other children about the same age, how would you describe the
appropriateness of X’s behavior? Would you say that his/her behavior...

Is typical and appropriate for his/her age,.........cccccceueee. 1
Is mildly inappropriate,..........ccecceeeveerieeerseeeniieeeeriieeeeeene 2
Is moderately inappropriate, or.........ccccceevveeeneeernveennnneen. 3
Is severely inappropriate?.........cccceeevveeeeceveeercveesesveeeessnnennns 4
DON’t KIOW..c.ueeriiiiieiieiieiereeneeieee et -2
Refused....coveeieieieee et -1

A28. Compared with other children about the same age, does X learn, think, and solve
problems...

Better than other children his/her age,.........cccceeevveerveeenns 1
As well as other children,............ueeeeveeeeeeiiiiiiiiiiiiiiieeeeenen. 2
Slightly less well than other children, or.........c.ccccceuueee. 3
Much less well than other children..........cccceeevvervvercennnnns 4
DON’t KNOW...ooueiiiiiiiiieeiienieenie et seeaee s -2
RefUSE....ccuiiiieeiiieciieeeeceee e -1

A29. How often does X play with or interact with other children his/her age (do not count
other family members)?

DALY ..ttt 1 SKIP A30
WKLY ...ttt 2 SKIP A30
IMONEALY...ooeiiiiieiiieeteeeeee et 3 SKIP A30
Less than monthly ........ccccceeeviieviennieniienienieeeeieee s 4  SKIP A30
NEVET ...ttt et et e e e e 5 SKIP A30
Other, SPECIfY.....cceeeierieieeeeeeereeee e 6

DON’t KNOW......eeiiiiiieiieieeie ettt -2 SKIP A30

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for 8
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Refused.........ccooueviiniiiiiiiiiiiiiiiic -1 SKIP A30

A30. Other specify

INTERVENTION SERVICES

A31. Did X ever receive services from a program called Early Intervention services
(called Babies Can’t Wait in Georgia)? Children receiving these services often have an
Individualized Family Service Plan (IFSP)

Y Sttt e e st e e s e e e e as 1
IOt iteeeteerte et eree st e st e s te e et e e s eeesareesbaeseesnntaeesenrreaaeans 2 SKIP TO A41
| DJ0) 1 I A 4310 )T -2
Refused.......c.ooviiiiiiiienitceceeeeee e -1

A32. What type/s of Early Intervention services did/does X receive?
READ OPTIONS AND CHECK ALL THAT APPLY

Equipment devices and/or Services..........cccceeverveeeenunennn. 1 SKIP A33
AUdiologY SEIVICES......cevvveerrerrieerrerseeeseeesreeesesareeeeens 2 SKIP A33
Family training, counseling, and home visits.................. 3 SKIP A33
Health Services........ccceeververniereeneenieiee e eeeeeeeeee s 4 SKIP A33
Medical services only for
diagnostic or evaluation purposes............cceceeeeeuueeene. 5 SKIP A33
Occupational therapy........cccceceeererevieinieeeeriireeeeeceeee e 6 SKIP A33
Physical therapy........ccecceeevveeevieirieeieeeceeeeesreeesreee e eeens 7 SKIP A33
Psychological Services........ccccevvvereierveeeiiniiieeeeniieeeennns 8 SKIP A33
Service coordination SeIVices..........coceeeerveeruerseenseennueeenns 9 SKIP A33
Social WOTK SEIVICES.......ccevverrieiniiriieeiteeiee st eeiee e 10 SKIP A33
Special INSUCHION. ......cevvvieririeriiereeere et eeeee e 11  SKIP A33
Speech-language pathology.........ccccceevveeeecveeinciierenieeenns 12 SKIP A33
Transportation and related COStS.........ccceeerveerecvieereeeeennns 13 SKIP A33
Other, SPECIfY.....ccccveiivieiriiirieerie et 14
DON’t KNOW......eeiiiiieiieiteeee ettt -2 SKIP A33
Refused......c.oouerienieieieeeee e -1 SKIP A33

A33. Other specify

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
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A34. How old was X when he/she first started regularly getting Early Intervention
services from a professional?

A35. (years) (months)

A36. How old was X when he/she stopped getting Early Intervention services from a
professional?
IF STILL RECEIVING EARLY INTERVENTION SERVICES WRITE “NOT
APPLICABLE”

A37. (years) (months)

A38. What was the reason/s X stopped receiving Early Intervention services?
CHECK ALL THAT APPLY

Age (i.e., 100 01d)....ceieeiieiiieeeeiie et 1 SKIP A39
Completed the duration of services recommended............ 2 SKIP A39
You (i.e., parent) decided to stop using services............... 3 SKIP A39
Other, SPECIfY.....cccvieeiieeiiiccieeeeere et e s e 4

DON't KNOW..c.uiiriiiiieiieiieieeienteiteeeeee st -2 SKIP A39
Refused.....cuoeieiieieieieteeee -1 SKIP A39

A39. Other specify

A40. How would you rate the Early Intervention services that X received?

EXCOILENL.....uviiieeiiieeieeeieecre et esreesvee e e earree e ssrraaaeeas 1
A2 7 € Lo To T O 2
GOO ..ottt a e e s 3
Fal oo 4
POOT ..t 5
[ D10) 1 I A 4110 ) ST -2
RefUSE.....ccveeiiieiieeee et e -1

A41. Is X currently or did he/she ever receive services from a program called Special
Education services? Children receiving these services often have an Individualized

Education Plan (IEP)
D TP O P PP PP PP PPPPPPN 1
[ TSRS 2 SKIP TO A49
DON’t KNOW....couiiiiiieiieiieeeieeeieeere s esreeseesveee e s e -2
RefUSed.....ccveieieeieeeecee e -1

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for 10
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A42. How old was X when he/she first started regularly getting Special Education
services from a professional?

A43. (years) (months)

A44. How old was X when he/she stopped getting Special Education services from a
professional?
IF STILL RECEIVING EARLY SPECIAL EDUCATION SERVICES WRITE “NOT
APPLICABLE”

AA45. (years) (months)

A46. What type of Special Education services does/did X receive?
READ OPTIONS AND CHECK ALL THAT APPLY

Equipment devices and/or SErvices...........cceeeevvvvvveeeeeennnn. 1 SKIP A47
AUAIOLOZY .. veeveeeieienienteterte et 2 SKIP A47
Behavior support/counseling/psychology services............ 3 SKIP A47
Health Services.........ccevveeiviiriieniieieereeeeeee e 4  SKIP A47
Medical services only for diagnostic

Or evaluation PUIPOSES.........ccecvereeiveeeerieeeerrieeeeeeeenenens 5 SKIP A47
Occupational therapy.........ccceceeeveervieinieeiniieeeeeeieeee e 6 SKIP A47
Physical therapy........ccocceeeveenvierreenieeeseessreeseeeesnreeessnenns 7  SKIP A47
Psychological Services........ccceveevvereecveeenieiiiieeeeeeeeeeessnens 8 SKIP A47
Service coordination SETVICES........c.eveveerveerverseersvnreeesnnns 9 SKIP A47
Social WOTK SEIrviCes........ccceevuerieneenernieesienienteeeeneee 10 SKIP A47
Special INStrUCHION. ......ceveuierrieriierieeie et 11  SKIP A47
Speech-language pathology.........ccccecevevevneerceerceennneenn. 12 SKIP A47
Transportation and related COStS.........ccceeevvveerecvieeeeeenennnns 13 SKIP A47
Other, SPECIfY.....ceeeeeeieeierieeee e 14
DON’t KNOW....ueiiiiiiiiiieiieicee ettt -2 SKIP A47
RefuSed. ..ot -1  SKIP A47

A47. Other specify

A48. How would you rate the Special Education services that X receives/received?

| (el 131 SRR 1
VEry GOOM.....coouiiiiiiieeitete ettt 2
(@700 1o [T 3
Fail oottt 4

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for 11
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A49. Does X currently...
READ OPTIONS AND CHECK ALL THAT APPLY
Attend a preschool program in an elementary school........ 1

Attend an early childhood or

preschool center, or nursery school............c.ccccvveeeeennn.. 2
Attend a child care Center.........ccocceeeveeeeierseenseensieenieeeenn. 3
Receive home-based Services.......c..cceceeveenieneeseeneeennnneen. 4
Attend another program, specify.........ccccceevvveenvveeeercvennnnn. 5
Does not attend any center and

does not receive any home-based services..................... 6
DON’t KNOW...ooueiiiiiiiiieeieeneteseeete ettt e -2
Refused.....ccooierienieieieee e -1

B. GENERAL HEALTH

Great! Let’s switch gears. The next few questions will be about X’s general health. There
are also a few questions about your own health.

B1. Compared with other children about the same age as X, how would you rate X’s
physical health in the past month?

EXCeIINt......uiiieeiieeeieeeeee ettt e e e e e e 1
VETY GOOU.....coccviieieiiieeiieeeeeieesreesreesaeeeeesseeeessnesaee s 2
GOOM ..veiereeie ettt ettt e sa e e re e e s et e e e s e nraeeeeenes 3
Fail oot 4
POOT ..t 5
DOn’t KNOW....couviiiiiiiieiiieeiteeieeete et e s -2
Refused.....ccoeeviiiiieieecieceitceecee e -1

B2. Compared to other children about the same age as X, how would you rate X’s mental
and emotional health in the past month?

EXCEIIONL.....uiiiieieieeiieeeiecete et eee et esreesvree e s e ereeeesenes 1
VEIY GOO....coeieierieneiiieiteieee ettt 2
GOO ..ottt ettt arra e e s 3
Falil ottt e e e 4
POOT ..t 5
L 30) 1 10 310 U -2
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RefUSEd......oooeiiiiiiiiiieeeeeeeeee e -1

B3. How would you rate your own physical health in the past month?

EXCeIIeNt......eiiiieieeeeeeeeceee ettt e e e e e e 1
VEry GOOG.....coouiiiiieiiiteeeee ettt 2
GOOM ...eeiereeiiecee ettt ettt see e e te e e s et ee e s e nrraeeeenes 3
Fail coeeeeieee e 4
POOT ..t 5
DOt KNOW.....eiiiiieeeiiie e ciee s ecvee e e evee s e eeeeaeee s -2
Refused.....ccoeiviiiiieiiececcitceecee e -1

B4. How would you rate your own mental and emotional health in the past month?

EXCEIIENt......eiiiieiieeeeee ettt e e e e e e 1
VEIY GOO....coeieieriinieeieeiteieete ettt 2
L0 Yo Ta O UUSPPPRRRN 3
FaiT oot 4
POOT ... 5
L 30) 1 10 310 -2
RefUSed.....ccveiiieiieeee et -1

YOS ettt s e 1
IOttt ettt st e s te e et e e st e e re e bae s seabraeessnbreaeeens 2 SKIPTOC1
L30) 1 10 310 -2
RefUSEd.....ccuveiiiieiieeee et -1

D1 2SO UPUPPRR 1
A couple of times per week (2 times/week)............ccouu..... 2
A few times per week (3-6 times/week) .......cccecveerrenrnennn. 3
A couple of times per month...........ccccevevieviieeviieeeeciieen, 4
DON't KNOW..c.ueeriiiiiiiieiieienieneeeeieeeee et -2
RefuSed. ..o -1

B7. How long has X experienced the pain? Would you say...

Less than a MoOnth..........ccccevveiiiieiniieniee e 1
At least 1 month but less than 3 months..........ccccceeeunneen. 2
At least 3 months but less than 1 year or, .......ccccceeveunneeen. 3
Greater than 1 Year.........ccuevveeervieeniiernieenieeeeeieeeiieee s 4

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
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DON’t KNOW....ooiiiiiiiiiiiieeeeieeeeeeeeeeeeeeeee e s e e e e e eaaans -2
RefUSEA.....coooiiiiiiiiiiieeeeeeeeeeeeeeeeee et e e -1

B8. During the past month, has X had a problem with pain that lasted more than 24
hours?

Y Sttt e e e s e 1
[ T TR 2
DOn’t KNOW....coeiiiiiiiiieiiieeiteeieeeie e s -2
RefUSE.....cceveieieeeeeee et -1

B9. In general, when X complains of pain has the pain been caused by a specific injury
(e.g., because of a fall)?

Y Sttt ettt e e s e e e e s e e e e e e e e e s 1
[ T TP 2
Do) 1 I A 4310 )R -2
RefUSE.....ccveieieeeeeee e e -1

B10. In general, does X feel more, less, or about the same amount of pain as other
children?

IMOTE PAIM.eiiiieeiiiiieerieiirteeeeesiireeeeessereeeesssirreaeeeeeeaaaaeas 1
About the same amount of pain.......c.ccceeeveeevvereeerieercneennn. 2
LeSS PAIN..ciiiiiiiiiiiiieiieiteee ettt e e e e e e 3
DON’'t KNOW..cuieriiiiiiiieiieiceiesteeeeeee et -2
Refused.....cuooieriiieieiteee e -1

B11. Regarding X’s pain, which regions are generally affected?
READ OPTIONS AND CHECK ALL THAT APPLY

=T T O RUPPU 1 SKIP B12
INECK. .eeeeetiee ettt ettt e et e e e e e e rr e e e ree e enraeaeeaaeens 2 SKIP B12
Face/Teeth......ccoeieiniiiiieieceectcre e 3 SKIP B12
1531081 (=) USRS 4 SKIP B12
UPDPET @IMN.ccceiiviieeeieeieeeeeseeireeeesseereeeessssesseeseeseeeeaaeeas 5 SKIP B12
1LY I 1+ o SRR 6 SKIP B12
LOWET @IM..ccieiiieiiiieeiieeteee st e eeee e e e 7  SKIP B12
HanN...ooieeieeieccccce et s 8 SKIP B12
BULtOCKS. ...eeeviecieecieeeieeeie e ete e s svrre e e evaeee s 9 SKIP B12
UDPPET L.ttt 10 SKIP B12
111 e 1=~ R SPUSPRRR 11 SKIP B12
LOWET 1€8....eiieiieeeeiee ettt etee e e e e e e 12 SKIP B12

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for 14
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing

the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
information unless it displays a currently valid OMB control number. Send comments regarding this burden estimate or any

other aspect of this collection of information, including suggestions for reducing this burden to CDC/ATSDR Information

Collection Review Office, 1600 Clifton Road NE, MS D-74, Atlanta, Georgia 30333; ATTN: PRA (0920-XXXX).



FOOt....iiiiiiiiiiiiii 13 SKIP B12

SEEIMUML...eeeiiiiiiiiieieeeieeee e e e e e e e 14  SKIP B12
O] 1 1L PR 15 SKIP B12
ADAOMEN ....ooiiiiiiiiiieiecee et 16  SKIP B12
1] 51 1 =TSSP 17  SKIP B12
Other, SPECIfY....c.ceeeeeiieiieeeteeeee e 18

DON’t KNOW...cocuviieiiiiieiieecieeeieeeie e esreesresvree e e s -2 SKIP B12
REfUSEA...ccvvieieeieeceee et e -1 SKIP B12

B12. Other specify

C. MEDICAL INFORMATION

Those were the questions I had about general health. Now I am interested in medical
problems that X may have experienced. As you know, children with spina bifida may
experience certain medical problems and need special care and treatments. The next
series of questions are about such potential medical problems and the related care that
may be required.

HEALTH CARE
C1. During the past 12 months, how many times did X see a doctor, nurse, or other

health care professional to receive care or treatment directly related to spina bifida?
Please do not include well visits or general physical exams. times

C2. Where does X receive his/her spina bifida related medical care most often?

Private physician’s office........ccccceuervviecieeeiieeicie e, 1 SKIPC3
EMergency IOOM.. .......uueeeiireieeeeeeieeeeeeeeerreeeeeeeeeeeeeeeens 2 SKIP C3
Hospital outpatient department...........cceccvveeeerevveeeeennnees 3 SKIPC3
Clinic or health center

(NOT multidisciplinary spina bifida clinic).................... 4 SKIP C3
Multidisciplinary clinic specialized in spina bifida.......... 5 SKIP C3
Some other place, SPeCify........ccceeirveerercieneereeeeeeeae 6
X does not go to one specific place most often................. 7 SKIP C3
Don’t KNOW...coueiiiiiieiiiiieteeeeeteeeee et -2 SKIP C3
Refused....cccueeieriiieiee e -1 SKIPC3
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C3. Some other place
specify

C4. During the past 12 months, would you say that X received all the spina bifida related
care that he/she needed?

Y Sttt ettt et et e et e be e e be e b e e abb e e e e eaerraeas 1 SKIPTOC7?7
IN Ottt 2
L3701 10 €010 U -2
Refused......ccevviiiiieiececcteeecere e -1

C5. Why did X Not get all the spina bifida related care that he/she needed?
CHECK ALL THAT APPLY
(READ RESPONSES ONLY IF NECESSARY)

CoSt t00 MUCK.......eeiiiiiiiiiiiteeeeeee e 1
INO INSULAMNCE. .....uvteeeiiieeeieeeeniteeeeieeesireeesssiireeeeeeeeeeeens 2
Health plan problems..........cccecoveieevieinicieeieeeeeeciieeeeeen, 3
Can’t find a doctor who accepts X’s insurance................ 4
Not available in area/transport problems............c.c..c........ 5
Not convenient times/could Not get appointment............ 6
Doctor did not know how to treat or provide care........... 7
Dissatisfaction with doctor...........ccoceeieviinennenncnneeennnee. 8
Did not know where to go for treatment.............ccceeuen.... 9
Child refused t0 0......cocceeeereereeneenieenieneeeeee e 10
Could not get time off from work to go.........ccccveeueeneee. 11
Treatment iS ONGOING......cccccveerriereriieeeriieeeeieeeesreeeeeaeee 12
NO referral.......c.coceeieriinienieeeeetee e 13
Lack of resources at school/daycare..........cccceeeeeeuvveennne. 14
Other, SPeCIfY......covieriiiriieniierieerteerre e 15
DON’t KNOW...ouiiiiiiiiiieieeiceteeteeteeteite et -2
REfUSEA....eeeieeieeeeeeeee et -1

C6. Other

specify

C7. During the past 12 months, how many times did X see a doctor or nurse for general
preventive care, such as a physical exam or a well-child check-up? Please do not include
doctor/clinic visits specifically related to spina bifida (e.g., visits to a neurosurgeon or
urologist). times

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
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C8. Where does X receive his/her general/preventive medical care most often? (e.g.,
immunization, well-child check-ups)

Private physician’s office.......c.cccoevvevrviiniiinsiinieeeeeieeen, 1 SKIP C9
EMergency IOOM.........uuteiiirrieeeereinieeeeeeeeeeeeeeeeeeeeeeeeens 2 SKIP C9
Hospital outpatient department...........c.ccceeeeeeeeeeecnnreenennen. 3 SKIP C9
Clinic or health center

(NOT multidisciplinary spina bifida clinic).................... 4 SKIP C9
Multidisciplinary clinic

specialized in spina bifida.........cccceeceevviiinviiiniieniieecieens 5 SKIP C9
Some other place, SPeCify.......ccceeveeevieeeveerierireeceeerieeeens 6
X does not go to one specific place most often................ 7  SKIP C9
DON’t KNOW..c.ueiiiiiiiiiiiieieeeetcteee et -2 SKIP C9
REfUSEd. ..ot -1 SKIP C9

C9. Some other place
specify

C10. Now I will ask some questions that have to do with neurosurgery and urology
What is X’s level of lesion?

ThoraciC 1eSIiON.....cccviecieeeieeeieeee e 1
Mid-lumbar 1€SioN......ccccviieriieieiiieeeieeciee e 2
Low-lumbar 1eSion.........coccveerciiieiennienieneeeiiiee e 3
Sacral 1eSI0N.....ccueeeieiieeeiieeieeeie e eree e e 4
DON’t KNOW.....oiiieiieeeiiee ettt evee e ee s -2
Refused.......ccooviiiiiiiieieececeee e -1
NEUROSURGERY

C11. Most children with spina bifida have a shunt. Does X have a shunt?

D T OO PSSP PPPPPPPPPPPPPN 1
IOt tteeete et esteeeee et e ste e e steeete e st e e seeestaeseennnaeeesnrreaeeens 2 SKIPTO C21
DOt KNOW.....oiiiiieeeiee ettt vee e -2
Refused.......ccooviiiiiniieiieecectce e -1

D T OO PSSP PPPPPPPPPPPPPN 1
0 PN 2 SKIP TO C15
DOt KNOW.....oiiiiieeeiee ettt ee e eevee e e -2
REfUSEA...ccvvieieeieeceee et e -1
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C13. What made you suspect that there may be a problem with X’s shunt?
CHECK ALL THAT APPLY

Complaints of headaches...........cccceeeveeceeicieeciecieeeien 1 SKIP C14
Difficulties ating.........ccccevvveervieerreeniiernreerreesiesseeeeeeens 2 SKIPC14
GABGING .eenveenveeierieeiteniterieete ettt et et et st et e st e b 3 SKIPC14
WK CIV..eoiieiieieeieeierte sttt sttt 4 SKIP C14
FUZZINESS.......cooviiiiiiiiiiiiiiiiiicnitcccc e 5 SKIP C14
ATm WeaKNeSS. ....cooueeiiiiiiiieiieeee ettt 6 SKIPC14
High pitched CIy....cocccoiiiiiiiiiiieeeeeeeen 7 SKIP C14
Noisy breathing..........ccccecvveevieeevieesieriiesieecee e 8 SKIPC14
Cyanosis (was turning blue).........ccccceeveereeveereccieeeeeeeennnn. 9 SKIP C14
Difficulties breathing...........cceccevveerrvieeirsiiieeeincieeeeeenns 10 SKIP C14
Other, SPeCIfY....ccccurieeeeeiceecerreee e 11

DON’t KNOW......eeiiiiieiieieece ettt -2 SKIP C14
Refused.....cc.oeierieniiiiieeeee e -1 SKIP C14

C14. Other,

specify

C15. Has the shunt ever been obstructed?
YOSttt 1
IOttt 2 SKIP C16
DOon’t KNOW...couiiiiiieiieiieeeteeieee et -2 SKIP C16
Refused.......ccooviiiiiiiieieececeee e -1 SKIP C16

C16. How many times has this happened in X’s life? time/s

C17. Has the shunt ever been infected?

Y Sttt e e e e e e e 1

N Ottt 2 SKIP C18

DNt KNOW.....eeiiiiiiiieiieiceeeetee et -2 SKIP C18

Refused.....cccoeierierieiiieeeeeeeee e -1 SKIP C18
C18. How many times has this happened in X’s life? time/s

C19. Has the shunt ever been replaced or changed?

Y Ot e et e e ra e 1
IN Ottt ettt e et et e et et s e e aeee e e e et ta——aaaeeaaaas 2 SKIP C20
DON’t KNOW..ooiiiiiiiiiiiiieeeeeeieeeeeeeeee e e e e e eeeeeee e e e eeeaaaes -2 SKIP C20
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Refused........ccooeviiiiiiiiiiiiiiiic -1 SKIP C20

C20. How many times has this happened in X’s life? time/s

C21. Has X ever received a diagnosis of tethered cord?

Y Sttt e e e e e e 1
N Ottt e e e e e e 2
DNt KNOW......eiiiiiiiiieiiiicee ettt -2
RefUSE...coneiieieieeeee e -1
C22. How many times has this happened in X’s life? time/s
UROLOGY

C23. Has X ever had a urinary tract infection that was diagnosed by a doctor or health
care provider?

D =T PP PP PP PP P PP PPPPPN 1

IOt iteeeteerte e esee st e et e s teeeteeseeesareesbaeseennsaeesssrreaaeens 2 SKIP C24
Do) 1 I A 4310 )T -2 SKIP C24
Refused.......ccooviiiiiiiieiteeeeeee e -1 SKIP C24

C24. How many urinary tract infections would you say X has had?

C25. Has X been potty trained?

Y Sttt et e e s e e 1
o DR TRTPPPPPPN 2
X is currently being potty-trained...........cccceeveeerereenvvernnnenn 3
DON’t KNOW...covieiviieiiecieecieeeieeereesvresvresveeeieeseneaneee s -2
Refused.....cccoouerienieieieee e -1

C26. Does X have accidental urinary leakage (i.e., incontinence)?

Yes, during the day.......c.ccceeeeeiiieccieieeeee e, 1
N O ettt ettt et e e st e st e e neeens 2 SKIP TO C29
Yes, both during the day and night.........cccccccvvrervreriernnneen.. 3
Yes, but only at night........c.cccceveeviiiiniiiiiieeeeeee, 4
DON’t KNOW..c.eeiiiiiiiiieiieiceicsteteeeeee et -2
Refused.....ccuoeieriiieiet e -1

A couple of times per week (2 times/week)........ccccuveeen... 2
Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
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A few times per week (3-6 times/week) .....c..cceceeeueeennnenn. 3

A couple of times per month..........ccccceeveveerveinieeeeircieeennn. 4
DON’t KNOW....ceiiiieiiiieeeciee et evee e eeevree e e e e e -2
RefUSEd....ccuiiiiiieiieeieceeee e -1

C28. Would you say that X’s accidental urinary leakage is a great problem, somewhat of
a problem, or not a problem at all?

A great problem.........ccoceeriiiniriieneeee e 1
Somewhat of a problem..........ccccceveeveriiiiniiieinnieieieee 2
Not a problem at all.........cccceevierevieinieirieeeiecee e 3
DON’t KNOW...oiueiiiiiiniieiieereeeneeete ettt s -2
Refused.........ccooeviiiiiiiiiiiiiiiii -1

Y Sttt e e st e e s e e e e as 1
INO Lt teeteeste ettt s e e ee s saeesae e e e e e nrr e e s seabreaeennns 2  SKIP TO C33
DON’t KNOW...ccvviiiiieiieeieecieeeieeereseveeseeesveeeteesenanaeee s -2
RefUSed....ccveeiiieiiieeiiceeece e -1

C30. What type of bladder management program is X using?

CHECK ALL THAT APPLY
(READ RESPONSES ONLY IF NECESSARY)

Clean Intermittent Catheterization (CIC).........ccccvvrveeenn... 1
Dribble (wearing diaper)........ccoccceveeeriierseenieeieniieeeeeeee 2
Crede (applying pressure to the abdomen)........................ 3
Indwelling catheter (tube in bladder all the time).............. 4
Other, specify what type.....ccccuveieeeeiiirriiiiiieeeeeeeeeeeeeeeenn 5
DON’t KNOW...uiiiiiiiiiiiiieiceieetcteee ettt -2
Refused....coueeieieieee et -1

C31. Does X use diapers or a pad?

Yes, during the day........ccceceeevierniieinieniieeeeieeeeeieee e 1
IO e e 2
Yes, both during day and night..........cceccceeiiniiiiiinnnicnnnnn. 3
Yes, during the night.........cccccevviiicienvinnereeeeeeee s 4
DON’t KNOW......eeiiiiiieiieieecee ettt -2
Refused.....ccooierienieieieee e -1

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for 20
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C32. How old was X when he/she started a bladder management program?
years months

C33. Did you, or anybody in your family, ever receive training or information about
continence training or bladder management?

Y Sttt e e e 1
Nttt e et e e e et e st e e s erba e e e e enrraeeeenns 2  SKIP TO C35
DON’t KNOW....coiiiieeieiieeecite ettt e eree e e evree e e e e e -2
REfUSE....ccvieiieceececeeeceee e s -1

C34. How satisfied are you with the training you received on continence training or
bladder management?

Very satisfied.........coceeveeeviieeiierieeieecee e e 1
Somewhat satisfied..........cccccveevieeiiieeniee e, 2
Not very satisfied .......ccccecveeeveenvieiriieriecie e, 3
Not satisfied at all.........ccceeveeeeieerieeniieerieee e eeeieeenn 4
DOon’t KNOW...eouiiiiiieiieiiteciteeieeee et -2
Refused......cceiriiiiieiieceececeecee e -1

D =TT PP PP P PP PPPPN 1
IOt tteeeteerteesteeeee et eete e e sreeeteesree e seeesbaeseesnntaeeeenrrnaeeans 2  SKIP TO C41
| DT0) 1 L A 4310 )R -2
Refused.......ccooviiiiieiiiieeeectce e -1

LD 11 R UUPRRRRN 1
A couple of times per week (2 times/week)...........cuue...... 2
A few times per week (3-6 times/week) .......ccceevveeeerrnennn. 3
A couple of times per month..........ccccceevvveevviecieeeeeiieeen. 4
DONt KNOW...ueiiiiiiiiieiieiceesteteeeeee et -2
Refused.....ccooierieieieiec et -1

C38. Would you say that X’s bowel accidents are a great problem, somewhat of a
problem, or not a problem at all?

A great Problem..........cocievviiiniiieiiiieeeeee et 1
Somewhat of a problem.........cccocevveeevieeiiiciieeeeeeee e, 2
Not a problem at all.........cccceeeeiiiiiiieieeie e 3

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
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DON’t KNOW....ooiiiiiiiiiiiieeeeieeeeeeeeeeeeeeeee e s e e e e e eaaans -2
RefUSEA.....coooiiiiiiiiiiieeeeeeeeeeeeeeeeee et e e -1

Y Sttt e e s ree e e e s e n e e e e e e e e e as 1
INO Lttt ettt ettt s e re e steeste e e e e e e nba e e e e e rrreeaeenes 2  SKIP TO C42
DON"t KNOW....ceiiiieiiiiieeecieeeeiiee et e esreeseireeeevreeeeeeeeeens -2
RefUSE....ccviiiieeeiiecieeeeeeeece et s -1

C40. What type of bowel management program is X using?
Involuntary, uses diaper or pad..........ccecceeeeveeeeieniieeennnnnne 1 SKIP C41

Regular scheduled bowel
movements with aids (enemas, digital stimulation)........ 2 SKIP C41
Regular scheduled bowel

movements with no aids used.........ccceeveveveeriieeerircieeennn. 3 SKIPC41
Other, SPECITY.....cccciiiiiiiiiiecieeee e
DON’t KNOW...oieiiiiiiiiieeiienieesie et eieaee s -2 SKIP C41
REfUSEd....ccuveeeieeieeeeeeeee et e -1  SKIP C41
C41. Other
specify

C42. Did you, or anybody in your family, ever receive any training and information about
bowel management?

Y Sttt ettt e e et a e e e e e e e e e e e e e e eeas 1
INO .ttt ettt ettt re e sra e e e e e e e e rbr e e e s e rtraaeeenes 2 SKIPTOC
DON’t KNOW....cciitieiieiieeeciee et ee e esveeeeieeeeevree e e e e e e -2
RefUSEA....ccvviiieeiieeieeeecreee e s -1

C43. How satisfied are you with the training you received on bowel management?

Very satisfied.......ccooeeeerriereneeeeeeeee e 1

Somewhat satisfied..........ccceeeerriiniiiniieiiiie e 2

Not very satisfied .......ccccccveeviieeieenieerieece e 3

Not satisfied at all........ccccceveeeieeiieeiieccee e 4

DON’t KNOW...eouieiiiieiieeieecieeeieeeteseeesseeeeveeeteesenenaeee s -2

REfUSE....ccviecieceeceeeeece e s -1
SURGERY

Now I have a few questions about surgeries X might have had.
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C44. How many surgeries has X had in his/her life? This includes, for example, the
closure of the lesion or the insertion of a shunt.

C45. How many surgeries did X have in the past 12 months?

C46. Please tell me the year and what type of surgery X has had (e.g., 2007, shunt
revision; 2005 cord release/untethering; 2004 Chiari decompression). If you are Not sure
about the name of the surgery please describe what was done (e.g., spine surgery, brain
surgery).
1. Date

Type of surgery.

2. Date
Type of surgery.

3. Date
Type of surgery.

4. Date
Type of surgery.

5. Date
Type of surgery.

OTHER

C47. Does X have a diagnosis of something else? For instance, has a doctor or nurse ever
told you that X has or have had any of the following?
READ RESPONSES AND CHECK ALL THAT APPLY

Hearing problem...........cccceveeiiiieiiereeiiee e ceiiireeeeee e 1
Vision problem..........ccceveeciiieiiieeeiee e 2
ASAIMA. ... 3

Attention Deficit Disorder or

Attention Deficit Hyperactive

Disorder (ADD or ADHD).......cceoieieierereeeeerereeesererensenesenens 4
LateX allergy.....cceceeerieniiinieenieerie ettt 5
Epilepsy or seizure disorder..........ccccceeveerreerenereeerrnnnnen. 6
Behavioral problem.........ccceccueieevieieiiieieiieeeeeeeereeeeeenn, 7
Developmental delay........ccocceeeveeeriiennieiniiniieeieeeeeee, 8
Ocular disorders (e.g., StrabiSmus)........cccceeveereveeerecrvreennnn 9
ClUDfOOL. .ottt 10
Foot/ankle deformities............ccceeeereueerinnieeeeinniieeennnnne 11
Scoliosis (i.e., side-to-side curvature of the spine)......... 12
Kyphosis (i.e., abnormally rounded back)...................... 13
Mental retardation or an intellectual disability............... 14
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PreSSUIE SOTE...cuuuueeiiiiiiieeeeeiiiieeeeeretiieeeeeetieeraeeeressneeraneas 15
DON’t KNOW..ooiiiiiiiiiiiiieeeeeeeeeeeeeeeeeee e ee e eeeeenaaa -2
RETUSEA.c.ceeeeeeeeieiiieeeeeeeeeeeeeeeeeeeeeeee e eeeeere e e e e eeenaans -1

C48. Has a doctor or nurse said that X has or have had something else that was Not
included in the list?

Y Sttt ettt et e e e araa e e e e e e e e e e e e e e as 1
INOL ittt ettt ettt ettt te e e st e e s braaeeeans 2  SKIP TO D1
DON’t KNOW....ceietieiieiiieeciee et eeeesree e iveeeevree e e e e e e -2
REfUSE....cceieeieeeeeceeeeeeee e e -1

C49. What was it that the doctor or nurse told you that X had?

D. MOBILITY/FUNCTIONING/INDEPENDENCE
MOBILITY
Now I would like to know how X gets around and what, if any, equipment he/she uses.

D1. Is X able to walk without any mobility problems and without using any mobility
equipment at all?

Y Sttt ettt sttt ettt e e s abeae s 1 SKIP TO D9
o DT PPPPPPPPN 2
DON’t KNOW....ceiiiieeieiieeectee et eree et eeerree e e e e e -2
REfUSE....ccvieiiiecteececeeeeee e s -1

D2. Is X a community ambulator? That means that he/she is able to walk indoors and
outdoors for most activities, but may need braces, crutches, or both. He/she may use a
wheelchair for long distances or durations.

Y Sttt ettt ettt ettt e e s abeae s 1 SKIP TO D7
N Ottt 2
DON’t KNOW....ceieeieeiciieeeiteeetee e eree e e evree e e e e e -2
REfUSE....ccvvieieecreeereeeeeee et e -1

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
information unless it displays a currently valid OMB control number. Send comments regarding this burden estimate or any
other aspect of this collection of information, including suggestions for reducing this burden to CDC/ATSDR Information
Collection Review Office, 1600 Clifton Road NE, MS D-74, Atlanta, Georgia 30333; ATTN: PRA (0920-XXXX).



D3. Is X a household ambulator? That means that he/she is able to walk only indoors and
with apparatus. He/she is able to get in and out of a chair and bed with little if any
assistance. He/she may use a wheel chair for some indoor activities at home or at
daycare/pre school, and for all activities in the community.

Y Sttt ettt sttt et e e s abeae s 1 SKIP TO D7
|\ DO PRSP PPPPPPPPPN 2
DON’t KNOW....ceiiiiieiiieeeiie et eree et e e e e e e -2
RefUSed....ccueeiiieiiieeieceetceee e -1

DA4. Is X an exercise/emergency ambulator? That means that he/she can only take a few
steps. Walking is a therapy session at home or in the hospital. A wheelchair is needed to
move from place to place.

Y Sttt ettt ettt et et e e e nre e e areas 1  SKIP TO D6
N Ottt 2
DON’t KNOW...eovieiiiieiieeieecieeeieeeieseieeseeeeveeeteesesanaeee s -2
REfUSEA....ccviieieeeiieeeeeeeee et e -1

D5. Is X a Nonambulator? That means that X uses a wheel chair for mobility. He/she
may be able to transfer from bed to chair, but do no walking.

YOSttt et e e e e e e e e e e e e eeeeee 1

N Ottt 2
DON’t KNOW....ceieeieeieiieeeiteeetee e ree e e eevree e e e e e -2
REfUSE....ccvieeiiecteeeteeeeeceee et e -1

D6. If X is Not walking, at what age did he/she stop walking?
years months X never walked................oooiiiiiiii 76

D7. What equipment does X use to help with his/her mobility?
READ RESPONSES AND CHECK ALL THAT APPLY

Walking aids (such as canes, crutches, and walkers)......... 1 SKIP D8
Leg Braces (such as ankle-foot-orthosis, knee-ankle-foot orthosis,
hip-knee-ankle-foot orthosis)........cccceeeverreerricieeeirninennn. 2 SKIP D8
Manual wheelchair propelled by self.............cccccereveeneennen. 3 SKIP D8
Manual wheelchair propelled by other..........cccccceevuveenneee. 4  SKIP D8
Electric wheelchair...........cooevuiiieiieiieieccceecciee e 5 SKIP D8
Other, SPECIfY.....ccceeieiieieeeeeeeeree e 6

None of the abOVe........covvieeiiiiiieieciececec e 7 SKIP D8
| To) 1 i A €310 1 U -2 SKIP D8
Refused......c.oouerienieieieeeee e -1 SKIP D8
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D8. Other
specify

D9. Have you moved or made any changes to your house or apartment to make it easier
for X to get around at home?

Y Sttt et e e s e 1
Lo TN 2 SKIP TO D12
DON’t KNOW...coviiiiiieieeiieesieeeieeeieseieeesieeeveesteesenvvaeee s -2
REfUSE....ccviecieceeeeeeeeeee e s -1

D10. What kind of changes have you made to make it easier for X to get around?
CHECK ALL THAT APPLY
Moved to a different house or apartment

(e.g., moved to an apartment on the first

floor or a single floor house).........ccoccvvvieciieeeeiiiieeeeenns 1 SKIP D11
Installed Tamps/lifts.......ccceeeerreerieesiereeeeereeeee e 2 SKIP D11
Installed elevator.........cccceeeereereenenrienieneeeeeseesee e 3 SKIP D11
Improved access to different rooms
(e.g., made the door to the bathroom wider)..................... 4 SKIP D11
Other, SPECITY.....cccvieiiieirieeiee et re e e s 5
None of the aboVe........covvieciieeiceeeee s 6 SKIP D11
DONt KNOW...ueiiiiiiiiieiieiceesteteeeeee et -2 SKIPD11
REfUSE....covieiieieeececeecceeece e s -1 SKIPD11
D11. Other
specify

D12. How much does living with spina bifida affect X’s ability to do the things that other
kids do? Would you say a great deal, some, very little, or not at all?

A great deal........cooveeiiiiiiiiiete e 1
SOMIB....eiiieeieteee ettt e s 2
V=] 20 L4 LT PSSP 3
INOt At @ll...eeeiiieiieeieerieeie e e e erre e e 4
DON’t KNOW...covviiviieiieeieecieeeieeereserreseeesveeeteesenvnaeee s -2
RefUSed....ccueeiiieiiieeitceeetece e -1

D TN 1
|\ N 2 SKIP TO D18
DON’t KNOW..ooiiiiiiiiiiiiieeeeeiieeeeeeeeeeeee ettt e e eeesssseeseeeeenanns -2
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RefUSEA.....oooeiiiiiiiiiieeeeeeeeeeeeeeeeee e -1

D14. How long has X received physical therapy?
years months

D15. Why does/did X receive physical therapy?

D16. How many times per week does/did X receive physical therapy?

D17. How long does/did each session last?

D18. Has X ever received occupational therapy?

D T RSNt 1
INO. ettt ettt ettt et e et e et e st e e e e s ra e te e e st e e e naee e nneeenns 2 SKIP TO D23
DON’t KNOW...eovieiviieiieeieecieeeieeereeevresvneeveeeteeseavaneee s -2
RefUSE....ccuiiiiieiiieeiteeeecece e -1

D19. How long has X received occupational therapy?
years months

D20. Why does/did X receive occupational therapy?

D21. How many times per week does/did X receive occupational therapy?

D22. How long does/did each session last?

INDEPENDENCE

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
information unless it displays a currently valid OMB control number. Send comments regarding this burden estimate or any
other aspect of this collection of information, including suggestions for reducing this burden to CDC/ATSDR Information
Collection Review Office, 1600 Clifton Road NE, MS D-74, Atlanta, Georgia 30333; ATTN: PRA (0920-XXXX).



Now I will ask some questions about independence. I know that X is very young and may
not be expected to perform all of the following types of activities independently yet. But I
am interested in how independent X currently is in performing these types of activities

D23. Many people living with spina bifida “cath” (i.e., use clean intermittent
catheterization) to empty their bladder. Is X cathing?

Y Sttt et e e e e e e e e e e e eeeeee 1
INO Lt teeteert ettt st e st e te s saee s be e e e e e s nbe e e s senbraaeeenns 2 SKIP TO D28
DON’t KNOW....ceiiiieeieiieeeciee et eevee et e e e e e e e -2
RefUSed....ccveeiiieiiieeiiceeece e -1

D24. How independent is X currently at cathing?

Independent without prompting..........cccceeeeeecviviirieeeeennnnn. 1

Independent with prompting...........ccceevverreuveeeeesiireeernnnnns 2  SKIP TO D26
Independent with prompting and supervision.................... 3  SKIP TO D26
Dependent on adult but helps some...........cccecevveerieeennnns 4  SKIP TO D26
Dependent on adult..........ccceeevveerrieensierniierneiiieeeenieee s 5 SKIP TO D26
Don’t KNOW...coeiiiiiiiiiiieete ettt -2 SKIP TO D26
REfUSEd. ..o -1 SKIP TO D26

D25. At what age did X manage his/her cathing schedule without being prompted by
another person? years months

D26. What types of prompts does X use to remember to cath?

Parental or adult Prompt ........c.ccceeeeeeveenieeeniennienreee e 1 SKIP D27
BeEPET .. 2 SKIP D27
Alarm €lock ..coueeeeiiiii e 3 SKIP D27
Other, SPECITY......ccciiirriiiriiirieirierrre e sreee e 4

DON’t KNOW....ueiiiiiiieiieiieieeeeteteeee et -2 SKIP D27
Refused ...co.eevveeireieeee e -1 SKIP D27

D27. Other specify

D28. How independent is X in managing his/her bowel management program without
prompting?

Independent without prompting..........cccceceeeveeiririeeeeeennnnn. 1
Independent with prompting.........ccocceeeveerreveeeeinniieeeennnne 2  SKIP TO D30
Independent with prompting

aNd SUPETVISION.....eccveeereerreeerreeseesireeesreeesseeeseesseesennnns 3  SKIP TO D30
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Dependent on adult but helps some..........cccccecerveeneennneen. 4  SKIP TO D30

Dependent 0n adult ........ccceveeeeerreerieenieeeeriieeeeeenreeesenns 5 SKIP TO D30
Does not have a bowel management program................... 6

DON’t KNOW..c.ueeriiiiiiiieiieicnieneeieeeeee et -2 SKIP TO D30
RefUSed ...coooveiiiiiiieiieecc e -1 SKIP TO D30

D29. At what age did X manage his/her bowel program schedule without being prompted
by another person? years months Does Not

Apply

D30. What types of prompts does X use?
CHECK ALL THAT APPLY

Parental or adult prompt.........ccecceeevveereenseenseenieeneeeeeenns 1 SKIP D31
BeEPET..c.cciiittee e 2 SKIP D31
AlArm CloCK ...ovveeeiieiiiieeee e 3 SKIP D31
Other, SPECITY.....cccvieiivieirieeiee et e s 4

None of the aboVe........covvieciiieiceeeee e 5 SKIP D31
DON’t KNOW...eoeiiiiieiiieeieesieeeieeeiesseesseesieeeveessvnneee s -2 SKIP D31
Refused ....cccvvevuieeieeeeeecece e -1 SKIPD31

D31. Other specify

D32. Is X, or somebody else, regularly inspecting X’s skin?

Y Sttt ettt e e e e s arra e e e e e e e e e e e e e eeas 1
INO Lttt ettt ettt s e st e e s braeeesnes 2 SKIP TO D34
DON’t KNOW....cciitieiieiieeeciee et ee e esveeeeieeeeevree e e e e e e -2
REfUSE....cceieeieeeeeeeeeeeceee e e -1

D33. How independent is X in inspecting his/her skin?

Independent without prompting..........c.ccceeevevveeeerecveeeennnns 1
Independent with prompting..........ccccceveeeveeernueeenneeennneeen. 2
Independent with prompting and supervision.................... 3
Dependent on adult but helps some.........ccccceceveeecreeeennnne. 4
Dependent on adult..........ccceeeveeriiensierniienniiieeeenieee e 5
DON’t KNOW.....eeiiiiieiieieecee ettt -2
RefUSEd. ..o -1

D34. How important do you think it is that X is or becomes independent at cathing,
managing his/her bowel, and inspecting his/hers skin?
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Very IMportant.........cceovvveereiiiniiiennneeineeneeeeeeeeeeenn 1

Somewhat imPOrtant..........ccceceeevveerereenveresineeeeensveeeesenns 2
NoOt Very impOTtant.........cceeeecueeeenseererneeeenseeeeneeeeeeeeeeeeens 3
Not important at all..........ccceecierviiriiiniiineeeeeieee e, 4
Don’t KNOW...coueiiiiiiieiieeteeeeeeeeeetee e -2
RefUSed....coveeieeieeeeeeeee e -1

D35. Do you think that X will become completely independent at managing his/her
bowel and bladder, and inspecting his/her skin?

Y Sttt e e st e e e e s e e e e e e e e as 1
Probably.......cccceiiiiicieceiecre e 2
Nttt ettt re e tr e et e et r e e e e e rtreaeeenes 3 SKIPTOE1
DON’t KNOW...eoviiiiieiiieiieenieenieeeieseeesseesieeeveessvnaeee s -2
REfUSE....coviiieeeeeeeceecceee e s -1

D36. At what age do you expect X to be independently:

Cathing or managing his/her bladder years months
Managing his/her bowels years months
Inspecting his/her skin years months

E. PHYSICAL ACTIVITY, NUTRITION, & WEIGHT
PHYSICAL ACTIVITY
The next few questions are about physical activity
E1l. During the past 7 days, on how many days was X physically active for a total of at

least 60 minutes per day? (Add up all the time that X spent in any kind of physical
activity that increased his/her heart rate and made him/her breathe hard some of the time).

0 dAYS eveeereeeieeneete ettt et s 0

1 dAY e 1 SKIPTOE3
2. dAYS. e 2 SKIPTOE3
B dAYS. ettt ettt st e e e 3 SKIPTO E3
4 dAYS.ceueeeenieeiie ettt ettt s e 4  SKIPTO E3
5 dAYS ittt 5 SKIPTOE3
6 dAYS...cviriiiieieie e 6 SKIPTOE3
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7 QAYS.cuteeeereenieenttete ettt ettt sttt 7
DOt KNOW..oooiiiiiiiiiieeeeeeeeeeeeeeeeeeeeeee e -2
RefUSE.....oooeeiiiiiiiiieeeeeeeeeeeeeeeeeeeeee e -1

SKIP TO E3

E2. What was the main reason that X did not participate in physical activities in the past

7 days?

E3. What types of physical activities does X generally participate in? Please list them

starting with the activity he/she participates in most often.
1.

kW

| Do) s W A 4 10 ) AT -2
ReEfUSEA ettt e et e e e e e aaaas -1

E4. Compared to most children X’s age, would you say that X is

More active than other children ..........cccceveoeeieciiiiiiiiee s 1
About as active as other children..........cc.ccceeeecieeeicciiiiiiieeeeeee e, 2
Less active than other children...........cccoevveeviieiveecieneieeceeeiee s 3
1D o) 1 10 14 10 1 PSPPI
RefUSEA ..ot s -1

E5. During the past 7 days, on how many days were you physically active for a total of
at least 30 minutes per day? (Add up all the time that you spent in any kind of physical
activity that increased your heart rate and made you breathe hard some of the time)

0 dAYS cevveeeeeriieeieeeie ettt e e s 0
1 dAY coeeeeieeeieeee e s 1
2 dAYS..uuieereeeieeiieesreesee e s e et e e e ereesre e raeerraeeeeas 2
B dAYS.cuueeeieeeieeeieerte et et e e e te e ete e sreesteesrraeeeene 3
A dAYS.ceevieeiieeteee ettt st 4
5 dAYS. ettt ettt 5
6 dAYS.ccuveeiiiieiieeieeeie et sre e s 6
P b\ £ TSP 7
DNt KNOW...c..eiiiiiieiiiiieeeeeeetcee et -2
RefUSEd....ooeieieeieeeeeeeee e -1
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E6. How important do you feel that physical activity is?

Very IMPOTtANt....ccceeeeruereeerreeeieeeeeeereeeeeeeereeeeeeeeeeeeeeeeees 1
Somewhat important..........ccccveeevvveeeerieeeriireeeeeeeeeeeeeeanns 2
NoOt Very impOrtant.........cceeeeeueeeenseeeerneeeenseeesneeeeeeeeeeeeens 3
Not important at all..........ccceevverrieeriiieniieeeee e, 4
Don’t KNOW....couiiiiiiiieieeeteeeeeeeeeetee e -2
Refused.....cc.oeieriinieieieee e -1

E7. On an average day, how many hours does X watch TV or DVD?

X does not watch TV or DVD......cccccoviiiiiiinnieinieniieeee 1
Less than 1 hr per day......c.cccoeveeevieinienieeneiieeeeeieee e 2
1 hr Per day...coccveeeiiecieceeeeece e e 3
2 hrS PO day......ceeiecuieeeeiieeeiee et 4
3 hIS PO dAY...ceeveiiieiriieienreeree et ereeere e sre e e see s e 5
v 11 {38 012 i 2P 6
5 or more hrs per day.......ccoceveeverneenneenieeennieeenseeeeneeee e 7
DONt KNOW.....ueeiiiiiiiieiieiceiestet et -2
RefUSEd. ..o -1

E8. On an average day, how many hrs does X play video or computer games or use a
computer?

X does not use the computer or play video games............. 1
Less than 1 hr per day........ccocceeverieneenenneennnieeneeeeeeenn 2
1 hr Per day...cccuveeieiiieeeiiee ettt e 3
2 IS PET daY...eeeeueeeiieiieeeiieeie ettt 4
3 hIS PO dAY...cecveiiieiiiieeiecee et eteeere e sreesre e ae s 5
4 NS POT dAY..ccveeeieeeieeeieeiiecreeseeere e e e e e e srressreesaaeeeeas 6
5 or more hrs Per day.......ccveeerreerreensieenniieeeeeeieeee e 7
DO’ t KNOW....ooviiiiiiiiiiiiiiiccecrcrcicneeecre e -2
REfUSEd. ..o -1
NUTRITION

Now I will ask some questions about what X ate in the past week. I know it can be hard
to remember but please do your best.

E9. During the past 7 days, how many times did X drink 100% fruit juices such as
orange juice, apple juice, or grape juice? (Do NOT count punch, Kool-Aid, sports drink,
or other fruit-flavored drinks)
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X did not drink 100% fruit

juices during the past 7 days......cccccceeveeeseerseenseeeneeneen. 1
7-13 LIIMES.ceeieneiieeeeieeiteeeeeeirteee e e e et e 2
14 10 20 TIMES..ceeeiieeerieeereeirteeeeeeerteeeeseeirreeeeseeereeeeeees 3
21-27 HIMES....oeiiiiriiiiiiiiiieirtceit e 4
28 or more times in the past 7 days........cceceeereuvveeererneennn. 5
DOon’t KNOW....couiiiiiieiieiiteetceeeee ettt -2
Refused.....cc.oeierienieiieieeeeeeeeee e -1

E10. During the past 7 days, how many times did X eat fruit? (Do NOT count fruit
juices)

X did not eat fruits in the past 7 days......c.ccceceeveuvveerrennnen. 1
7-13 tIMES.cneeiinieiiieiteeteee ettt e e 2
1410 20 HIIMES...cereeeriieeieeeieeete ettt 3
21-27 TIMIES....eeeeeieeeeeieee ettt e ereeeeereeeeeinreeeeeeeeeeseeeeannnee 4
28 or more times in the past 7 days.......cccoceeervuveeeerrnneennn. 5
DON’t KNOW......eiiiiiiiieeece ettt -2
Refused......c.oeeeeieieeeee e -1

E11. During the past 7 days, how many times did X eat vegetables?

X did not eat vegetables in the past 7 days.......c..ccceerueneeen. 1
7-13 tIMIS. cceeeiieeeieteeeite ettt e tee et ee e e e e e e s 2
14 £0 20 TIMES....uveeeeireeeriieeeeieeeerreeeeeireeesreeessreeeeneeeeeees 3
21-27 TIMES....eeeieieeeireeeeetteeereee et e eerrrreee e e e e e e e eeennnnee 4
28 or more times in the past 7 days.......cccoeeeerveeeeereneeeenn. 5
DNt KNOW......eeiiieiiiiiiiieiceenteteeeeee e -2
RefUSE. ...ttt -1

E12. During the past 7 days, how many times did X drink a can, bottle, or glass of soda
or pop, such as Coke, Pepsi, or Sprite? (Do NOT include diet soda or diet pop)

X did not drink soda in the past 7 days.........c..ccuo...... 1
7-13 tIMES.ccouuviiiiiiiiiiiiiiitce ettt 2
14 10 20 TIMES...eeeiiieeerieeeeeeeiiteeeeeeeireeeseeeereeeeesesnereeeenens 3
21-27 TITIES. ..eeeeeieeeerieeeeeiteeeieeeesreeesssirrrrreeeeeeessssssnnnnes 4
28 or more times in the past 7 days........cccceeeecuvrvvveeeeennnnn. 5
L 30) 1 10 310 U -2

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
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the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
information unless it displays a currently valid OMB control number. Send comments regarding this burden estimate or any
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RETUSEA.c.eeeeeeeeeeeeeeeeeee e e e e e e e eveeeeaeeeeeeeeenans -1

E13. During the past 7 days, how many glasses of milk did X drink? (Include the milk
that X drank in a glass, or cup, from a carton, or with cereal)

X did not drink milk during the past 7 days........c.cccceeun.... 1
7-13 TIMIES.cceetieiiiieeeeeeiteee e ettt e e ee ettt ees 2
14 10 20 TIMES..ceeeiieeerieeeeeeirteeeeeeeireeeeeseeireeeeeseeirreeeeeees 3
21-27 HIMES....oeiiiiiiiiiiiiiiicirt et 4
28 or more times in the past 7 days........ccecveereuvveeererreennn. 5
DOon’t KNOW....couiiiiieiieiiteeteeeeee ettt -2
Refused.....ccueeierienieiiieeeeeeee e -1
WEIGHT

Now I will ask you some questions regarding X’s weight

E14. How tall is X without his/her shoes on? feet and inches or
cms

E15. How did you determine X’s height?

I gave my best estimate of X’s height..........ccccvvveeeennnennn. 1
That’s how tall X was when he/she was last measured....2
Do) 1 I A 4310 ) SR -2
REfUSEA....c.vviecieeieeceeee e e -1

NEOVET.....eviiiiiiiiiiiiittcrtcrc et 1
Less than a month ago........ccccceevierieiniinniienniencenee e 2
Between 1 month and 1 year ago.......ccccceeveuvieeeinieeeeennnne 3
More than 1 year but less than 2 years ago...........ccceeuvenn... 4
More than 2 years but less than 3 years ago.............c........ 5
More than 3 Years ago........ccceeeeervveervuernreersveesseeessreeeesanns 6
DON’t KNOW .ottt -2
Refused.....cccoouereeiieieicccec e -1
E17. How much does X weigh without his/her shoes on? lbs or

kgs

E18. How did you determine what X weighs?
I gave my best estimate of X’s weight

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
information unless it displays a currently valid OMB control number. Send comments regarding this burden estimate or any
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(i.e., estimate NOT from a scale).......ccccceeevverrveercvreernnnns 1

That’s how much X weighed when

he/she was last weighed on a scale........c.cceeecuveeerennneenn. 2
DOR’t KNOW ...ttt -2
RefUSed. ..o -1

INOVET ...ttt 1
Less than a month ago.......cccceeveeviernieencieenieeeiesree e 2
Between 1 month and 1 year ago........cceeeuveeeeereiveeernnnnnee. 3
More than 1 year but less than 2 years ago..........c.cceu...... 4
More than 2 years but less than 3 years ago..................... 5
More than 3 Years ago......ccecceeevveerveernierneeenieesieeeseeeeees 6
DON’t KNOW .ottt -2
RefuSed. ..ot -1

E20. Have you ever been told by a healthcare professional that X is over or underweight?

Yes, OVETWeIght. ..ccccvvveiiieiiiieeieeeeeee e 1
N O ettt e e 2 SKIP TO E23
Yes, Underweight........coceeevierrieiniiniiiniieee e 3  SKIP TO E22
Other, SPECIfY.....cccvieiiieeiiieeeceere et 4
DON"t KNOW ..cevieiieeeiieeectee ettt eeee e ree e eneee e e e e e -2
Refused.....ccuooierieieieieteee -1

SKIP E21 IF CHILD WAS Not CONSIDERED OVERWEIGHT
E21. How old was X when you were told that he/she was overweight?
years months

SKIP E22 IF CHILD WAS Not CONSIDERED UNDERWEIGHT
E22. How old was X when you were told that he/she was underweight?
years months

E23. How would you describe X’s current weight?

Very underweight........cooceeevieerieinieniieneeeieeseeesee e 1
Slightly underweight..........cccceoeeviireiiiiiieieereieeee e, 2
About the right weight.........coccooiiiiiiiiiis 3
Slightly overweight..........cccevvievieeniiennieeiieeceeeciiee e 4
Very oVerweight......cocueecieeceeiieecieecieccee e seee e enee s 5
DON’'t KNOW ettt -2

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for 35
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RefUSEA.....oooeiiiiiiiiiieeeeeeeeeeeeeeeeee e -1

E24. How would you describe your own weight?

Very underweight........cooceeeveeiieiiieniienieeeieeeeeeee e 1
Slightly underweight..........cocvveevieeeieereeneeeeeecree e 2
About the right weight.........cccccovvviiiiiiiiiiieeeeee 3
Slightly overweight..........cccvvvervieeniennieiiieeeeeiieee e 4
Very OVerweight......coovveecvieeieeiieenieenieeceesseeeeee e e eneeens 5
DON’t KNOW ittt -2
Refused.....cccooieriinieieieeee e -1

D TN 1

|0 TR PURPURNE 2

DON’t KNOW oeiiiiiiieieeeeeeeeeeeeeeeeeeeeeeeeseeseeseneeseeeeeaanns -2

| ] £ <Y RO -1
F. DEMOGRAPHICS

We’re almost done. To finish up, we have a few basic questions about you, X, and your
family.

F1. What is X’s date of birth? (mm/dd/yyyy)
F2. Where was X born?
City County State Country
F3. Is X Hispanic/Latino?
YOSttt 1
Nttt 2
DON’t KNOW ittt -2
Refused.....ccoouereeeieiieeeeeeee e -1

F4. What is X’s race/ethnicity?

CHECK ONE
WHIER. c.teeieeteee ettt et s 1
Black/African-AmeriCan........c.ccveevveeceeeireeneeeesevreeeennnns 2
American Indian.........cccceeeevieiiiieeece e 3
Alaska NAtiVe.......cceeeieiiieecie et eeee e ere e e e eenes 4
ASIANL c.eiieeei ettt e e e 5
Native Hawaiian.......ccccceeeireiieeeerineiieeeeeeeeeeeeeeeeeeeee e 6

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
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(13T TP 8
DOIN T KNOW et eeeeeeeeteetteeeeee e e e e e et eetesevae s enan s -2
RefUSE....eeevveeiiieiieiiiiieeeeeeeeeeeeeee et -1

F5. Is X of Hispanic or Latino origin (Includes Mexican, Mexican American, Central
American, South American, or Puerto Rican, Cuban, or other Spanish Caribbean)?

Y S ettt et e e e 1
o DO TTPPPPPPPN 2
DON’t KNOW ..oeieeiieeeiiieeitee ettt eeee e eerree e e e e e -2
REfUSE....ccvieiiiecieececceeeee e s -1

F6. How many siblings does X have?

F7. How many people live in your household, including yourself?

F8. What is the primary language spoken in the household?

CHECK ONE
ENGLiSh. .t 1
SPANISH.....eiiiieee e 2
Any other [anguage..........cccveevverreerreerrieeceenieee e erreeee s 3
DON’t KNOW eovveiiiieciieccie et see e e e sreesene s s eavanee s -2
RefUSed....ccviiiieeiiiieieeeeeee e -1

Y Sttt e e s 1
o DT UPPPPPPPN 2
DON’t KNOW eoeveeiieeciieeeieceeeriee st ereeere e seee e s evvaee s -2
RefUSE.....cceveeiieeeeceeeeee e -1

F10. What is your current marital status?

CHECK ONE
Married (excluding separation).........ccceccveereuvrvreeeeeeeeeennnns 1
Living with a partner (cohabitating).........ccccceeceeveerveeennnee. 2
Single, never MarTied .........ccceevveeeieeeierneerireeeeerrreeesenns 3
SePATated ......eiiviieiieeie e 4
DiIVOTCEA ....uveeieiiieieeieeieeeete ettt 5
WIAOWEA ..ottt ere e e e e e 6
DON 't KNOW ..oeeieiieeeiiie ettt eee e tee e erree e e e e e -2
RefUSEd.....cceieeiieeieeceeceee et -1

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
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F11. What is your highest level of education?

CHECK ONE
8th grade OF 1€SS....cceeuvieeieiieieciie ettt eere e sre e e e e e e 1
9th-12th grade; no diploma...........ccceeveereeerceeniieeriienieeeeeireee s 2
High school grad or GED.........cccccovviiieiienieiiieeieeeieeeeeenee e 3
Completed vocational, trade or business school program.............. 4
Some college credit but No degree...........ccoceeveevernenscnnenecneennen. 5
ASSOCIALE EGICE.......uveeierieeeeieeeeteeeetreeeeteeeereeeeearereeeeeeeeesnnnnns 6
Bachelor’s degree........oocueeeieeiiiinieeeieeeeeteeeee et 7
MaSLET’S AEEIEE. ... .eeereeereeerreerreenreeseessseesseeeseesseesseessseesseessnnes 8
Doctorate or professional degree..........c.ceeveevveecveerieeeceeescieesinennnns 9
DON’t KNOW ottt -2
RefUSE .ot -1

F12. What is your current employment status?

CHECK ONE

Employed full-time.........ccceevveerieeieenieeeieeeieeeeesseesereee e ssvveeeeean 1  SKIP TOF13 OR
F14

Employed part-time.........ccooceeevieerieniieenieerieeeieeeeeeireee s sieeee e 2 SKIP TO F13 OR
F14

Not employed outside the home...........ccccevveeriiiinriiniecieeeee e, 3

DONt KNOW ottt -2

RefUSed ..o -1

F13. You said that you are not currently employed outside the home. What is the main
reason you are not currently employed? Is it because you are...
A STUALNL.....c.eeiieiiiiiieeeteteere et 1

J AN 110700 1S) 00T 1 (<) SRR 2

Able to work, but currently

Not working (for example, looking for a job)..........cceeceereieennnen. 3
Permanently disabled............ccooveiiiiiiiiniiieeeeee e 4
A full-time caregiver of X......ccocvvvveiriiiriieriereeeee e 5
A full-time caregiver of somebody other than X..........ccccccvevuneeenn. 6
RELITEA oottt 7
DON’t KNOW .ottt ettt -2
REfUSEA .o -1

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
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The next few questions are about X’s parents. Before I ask them, I need to know which
parents live in this household with X.

IF RESPONDENT IS X’S MOTHER OR FATHER-GO TO F14
IF RESPONDENT IS SOMEBODY OTHER THAN X’S MOTHER OR FATHER- GO
TO F15

F14. Earlier you mentioned that you are X’s mother/father. Are you X’s biological,
adoptive, step, or foster mother/father? SKIP TO F17

Biological MOther.........ccccviieeiieiiiieeieiee e e 1

1<) ) 08101 1<) FS S 2

FOStEr TOthET......cicieiieciieceecie e ee e s sarna e e e 3

AdOPtiVE TOLhET......uiieceieieeciieee e ee e vere e e 4

Biological father...........ccccevviiiiiiniiieieeriecieceee et 5

1S 0) 111 1<) USRS 6

FOStEr father........cccueiiiiiciiecciecee e e 7

Adoptive father.......ccceeviriiiriinieieeeeee e 8

DONT KNOW ..eeiiiviiiieiiiiccitescciee et e estte s et e e svee e ssaneesesaaeeessnannnns -2

REfUSEA ..ot ettt -1
F15. Earlier you told me that you are X’s . Other than yourself, does X have
any (other) parents, or people who act as his/her parents living here?

Y S et e e s et e e e e baa e e s e e nraaeaeeennn 1

[ TSP PR 2 SKIP TO F17

DONT KNOW ..eeiiiiiiiieiieiccieeeecies et e estte s et e esvreessaneesesaaeesssnannnns -2

RefUSEA ..ot -1

F16. What is their relationship to X? CHECK ALL THAT APPLY. IF THE
RESPONDENT RESPONDS “MOTHER” OR “FATHER” PROBE: ‘IS THAT
HIS/HER BIOLOGICAL, ADOPTIVE, STEP OR FOSTER’?

Biological MOther..........cccooiiiiiiiiiiiiiteee e 1
1 5) 11T 11 1<) USRS 2
FOSter MOtheT......cociiiiiiiieieeeeeee et 3
AdOPLiVE MOThET........iiiciiiiieeiiieeiecte et e e seire e e s enes 4
Biological father...........ccccevviiiiiieiieeieccccriecree e 5
SEEPLALNET ... ittt 6
Foster father........cccoiiiiiiiiieeeeeeeee e 7
Adoptive father.......cccviciiiiieeeeeee e 8
Sister or brother (Step/foster/half/adoptive)..........cccceevevveecrieeeennnns 9
IN-1aW Of ANY LYPE..ueeiiieeieeeieecieerre et et e ereesreeseare e e s enareeas 10
AUNTUNCLE. ...ttt 11

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for 39
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(@5 =1 016 10 (011 1 1<) RPN 12

Grandfather..........cooieiiiiirieneeeeeetee e 13
Other family member..........ccecieiiriieieeeeee e 14
Female guardian.......c..cceceeveerienerniennienieneeneeeeeeeeeeesee e 15
Male GUArdIian.........cccueeeeiuiereeriieeeiieeeecreeeeeeeeeee e e ararreeeeeeeeeeas 16
Respondent’s partner or boy/girlfriend...........c.ccceeeeeieiiniinneinnnn. 17
Other Non-Telative.........coceevierieniineiieeieeierteeeee et 18
Two or more of the same relationship type.......c.cccceeveerirciveeennnns 19
Mother type UNKNOWTL.......cccceirieirieriienieenieenieeseeesieeeeeseiieeee s 20
Father type UnKNOWTL........ccceeeuirrvieenieerieeree st e e sne e 21
Other relationship UNKNOW...........ccoecieieciiieeiee e 22
DONt KIOW vttt -2 SKIP TO F17
REfUSEA .o -1 SKIP TO F17

F17. Enter relative or relatives

ENTER THE NUMBER AND TYPE OF PERSON REPORTED. FOR EXAMPLE: “2
BROTHERS”. IF ONE OF THE RELATIVES IS ALREADY LISTED IN THE
PICKLIST, DO NOT INCLUDE AGAIN HERE.

IF BIOLOGICAL MOTHER AND BIOLOGICAL FATHER LIVE IN THE
HOUSEHOLD SKIP TO F19

F18. Does X have any other parents, or people who act as his/her parents, who do not live
at this address?

Y S et st e st e s st e e e aen 1
[ TP PPN 2
DON’E KNOW oniiiiiiieiieeie ettt ettt sbe e s ssreae e e -2
RefUSEA ...oeiiieieeece e -1

F19. What is their relationship to X?

Biological MOther..........ccooeiiiiiiiiiiiieeete e 1
SEEPIMOLNET. ... .eiieieeiecie et ae e e e 2
FOSter MOtheT........cociiiiiiiieeee ettt 3
AdOPLiVe TOThET.....cueiiiiiiiiiriieie et sere e e 4
Biological father...........ccccevvieiiiiniieeieecieerieeree e eeiee e 5
U< 0) 111 1<) USRS 6
Foster father.........ooiiiiiiiieeeeeeeeeeeceeee e 7
Adoptive father.......ccciieiiiiieceeeecee e 8
Sister or brother (Step/foster/half/adoptive)..........cccoeevevvercvieeeennnes 9

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for 40
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing

the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
information unless it displays a currently valid OMB control number. Send comments regarding this burden estimate or any

other aspect of this collection of information, including suggestions for reducing this burden to CDC/ATSDR Information

Collection Review Office, 1600 Clifton Road NE, MS D-74, Atlanta, Georgia 30333; ATTN: PRA (0920-XXXX).



IN-1aW Of ANY LYPC...eervieriiirieeeie ettt et sere e e s 10

AUNTUNCIE...c..iiiiiiiieteee ettt 11
Grandmother.........cccoiiiiriiieeeeeteeee e 12
Grandfather..........cooierierirreneeeeeeee e 13
Other family MEMDET...........cccveeieeriecieecre e 14
Female guardian.........cccoeceeriiiniiiniiinieeteeteeeeeeeee e 15
Male gUATdIaN.......ceceverrieeieenieerreeeeeesreesreesreeeresssrrreeesesnnneee s 16
Respondent’s partner or boy/girlfriend.........c.ccccovvveeeerereeeeinnnnen. 17
Other NON-TEIAtiVe......cccueerierrieiieeteeie ettt e e s sieree s 18
Two or more of the same relationship type.........ccccoevevvireiveeennnnns 19
Mother type UNKNOWI.......ccocueiiieiiiiniieeieeeteeeeeeee et e 20
Father type unknown.........coccceeeiieniniienienieeeeeceecseeseeeeeeaee 21
Other relationship UNKNOW.........cccceviieieciieieiee e e 22
DON’E KNOW ittt ettt -2
RefUSEA ..ot -1

F20. We want to get a sense of what it costs families to get care for their children who are
living with spina bifida. The next few questions are about costs, insurance and finances
Does X have any type of health coverage, including health insurances, prepaid plans such
as HMOs, or government plans such as Medicaid?

Y Sttt e s 1
Nttt ettt re e et e et r e e e e e rbreaeeenes 2 SKIP TO E22
DON’t KNOW eoivieiiieiiieieneeeee et e sreesneesee e ssaeneee s -2
RefUSE....cccvieiieieiiececeeccece e s -1

F21. Is X insured by Medicaid or the State Children’s Health Insurance Program S-
CHIP? In this state, the program is sometimes called PeachCare?

Y Sttt 1
IOttt e e e e e e s 2
DON’t KNOW eoivieiiieiiieienieeeee e sreesreesneeseeessvnneee s -2
REfUSEA....cceieeiieceeeeeeeee e e -1

Y Sttt e s e e 1
o DO PO PUPPPPPPPN 2
DON’t KNOW eoeveeiiieiiceiecieeetesee ettt e sieee e -2
RefUSEA....ccviiiiiieiiecieececcece e s -1

F23. Who pays for X’s spina bifida related care and treatments?

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for 41
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X’s insurance pays for all spina bifida

related care and treatments .........ccocceeeeeveeeeneeeeneeeennneen. 1 SKIP TO F24
X’s insurance pats for some of X’s spina bifida
related care & treatment..........cceevvveervveenveerneeenseeeessnnnnnens 2

X’s insurance pays for none of X’s spina bifida

related care & treatment...........uvveveeeeeeeeeeeeeeeeeeeerneeernneeeens 3
DON’t KNOW oeeiiiiiieieeieeeeeeeeeeeeeeeee et ee e e e eeeeaanes -2
ReEfUSEA....ccoeiiiiiiiiiiieeeeeeeeeeeeeeeeeeeeee ettt eeeee e s e eeeaaans -1

F24. On average, how much do you estimate that you pay for X’s spina bifida related
care and treatments per month (i.e., NOT covered by insurance, do not include co-pay)?

$

F25. Have you ever tried to get your insurance or health plan to pay for any spina bifida
related care or treatments for X but they wouldn’t pay?

NOTE: THIS DOES NOT INCLUDE DEDUCTIBLES THAT ARE A REGULAR
FEATURE OF THE INSURANCE POLICY OR PLAN

Y Sttt e e e 1
Nttt et e et e et e et s b e e s ebbre e e e enrraeeeanns 2  SKIP TO F26
DON’t KNOW ..oeieeiieieiiie ettt eeee e vee e rree e e e e e -2
REfUSE....ccvieiiiecieeceeeeee e s -1

F26. Which of the following items would your insurance NOT pay for? (What wouldn’t
your insurance pay for?)
CHECK ALL THAT APPLY

Diagnostic procedures Or tests...........cceveereerreerveeseerseenneens 1
SUTZRTY ...ttt ettt e e e e e s e 2
Special eqUIPMEeNt............ceeecieieecieeeiee e 3
Therapy SEIVICES......ccueeeuierreeriiienieerieenteeeeeireeeeenieeeeens 4
Prescriptions/medications...........cceeueeevveereeereeeseessveenneenns 5
Other, SPECIfY.....cccvieeiiieciecee e 6
DON 't KNOW....uiiiiiiiiiiiiieiceieetcteee et -2
Refused....coueeieieieeete e -1

F27. What is your family’s total income? This includes income from all sources such as

wages, salaries, unemployment payments, public assistance, social security, retirement

benefits, help from relatives etc. Please report amount before taxes.
<EL0,000.....0ceeeeeereeneeeererienieetete ettt 1

$10,000-19,999......ccmemueieiirreieieieniereeeieeeee e 2

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing
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$20,000-29,999......ccceeeiiiriireieeeeee e 3

$30,000-39,999.......0eeieeteeeereee e 4
$40,000-49,999.......0ieciieeeeeeeeeee et et 5
$50,000-59,000.........cccerreeeerierreeiersreereeieeeaeeeeneeeeeeeens 6
$60,000-69,999.......0ccciietierieceete et et 7
$70,000-79,999.......0ieteeieeeeee ettt et e 8
$80,000-89,999.......0cccieereerieeeeeee et 9
$90,000-99,9909.......oooieieeeeeee e e 10
More than $100,000.........ccccceeeevereeerereeereeeeeeeerreeeeeenn. 11
Other, SPECIfY.....cccciiirviiiriiiriirrie et 12
DON 't KNOW ..oeieiiieeeiiieeitee ettt eeee e ereee e e e e e -2
RefUSed....ccueeiiieiiieeieceetceee e -1

F28. Does your family receive any of the following?
CHECK ALL THAT APPLY

Food stamps or food vouchers..........ccccccoeeveervienncnccneennen. 1
Supplemental Security Income (SSI)......cccccvvvvieieeeeeeennnnns 2
Free or reduced cost school lunches.........cccccoevereiieennnn. 3
Women, Infants and Children Program (WIC).................. 4
1D o) 1 10 14 10 1 S RURPRT -2
Refused.....ccueeieriiieieteeeeeee e -1

F29. Has your family experienced financial problems in order to pay for X’s SB related
care and treatments?

Y St se et ee e 1
[ TP PRPPPRNt 2
DON’t KNOW ..eeeeeiieeeiiie ettt e e e e -2
RefUSE....ccviiiieeeiieeieeeeeeee s s -1

F30. We would love to hear what you thought of the survey. Please tell us what you
think

That was the last question on the survey. Thank you once more for participating.

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for 43
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing

the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
information unless it displays a currently valid OMB control number. Send comments regarding this burden estimate or any

other aspect of this collection of information, including suggestions for reducing this burden to CDC/ATSDR Information

Collection Review Office, 1600 Clifton Road NE, MS D-74, Atlanta, Georgia 30333; ATTN: PRA (0920-XXXX).



Please verify your address and phone number so that we can mail your check.

Street City State Zip Code

Home Telephone Number Cell Phone Number

What other person could we contact to get in touch with you if we cannot reach you at
your address or phone number?

First Name Last Name Relation Phone Number

FOR SURVEY COMPONENT: We will mail you $25.00 for participating within the
next week.

Public reporting burden of this collection of information is estimated to average 45 minutes per response, including the time for 44
reviewing instructions, searching existing data sources, gathering and maintaining the data needed and completing and reviewing

the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to a collection of
information unless it displays a currently valid OMB control number. Send comments regarding this burden estimate or any

other aspect of this collection of information, including suggestions for reducing this burden to CDC/ATSDR Information

Collection Review Office, 1600 Clifton Road NE, MS D-74, Atlanta, Georgia 30333; ATTN: PRA (0920-XXXX).



