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BABY HUG FOLLOW-UP STUDY I
PedsQL
PART I: IDENTIFYING INFORMATION
SUBJECT_ID SITE_ID
1. Patient’s ID Number: 2. Current Clinic: _
3. Patient’s Letter Code: LETTER_CD
4. Visit Date: - - VISIT_DT
Month Day Year
PART Il: FAMILY INFORMATION
RELATIONSHIP
1. What is your relationship to this child (please check and/or circle)?
RLTNSHP
Mother, Step Mother, Foster Mother (1)
Father, Step Father, Foster Father (2)
Grandmother (3)
Grandfather (4)
Guardian (5)
Other (6)*
*a. If Other, specify: RLTN_SP
2. Information about the child.
A. Date of birth: - - BIRTH_DT

Month Day Year

Male Female sex
B. Childis: (1) (2)

C. Ethnic Group or Race:

Black, Non-Hispanic (1)
Asian or Pacific Islander (2)
Hispanic (3)
White, Non-Hispanic (4)
Native American or Alaskan Native (5)
Other (6)*

*a. If Other, specify: RACE_OTH

ID Number Visit Seq
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3. Information about mother:
A. Marital status:
MRTLST_M

Single (1)
Married (2)
Separated (3)
Living with someone (4)
Divorced (5)
Widowed (6)

B. Highest level of education:

EDU_M

6" grade or less (1)

7"-9" grade or less (
9ih-12"" grade or less (
High school graduate (
Some college or certification course (5)
College graduate (
Graduate or Professional Degree (

C. Occupation or Job Title: JOB_M

4. Information about father:

A. Marital status:

MRTLST_F
Single (1)
Married (2)
Separated (3)
Living with someone (4)
Divorced (5)
Widowed (6)
B. Highest level of education:
EDU_F
6" grade or less (1)
7"-9" grade or less (2)
9t-12" grade or less (3)
High school graduate (4)
Some college or certification course (5)
College graduate (6)
Graduate or Professional Degree (7)
C. Occupation or Job Title: JOB_F

ID Number Visit Seq
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Impact Scale:
In the past 6 months, has your child...
Yes No
A. Had a chronic health condition (defined as a physical or mental health
condition that has lasted or is expected to last at least 6 months, and
interferes with your child’s activities)? cHc_6m  (1)* (2)
*1. If YES, what is the name of your child’s chronic health condition? CHC_NAME
In the past 12 months, has your child had...
Yes No
B. Any overnight visits to the hospital? owrt_12m  (1)* (2)
*1.  If YES, how many times? OVNT_NUM -
*2.  What was wrong? OVNT_RSN
Yes No
C. Any Emergency Room/Urgent Care Visits? ER_12M (1)”* (2)
*1.  If YES, how many times? ER_NUM
*2.  What was wrong? ER_RSN
In the past 30 days...
D. How many days did your child miss from school due to physical or
mental health? ABST 300
E. How many days was your child sick in bed or too ill to play? sick_300
F. How many days did your child need someone to care for him/her due to
physical or mental health? CARE_30D
Yes* No
Does caregiver work outside the home? WKOTSDHM

| If No, skip to Part lll. |

*A. In the past 30 days, how many days have you missed from work due to
your child’s physical or mental health? MswK_30D

*B. Inthe past 30 days, has your child’s health interfered with...

Never Almost Some- Often Almost

Never times Always
1. Your daily routine at work (0) (1) (2) (3) (4)
2. Your ability to concentrate at work (0) (1) (2) (3) (4)

ID Number Visit Seq

RTN_WK
CONC_WK
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PART Ill: GENERIC CORE SCALES
1. Child Report (Ages 8-12)
In the past one month, how much of a problem has this been for you...
Never | Almost | Some- | Often | Almost
Never | times Always
A. | About my health and activities (problems with..)
1. | ltis hard for me to walk more than one
block (0) (1) (2) (3) 4)
2. | ltis hard for me to run (0) (1) (2) (3) (4)
3. | Itis hard for me to do sports activity or
exercise (0) (1) (2) (3) (4)
4. | ltis hard for me to lift something heavy (0) (1) (2) (3) (4)
5. | Itis hard for me to take a bath or
shower by myself (0) (1) (2) (3) (4)
6. | Itis hard for me to do chores around
the house (0) (1) (2) (3) (4)
7. | | hurt or ache (0) (1) (2) (3) (4)
8. | | have low energy (0) (1) (2) (3) (4)
B. | About my feelings (problems with..)
1. | | feel afraid or scared (0) (1) (2) (3) (4)
2. | | feel sad or blue (0) (1) (2) (3) (4)
3. | | feel angry (0) (1) (2) (3) (4)
4. | | have trouble sleeping (0) (1) (2) (3) (4)
5. | I worry about what will happen to me (0) (1) (2) (3) (4)
C. | How I get along with others (problems with..)
| have trouble getting along with other
kids (0) (1) (2) (3) 4)
2. | Other kids do not want to be my friend (0) (1) (2) (3) (4)
3. | Other kids tease me (0) (1) (2) (3) (4)
4. | | cannot do things that other kids my
age can do (0) (1) (2) (3) (4)
5. | Itis hard to keep up when | play with
other kids (0) (1) (2) (3) (4)
D. | About school (problems with..)
1. | ltis hard to pay attention in class (0) (1) (2) (3) (4)
2. | | forget things (0) (1) (2) (3) (4)
3. | | have trouble keeping up with my
schoolwork (0) (1) (2) (3) (4)
4. | I miss school because of not feeling
well (0) (1) (2) 3) (4)
5. | I miss school to go to the doctor or
hospital (0) (1) (2) (3) (4)
ID Number Visit Seq

GCRPT_A1
GCRPT_A2

GCRPT_A3

GCRPT_A4

GCRPT_AS

GCRPT_A6

GCRPT_AT7

GCRPT_A8

GCRPT_B1
GCRPT_B2

GCRPT_B3
GCRPT_B4

GCRPT_BS

GCRPT_C1

GCRPT_C2

GCRPT_C3

GCRPT_C4

GCRPT_C5

GCRPT_D1

GCRPT_D2

GCRPT_D3

GCRPT_D4

GCRPT_D5
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2. Parent Report (for Children Ages 8-12)
In the past one month, how much of a problem has your child had with...
Never | Almost | Some- | Often | Almost
Never | times Always
A. | Physical functioning (problems with..)
1. | Walking more than one block (0) (1) (2) (3) (4)
2. | Running (0) (1) (2) (3) (4)
3. | Participating in sports activity or
exercise (0) (1) (2) (3) (4)
4. | Lifting something heavy (0) (1) (2) (3) 4)
5. | Taking a bath or shower by him or
herself (0) (1) (2) (3) (4)
6. | Doing chores around the house (0) (1) (2) (3) (4)
7. | Having hurts or aches (0) (1) (2) (3) 4)
8. | Low energy level (0) (1) (2) (3) (4)
B. | Emotional functioning (problems with..)
1. | Feeling afraid or scared (0) (1) (2) (3) (4)
2. | Feeling sad or blue (0) (1) (2) (3) (4)
3. | Feeling angry (0) (1) (2) (3) (4)
4. | Trouble sleeping (0) (1) (2) (3) (4)
5. | Worrying about what will happen to
him or her (0) (1) (2) (3) 4)
C. | Social functioning (problems with..)
1. | Getting along with other children (0) (1) (2) (3) 4)
2. ]E?I’glnedr kids not wanting to be his or her 0) (1) 2) 3) 4)
3. | Getting teased by other children (0) (1) (2) (3) (4)
4. | Not able to do things that other
children his or her age can do (0) (1) (2) (3) (4)
5. | Keeping up when playing with other
children (0) (1) (2) (3) (4)
D. | School functioning (problems with..)
1. | Paying attention in class (0) (1) (2) (3) 4)
2. | Forgetting things (0) (1) (2) (3) (4)
3. | Keeping up with schoolwork (0) (1) (2) (3) (4)
4. | Missing school because of not feeling
well (0) (1) (2) 3) (4)
5. | Missing school to go to the doctor or
hospital (0) (1) (2) (3) (4)
ID Number Visit Seq

GPRPT_A1
GPRPT_A2

GPRPT_A3
GPRPT_A4

GPRPT_AS
GPRPT_A6
GPRPT_A7
GPRPT_A8

GPRPT_B1
GPRPT_B2

GPRPT_B3
GPRPT_B4
GPRPT_BS

GPRPT_c1

GPRPT_C2
GPRPT_C3

GPRPT_C4
GPRPT_C5
GPRPT_D1
GPRPT_D2
GPRPT_D3

GPRPT_D4

GPRPT_D5
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PART IV: FATIGUE SCALES
Child Report (Ages 8-12)
In the past one month, how much of a problem has this been for you...
Never | Almost | Some- | Often | Almost
Never | times Always
A. | General fatigue (problems with..)
1. | | feel tired (0) (1) (2) (3) 4)
2. | | feel physically weak (not strong) (0) (1) (2) (3) (4)
3. | | feel too tired to do things that | like to
do (0) (1) (2) 3) (4)
4. | | feel too tired to spend time with my
friends (0) (1) (2) (3) (4)
5. | | have trouble finishing things (0) (1) (2) (3) (4)
6. | | have trouble starting things (0) (1) (2) (3) (4)
B. | Sleep/Rest fatigue (problems with..)
1. | I sleep alot (0) (1) (2) (3) (4)
2. | ltis hard for me to sleep through the
night (0) (1) (2) 3) (4)
3. | | feel tired when | wake up in the
morning (0) (1) (2) (3) (4)
4. | lrestalot (0) (1) (2) (3) (4)
5. | | take a lot of naps (0) (1) (2) (3) 4)
6. | | spend a lot of time in bed (0) (1) (2) (3) 4)
C. | Cognitive fatigue (problems with..)
1. | Itis hard for me to keep my attention
on things (0) (1) (2) (3) 4)
2. | ltis hard for me to remember what
people tell me (0) (1) (2) (3) (4)
3. | Itis hard for me to remember what |
just heard (0) (1) (2) (3) (4)
4. | ltis hard for me to think quickly (0) (1) (2) (3) (4)
5. | I have trouble remembering what |
was just thinking (0) (1) (2) (3) 4)
6. | | have trouble remembering more than
one thing at a time (0) (1) (2) (3) (4)
ID Number Visit Seq

FCRPT_A1
FCRPT_A2

FCRPT_A3
FCRPT_A4
FCRPT_AS
FCRPT_AG6
FCRPT_B1
FCRPT_B2
FCRPT_B3
FCRPT_B4

FCRPT_B5
FCRPT_B6

FCRPT_c1

FCRPT_C2

FCRPT_C3
FCRPT_C4

FCRPT_C5

FCRPT_C6
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2. Parent Report (Ages 8-12)
In the past one month, how much of a problem has this been for your child...
Never | Almost | Some- | Often | Almost
Never | times Always
A. | General fatigue (problems with..)
1. | Feeling tired (0) (1) (2) (3) (4)
2. | Feeling physically weak (not strong) (0) (1) (2) (3) (4)
3. | Feeling too tired to do things that
he/she likes to do (0) (1) (2) (3) (4)
4. | Feeling too tired to spend time with
his/her friends (0) (1) (2) (3) (4)
5. | Trouble finishing things (0) (1) (2) (3) 4)
6. | Trouble starting things (0) (1) (2) (3) (4)
B. | Sleep/Rest fatigue (problems with..)
1. | Sleeping a lot (0) (1) (2) (3) (4)
2. | Difficulty sleeping through the night (0) (1) (2) (3) (4)
3. | Feeling tired when he/she wakes up in
the morning (0) (1) (2) (3) (4)
4. | Resting a lot (0) (1) (2) (3) (4)
5. | Taking a lot of naps (0) (1) (2) (3) (4)
6. | Spending a lot of time in bed (0) (1) (2) (3) (4)
C. | Cognitive fatigue (problems with..)
1. | Difficulty keeping his/her attention on
things (0) (1) (2) 3) (4)
2. | Difficulty remembering what people
tell him/her (0) (1) (2) (3) (4)
3. | Difficulty remembering what he/she
just heard (0) (1) (2) (3) (4)
4. | Difficulty thinking quickly (0) (1) (2) (3) (4)
5. | Trouble remembering what he/she
was just thinking (0) (1) (2) (3) (4)
6. | Trouble remembering more than one
thing at a time (0) (1) (2) (3) (4)
ID Number Visit Seq

FPRPT_A1
FPRPT_A2

FPRPT_A3
FPRPT_A4

FPRPT_A5
FPRPT_AG

FPRPT_B1
FPRPT_B2
FPRPT_B3
FPRPT_B4

FPRPT_B5
FPRPT_B6

FPRPT_C1

FPRPT_C2

FPRPT_C3
FPRPT_C4

FPRPT_C5

FPRPT_C6
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PART V: SICKLE CELL SCALES
1. Child Report (Ages 8-12)
In the past one month, how much of a problem has this been for you ...
Never | AlImost | Some- | Often | Almost
Never | times Always
A. | About my pain and hurt (problems with..)
1. | | hurt a lot (0) (1) (2) (3) 4)
2. | | hurt all over my body (0) (1) (2) (3) 4)
3. | | hurtin my arms (0) (1) (2) (3) (4)
4. | | hurtin my legs (0) (1) (2) (3) (4)
5. | | hurtin my stomach (0) (1) (2) (3) (4)
6. | | hurtin my chest (0) (1) (2) (3) 4)
7. | | hurtin my back (0) (1) (2) (3) 4)
8. | | have pain every day (0) (1) (2) (3) (4)
9. | | have pain so much that | need
medicine (0) (1) (2) (3) (4)
B. | About my pain impact (problems with..)
1. | Itis hard for me to do things because
| might get pain (0) (1) (2) (3) (4)
2. | I miss school when | have pain (0) (1) (2) (3) (4)
3 It is hard for me to run when | have
pain (0) (1) (2) (3) (4)
4. | Itis hard to have fun when | have
pain (0) (1) (2) 3) (4)
5. | | have trouble moving when | have
pain (0) (1) (2) (3) (4)
6. | Itis hard to stay standing when |
have pain (0) (1) (2) (3) (4)
7. | ltis hard for me to take care of
myself when | have pain (0) (1) (2) (3) (4)
8. | Itis hard for me to do what others
can do because | might get pain (0) (1) (2) (3) (4)
9. | | wake up at night when | have pain (0) (1) (2) (3) (4)
10. | | get tired when | have pain (0) (1) (2) (3) (4)
C. | About my pain management and control
(problems with..)
1. | Itis hard for me to manage my pain (0) (1) (2) (3) (4)
2. | ltis hard for me to control my pain (0) (1) (2) (3) (4)
ID Number Visit Seq

SCRPT_A1
SCRPT_A2
SCRPT_A3
SCRPT_A4
SCRPT_AS5
SCRPT_AG
SCRPT_A7
SCRPT_A8

SCRPT_A9

SCRPT_B1
SCRPT_B2

SCRPT_B3
SCRPT_B4
SCRPT_B5
SCRPT_B6
SCRPT_B7
SCRPT_B8

SCRPT_B9
SCRPT_B10

SCRPT_c1
SCRPT_C2
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In the past one month, how much of a problem has this been for you ...
Never | Almost | Some- | Ofte | Almost
Never | times n Always
D. | About my worrying | (problems with..)
1. | | worry that | will have pain (0) (1) (2) (3) (4)
2. | | worry that others will not know what
to do if | have pain ©0) (1) (2) (3) (4)
3. | I worry when | am away from home (0) (1) (2) (3) (4)
4. | I worry | might have to go to the
emergency room (0) (1) (2) (3) (4)
5. | 'worry | might have to stay overnight
in the hospital (0) (1) (2) (3) (4)
E. | About my worrying Il (problems with..)
1. | I worry | might have a stroke (0) (1) (2) (3) (4)
2. | I worry | might have a chest crisis (0) (1) (2) (3) (4)
F. | About my emotions (problems with..)
1. | | feel mad | have sickle cell disease (0) (1) (2) (3) (4)
2. | | feel mad when | have pain (0) (1) (2) (3) (4)
G. | About my treatment (problems with..)
1. | Itis hard for me to remember to take
my medicine (0) (1) (2) (3) (4)
2. | I do not like how | feel after | take my
medicine (0) (1) (2) (3) (4)
3. | I do not like the way my medicine
tastes (0) (1) (2) (3) (4)
4. | My medicine makes me sleepy (0) (1) (2) (3) (4)
5. | I worry about whether my medicine is
working (0) (1) (2) (3) (4)
6. | | worry about whether my treatments
are working (0) (1) (2) (3) (4)
7. | My medicine does not make me feel
better (0) (1) (2) (3) (4)
H. | About communication | (problems with..)
1. | Itis hard for me to tell others when |
am in pain (0) (1) (2) (3) (4)
2. | ltis hard for me to tell the doctors and
nurses how | feel (0) (1) (2) (3) (4)
3. | Itis hard for me to ask the doctors
and nurses questions (0) (1) (2) (3) (4)
ID Number Visit Seq

SCRPT_D1

SCRPT_D2
SCRPT_D3

SCRPT_D4

SCRPT_D5

SCRPT_E1
SCRPT_E2

SCRPT_F1
SCRPT_F2

SCRPT_G1

SCRPT_G2

SCRPT_G3
SCRPT_G4

SCRPT_G5

SCRPT_G6

SCRPT_G7

SCRPT_H1

SCRPT_H2

SCRPT_H3
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Never | AlImost | Some- | Often | Almost
Never | times Always
I. | About communication Il (problems with..)
1. | Itis hard for me when others do not
understand about my sickle cell disease | (0) (1) (2) (3) (4)
2. | ltis hard for me when others do not
understand how much pain | feel (0) (1) (2) (3) (4)
3. | ltis hard for me to tell others | have
sickle cell disease (0) (1) (2) (3) (4)
2. Parent Report (Ages 8-12)
In the past one month, how much of a problem has your child had with ...
Never | AlImost | Some- | Often | Almost
Never | times Always
A. | Pain and hurt (problems with..)
1. | Hurting a lot (0) (1) (2) (3) 4)
2. | Hurting all over his/her body (0) (1) (2) (3) 4)
3. | Hurting in his/her arms (0) (1) (2) (3) 4)
4. | Hurting in his/her legs (0) (1) (2) (3) (4)
5. | Hurting in his/her stomach (0) (1) (2) (3) (4)
6. | Hurting in his/her chest (0) (1) (2) (3) 4)
7. | Hurting in his/her back (0) (1) (2) (3) 4)
8. | Having pain every day (0) (1) (2) (3) 4)
9. | Having so much pain that he/she has
to take medicine (0) (1) (2) (3) 4)
B. | Pain impact (problems with..)
1. | Itis hard for him/her to do things
because he/she might get pain (0) (1) (2) (3) (4)
2. | Missing school when he/she has pain | (0) (1) (2) (3) (4)
3 It is hard for him/her to run when
he/she has pain (0) (1) (2) (3) (4)
4. | Itis hard for him/her to have fun
when having pain (0) (1) (2) (3) 4)
5. | Having trouble moving around when
he/she has pain (0) (1) (2) (3) (4)
6. | Itis hard for him/her to stay standing
when he/she has pain (0) (1) (2) (3) 4)
7. | ltis hard for him/her to take care of
himself/herself when he/she has pain (0) (1) (2) (3) (4)
8. | Itis hard for him/her to do what
others can do because he/she might
get pain (0) (1) 2) 3) (4)
9. | Waking up at night when he/she has
pain (0) (1) (2) (3) (4)
10. | Getting tired when he/she has pain (0) (1) (2) (3) (4)
ID Number Visit Seq

SCRPT_I1

SCRPT_I2

SCRPT_I3

SPRPT_A1
SPRPT_A2
SPRPT_A3
SPRPT_A4
SPRPT_AS
SPRPT_AG
SPRPT_A7
SPRPT_A8

SPRPT_A9

SPRPT_B1
SPRPT_B2

SPRPT_B3

SPRPT_B4

SPRPT_BS

SPRPT_B6

SPRPT_B7

SPRPT_B8

SPRPT_B9
SPRPT_B10
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In the past one month, how much of a problem has your child had with ...

Never | Almost | Some- | Often | Almost
Never | times Always
C. | Pain management and control (problems with..)
1. | Itis hard for him/her to manage
his/her pain (0) (1) (2) (3) (4)
2. | ltis hard for him/her to control his/her
pain (0) (1) (2) 3) (4)
D. | Worry | (problems with..)
1. | Worrying that he/she will have pain (0) (1) (2) (3) 4)
2. | Worrying that other people will not
know what to do if he/she has pain (0) (1) (2) (3) (4)
3. | Worrying when he/she is away from
home (0) (1) (2) 3) (4)
4. | Worrying he/she might have to go to
the emergency room (0) (1) (2) (3) (4)
5. | Worrying he/she might have to stay
overnight in the hospital (0) (1) (2) (3) (4)
E. | Worry Il (problems with..)
1. | Worrying he/she might have a stroke (0) (1) (2) (3) (4)
2. | Worrying he/she might have a chest
crisis (0) (1) (2) (3) (4)
F. | Emotions (problems with..)
1. | Feeling mad about having sickle cell
disease (0) (1) (2) (3) (4)
2. | Feeling mad when he/she has pain (0) (1) (2) (3) 4)
G. | Treatment (problems with..)
1. | Itis hard for him/her to remember to
take his/her medicine (0) (1) (2) (3) 4)
2. | Not liking how he/she feels after
taking medicine (0) (1) (2) (3) (4)
3. | Not liking the way his/her medicine
tastes (0) (1) (2) (3) (4)
4. | Medicine making him/her sleepy (0) (1) (2) (3) (4)
5. | Worrying about whether his/her
medicine is working (0) (1) (2) (3) 4)
6. | Worrying about whether his/her
treatments are working (0) (1) (2) (3) (4)
7. | Medicine not making him/her feel
better (0) (1) (2) (3) (4)
ID Number Visit Seq

SPRPT_C1

SPRPT_C2

SPRPT_D1

SPRPT_D2

SPRPT_D3

SPRPT_D4

SPRPT_D5

SPRPT_E1

SPRPT_E2

SPRPT_F1
SPRPT_F2

SPRPT_G1

SPRPT_G2

SPRPT_G3
SPRPT_G4

SPRPT_G5

SPRPT_G6

SPRPT_G7
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In the past one month, how much of a problem has your child had with ...

Never | Almost | Some- | Often | Almost
Never | times Always
H. | Communication | (problems with..)
1. | Itis hard for him/her to tell others
when he/she is in pain (0) (1) (2) (3) (4) SPRPT_H1
2. | ltis hard for him/her to tell the doctors
and nurses how he/she feels (0) (1) (2) (3) (4) SPRPT_H2
3. | ltis hard for him/her to ask the
doctors and nurses questions (0) (1) (2) (3) (4) SPRPT_H3
l. | Communication Il (problems with..)
1. | Itis hard for him/her when other
people do not understand about
his/her sickle cell disease (0) (1) (2) (3) (4) SPRPT_I1
2. | ltis hard for him/her when others do
not understand how much pain he/she
feels (0) (1) (2) (3) (4) SPRPT_I2
3. | Itis hard for him/her to tell others that
he/she has sickle cell disease (0) (1) (2) (3) (4) SPRPT_I3
PART VI: COORDINATION
1. Checked for completeness and accuracy:
A. Certification number: CERT_NO
B. Signature: CERT_SIG
C. General Comments: GEN_CHNT
ID Number Visit Seq




