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PART I: IDENTIFYING INFORMATION

1. Patient’s ID Number: ID 2. Current Clinic: SITE
VISIT sequence #
3. Patient’s Letter Code: I:I:I:l s 4. Visit: [0 [0 | M| -
5. Visit Start Date: - - VIS DT
Month Day Year
PART Il: EXCLUSIONS REVIEW
YE NO
1. A. Isthe child between 9 and 17 months of age? AGEINCLS (1) 2
(HOLD)
B. Transfusion within last 2 months? TRN2MOO05 (1) (2)
(HOL
1. IFYES, Date? - -
Month Day Year
TRNO5_DT
2. A. Hasinformed consent been obtained? CONSNTOS (1) 2
(INEL)
B. Has HIPAA authorization form been obtained? HIPAAOS (1) (2)
(INEL)
C. Family has telephone service for contact as required? pHoneos (1) (2)
(INEL)
D. Concurrence that participation appropriate by 0} 2)
Clinical Center Director? PAPRVCCD (INEL)

E. Concurrence that participation appropriate by Patient-Family Q 2)
Advocate? PAPRVPEA (INEL)

If Item 2A, 2B, 2C, 2D or 2E. is NO, Skip to
PART V.

PART Ill: SPECIMENS COLLECTION

YES NO
1. Were any blood specimens collected? BLOODCOL Q) 2)
If NO, answer Item 1.A. If YES, Skip to Item 1.B.
A. Reason(s) specimen not collected

1. No access NOVENACS (1) (2)

(INEL)
2. Patient declined or blood draw not possible today  PTNTDCLN (1) (2)

(HOLD)
3. Parent refused PRNTREFS (1) (2)

(INEL)

IF 1 or 3 (INELIGIBLE), Skip to PART V.
IF 2 (no blood drawn), Skip to PART IV.
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Specimen collected:
1. Hematology (0.5 ml EDTA lavender-top) scevarl | | | [ |
2.  Biochemistry specimen collected just prior to | | | | | |
urine osmolality specimen (2.0 ml red-top) SCBIOCH

3.  Pitted cell count specimen collected and prepared [ | | | |
within 1 hour of collection (0.1 ml EDTA lavender top) SCPITCEL

4.  Cytogenetics (4.0 ml Na Heparin green top) scchoc;| | | | | |

5. DNA (3.0 ml EDTA lavender top) seonel T T T T ]

Yes No
6. Immunology (record labels on Form 42) sciMMUN (1) (2)

7. Penicillin compliance specimen SCPENCILl | | | | |

8. Consent for specimens to be used in other research, Yes No
teaching or new product development by this university (1) 2
medical center and its staff. SCCONS1

9. Consent for other doctors to use stored specimens to Yes No

study an iliness not related to sickle cell anemia. 1) 2
SCCONS2

PART IV: SPECIAL TESTS AND PROCEDURES

1.

Please record the dates that the following
special tests or procedures were performed: Month Day Year

A.

B
C.
D

Urinalysis URNLS_DT |

Urine concentrating ability URNCA_DT |

Liver-spleen scan LIVSP_DT |

|AB ULT_DT

|
|
|
Abdominal ultrasound [ | | |

1. How many hours NPO? I:I:l ABD_NPO

Neurological Evaluation | | [ ] [T | [T T ] [verener

Bayley's I N e A e O O O

Vineland L b L ] e

ID Number Visit Seq
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TRNDP_DT TRNDP_ND
H. Transcranial doppler (1) N/D

1. If not attempted, reason: TRNDNP
Patient not available Q)
Parent/guardian refusal (2)
Other (3)

a. Specify: TRNDNPSP

Urinalysis

A. Red cells REDCELLS
Normal dipstick, normal chemistry or less than 3/high-power field Q)
3-20/high-power field (2)
more 20/high-power field 3)

B. White cells WHTCELLS
Normal dipstick, normal chemistry or less than 3/high-power field Q)
3-20/high-power field (2)
more 20/high-power field 3)

C. pH .

D. Protein URINPR

(1) Negative (2) Trace (3) Small (4) Moderate (5) Large
E. Hemoglobin URINHB
(1) Negative (2) Trace (3) Small (4) Moderate (5) Large

F.  Specific gravity - urine URINSG

Urine concentrating ability

A. How many hours NPO? URN_NPO

B. Urine osmolality specimen collected [ | | | | URINOS
just after biochemistry specimen

A. O, saturation (pulse oxymetry) % O2SAT

B. Second measurement % O2SATSM

ID Number Visit Seq
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5. Child’s recumbent length AVERAGE HEIGHT = HEIGHT
A. Measurement #1 cm HEIGHT1
B. Measurement #2 cm HEIGHT2
C. Measurement #3 cm HEIGHT3
(If #1 and #2 differ by more than 0.5 cm)
D. Rate hair style interference on child’s length HAIRHGHT
None (2)
Some 2)
Not noted 3
6. Child’s weight AVERAGE WEIGHT = WEIGHT
A. Measurement #1 kg WEIGHT1
B. Measurement #2 kg WEIGHT2
C. Measurement #3 kg WEIGHT3
(If #1 and #2 differ by more than 0.2 kg)
7. Child’s head circumference AVERAGE HEAD CIRCUMFERENCE = HEADC
A. Measurement #1 cm HEADC1
B. Measurement #2 cm HEADC2
C. Measurement #3 cm HEADC3
(If #1 and #2 differ by more than 0.4 cm)
D. Rate hair style interference on child’'s head circumference? HAIR
None Q)
Some 2)
Not noted (3)
MSRMT_DT
8. Anthropometry measurement date [ ] [ |- 1 |- | | | | |
Month Day Year
PART V: COORDINATION
1. Checked for completeness and accuracy:
A.  Certification number: [ | |- [ | CERT_NO
B. Signature: CERT_SIG
C. General Comments: GEN_CMNT
ID Number Visit Seq




