Data Set Name: mh_chart _r.sas7bdat

14:58 Friday, April 03, 2026

Num | Variable Type | Len | Format | Informat | Label
1 | MON _ENR Num 8|8. Number of months on study (since enrollment)
2 | ENROLLED Char 31%3. Has patient enrolled into the study?
3 | GENDER Char 6/ %6. Patient gender
4| GENOTYPE Char 718%7. Patient diagnosis
5|RACE Char 26| $26. Patient race
6 | ETHNIC Char 221 $22. Patient ethnicity
7 | TERMINATED Char 3$3. Did the patient terminate the study?
8 | WTUNIT Char 2| %2. Weight unit
9 |HTUNIT Char 2| %2. Height unit
10 | CURSTUD Char 38%3. Is patient in other research studies?
11| TONSL Char 7|87 Has patient ever had a Tonsillectomy / Adenoidectomy
12 | SPLEN Char 7|87 Has patient ever had a Splenectomy
13 |CHOL Char 7187 Has patient ever had a Cholecystectomy
14 | HIPCO Char 71%7. Has patient ever had a Hip Coring procedure
15 | HIPR Char 71%7. Has patient ever had a Hip Replacement
16 | PLINE Char 71%7. Has patient ever had a permanent indwelling line
17 | PLINEFR Char 71%7. If patient ever had a permanent indwelling line, how many times?
18 | RPLINE Char 787. Removal of Permanent Indwelling Line
19 | RPLINFR Char 71$7. If patient ever had a removal of Permanent Indwelling Line, how
many times?
20 |CARF Char 71%7. Has patient ever had or been diagnosed with Cardiac Failure
21 |CARFLT Num 8 1. If yes to Cardiac Failure, Left
22 |CARFUK Num 8 1. If yes to Cardiac Failure, Unknown
23/ GBD Char 71%7. Has patient ever had or been diagnosed with Gall Bladder Disease
24 |LDHS Char 71%7. Has patient ever had or been diagnosed with Liver Disease, Hepatic
Sequestration / Sickle-Hepatopathy / Intrahepatic Sickling
25| LDPF Char 7187 Has patient ever had or been diagnosed with Lung Disease,
Pulmonary Fibrosis
26 | CONDI1 Char 71%7. (Anemia) Aplastic Episode
27 | COND2 Char 7|87 (Anemia) Immune and Non-immune Hemolysis/ Hyperhemolysis
28 | COND4 Char 71%7. (Anemia) Acute Splenic Sequestration
29 | CONDS Char 71%7. (Cardiac) Cardiomyopathy
30 | COND6 Char 71%7. (Cardiac) Hypertension
31| COND9 Char 797. (CNS) Seizure
32| CONDI10 Char 797. (CNS) Stroke- Hemorrhagic
33| CONDI1 Char 797. (CNS) Stroke- Infarctive
34| CONDI2 Char 797. (CNS) Stroke- Silent Cerebral Infact
35|/CONDI13 Char 71%7. (CNS) Elevated Transcranial Doppler (TCD) Velocities
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36 |COND14 Char 71$7. (CNS) Transient Ischemic Attack (TIA)

37| CONDIS Char 7187. (GI/Hepatobiliary) Cholecystitis

38| COND16 Char 7|87. (GI/Hepatobiliary) Cholelithiasis/Sludge

39| COND17 Char 79%7. (GI/Hepatobiliary) Hepatic Sequestration

40| COND19 Char 79%7. (GI/Hepatobiliary) Pancreatitis

41| COND20 Char 79%7. (GI/Hepatobiliary) Viral Hepatitis

42 |COND21 Char 71%7. (Muscular, Skeletal, Skin) Avascular Necrosis

43 |COND22 Char 71%7. (Muscular, Skeletal, Skin) Dactylitis (Hand Foot Syndrome)

44 | COND23 Char 79%7. (Muscular, Skeletal, Skin) Leg Ulcers

45| COND24 Char 71%7. (Muscular, Skeletal, Skin) Osteomyelitis (Acute or Chronic)

46 | COND25 Char 797. (Ocular) Retinopathy

47 | COND27 Char 797. (Pain) Neuropathy (Neuropathic Pain)

48 | COND28 Char 71%7. (Pain) Sickle Cell Pain

49 | COND29 Char 7187. (Pulmonary) Acute Chest Syndrome

50 | COND30 Char 71%7. (Pulmonary) Chronic Obstructive Lung Disease

51 |COND31 Char 71%7. (Pulmonary) Chronic Restrictive Lung Disease

52| COND32 Char 71%7. (Pulmonary) Pulmonary Embolism

53| COND33 Char 71%7. (Pulmonary) Pulmonary Hypertension

54 | COND34 Char 71$7. (Pulmonary) Persistent Reactive Airways Disease (Asthma)

55| COND35 Char 71$7. (Renal/Genitourinary) Acute Renal Failure

56 | COND36 Char 71$7. Has patient ever had or been diagnosed with Renal Disease, Chronic
Renal Insufficiency

57| COND37 Char 787. (Renal/Genitourinary) Hematuria

58 | COND38 Char 7|87. (Renal/Genitourinary) Priapism

59| COND39 Char 71%7. (Renal/Genitourinary) Proteinuria/ Nephrotic Syndrome

60 | COND40 Char 7|87. (Renal/Genitourinary) Pyelonephritis

61 | COND41 Char 7187. (Splenic) Splenic Infarction

62 | COND42 Char 79%7. (Splenic) Chronic Hypersplenism

63 | COND43 Char 71%7. (Transfustion/ Iron Overload) Transfusional Hemosiderosis

64 | COND44 Char 79%7. Bacteremia/ Sepsis/ Meningitis

65 | HYDROX Char 79%7. Used Hydroxyurea in time interval

66 | HYDROPR Char 71%7. Used Hydroxyurea prior to time interval

67 | ANTISIC Char 797. Used Other Anti-Sickling Agents during time interval

68 | ANTISPR Char 71%7. Used Other Anti-Sickling Agents prior to time interval

69 | PROPH Char 71%7. Used Prophylactic Penicillin, or other Prophylactic Antibiotics during
time interval

70 | PROPPR Char 71%7. Used Prophylactic Penicillin, or other Prophylactic Antibiotics prior
to time interval

71 | DESFER Char 71%7. Used Desferal during time interval

72 | DESFPR Char 71%7. Used Desferal prior to time interval
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73 | IRON_OTHER Char 7|87. Used other oral Iron Chelator Medications during time interval
74 | IRONPR Char 71%7. Used other oral Iron Chelator Medications prior to time interval
75 | OXYGEN Char 7|87. Used Oxygen at home during time interval
76 | OXYGPR Char 7187. Used Oxygen at home prior to time interval
77 | ANTIDEP Char 79%7. Used Antidepressants during time interval
78 | ANTIDPR Char 79%7. Used Antidepressants prior to time interval
79 | ANTICONV Char 79%7. Used Anticonvulsants during time interval
80 | ANTICPR Char 71%7. Used Anticonvulsants prior to time interval
81 [NARCO Char 79%7. Used Narcotics (daily for 30+ days) during time interval
82 |[NARCPR Char 71%7. Used Narcotics (daily for 30+ days) prior to time interval
83 | ALTER Char 71%7. Used other alternative therapies during time interval
84 | ALTPR Char 7|81, Other alternative therapies - previously reported
85| IRONTH_TYPE Char 20 | $20. If received iron chelation therapy, what type?
86 | TRAN Char 71%7. Did patient receive a transfusion during time interval?
87| TRANPR Char 7187. Did patient receive a transfusion prior to time interval?
88 | TRANPHX Char 5185. If transfused prior to time interval, how many?
89 [IRONOV Char 71$7. Was iron overload assessed?
90 |[LIVER Char 8$8. Liver biopsy assessment
91 |[LIVRES Num 818.2 Liver biopsy, result mg Fe/g dry weight
92 | FERRIT Char 83$8. Ferritin assessment
93 |FERRES Num 818.2 Ferritin result (mg/L)
94| SQUID Char 83$8. SQUID assessment
95 | SQUIRES Num 8(8.2 SQUID, result - mg Fe/g dry weight
96 | IRONTH Char 81%7. Did patient receive iron chelation therapy?
97 | RBCDOC Char 71%7. Has patient had RBC antibodies documented?
98 |[RBCLC Num 8 1. RBC Antibodies - ¢
99 |RBCUC Num 8 1. RBC Antibodies - C

100 | RBCD Num 8| 1. RBC Antibodies - D

101 |RBCUE Num 8| 1. RBC Antibodies - E

102 | RBCLE Num 8 1. RBC Antibodies - e

103 |[RBCFYA Num 81 RBC Antibodies - Fya

104 |[RBCFYB Num 81. RBC Antibodies - Fyb

105 | RBCJKA Num 8| 1. RBC Antibodies - Jka

106 | RBCJKB Num 8 1. RBC Antibodies - Jkb

107 | RBCLK Num 8 1. RBC Antibodies - k

108 | RBCUK Num 8 1. RBC Antibodies - K

109 | RBCLEA Num 8 1. RBC Antibodies - Lea

110 |[RBCLEB Num 81 RBC Antibodies - Leb

111 |[RBCM Num 81 RBC Antibodies - M
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112| RBCWARM Num 8|1 RBC Antibodies - Warm autoantibody

113 | RBCUNK Num 81 RBC antibodies - Unknown

114  RBCOTH Num 81. RBC antibodies - Other

115 | MRI Char 7%7. Patient had a Head MRI during time interval

116 | MRIRES Char 91%9. Result from most recent Head MRI received during time interval

117 | MRI2Y Char 71%7. Patient had a Head MRI in the 2 years prior to time interval

118 | MRI2YRS Char 91%9. Result from most recent Head MRI received in the 2 years prior to
time interval

119 | MRA Char 71%7. Patient had a Head MRA during time interval

120 | MRARES Char 91%9. Result from most recent Head MRA received during time interval

121 | MRA2Y Char 71%7. Patient had a Head MRA in the 2 years prior to time interval

122 | MRA2YRS Char 91%9. Result from most recent Head MRA received in the 2 years prior to
time interval

123 | TCD Char 71%7. Patient had a Transcranial Doppler during time interval

124 | TCDRES Char 91%9. Result from most recent Transcranial Doppler received during time
interval

125 | TCD2Y Char 71%7. Patient had a Transcranial Doppler in the 2 years prior to time
interval

126 | TCD2YRS Char 91%9. Result from most recent Transcranial Doppler received in the 2 years
prior to time interval

127 |[ECHO Char 787. Patient had an Echocardiogram during time interval

128 | ECHORES Char 91%9. Result from the most recent Echocardiogram received during time
interval

129 |[ECH2Y Char 71$7. Patient had an Echocardiogram in the 2 years prior to time interval

130 |[ECH2YRS Char 91%9. Result from the most recent Echocardiogram received in the 2 years
prior to time interval

131 |PFT Char 71%7. Patient had Pulmonary Function Testing during time interval

132 | PFTRES Char 9%9. Result from most recent Pulmonary Function Testing received during
time interval

133 |PFT2Y Char 787. Patient had Pulmonary Function Testing in the 2 years prior to time
interval

134 |PFT2YRS Char 91%9. Result from most recent Pulmonary Function Testing received in the
2 years prior to time interval

135 |EKG Char 7|87. Patient had a EKG during time interval

136 |[ EKGRES Char 91%9. Result from the most recent EKG received during time interval

137 |[EKG2Y Char 7|87 Patient had a EKG in the 2 years prior to time interval

138 | EKG2YRS Char 91%9. Result from most recent EKG received in the 2 years prior to time
interval

139 | CHTRLAB Char 3$3. At least 2 months since transfusion/hospitalization/other clinical
event?

140 |[HGBRS Num 814.1 Result, Hgb test (gm/dL)

141 | WBCRS Num 8152 Result, WBC test (x10"9/L)

142 | PLATERS Num 813. Result, Platelet test (x10"9/L)




14:58 Friday, April 03,2026 5

Num | Variable Type | Len | Format | Informat | Label
143 | EXCLUDE Char 40 | $40. Would you exclude this patient from clinical trial?
144 | MEDINFO Char | 101|$101. Did patient provide some medical history information?
145 |PAGE1 Num 8|1 Patient provided some pagel information
146 | SURGHX Num 81 Patient provided some surgical history information
147 | MEDCOND Num 81 Patient provided some medical conditions information
148 | SELMED Num 81 Patient provided some selected medications information
149 | RBCANTI Num 81 Patient provided some RBC antibodies information
150 | DIAGTST Num 81 Patient provided some selected diagnostic tests information
151 |LABTST Num 81 Patient provided some selected lab tests information
152 |HOSPADM Num 81 Patient provided some hospital admissions information
153 | TPLAN Num 81 Patient provided some Transplants information
154 | DATA Char 12| $12. How much data was collected for reporting period?
155 | NUMVIS Char 2182, Number of visits during the report period
156 |[HYDONGO Char 1[$1. Hydroxyurea - ongoing
157 |/HYDPR Char 1]81. Hydroxyurea - previously reported
158 | ANTONGO Char 1]$1. Other Anti-Sickling Agents - ongoing
159 | ANTPR Char 1]$1. Other Anti-Sickling Agents - previously reported
160 [ PROONGO Char 1]$1. Prophylactic Penicillin or other Prophylactic Antibiotics - ongoing
161 | PROPR Char 1]$1. Prophylactic Penicillin or other Prophylactic Antibiotics - previously
reported
162 | DESONGO Char 1]$1. Desferal - ongoing
163 | DESPR Char 1]$1. Desferal - previously reported
164 | IROONGO Char 1]$1. Oral iron chelator - ongoing
165 |[IROPR Char 1[$1. Oral iron chelator - previously reported
166 | OXYONGO Char 1|81 Oxygen at home - ongoing
167 | OXYPR Char 1[$1. Oxygen at home - previously reported
168 | DEPONGO Char 1|81 Antidepressants - ongoing
169 | DEPPR Char 1[$1. Antidepressants - previously reported
170 | CONONGO Char 1|$1. Anticonvulsants - ongoing
171 | CONPR Char 1[$1. Anticonvulsants - previously reported
172 [ NARONGO Char 1|$1. Narcotics (daily for 30+ days) - ongoing
173 | NARPR Char 1[$1. Narcotics (daily for 30+ days) - previously reported
174 | ALTONGO Char 1|$1. Other alternative therapies - ongoing
175 | ENCSUMM Num 8 1. Patient provided some Encounter information
176 | APL1_EPISODE Num 8 8. APLI1 - Number of episodes during reporting period
177 | ACU1_EPISODE Num 8 8. ACU1 - Number of episodes during reporting period
178 | BAC1_EPISODE Num 8 8. BACI - Number of episodes during reporting period
179 | SEI1_EPISODE Num 8 8. SEI1 - Number of episodes during reporting period
180 | STR3_EPISODE Num 8 8. STR3 - Number of episodes during reporting period
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181 | STCI_EPISODE Num 8|8. STCI - Number of episodes during reporting period

182 | TCD1_EPISODE Num 8|8. TCDI1 - Number of episodes during reporting period

183 | TIA1_EPISODE Num 8|8. TIA1 - Number of episodes during reporting period

184 |PUL1_EPISODE Num 8|8. PUL1 - Number of episodes during reporting period

185 | PULS5_EPISODE Num 8|8. PULS - Number of episodes during reporting period

186 |[REN1_EPISODE Num 8|8. REN1 - Number of episodes during reporting period

187 |REN4_EPISODE Num 8|8. REN4 - Number of episodes during reporting period

188 |[REN6_EPISODE Num 8|8. RENG6 - Number of episodes during reporting period

189 |[REN8 EPISODE Num 8|8. RENS - Number of episodes during reporting period

190 | MUS2 EPISODE Num 8|8. MUS2 - Number of episodes during reporting period

191 | VISIT NUM Num 8|8. Chart review number - based on dates covered (not SEQNO in EDC)

192 |[HOSPCOMPLETED Char 31%3. Hospitalization/Encounter form completed

193 | ANY HOSP Char 31$3. Any hospital admissions during time interval?

194 | TOT_NUM_HOSP Num 813. Total number of hospital admissions during time interval

195 |H_PUL1 Char 31$3. Any hospitalizations with ACS discharge diagnosis

196 |H PUL1 _SUM Num 818. Total number of hospitalizations with ACS discharge diagnosis

197 |H_ANI Char 31%3. Any hospitalizations with Aplastic Episode discharge diagnosis

198 |H AN1_SUM Num 818. Total number of hospitalizations with Aplastic Episode discharge
diagnosis

199 |H_PUL6 Char 3183. Any hospitalizations with Persistent Reactive Airways Disease
discharge diagnosis

200 |H PUL6_SUM Num 818. Total number of hospitalizations with Persistent Reactive Airways
Disease discharge diagnosis

201 |H MUI Char 318%3. Any hospitalizations with AVN discharge diagnosis

202 |H MU1_SUM Num 818. Total number of hospitalizations with AVN discharge diagnosis

203 |H BAC1 Char 31%3. Any hospitalizations with Bacteremia/Sepsis/Meningitis discharge
diagnosis

204 |H BAC1 SUM Num 818. Total number of hospitalizations with Bacteremia/Sepsis/Meningitis
discharge diagnosis

205 |H _CARF Char 3|83. Any hospitalizations with Cardiac Failure discharge diagnosis

206 |H CARF_SUM Num 818. Total number of hospitalizations with Cardiac Failure discharge
diagnosis

207 |H_CNS5 Char 3183. Any hospitalizations with Elevated TCD Velocities discharge
diagnosis

208 |H_CNS5_SUM Num 818. Total number of hospitalizations with Elevated TCD Velocities
discharge diagnosis

209 |H_CNS1 Char 3183. Any hospitalizations with Seizure discharge diagnosis

210 |H_CNS1_SUM Num 818. Total number of hospitalizations with Seizure discharge diagnosis

211 |H CNS3 Char 38$3. Any hospitalizations with Stroke-Infarctive discharge diagnosis

212 |H CNS3_SUM Num 818. Total number of hospitalizations with Stroke-Infarctive discharge
diagnosis

213 |H CNS6 Char 319$3. Any hospitalizations with TIA discharge diagnosis
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214 |H_CNS6_SUM Num 818. Total number of hospitalizations with TIA discharge diagnosis

215|H MU2 Char 31%3. Any hospitalizations with Dactylitis discharge diagnosis

216 |H MU2_SUM Num 818. Total number of hospitalizations with Dactylitis discharge diagnosis

217 |H_FEVERI Char 3183, Any hospitalizations with Fever discharge diagnosis

218 |H_FEVER1 _SUM Num 8 8. Total number of hospitalizations with Fever discharge diagnosis

219 |H _GBD Char 3$3. Any hospitalizations with Gall Bladder Disease discharge diagnosis

220 |H GBD_SUM Num 818. Total number of hospitalizations with Gall Bladder Disease discharge
diagnosis

221 |H GI1 Char 3$3. Any hospitalizations with Cholecystitis discharge diagnosis

222 'H_GI1_SUM Num 8 8. Total number of hospitalizations with Cholecystitis discharge
diagnosis

223 |H_GI2 Char 3183. Any hospitalizations with Cholelithiasis/Sludge discharge diagnosis

224 |H_GI2_SUM Num 8|8. Total number of hospitalizations with Cholelithiasis/Sludge discharge
diagnosis

225|H_CA2 Char 318%3. Any hospitalizations with Hypertension discharge diagnosis

226 |H_CA2 SUM Num 8 8. Total number of hospitalizations with Hypertension discharge
diagnosis

227 |H_MU3 Char 383. Any hospitalizations with Leg Ulcers discharge diagnosis

228 |H_ MU3_SUM Num 8|8. Total number of hospitalizations with Leg Ulcers discharge diagnosis

229 |H TRANI1 Char 318%3. Any hospitalizations with Transfusional Hemosiderosis discharge
diagnosis

230 H TRAN1 SUM Num 818. Total number of hospitalizations with Transfusional Hemosiderosis
discharge diagnosis

231 |H MU4 Char 318$3. Any hospitalizations with Osteomyelitis discharge diagnosis

232 |H MU4 SUM Num 818. Total number of hospitalizations with Osteomyelitis discharge
diagnosis

233 |H PN3 Char 318%3. Any hospitalizations with Sickle Cell Pain discharge diagnosis

234 |H PN3_SUM Num 8 8. Total number of hospitalizations with Sickle Cell Pain discharge
diagnosis

235|H_RN4 Char 3)83. Any hospitalizations with Priapism discharge diagnosis

236 |H_RN4 _SUM Num 818. Total number of hospitalizations with Priapism discharge diagnosis

237 |H_RNI1 Char 3]83. Any hospitalizations with Acute Renal Failure discharge diagnosis

238 |H_RN1_SUM Num 818. Total number of hospitalizations with Acute Renal Failure discharge
diagnosis

239 |H_AN4 Char 3]83. Any hospitalizations with Acute Splenic Sequestratration discharge
diagnosis

240 |H AN4 SUM Num 818. Total number of hospitalizations with Acute Splenic Sequestratration
discharge diagnosis

241 |H _TRAN2 Char 3$3. Any hospitalizations with Transfusion/Chelation discharge diagnosis

242 |H TRAN2 SUM Num 818. Total number of hospitalizations with Transfusion/Chelation
discharge diagnosis

243 |H OTHI1 Char 3$3. Any hospitalizations with Other discharge diagnosis

244 |H OTH1 SUM Num 818. Total number of hospitalizations with Other discharge diagnosis
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245|H _AN3 Char 3|83. Any hospitalizations with Other Anemia discharge diagnosis

246 |H AN3 SUM Num 818. Total number of hospitalizations with Other Anemia discharge
diagnosis

247 |H _GI5 Char 3|83. Any hospitalizations with Pancreatitis discharge diagnosis

248 |H_GI5_SUM Num 818. Total number of hospitalizations with Pancreatitis discharge
diagnosis

249 'H RN3 Char 3$3. Any hospitalizations with Hematuria discharge diagnosis

250 |H RN3 SUM Num 818. Total number of hospitalizations with Hematuria discharge diagnosis

251 |H_RN6 Char 3$3. Any hospitalizations with Pyelonephritis discharge diagnosis

252 |H RN6_SUM Num 818. Total number of hospitalizations with Pyelonephritis discharge
diagnosis

253 | ANY_ENCNT Char 3183. Any encounters during time interval

254 | TOT_NUM_ENCNT Num 813. Total number of encounters during time interval

255 |E PUL1 Char 3183. Any encounters with ACS discharge diagnosis

256 |E_PUL1 SUM Num 818. Total number of encounters with ACS discharge diagnosis

257 |E_ANI Char 318%3. Any encounters with Aplastic Episode discharge diagnosis

258 |E_AN1_SUM Num 8 8. Total number of encounters with Aplastic Episode discharge
diagnosis

259 |E_PULG6 Char 31%3. Any encounters with Persistent Reactive Airways Disease discharge
diagnosis

260 E_PUL6_SUM Num 8 8. Total number of encounters with Persistent Reactive Airways Disease
discharge diagnosis

261 |E_CARF Char 31%3. Any encounters with Cardiac Failure discharge diagnosis

262 |E_CARF SUM Num 818. Total number of encounters with Cardiac Failure discharge diagnosis

263 |E_CNS5 Char 318%3. Any encounters with Elevated TCD Velocities discharge diagnosis

264 |E_CNS5_SUM Num 818. Total number of encounters with Elevated TCD Velocities discharge
diagnosis

265 |E_CNS4 Char 383. Any encounters with Stroke-Silent Cerebral Infarct discharge
diagnosis

266 |[E_CNS4 SUM Num 818. Total number of encounters with Stroke-Silent Cerebral Infarct
discharge diagnosis

267 |E_CNS3 Char 3|83. Any encounters with Stroke-Infarctive discharge diagnosis

268 |[E_CNS3_SUM Num 818. Total number of encounters with Stroke-Infarctive discharge
diagnosis

269 |[E_CNS2 Char 3|83. Any encounters with Stroke-Hemorrhagic discharge diagnosis

270 | E_CNS2_SUM Num 8|8. Total number of encounters with Stroke-Hemorrhagic discharge
diagnosis

271 |E_MU2 Char 3183, Any encounters with Dactylitis discharge diagnosis

272 |'E_MU2 _SUM Num 818. Total number of encounters with Dactylitis discharge diagnosis

273 |E_DIABETES Char 3$3. Any encounters with Diabetes discharge diagnosis

274 |E_ DIABETES SUM Num 818. Total number of encounters with Fever discharge diagnosis

275 | E_FEVERI Char 31$3. Any encounters with Fever discharge diagnosis
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276 |E_FEVER1_SUM Num 8 8. Total number of encounters with Gall Bladder Disease discharge
diagnosis

277 |E_LDHF Char 318%3. Any encounters with Hepatic Fibrosis/Cirrhosis discharge diagnosis

278 |E_ LDHF SUM Num 818. Total number of encounters with Hepatic Fibrosis/Cirrhosis discharge
diagnosis

279 |E_LDHS Char 3$3. Any encounters with Hepatic Sequestration/Sickle-
Hepatopathy/Intrahepatic Sickling discharge diagnosis

280 |E_ LDHS SUM Num 818. Total number of encounters with Hepatic Sequestration/Sickle-
Hepatopathy/Intrahepatic Sickling discharge diagnosis

281 |E_GI3 Char 3183. Any encounters with Hepatic Sequestration discharge diagnosis

282 |E_GI3_SUM Num 818. Total number of encounters with Hepatic Sequestration discharge
diagnosis

283 |E G4 Char 3183. Any encounters with Intrahepatic Cholestasis discharge diagnosis

284 |E_GIl4 SUM Num 818. Total number of encounters with Intrahepatic Cholestasis discharge
diagnosis

285 |E _GI6 Char 3183. Any encounters with Viral Hepatitis discharge diagnosis

286 |E_Gl6_SUM Num 818. Total number of encounters with Viral Hepatitis discharge diagnosis

287 |E_LDPF Char 3183. Any encounters with Pulmonary Fibrosis discharge diagnosis

288 |E_LDPF_SUM Num 8 8. Total number of encounters with Pulmonary Fibrosis discharge
diagnosis

289 |[E_ MU4 Char 318%3. Any encounters with Osteomyelitis discharge diagnosis

290 |[E MU4 SUM Num 8 8. Total number of encounters with Osteomyelitis discharge diagnosis

291 |E_PN3 Char 31$3. Any encounters with Sickle Cell Pain discharge diagnosis

292 |E PN3 SUM Num 818. Total number of encounters with Sickle Cell Pain discharge diagnosis

293 |E_RN4 Char 31%3. Any encounters with Priapism discharge diagnosis

294 |'E_RN4 SUM Num 8 8. Total number of encounters with Priapism discharge diagnosis

295 | E_RDD Char 31%3. Any encounters with Dialysis discharge diagnosis

296 |E_RDD_SUM Num 8 8. Total number of encounters with Dialysis discharge diagnosis

297 |E_OC1 Char 3|83. Any encounters with Retinopathy discharge diagnosis

298 |E_ OCl1_SUM Num 818. Total number of encounters with Retinopathy discharge diagnosis

299 |[E_ TRAN2 Char 3|83. Any encounters with Transfusion/Chelation discharge diagnosis

300 [E_ TRAN2 SUM Num 818. Total number of encounters with Transfusion/Chelation discharge
diagnosis

301 |[E_ OTH1 Char 3]83. Any encounters with Other discharge diagnosis

302 |E_ OTH1 _SUM Num 818. Total number of encounters with Other discharge diagnosis

303 |[E_AN2 Char 3183. Any encounters with Immune and Non-immune
Hemolysis/Hyperhemolysis discharge diagnosis

304 | E_AN2 SUM Num 818. Total number of encounters with Immune and Non-immune
Hemolysis/Hyperhemolysis discharge diagnosis

305 |E CA3 Char 3$3. Any encounters with Mitral Valve Prolapse discharge diagnosis

306 |[E_CA3_SUM Num 818. Total number of encounters with Mitral Valve Prolapse discharge
diagnosis

307 |E_PUL4 Char 31%3. Any encounters with Pulmonary Embolism discharge diagnosis
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308 |E_PUL4 SUM Num 8 8. Total number of encounters with Pulmonary Embolism discharge
diagnosis

309 | E_SPLI1 Char 31%3. Any encounters with Splenic Infarction discharge diagnosis

310|E_SPL1_SUM Num 818. Total number of encounters with Splenic Infarction discharge
diagnosis

311 |PT ID Char 7187 Patient ID

312 | VISIT TYPE Char 15| $15. Visit description

313 | VISIT _CHAR Char 10| $10. Visit number - character

314 |INT STARTDY Num 818. Day of Start date of time interval relative to enrollment date

315 |INT _ENDDY Num 818. Day of End date of time interval relative to enrollment date

316 |[INT MONTHS Num 818. Number of months in time interval

317 |INT DAYS Num 818. Number of days in time interval

318 | INT _WEEKS Num 8 8. Number of weeks in time interval

319 | INT _OVERLAP DAYS |Num 818. Number of days of overlap between current and previous intervals

320 | INT_GAP _DAYS Num 8 8. Number of days of the gap between current and previous intervals

321 | MH1COMPDY Num 8 8. Day of date MH-I or SA page 1 completed relative to enrollment date

322 [MHICOMPLETED Char 31%3. MH-I or SA page 1 completed

323 | AGE_GROUP Char 5|85. Age Group at visit number

324 |AGE CAT Char 5|85. Age Categories at visit number

325 |INF_MH1 Num 8 8. Number of days between signing informed consent and completing
medical history I

326 | WT_R Char 717. Weight (grouped)

327 | WT_MISS Num 81. Missing - Weight

328 | WTUNIT_ MISS Num 81. Missing - Weight unit

329 | WIDY Num 818. Day of weight assessment date relative to enrollment date

330 | WTIDT_MISS Num 81. Missing - Weight assessment date

331|HT R Char 717. Height (grouped)

332 |HT _MISS Num 81 Missing - Height

333 |[HTUNIT_MISS Num 81 Missing - Height unit

334 |[HTDY Num 818. Day of height assessment date relative to enrollment date

335 |HTDT MISS Num 81 Missing - Height assessment date

336 | CURSTUD_MISS Num 81. Missing - Is patient in other research studies?

337| OTHER _STUDY Num 81. Is patient in some other study?

338 | SURGCOMPDY Num 818. Day of date surgical procedures page completed relative to
enrollment date

339 | SURGCOMPLETED Char 3%3. Surgical Procedures page completed

340 | TONSL_MISS Num 8 1. Missing - Has patient ever had a Tonsillectomy / Adenoidectomy

341 | TONSL _UNK Num 8 1. Unknown - Has patient ever had a Tonsillectomy / Adenoidectomy

342 | TONSLYY Num 8 8. Year of Tonsil/adenoidectomy year relative to enrollment year

343 | TONSLDY Num 8 8. Day of Tonsil/adenoidectomy date relative to enrollment date
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344 | SPLEN_MISS Num 81. Missing - Has patient ever had a Splenectomy

345 | SPLEN_UNK Num 81 Unknown - Has patient ever had a Splenectomy

346 | SPLENYY Num 818. Year of Splenectomy year relative to enrollment year

347 | SPLENDY Num 818. Day of Splenectomy date relative to enrollment date

348 | CHOL_MISS Num 81 Missing - Has patient ever had a Cholecystectomy

349 |CHOL _UNK Num 81 Unknown - Has patient ever had a Cholecystectomy

350 |[CHOLYY Num 818. Year of Cholecystectomy year relative to enrollment year

351 |CHOLDY Num 818. Day of Cholecystectomy date relative to enrollment date

352 | HIPCO_MISS Num 8 1. Missing - Has patient ever had a Hip Coring procedure

353 | HIPCO_UNK Num 8 1. Unknown - Has patient ever had a Hip Coring procedure

354 |HIPCOYY Num 818. Year of Hip core procedure relative to enrollment year

355 | HIPCODY Num 8 8. Day of Hip core procedure date relative to enrollment date

356 |HIPR_MISS Num 81 Missing - Has patient ever had a Hip Replacement

357 |HIPR_UNK Num 81 Unknown - Has patient ever had a Hip Replacement

358 |HIPRYY Num 818. Year of Hip replacement relative to enrollment year

359 | HIPRDY Num 8 8. Day of Hip replacement date relative to enrollment date

360 | PLINE_MISS Num 81 Missing - Has patient ever had a permanent indwelling line

361 | PLINE_UNK Num 8 1. Unknown - Has patient ever had a permanent indwelling line

362 | PLINEYY Num 8 8. Year of Insertion of Permanent indwelling line r relative to
enrollment year

363 | PLINEDY Num 818. Day of Insertion of Permanent Indwelling line date relative to
enrollment date

364 | RPLINE_MISS Num 81. Missing - Has patient ever had a removal of permanent indwelling
line

365 | RPLINE UNK Num 81. Unknown - Has patient ever had a removal of permanent indwelling
line

366 |[RPLINYY Num 818. Year of Removal of permanent indwelling line relative to enrollment
year

367 |RPLINDY Num 818. Day of Removal of permanent indwelling line date relative to
enrollment date

368 | MDC1COMPDY Num 818. Day of date medical conditions page completed relative to enrollment
date

369 | MDC1COMPLETED Char 318%3. Medical Conditions page completed

370 | CARF_MISS Num 81 Missing - Has patient ever had or been diagnosed with Cardiac
Failure

371 | CARF_UNK Num 81. Unknown - Has patient ever had or been diagnosed with Cardiac
Failure

372 |CARFYY Num 818. Cardiac Failure, year of first diagnosis relative to enrollment year

373 |GBD_MISS Num 81 Missing - Has patient ever had or been diagnosed with Gall Bladder
Disease

374 |GBD _UNK Num 81 Unknown - Has patient ever had or been diagnosed with Gall Bladder

Disease
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375 |GBDYY Num 818. Gall Bladder Disease year of first diagnosis relative to enrollment
year

376 | LDHS_MISS Num 8| 1. Missing - Has patient ever had or been diagnosed with Liver Disease,
Hepatic Sequestration / Sickle-Hepatopathy / Intrahepatic Sickling

377 |LDHS UNK Num 8 1. Unknown - Has patient ever had or been diagnosed with Liver
Disease, Hepatic Sequestration / Sickle-Hepatopathy / Intrahepatic
Sickling

378 |LDHSYY Num 818. Liver Disease, Hepatic Sequestration/Sickle-
Hepatopathy/Intrahepatic Sickling, year of first diagnosis relative to
enrollment year

379 |LDPF_MISS Num 8| 1. Missing - Has patient ever had or been diagnosed with Lung Disease,
Pulmonary Fibrosis

380 | LDPF_UNK Num 81. Unknown - Has patient ever had or been diagnosed with Lung
Disease, Pulmonary Fibrosis

381 |LDPFYY Num 818. Lung Disease, Pulmonary Fibrosis, year of first diagnosis relative to
enrollment year

382 | COND1_MISS Num 8| 1. Missing - (Anemia) Aplastic Episode

383 | COND1_UNK Num 8| 1. Unknown - (Anemia) Aplastic Episode

384 |CONDI1YY Num 818. (Anemia) Aplastic Episode, year of first diagnosis relative to
enrollment year

385 |COND2_MISS Num 8 1. Missing - (Anemia) Immune and Non-immune Hemolysis/
Hyperhemolysis

386 | COND2_UNK Num 8| 1. Unknown -(Anemia) Immune and Non-immune Hemolysis/
Hyperhemolysis

387 |COND2YY Num 818. (Anemia) Immune and Non-immune Hemolysis/Hyperhemolysis,
year of first diagnosis relative to enrollment year

388 | COND3_MISS Num 8| 1. Missing - (Anemia) Other Anemia

389 |COND3 UNK Num 8|1. Unknown - (Anemia) Other Anemia

390 | COND3YY Num 818. (Anemia) Other Anemia, year of first diagnosis relative to enrollment
year

391 |COND4_ MISS Num 8|1. Missing - (Anemia) Acute Splenic Sequestration

392 |COND4 UNK Num 8|1. Unknown - (Anemia) Acute Splenic Sequestration

393 | COND4YY Num 818. (Anemia) Acute Splenic Sequestration, year of first diagnosis relative
to enrollment year

394 |CONDS_MISS Num 8 1. Missing - (Cardiac) Cardiomyopathy

395 | CONDS5_UNK Num 8 1. Unknown - (Cardiac) Cardiomyopathy

396 | CONDSYY Num 818. (Cardiac) Cardiomyopathy, year of first diagnosis relative to
enrollment year

397 | COND6_MISS Num 8 1. Missing - (Cardiac) Hypertension

398 | COND6_UNK Num 8 1. Unknown - (Cardiac) Hypertension

399 | COND6YY Num 818. (Cardiac) Hypertension, year of first diagnosis relative to enrollment
year

400 | COND9_MISS Num 81. Missing - (CNS) Seizure

401 | COND9_UNK Num 81. Unknown - (CNS) Seizure

402 | CONDIOYY Num 818. (CNS) Seizure, year of first diagnosis relative to enrollment year
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403 | COND10_MISS Num 81. Missing - (CNS) Stroke- Hemorrhagic

404 | COND10 UNK Num 81 Unknown - (CNS) Stroke- Hemorrhagic

405 | COND10YY Num 818. (CNS) Stroke-Hemorrhagic, year of first diagnosis relative to
enrollment year

406 | COND11_MISS Num 81 Missing - (CNS) Stroke- Infarctive

407 |COND11 UNK Num 81 Unknown - (CNS) Stroke- Infarctive

408 | CONDI11YY Num 818. (CNS) Stroke-Infarctive, year of first diagnosis relative to enrollment
year

409 | COND12 MISS Num 8|1 Missing - (CNS) Stroke- Silent Cerebral Infact

410 CONDI12_UNK Num 8 1. Unknown - (CNS) Stroke- Silent Cerebral Infact

411 |CONDI12YY Num 8|8. (CNS) Stroke-Silent Cerbral Infarct, year of first diagnosis relative to
enrollment year

412 | COND13_MISS Num 8 1. Missing - (CNS) Elevated Transcranial Doppler (TCD) Velocities

413 | COND13 UNK Num 8 1. Unknown - (CNS) Elevated Transcranial Doppler (TCD) Velocities

414 | CONDI3YY Num 8 8. (CNS) Elevated Transcranial Doppler (TCD) Velocities, year of first
diagnosis relative to enrollment year

415 | COND14_MISS Num 8 1. Missing - Has patient Missing-(CNS) Transient Ischemic Attack
(TIA)

416 |COND14 UNK Num 8 1. Unknown - (CNS) Transient Ischemic Attack (TIA)

417 | COND14YY Num 818. (CNS) Transient Ischemic Attack (TIA), year of first diagnosis
relative to enrollment year

418 | COND15_MISS Num 81 Missing - (GI/Hepatobiliary) Cholecystitis

419 | CONDI15_UNK Num 81. Unknown - (GI/Hepatobiliary) Cholecystitis

420 | COND15YY Num 818. (GI/Hepatobiliary) Cholecystitis relative to enrollment year

421 |CONDI16_MISS Num 8 1. Missing - (GI/Hepatobiliary) Cholelithiasis/Sludge

422 |COND16_UNK Num 8 1. Unknown - (GI/Hepatobiliary) Cholelithiasis/Sludge

423 |CONDI16YY Num 818. (GI/Hepatobiliary) Cholelithiasis/Sludge, year of first diagnosis
relative to enrollment year

424 | COND17_MISS Num 8 1. Missing - (GI/Hepatobiliary) Hepatic Sequestration

425|COND17 UNK Num 81. Unknown - (GI/Hepatobiliary) Hepatic Sequestration

426 | COND19 MISS Num 81. Missing - (GI/Hepatobiliary) Pancreatitis

427|COND19 UNK Num 81. Unknown - (GI/Hepatobiliary) Pancreatitis

428 |CONDI9YY Num 818. (GI/Hepatobiliary) Pancreatitis, year of first diagnosis relative to
enrollment year

429 | COND20_MISS Num 81. Missing - (GI/Hepatobiliary) Viral Hepatitis

430 | COND20 UNK Num 81. Unknown - (GI/Hepatobiliary) Viral Hepatitis

431 | COND20YY Num 818. (GI/Hepatobiliary) Viral Hepatitis, year of first diagnosis relative to
enrollment year

432 | COND21_MISS Num 8 1. Missing - (Muscular, Skeletal, Skin) Avascular Necrosis

433 | COND21_UNK Num 8 1. Unknown - (Muscular, Skeletal, Skin) Avascular Necrosis

434 | COND21YY Num 818. (Muscular, Skeletal, Skin) Avascular Necrosis, year of first diagnosis

relative to enrollment year
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435 | COND22_MISS Num 8 1. Missing - (Muscular, Skeletal, Skin) Dactylitis (Hand Foot
Syndrome)

436 | COND22 UNK Num 81 Unknown - (Muscular, Skeletal, Skin) Dactylitis (Hand Foot
Syndrome)

437 | COND22YY Num 818. (Muscular, Skeletal, Skin) Dactylitis (Hand Foot Syndrome), year of
first diagnosis relative to enrollment year

438 | COND23_ MISS Num 8 1. Missing - (Muscular, Skeletal, Skin) Leg Ulcers

439 | COND23 UNK Num 81 Unknown - (Muscular, Skeletal, Skin) Leg Ulcers

440 | COND23YY Num 818. (Muscular, Skeletal, Skin) Leg Ulcers, year of first diagnosis relative
to enrollment year

441 | COND24_MISS Num 8 1. Missing - (Muscular, Skeletal, Skin) Osteomyelitis (Acute or
Chronic)

442 | COND24 UNK Num 81. Unknown - (Muscular, Skeletal, Skin) Osteomyelitis (Acute or
Chronic)

443 |COND24YY Num 8|8. (Muscular, Skeletal, Skin) Osteomyelitis (Acute or Chronic), year of
first diagnosis relative to enrollment year

444 | COND25_MISS Num 81 Missing - (Ocular) Retinopathy

445 | COND25 UNK Num 81 Unknown - (Ocular) Retinopathy

446 | COND25YY Num 818. (Ocular) Retinopathy, year of first diagnosis relative to enrollment
year

447 |COND27 MISS Num 8 1. Missing - (Pain) Neuropathy (Neuropathic Pain)

448 | COND27 UNK Num 81 Unknown - (Pain) Neuropathy (Neuropathic Pain)

449 | COND28_ MISS Num 81 Missing - (Pain) Sickle Cell Pain

450 | COND28 UNK Num 81 Unknown - (Pain) Sickle Cell Pain

451 | COND28YY Num 818. (Pain) Sickle Cell Pain, year of first diagnosis relative to enrollment
year

452 | COND29 MISS Num 8 1. Missing - (Pulmonary) Acute Chest Syndrome

453 | COND29 UNK Num 81 Unknown - (Pulmonary) Acute Chest Syndrome

454 |COND29YY Num 8|8. (Pulmonary) Acute Chest Syndrome, year of first diagnosis relative
to enrollment year

455|COND30_ MISS Num 81. Missing - (Pulmonary) Chronic Obstructive Lung Disease

456 | COND30 UNK Num 81. Unknown - (Pulmonary) Chronic Obstructive Lung Disease

457 | COND30YY Num 818. (Pulmonary) Chronic Obstructive Lung Disease, year of first
diagnosis relative to enrollment year

458 | COND31_MISS Num 8|1 Missing - (Pulmonary) Chronic Restrictive Lung Disease

459 | COND31 UNK Num 81 Unknown - (Pulmonary) Chronic Restrictive Lung Disease

460 | COND31YY Num 818. (Pulmonary) Chronic Restrictive Lung Disease, year of first
diagnosis relative to enrollment year

461 | COND32 MISS Num 81 Missing - (Pulmonary) Pulmonary Embolism

462 | COND32 UNK Num 81 Unknown - (Pulmonary) Pulmonary Embolism

463 | COND33_ MISS Num 81 Missing - (Pulmonary) Pulmonary Hypertension

464 | COND33 UNK Num 81 Unknown - (Pulmonary) Pulmonary Hypertension




14:58 Friday, April 03,2026 15

Num | Variable Type | Len | Format | Informat | Label

465 | COND33YY Num 818. (Pulmonary) Pulmonary Hypertension, year of first diagnosis relative
to enrollment year

466 | COND34 MISS Num 81 Missing - (Pulmonary) Persistent Reactive Airways Disease
(Asthma)

467 | COND34 UNK Num 8 1. Unknown - (Pulmonary) Persistent Reactive Airways Disease
(Asthma)

468 | COND34YY Num 818. (Pulmonary) Persistent Reactive Airways Disease (Asthma), year of
first diagnosis relative to enrollment year

469 | COND35_ MISS Num 81 Missing - (Renal/Genitourinary) Acute Renal Failure

470 | COND35_UNK Num 81 Unknown - (Renal/Genitourinary) Acute Renal Failure

471 | COND35YY Num 8|8. (Renal/Genitourinary) Acute Renal Failure, year of first diagnosis
relative to enrollment year

472 | COND36_MISS Num 81. Missing - (Renal/Genitourinary) Chronic Renal Insufficiency

473 | COND36_UNK Num 81 Unknown - (Renal/Genitourinary) Chronic Renal Insufficiency

474 | COND36YY Num 818. (Renal/Genitourinary) Chronic Renal Insufficiency, year of first
diagnosis relative to enrollment year

475 | COND37_MISS Num 8 1. Missing - (Renal/Genitourinary) Hematuria

476 | COND37_UNK Num 8 1. Unknown - (Renal/Genitourinary) Hematuria

477 | COND37YY Num 818. (Renal/Genitourinary) Hematuria, year of first diagnosis relative to
enrollment year

478 | COND38 MISS Num 81 Missing - (Renal/Genitourinary) Priapism

479 | COND38 UNK Num 81 Unknown - (Renal/Genitourinary) Priapism

480 | COND38YY Num 818. (Renal/Genitourinary) Priapism, year of first diagnosis relative to
enrollment year

481 | COND39 MISS Num 81 Missing - (Renal/Genitourinary) Proteinuria/ Nephrotic Syndrome

482 | COND39 UNK Num 81 Unknown - (Renal/Genitourinary) Proteinuria/ Nephrotic Syndrome

483 |COND39YY Num 818. (Renal/Genitourinary) Proteinuria/Nephrotic Syndrome, year of first
diagnosis relative to enrollment year

484 | COND40_MISS Num 81 Missing - (Renal/Genitourinary) Pyelonephritis

485 | COND40 UNK Num 8 1. Unknown - (Renal/Genitourinary) Pyelonephritis

486 | COND40YY Num 818. (Renal/Genitourinary) Pyelonephritis, year of first diagnosis relative
to enrollment year

487 | COND41_MISS Num 81. Missing - (Splenic) Splenic Infarction

488 | COND41 UNK Num 81. Unknown - (Splenic) Splenic Infarction

489 |COND41YY Num 8|8. (Splenic) Splenic Infarction, year of first diagnosis relative to
enrollment year

490 | COND42_ MISS Num 81 Missing - (Splenic) Chronic Hypersplenism

491 | COND42 UNK Num 81 Unknown - (Splenic) Chronic Hypersplenism

492 | COND42YY Num 818. (Splenic) Chronic Hypersplenism, year of first diagnosis relative to
enrollment year

493 | COND43_ MISS Num 81 Missing - (Transfustion/ Iron Overload) Transfusional Hemosiderosis

494 | COND43 UNK Num 8 1. Unknown - (Transfustion/ Iron Overload) Transfusional

Hemosiderosis
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495 | COND43YY Num 818. Transfusions/Iron Overload) Trasfusional relative to enrollment year

496 | COND44 MISS Num 8 1. Missing - Bacteremia/ Sepsis/ Meningitis

497 | COND44 UNK Num 8 1. Unknown - Bacteremia/ Sepsis/ Meningitis

498 | COND44YY Num 8 8. Bacteremia/Sepsis/Meningitis, year of first diagnosis relative to
enrollment year

499 | SMEDCOMPDY Num 8|8. Day of date selected medications form completed relative to
enrollment date

500 | SMEDCOMPLETED Char 3183. Selected Medications form completed

501 |[HYDROX MISS Num 8|1 Missing - Used Hydroxyurea during time interval

502 |[HYDROX UNK Num 81 Unknown - Used Hydroxyurea during time interval

503 |HYDROPR_MISS Num 81. Missing - Used Hydroxyurea prior to time interval

504 [HYDROPR UNK Num 81. Unknown - Used Hydroxyurea prior to time interval

505 | HYSTDY Num 8 8. Day of Hydroxyurea ;, Start date of use relative to enrollment date

506 | HYENDY Num 8 8. Day of Hydroxyurea ;, End date of use relative to enrollment date

507 | ANTISIC MISS Num 8 1. Missing - Used Other Anti-Sickling Agents during time interval

508 | ANTISIC _UNK Num 8 1. Unknown - Used Other Anti-Sickling Agents during time interval

509 | ANTISPR_MISS Num 8 1. Missing - Used Other Anti-Sickling Agents prior to time interval

510 | ANTISPR_UNK Num 8 1. Unknown - Used Other Anti-Sickling Agents prior to time interval

511 |PROPH_MISS Num 8 1. Missing - Used Prophylactic Penicillin, or other Prophylactic
Antibiotics during time interval

512 |PROPH _UNK Num 81. Unknown - Used Prophylactic Penicillin, or other Prophylactic
Antibiotics during time interval

513 |PROPPR MISS Num 81. Missing - Used Prophylactic Penicillin, or other Prophylactic
Antibiotics prior to time interval

514 |PROPPR UNK Num 81. Unknown - Used Prophylactic Penicillin, or other Prophylactic
Antibiotics prior to time interval

515 |PROSTDY Num 818. Day of prophylactic Penicillin or other Prophylactic Antibiotics -
start date of use relative to enrollment date

516 |[PROENDY Num 818. Day of prophylactic Penicillin or other Prophylactic Antibiotics - end
date of use relative to enrollment date

517 | DESFER_MISS Num 81 Missing - Used Desferal during time interval

518 | DESFER_UNK Num 81. Unknown - Used Desferal during time interval

519 | DESFPR_MISS Num 81. Missing - Used Desferal prior to time interval

520 | DESFPR_UNK Num 81 Unknown - Used Desferal prior to time interval

521 | DESSTDY Num 818. Day of Desferal - start date of use relative to enrollment date

522 | DESENDY Num 818. Day of Desferal - end date of use relative to enrollment date

523 |IRON_OTHER MISS |Num 8 1. Missing - Used other oral Iron Chelator Medications during time
interval

524 |IRON_OTHER UNK Num 8|1 Unknown - Used other oral Iron Chelator Medications during time
interval

525 |IRONPR_MISS Num 81 Missing - Used other oral Iron Chelator Medications prior to time

interval
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526 |IRONPR_UNK Num 8 1. Unknown - Used other oral Iron Chelator Medications prior to time
interval

527 |[IROSTDY Num 818. Day of Oral Iron Chelator - start date of use relative to enrollment
date

528 | IROENDY Num 818. of Oral Iron Chelator - end date of use relative to enrollment date

529 |OXYGEN_MISS Num 81 Missing - Used Oxygen at home during time interval

530 OXYGEN_UNK Num 81 Unknown - Used Oxygen at home during time interval

531 |OXYGPR_MISS Num 81 Missing - Used Oxygen at home prior to time interval

532 |OXYGPR_UNK Num 8|1 Unknown - Used Oxygen at home prior to time interval

533 |OXYSTDY Num 818. Day of Oxygen at home - start date of use relative to enrollment date

534 | OXYENDY Num 8 8. Day of Oxygen at home - end date of use relative to enrollment date

535 | ANTIDEP_MISS Num 8 1. Missing - Used Antidepressants during time interval

536 | ANTIDEP_UNK Num 8 1. Unknown - Used Antidepressants during time interval

537 | ANTIDPR_MISS Num 8 1. Missing - Used Antidepressants prior to time interval

538 | ANTIDPR_UNK Num 8 1. Unknown - Used Antidepressants prior to time interval

539 | DEPSTDY Num 8 8. Day of Antidepressants - start date of use relative to enrollment date

540 | DEPENDY Num 8 8. Day of Antidepressants - end date of use relative to enrollment date

541 | ANTICONV_MISS Num 8 1. Missing - Used Anticonvulsants during time interval

542 | ANTICONV_UNK Num 8 1. Unknown - Used Anticonvulsants during time interval

543 | ANTICPR_MISS Num 8 1. Missing - Used Anticonvulsants prior to time interval

544 | ANTICPR_UNK Num 81 Unknown - Used Anticonvulsants prior to time interval

545 | CONSTDY Num 818. Day of Anticonvulsants - start date of use relative to enrollment date

546 | CONENDY Num 818. Day of Anticonvulsants - end date of use relative to enrollment date

547 INARCO_MISS Num 8 1. Missing - Used Narcotics (daily for 30+ days) during time interval

548 INARCO_UNK Num 8 1. Unknown - Used Narcotics (daily for 30+ days) during time interval

549 [INARCPR_MISS Num 81 Missing - Used Narcotics (daily for 30+ days) prior to time interval

550 NARCPR UNK Num 81 Unknown - Used Narcotics (daily for 30+ days) prior to time interval

551 | NARSTDY Num 818. Day of Narcotics (daily for 30+ days) - start date of use relative
enrollment date

552 | NARENDY Num 818. Day of Narcotics (daily for 30+ days) - end date of use relative to
enrollment date

553 | ALTER MISS Num 81 Missing - Used other alternative therapies during time interval

554 | ALTER UNK Num 81 Unknown - Used other alternative therapies during time interval

555 | ALTPR_MISS Num 81 Missing - Used other alternative therapies prior to time interval

556 | ALTPR _UNK Num 81. Unknown - Used other alternative therapies prior to time interval

557 | ALTSTDY Num 8 8. Day of Other alternative therapies - start date of use relative to
enrollment date

558 | ALTENDY Num 8 8. Day of Other alternative therapies - end date of use relative
enrollment date

559 | TRANCOMPDY Num 818. Day of date transfusion history form completed relative to enrollment

date
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560 | TRANCOMPLETED Char 3|83. Transfusion History form completed

561 | TRAN_MISS Num 81. Missing - Did patient receive a transfusion during time interval?

562 | TRAN_UNK Num 81 Unknown - Did patient receive a transfusion during time interval?

563 | TRAN NUM R Char 6/ %6. If transfused during time interval, how many? (Regrouped)

564 | TRANPR MISS Num 81 Missing - Did patient receive a transfusion prior to time interval?

565 TRANPR _UNK Num 81 Unknown - Did patient receive a transfusion prior to time interval?

566 [IRONOV_MISS Num 81. Missing - Was iron overload ever assessed?

567 [IRONOV_UNK Num 81. Unknown - Was iron overload ever assessed?

568 | LIVRDY Num 8 8. Day of liver biopsy date relative to enrollment date

569 | FERRDY Num 818. Day of Ferritin assessment date relative to enrollment date

570 | SQUIDDY Num 8 8. Day of SQUID assessment date relative to enrollment date

571 | DIAGCOMPDY Num 818. Day of date selected diagnostic test form completed relative to
enrollment date

572 | DIAGCOMPLETED Char 38$3. Selected Diagnostic Test form completed

573 |RBCDOC_MISS Num 8 1. Missing - Has patient had RBC antibodies documented?

574 |RBCDOC _UNK Num 8 1. Unknown - Has patient had RBC antibodies documented?

575 |MRI_MISS Num 81 Missing - Patient had a Head MRI during time interval

576 |MRI_UNK Num 81 Unknown - Patient had a Head MRI during time interval

577 |MRI2Y_MISS Num 8 1. Missing - Patient had a Head MRI in the 2 years prior to time interval

578 [MRI2Y_ UNK Num 81 Unknown - Patient had a Head MRI in the 2 years prior to time
interval

579 IMRIDY Num 818. Day of date of most recent head MRI received during time interval
relative to enrollment date

580 | MRI2DY Num 8 8. Day of date of most recent head MRI received in the 2 years prior to
time interval relative to enrollment date

581 |[MRA_MISS Num 81. Missing - Patient had a Head MRA during time interval

582 | MRA UNK Num 81 Unknown - Patient had a Head MRA during time interval

583 | MRA2Y MISS Num 81 Missing - Patient had a Head MRA in the 2 years prior to time
interval

584 | MRA2Y UNK Num 81. Unknown - Patient had a Head MRA in the 2 years prior to time
interval

585 | MRADY Num 818. Day of date of most recent Head MRA received during time interval
relative to enrollment date

586 | MRA2DY Num 818. Day of date of most recent Head MRA received in the 2 years prior to
time interval relative to enrollment date

587 | TCD_MISS Num 81. Missing - Patient had a Transcranial Doppler during time interval

588 | TCD_UNK Num 81. Unknown - Patient had a Transcranial Doppler during time interval

589 | TCD2Y_ MISS Num 81 Missing - Patient had a Transcranial Doppler in the 2 years prior to
time interval

590 | TCD2Y_UNK Num 8 1. Unknown - Patient had a Transcranial Doppler in the 2 years prior to
time interval

591 | TCDDY Num 818. Day of date of most recent Transcranial Doppler received during time

interval relative to enrollment date
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592 | TCD2DY Num 8 8. Day of date of most recent Transcranial Doppler received in the 2
years prior to time interval relative to enrollment date

593 |[ECHO_MISS Num 81 Missing - Patient had an Echocardiogram during time interval

594 |[ECHO_UNK Num 81 Unknown - Patient had an Echocardiogram during time interval

595 |[ECH2Y_ MISS Num 81 Missing - Patient had an Echocardiogram in the 2 years prior to time
interval

596 |[ECH2Y UNK Num 8|1 Unknown - Patient had an Echocardiogram in the 2 years prior to
time interval

597 |[ECHDY Num 818. Day of date of most recent Echocardiogram received during time
interval relative to enrollment date

598 | ECH2DY Num 8|8. Day of date of most recent Echocardiogram received in the 2 years
prior to time interval relative to enrollment date

599 |PFT_MISS Num 81. Missing - Patient had Pulmonary Function Testing during time
interval

600 | PFT_UNK Num 8 1. Unknown - Patient had Pulmonary Function Testing during time
interval

601 |PFT2Y_ MISS Num 81 Missing - Patient had Pulmonary Function Testing in the 2 years
prior to time interval

602 |PFT2Y UNK Num 81 Unknown - Patient had Pulmonary Function Testing in the 2 years
prior to time interval

603 |PFTDY Num 818. Day of date of most recent Pulmonary Function Testing received
during time interval relative to enrollment date

604 |PFT2DY Num 818. Day of date of most recent Pulmonary Function Testing received in
the 2 years prior to time interval relative to enrollment date

605 | EKG_MISS Num 81 Missing - Patient had a EKG during time interval

606 | EKG_UNK Num 8 1. Unknown - Patient had a EKG during time interval

607 |[EKG2Y_MISS Num 8 1. Missing - Patient had a EKG in the 2 years prior to time interval

608 |[EKG2Y_ UNK Num 8 1. Unknown - Patient had a EKG in the 2 years prior to time interval

609 |[EKGDY Num 818. Day of date of most recent EKG received during time interval
relative to enrollment date

610 | EKG2DY Num 818. Day of date of most recent EKG received in the 2 years prior to time
interval relative to enrollment date

611 |[SLABCOMPDY Num 8 8. Day of date selected lab test form completed relative to enrollment
date

612 | SLABCOMPLETED Char 318%3. Selected Lab Test form completed

613 ' HGBDY Num 818. Day of most recent specimen date, Hgb, relative to enrollment date

614 | WBCDY Num 818. Day of most recent specimen date, WBC, relative to enrollment date

615 |PLATEDY Num 818. Day of most recent specimen date, Platelet, relative to enrollment
date

616 | PRODCOMPDY Num 818. Day of date provider form completed relative to enrollment date

617 |PRODCOMPLETED Char 3$3. Provider form completed

618 | TRANHXPROVIDED | Num 8|1 Patient provided some transfusion history information

619 | HOSPCOMPDY Num 8 8. Day of date hospitalization/encounter form completed relative to

enrollment date
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1|/ PT_ID Char 7197. Patient ID
2| YEAR NUM R Char 4|%4. Visit Year Number
3| VISIT TYPE Char 15|$15. Visit description
4| MON_ENR Num 818. Number of months on study (since enrollment)
5| ENROLLED Char 3183. Has patient enrolled into the study?
6 | GENDER Char 6| $6. Patient gender
7 | GENOTYPE Char 7%7. Patient diagnosis
8 | ETHNIC Char 22| $22. Patient ethnicity
9 RACE Char 26 | $26. Patient race
10| TERMINATED Char 3 $3. Did the patient terminate the study?
11| MH2ACOMPLETED | Char 3(%3. Medical History Form IIA completed
12| MH2BCOMPLETED | Char 3(%3. Medical History Form IIB completed
13 | MH2COMPDY Num 818 Day of date patient interview Il completed relative to enrollment date
14  MH2COMPLETED | Char 3183. Patient Interview II completed
15| AGE_GROUP Char 5185. Age Group at year number
16  AGE_CAT Char 5185. Age Categories at year number
17 ACCOMP_PED Char 20| $20. Who is accompanying the child?
18 | INTVW Char 91%9. Patient Interview IIA / IIB interview method
19| SIBLNO _C Char 41%4. Number of siblings (Categorical)
20 [ SIBLNO_MISS Num 81 Missing - Number of siblings
21 [SIBWSCD_R Char 918%9. Same biological mother siblings with SCD
22 |SIBNSCD R Char 91%9. Same biological mother siblings without SCD
23 | EMPLOY Char 12 $12. Employment status
24 | EMPLOY_MISS Num 8|1. Missing - Employment status
25| STUSTAT Char 13$13. Student status
26 | STUSTAT_MISS Num 8|1 Missing - Student status
27 |HIGHGRD R Char 10| $10. Highest grade of school completed (grouped)
28 | HIGHGRD_ MISS Num 8 1. Missing - Highest grade of school completed
29 | SCHOOL Char 26| $26. Education level
30 | INDGT19 R Char 9%9. Number of individuals 19 or older in household
31| INDGT19 MISS Num 8| 1. Missing - Number of individuals 19 or older in household
32 |INDLTI9 R Char 9%9. Number of individuals under 19 in household
33 | INDLT19 MISS Num 81 Missing - Number of individuals under 19 in household
34| PRIVATE Num 8|1 Private health insurance
35| MEDICAR Num 8|1. Medicare health insurance
36 | MEDICAI Num 81. Medicaid health insurance
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Num | Variable Type | Len | Format | Informat | Label

37 | NONEINS Num 81. No health insurance

38 | OTHINS Num 81. Other health insurance

39 INS_MISS Num 8|1 Missing - Insurance information

40 | SCHLTH Char 7%7. Received sickle cell-related healthcare from another location in last 5
years

41 | SCHLTH MISS Num 8|1 Missing - Received sickle cell-related healthcare from another location
in last 5 years

42 | SCHLTH_UNK Num 8|1. Unknown - Received sickle cell-related healthcare from another location
in last 5 years

43 |SCTIME1 R Char 91%9. How many times? #1. Healthcare other institution. (Categorical)

44 | SCTIME2 R Char 91%9. How many times? #2. Healthcare other institution. (Categorical)

45 |SCTIME3_R Char 91%9. How many times? #3. Healthcare other institution. (Categorical)

46 | TRANS Char 7197. Received any transfusion?

47 | TRANS_MISS Num 81. Missing - Received any transfusion?

48 | TRANS UNK Num 8|1 Unknown - Received any transfusion?

49 | TRANNO Char 518%5. How many transfusions, if any?

50 [PAINVIS Char 7%7. Ever had an unscheduled visit for treatment of SCD pain?

51 |PAINVIS_MISS Num 81. Missing - Ever had an unscheduled visit for treatment of SCD pain?

52 |PAINVIS_UNK Num 81. Unknown - Ever had an unscheduled visit for treatment of SCD pain?

53 |PAINNO Char 518%5. How many unscheduled healthcare visits for SCD pain treatment
EVER, if any?

54 |HEADACH Char 7%7. Had a headache in past year?

55 | HEADACH_MISS Num 8|1 Missing - Had a headache in past year?

56 [HEADACH _UNK Num 81. Unknown - Had a headache in past year?

57 |HEAD1 Num 818. How many headaches, if any?

58 |HEAD2 Num 818. How many headaches while having SCD pain, if any?

59 |HEAD3 Num 818. How many headaches not associated with SCD pain, illness, alcohol, if
any?

60 | SCPAINY_ MISS Num 8|1 Missing - How many healthcare visits for SCD pain treatment in past
year?

61 | SCPAINY C Char 6/56. How many healthcare visits for SCD pain treatment in past year
(Categorical)?

62 | DAYMISS MISS Num 81. Missing - How many days of work or school missed due to SCD pain in
past year?

63 | DAYMISS C Char 6/356. How many days of work or school missed due to SCD pain in past year
(Categorical)?

64 | PDAYMIS_ MISS Num 8| 1. Missing - How many days of work or school the primary caregiver
missed due to the child's SCD in past year?

65| PDAYMIS C Char 6|%6. How many days of work or school the primary caregiver missed due to
the child's SCD in past year?(Categorical)?

66 | EPISNO_MISS Num 8 1. Missing - Total number of SCD pain episodes treated at home in past

year?
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67 |EPISNO_C Char 6| $6. Total number of SCD pain episodes treated at home in past year
(Categorical)?
68 | FPATNA Num 8|1 Is patient male or female not of child-bearing potential?
69 | CURPREG Char 7197. Are you currently pregnant?
70 | CURPREG_MISS Num 8|1 Missing - Are you currently pregnant?
71 | CURPREG_UNK Num 8|1 Unknown - Are you currently pregnant?
72 | EVPREG Char 71%7. Have you ever been pregnant (excluding a current pregnancy)?
73 |[EVPREG_MISS Num 8|1. Missing - Have you ever been pregnant (excluding a current pregnancy)?
74 | EVPREG_UNK Num 8| 1. Unknown - Have you ever been pregnant (excluding a current
pregnancy)?
75 | PREGPY Char 7%7. Has patient been pregnant within past year?
76 |FULLB _C Char 91%9. Number of full term births, categorical
77 |[MISSCAR_C Char 9%9. Number of miscarriages, categorical
78 |PREMB_C Char 9%9. Number of premature births, categorical
79 |LIVEB_C Char 9%9. Number of live births, categorical
80| LIVEC C Char 9%9. Number of live children at present, categorical
81| ANYTOB Char 787 Used any tobacco in past year
82| ANYTOB_MISS Num 81. Missing - Used any tobacco in past year
83 | ANYTOB_UNK Num 81. Unknown - Used any tobacco in past year
84 | CURTOB Char 7%7. Currently uses tobacco?
85| CURTOB_MISS Num 81. Missing - Currently uses tobacco?
86 | CURTOB UNK Num 8| 1. Unknown - Currently uses tobacco?
87 |CIGET R Char 5|8%5. Usual number of cigarettes
88 | CIGETFR Char 41%4. Cigarettes frequency
89 |CIGAR R Char 91%9. Usual number of cigars
90 | CIGARFR Char 4|%4. Cigars frequency
91| SNUF R Char 91%9. Usual number of snuff/chew
92 | ANYALCO Char 71%7. Consumption of any type of alcohol during the past year
93 | ANYALCO_MISS Num 8|1 Missing - Consumption of any type of alcohol during the past year
94 | ANYALCO _UNK Num 8|1 Unknown - Consumption of any type of alcohol during the past year
95| CURALCO Char 7197. Currently drinks alcohol
96 | CURALCO_MISS Num 8|1 Missing - Currently drinks alcohol
97 | CURALCO_UNK Num 81. Unknown - Currently drinkis alcohol
98 | BEER R Char 9%9. Usual number of beers
99 | BEERFR Char 518%5. Beer frequency
100 | WINE R Char 9%9. Usual number of glasses of wine
101 | WINEFR Char 5185. Wine frequency
102 |DRINK R Char 91%9. Usual number of other alcohol
103 | DRINKFR Char 5185. Other alcohol frequency
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Num | Variable Type | Len | Format | Informat | Label
104 | INCOMEQ Char 23| $23. Yearly income of patient's household
105 | INCOMEQ_MISS Num 8|1. Missing - Yearly income of patient's household
106 | INCOMEQ_UNK Num 8|1. Unknown - Yearly income of patient's household
107 [ INTVWRQ_PED Char 46 | $46. Who answered the Patient Interview IIB questions?
108  MON_BTW_YR Num 8|8. Number of months since last year num record
109 | RACE _ETHNIC Char 8 Race combined




Data Set Name: patient new_r.sas7bdat
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Num | Variable Type | Len | Format | Informat | Label
1|PT_ID Char 79%7. Patient ID
2| MON_ENR Num 818. Number of months on study (since enrollment)
3 |MON_ENRSTOP Num 818. Number of months on study from enrollment to enrollment
stop period
4| ENROLLED Char 383. Has patient enrolled into the study?
5| ENRLTM Char 20| $20. Enrollment visit type
6 |[ENRLTM_MISS Num 81 Missing - Enrollment visit type
7 | GENDER Char 6| $6. Patient gender
8 | GENDER_MISS Num 8 1. Missing - Gender
9| AGE_GROUP Char 518%5. Age Group
10| AGE_CAT Char 5185. Age Categories
11| GENOTYPE Char 797. Patient diagnosis
12 | GENOTYPE MISS Num 81 Missing - Genotype
13 |[ENCDY Num 8 8. Day of most recent clinical encounter date relative to
enrollment date
14| Q_RESTIME Num 8/8.2 Average time (in days) to query resolution for this subject
15| CNTDY Num 818. Day of patient first seen in center relative to enrollment date
16 TOTAL OBS TIME Num 818. Time since first seen in center (years)
17| DIAG BY NB SCREEN Char 71%7. Sickle cell diagnosis detected by newborn screen
18 | DIAG BY NB SCREEN MISS |Num 8 1. Missing - Sickle cell diagnosis detected by newborn screen
19| DIAG BY NB SCREEN UNK |Num 8 1. Unknown - Sickle cell diagnosis detected by newborn screen
20| RACE Char 26 | $26. Patient race
21 |[RACE_MISS Num 81 Missing - Race
22 | ETHNIC Char 22 |$22. Patient ethnicity
23 | ETHNIC_MISS Num 81 Missing - Patient ethnicity
24| QPT2_COMPLETED Char 38$3. Is this subjects Parent Toddler QoL form filled out?
25 | FUNPR_COMPLETED Char 38$3. Is this subject's Functioning Parent Report form completed?
26 |[FUNPR_COMPDY Num 818. Day of Completion date of Functioning Parent Report since
enrollment
27 |FUNPR_PHYFP1 Num 8| 1. Walking
28 | FUNPR_PHYFP2 Num 81. Running
29 |[FUNPR_PHYFP3 Num 8 1. Activity play or exercise
30 |[FUNPR_PHYFP4 Num 81. Lifting something heavy
31 |FUNPR_PHYFP5 Num 8| 1. Bathing
32 | FUNPR_PHYFP6 Num 8 1. Doing chores around house
33 | FUNPR_PHYFP7 Num 8 1. Having hurts or aches
34| FUNPR_PHYFP8 Num 8 1. Low energy level
35| FUNPR_EMOFP1 Num 8 1. Feeling afraid or scared
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Num | Variable Type | Len | Format | Informat | Label
36 | FUNPR_EMOFP2 Num 81 Feeling sad or blue
37| FUNPR_EMOFP3 Num 81 Feeling angry
38 | FUNPR_EMOFP4 Num 8 1. Trouble sleeping
39 | FUNPR_EMOFP5 Num 8 1. Worrying
40 | FUNPR_SOCFP1 Num 81 Getting along with others
41 | FUNPR_SOCFP2 Num 8 1. Others kids or teens not wanting to play or be friends
42 |FUNPR_SOCFP3 Num 8 1. Getting teased by other children
43 | FUNPR_SOCFP4 Num 8 1. Not able to do things that other teens can do
44 |FUNPR_SOCFP5 Num 8 1. Keeping up when playing
45 | FUNPR_SFUNP1 Num 8 1. Doing the same school activities (Toddler Only)
46 | FUNPR _SFUNP2 Num 8 1. Missing school/daycare, not well (Toddler Only)
47| FUNPR_SFUNP3 Num 8 1. Missing school/daycare, doctor (Toddler Only)
48 |FUNPR_SCHFP1 Num 8 1. Paying attention in class
49 | FUNPR_SCHFP2 Num 8 1. Forgetting things
50 |[FUNPR_SCHFP3 Num 8 1. Keeping up with school activities
51 | FUNPR_SCHFP4 Num 8 1. Missing school, not feeling well
52 |FUNPR_SCHFP5 Num 8 1. Missing school, doctor or hospital
53 |[NUM_PQL_FORMS Num 81. Number of PedsQOL forms completed
54| AGE_CATQOL Char 5185. Age Categories for QOL Scales
55 |FUNPR_PHYFP_SCORE Num 818.1 Physical Functioning Score, Parent Report
56 | FUNPR_EMOFP_SCORE Num 818.1 Emotional Functioning Score, Parent Report
57 |[FUNPR_SOCFP_SCORE Num 818.1 Social Functioning Score, Parent Report
58 | FUNPR_SCHFP_SCORE Num 818.1 School Functioning Score, Parent Report
59 | FUNPR_TOTAL SCORE Num 88.1 Total Functioning Score, Parent Report
60 | PSYSOCP_SCORE Num 88.1 Psychosocial Health Summary Score, Parent Report
61 | FUNCR_COMPLETED Char 3183. Is this subject's Functioning Child Report form completed?
62 | FUNCR_COMPDY Num 818. Day of Completion date of Functioning Child Report since
enrollment
63 |[FUNCR_PHYFC1 Num 8 1. Hard to walk
64 |[FUNCR_PHYFC2 Num 8 1. Hard to run
65| FUNCR_PHYFC3 Num 81. Hard to play sports or exercise
66 | FUNCR_PHYFC4 Num 8 1. Hard to pick up big things
67 | FUNCR_PHYFCS5 Num 81 Hard to take a bath or shower
68 |[FUNCR_PHYFC6 Num 8 1. Hard to do chores
69 |[FUNCR _PHYFC7 Num 8 1. Have hurts or aches
70 | FUNCR_PHYCS Char | 100 $100. Hurts and aches, where
71 |[FUNCR _PHYFCS Num 81. Feel too tired to play
72 | FUNCR_EMOFC1 Num 8 1. Feels scared
73 | FUNCR_EMOFC2 Num 8 1. Feels sad
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Num | Variable Type | Len | Format | Informat | Label
74 | FUNCR_EMOFC3 Num 81 Feels mad
75 | FUNCR_EMOFC4 Num 8 1. Trouble sleeping
76 | FUNCR_EMOFC5 Num 81 Worry about what will happen
77| FUNCR_SOCFC1 Num 8 1. Hard to get along with others
78 | FUNCR_SOCFC2 Num 81 Others kids or peers not wanting to play or be friends
79 | FUNCR_SOCFC3 Num 8 1. Getting teased by other children or peers
80 | FUNCR_SOCFC4 Num 8 1. Not able to do things other children or peers do
81 | FUNCR_SOCFC5 Num 8 1. Keeping up when playing or with peers
82 | FUNCR_SCHFC1 Num 8 1. Hard to pay attention
83 | FUNCR_SCHFC2 Num 8 1. Forgetting things
84 | FUNCR_SCHFC3 Num 81. Trouble keeping up with school
85| FUNCR_SCHFC4 Num 81 Missing school, not feeling well
86 | FUNCR_SCHFCS5 Num 8 1. Missing school, doctor or hospital
87 | FUNCR_PHYFC SCORE Num 818.1 Physical Functioning Score, Child Report
88 | FUNCR_EMOFC_SCORE Num 818.1 Emotional Functioning Score, Child Report
89 | FUNCR_SOCFC_SCORE Num 818.1 Social Functioning Score, Child Report
90 | FUNCR_SCHFC_SCORE Num 818.1 School Functioning Score, Child Report
91 |FUNCR_TOTAL _SCORE Num 818.1 Total Functioning Score, Child Report
92 | PSYSOCC_SCORE Num 818.1 Psychosocial Health Summary Score, Child Report
93 |[FATIGPR _COMPLETED Char 3183. Is this subject's PedsQL Fatigue Parent Report form
completed?
94 | FATIGPR_COMPDY Num 818. Day of Completion date of PedsQL Fatigue Parent Report
since enrollment
95 | FATIGPR _GENI1 Num 8 1. General Fatigue - Feeling tired
96 | FATIGPR_GEN2 Num 81. General Fatigue - Physically weak (not strong)
97 |FATIGPR GEN3 Num 8 1. General Fatigue - Too tired to do things he/she likes
98 | FATIGPR _GEN4 Num 81 General Fatigue - Too tired to spend time with friend
99 | FATIGPR_GENS Num 81 General Fatigue - Trouble finishing things
100 | FATIGPR GEN6 Num 81 General Fatigue - Trouble starting things
101 | FATIGPR _SLEEP1 Num 8 1. Sleep/Rest Fatigue - Sleeping a lot
102 | FATIGPR SLEEP2 Num 81 Sleep/Rest Fatigue - Difficulty sleeping through the night
103 | FATIGPR_SLEEP3 Num 8 1. Sleep/Rest Fatigue - Feeling tired when waking up in the
morning
104 | FATIGPR_SLEEP4 Num 8 1. Sleep/Rest Fatigue -Resting a lot
105 | FATIGPR_SLEEPS Num 8 1. Sleep/Rest Fatigue - Taking a lot of naps
106 | FATIGPR_SLEEP6 Num 8 1. Sleep/Rest Fatigue - Spending a lot of time in bed
107 | FATIGPR _COGNI1 Num 8 1. Cognitive Fatigue - Difficulty keeping his/her attentionon
things
108 | FATIGPR _COGNI2 Num 81. Cognitive Fatigue - Difficulty remembering what people tell

him
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Num | Variable Type | Len | Format | Informat | Label

109 | FATIGPR_COGNI3 Num 8 1. Cognitive Fatigue - Difficulty remembering what he/she just
heard

110 |[FATIGPR COGNI4 Num 81 Cognitive Fatigue - Difficulty thinking quickly

111 |FATIGPR _COGNI5 Num 8 1. Cognitive Fatigue - Trouble remembering what he/she was
just thinking

112 | FATIGPR_COGNI6 Num 811. Cognitive Fatigue - Trouble remembering more than one
thing at a time

113 |[FATIGPR _GEN SCORE Num 88.1 General Fatigue Score, Parent Report

114 | FATIGPR_SLEEP SCORE Num 818.1 Sleep/Rest Fatigue Score, Parent Report

115 |FATIGPR _COGNI_SCORE Num 818.1 Cognitive Fatigue Score, Parent Report

116 |[FATIGPR TOTAL SCORE Num 818.1 Total Fatigue Score, Parent Report

117 |[FATIGCR_COMPLETED Char 38$3. Is this subject's PedsQL Fatigue Child Report form
completed?

118 |[FATIGCR_COMPDY Num 818. Day of Completion date of PedsQL Fatigue Child Report
since enrollment

119 |FATIGCR_GENI Num 8| 1. General Fatigue - Feeling tired

120 |[FATIGCR_GEN2 Num 8| 1. General Fatigue - Physically weak (not strong)

121 | FATIGCR_GEN3 Num 8| 1. General Fatigue - Too tired to do things he/she likes

122 |[FATIGCR_GEN4 Num 8| 1. General Fatigue - Too tired to spend time with friend

123 | FATIGCR_GENS Num 811. General Fatigue - Trouble finishing things

124 | FATIGCR_GEN6 Num 811. General Fatigue - Trouble starting things

125 | FATIGCR_SLEEP1 Num 811. Sleep/Rest Fatigue - Sleeping a lot

126 | FATIGCR_SLEEP2 Num 811. Sleep/Rest Fatigue - Difficulty sleeping through the night

127 | FATIGCR_SLEEP3 Num 811. Sleep/Rest Fatigue - Feeling tired when waking up in the
morning

128 | FATIGCR_SLEEP4 Num 81 Sleep/Rest Fatigue -Resting a lot

129 | FATIGCR_SLEEPS Num 811. Sleep/Rest Fatigue - Taking a lot of naps

130 | FATIGCR_SLEEP6 Num 811. Sleep/Rest Fatigue - Spending a lot of time in bed

131 | FATIGCR_COGNI1 Num 8| 1. Cognitive Fatigue - Difficulty keeping his/her attentionon
things

132 |[FATIGCR_COGNI2 Num 81. Cognitive Fatigue - Difficulty remembering what people tell
him

133 | FATIGCR_COGNI3 Num 8| 1. Cognitive Fatigue - Difficulty remembering what he/she just
heard

134 |FATIGCR_COGNI4 Num 8 1. Cognitive Fatigue - Difficulty thinking quickly

135 | FATIGCR _COGNI5 Num 8 1. Cognitive Fatigue - Trouble remembering what he/she was
just thinking

136 |[ FATIGCR_COGNI6 Num 8 1. Cognitive Fatigue - Trouble remembering more than one
thing at a time

137 | FATIGCR_GEN SCORE Num 818.1 General Fatigue Score, Child Report

138 | FATIGCR_SLEEP_SCORE Num 818.1 Sleep/Rest Fatigue Score, Child Report

139 | FATIGCR_COGNI_SCORE Num 818.1 Cognitive Fatigue Score, Child Report

140 |[FATIGCR_TOTAL SCORE Num 88.1 Total Fatigue Score, Child Report
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Num | Variable Type | Len | Format | Informat | Label

141 | PAINPR_COMPLETED Char 38$3. Is this subject's Pediatric Pain Questionnaire Parent Report
form completed?

142 |PAINPR_COMPDY Num 818. Day of completion date of pediatric pain questionnaire parent
report relative to enrollment date

143 | PAINPR PAINNOW Num 8|3. How you feel now

144 | PAINPR PAINWK Num 8|3. Worst pain this week.

145 | PAINCR_COMPLETED Char 318$3. Is this subject's Pediatric Pain Questionnaire Child Report
form completed?

146 | PAINCR_COMPDY Num 818. Day of Completion date of Pediatric Pain Questionnaire
Child Report since enrollment

147 |PAINCR_PAINNOW Num 813. How you feel now

148 | PAINCR_PAINWK Num 8|3. Worst pain this week.

149 |PHSM_COMPLETED Char 38$3. Is this subject's Healthcare Satis. Parent Report form
completed?

150 |PSQ18_COMPLETED Char 383. Is this subject's PSQ-18 Survey Form completed?

151 | AGECAT_HS Char 4|%4. Age categories for Health Care Satisfaction scale scoring

152 | PHSM_COMPDY Num 8|8. Day of Completion date of Healthcare Satis. Parent Report
since enrollment

153 | PHSM_INFO1 Char ARYA Healthcare Satis. -Information - Question 1

154 |PHSM_INFO2 Char 2| %2. Healthcare Satis. -Information - Question 2

155 |PHSM_INFO3 Char 2| %2. Healthcare Satis. -Information - Question 3

156 | PHSM_INFO4 Char 2| %2. Healthcare Satis. -Information - Question 4

157 |PHSM_INFOS5 Char 2| %2. Healthcare Satis. -Information - Question 5

158 | PHSM_INCFAMI1 Char ARYA Healthcare Satis. -Inclusion of Family - Question 1

159 | PHSM_INCFAM2 Char ARYA Healthcare Satis. -Inclusion of Family - Question 2

160 |[PHSM_INCFAM3 Char 2| %2. Healthcare Satis. -Inclusion of Family - Question 3

161 |PHSM_INCFAM4 Char 2| %2. Healthcare Satis. -Inclusion of Family - Question 4

162 |PHSM_COMM1 Char 2| %2. Healthcare Satis. -Communication - Question 1

163 |[PHSM_COMM?2 Char 2| %2. Healthcare Satis. -Communication - Question 2

164 | PHSM_COMM3 Char 2| %2. Healthcare Satis. -Communication - Question 3

165 | PHSM_COMM4 Char 2| %2. Healthcare Satis. -Communication - Question 4

166 | PHSM_COMMS Char 2)%2. Healthcare Satis. -Communication - Question 5

167 |PHSM_SKILL1 Char 2)%2. Healthcare Satis. -Technical Skill - Question 1

168 |PHSM_SKILL3 Char 2)8%2. Healthcare Satis. -Technical Skill - Question 3

169 |PHSM_SKILL2 Char 2)8%2. Healthcare Satis. -Technical Skill - Question 2

170 | PHSM_EMOT1 Char 2| %2. Healthcare Satis. -Emotional Needs - Question 1

171 | PHSM_EMOT2 Char 2| %2. Healthcare Satis. -Emotional Needs - Question 2

172 | PHSM_EMOT3 Char 2| %2. Healthcare Satis. -Emotional Needs - Question 3

173 | PHSM_EMOT4 Char 2| %2. Healthcare Satis. -Emotional Needs - Question 4

174 | PHSM_SATIS1 Char ARYA Healthcare Satis. -Overall Satisfaction - Question 1

175 | PHSM_SATIS2 Char 21%2. Healthcare Satis. -Overall Satisfaction - Question 2
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Num | Variable Type | Len | Format | Informat | Label
176 |PHSM_SATIS3 Char 2)%2. Healthcare Satis. -Overall Satisfaction - Question 3
177 |PHSM_INFO Num 8/8.2 Healthcare Satis. -Information Score
178 |PHSM_FAM Num 818.2 Healthcare Satis. -Inclusion of Family Score
179 | PHSM_COMM Num 818.2 Healthcare Satis. -Communication Score
180 |[PHSM_TECH Num 8/8.2 Healthcare Satis. -Technical Skill Score
181 | PHSM_EMO Num 818.2 Healthcare Satis. -Emotional Needs Score
182 |PHSM_SATIS Num 818.2 Healthcare Satis. -Overall Satisfaction Score
183 |PHSM_TOT Num 8/8.2 Healthcare Satis. -Total Score
184 | SF36_ COMPLETED Char 3183. Is this subject's SF-36 Health Survey Form completed?
185 |SF36_COMPDY Num 818. Day of Completion date of SF-36 Health Survey Form since
enrollment
186 | SF36_SFQI Num 8| 1. SF Question 1
187 | SF36_SFQ2 Num 8| 1. SF Question 2
188 | SF36_SFQ3A Num 8| 1. SF Question 3A
189 | SF36_SFQ3B Num 8| 1. SF Question 3B
190 | SF36_SFQ3C Num 8| 1. SF Question 3C
191 | SF36_SFQ3D Num 8| 1. SF Question 3D
192 | SF36_SFQ3E Num 8| 1. SF Question 3E
193 | SF36_SFQ3F Num 8| 1. SF Question 3F
194 | SF36_SFQ3G Num 8| 1. SF Question 3G
195 | SF36_SFQ3H Num 8| 1. SF Question 3H
196 | SF36_SFQ3I Num 8| 1. SF Question 31
197 | SF36_SFQ3J Num 8| 1. SF Question 3J
198 | SF36_SFQ4A Num 8| 1. SF Question 4A
199 | SF36_SFQA4B Num 8| 1. SF Question 4B
200 | SF36_SFQ4C Num 8| 1. SF Question 4C
201 | SF36_SFQ4D Num 8| 1. SF Question 4D
202 | SF36_SFQ5A Num 8| 1. SF Question 5A
203 | SF36_SFQ5B Num 8| 1. SF Question 5B
204 | SF36_SFQ5C Num 81 SF Question 5C
205 | SF36_SFQ6 Num 8 1. SF Question 6
206 | SF36_SFQ7 Num 8| 1. SF Question 7
207 | SF36_SFQS8 Num 8 1. SF Question 8
208 | SF36_SFQ9A Num 8| 1. SF Question 9A
209 | SF36_SFQ9B Num 8| 1. SF Question 9B
210 | SF36_SFQ9C Num 8| 1. SF Question 9C
211|SF36_SFQ9D Num 8| 1. SF Question 9D
212 | SF36_SFQ9E Num 8| 1. SF Question 9E
213 | SF36_SFQ9F Num 8| 1. SF Question 9F
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214 | SF36_SFQI9G Num 8| 1. SF Question 9G
215|SF36_SFQ9H Num 8| 1. SF Question 9H
216 | SF36_SFQII Num 8| 1. SF Question 91
217|SF36_SFQ10 Num 8| 1. SF Question 10
218 |SF36 _SFQI1A Num 8 1. SF Questionl1A
219 |SF36 _SFQI11B Num 8 1. SF Questionl1B
220|SF36_SFQ11C Num 8| 1. SF Question11C
221|SF36 SFQ11D Num 8 1. SF Questionl11D
222 |SF36 N PHY Num 88.1 Physical Functioning
223|T PHY Num 818. Physical Functioning, 1-100 Scale Score
224|T ROLE Num 818. Role-Physical, 1-100 Scale Score
225|T PAIN Num 818. Bodily Pain, 1-100 Scale Score
226 |T_GEN Num 818. General Health, 1-100 Scale Score
227|T_VITAL Num 818. Vitality, 1-100 Scale Score
228 | T _SOC Num 818. Social Functioning. 1-100 Scale Score
229 | T EMO Num 818. Role-Emotional, 1-100 Scale Score
230 | T_MENT Num 8 8. Mental Health
231 |SF36 N ROLE Num 818.1 Role-Physical
232 |SF36_N_PAIN Num 818.1 Bodily Pain
233|SF36 N _GEN Num 818.1 General Health
234 |SF36_N_VITAL Num 818.1 Vitality
235|SF36 N _SOC Num 818.1 Social Functioning
236 |SF36 N _EMO Num 818.1 Role-Emotional
237 |SF36 N MENT Num 818.1 Mental Health
238 | SF36_PCS Num 88.1 Physical Summary Measure
239 | SF36_MCS Num 88.1 Mental Summary Measure
240 | PSQ18 COMPDY Num 818. Day of Completion date of PSQ-18 Survey Form since
enrollment
241 | SFPS_PSQ1 Num 8 1. PS Question 1
242 | SFPS_PSQ2 Num 8 1. PS Question 2
243 | SFPS PSQ3 Num 8 1. PS Question 3
244 | SFPS_PSQ4 Num 8 1. PS Question 4
245 | SFPS _PSQ5 Num 8 1. PS Question 5
246 | SFPS_PSQ6 Num 8| 1. PS Question 6
247 | SFPS_PSQ7 Num 8 1. PS Question 7
248 | SFPS_PSQ8 Num 8| 1. PS Question 8
249 | SFPS_PSQ9 Num 8| 1. PS Question 9
250 | SFPS_PSQ10 Num 8| 1. PS Question 10
251 | SFPS_PSQI1 Num 8 1. PS Question 11
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252 | SFPS PSQ12 Num 8| 1. PS Question 12

253 | SFPS_PSQ13 Num 8| 1. PS Question 13

254 | SFPS _PSQ14 Num 8 1. PS Question 14

255 | SFPS_PSQ15 Num 8| 1. PS Question 15

256 | SFPS_PSQ16 Num 8| 1. PS Question 16

257 | SFPS_PSQ17 Num 8| 1. PS Question 17

258 | SFPS_PSQ18 Num 8| 1. PS Question 18

259 | PSQ_GS Num 818.2 General satisfaction (PSQ-18 form)

260 | PSQ_TQ Num 818.2 Technical Quality (PSQ-18 form)

261 | PSQ_IM Num 818.2 Interpersonal Manner (PSQ-18 form)

262 | PSQ_CM Num 818.2 Communication (PSQ-18 form)

263 | PSQ_FA Num 8/8.2 Financial Aspects (PSQ-18 form)

264 |PSQ TD Num 818.2 Time Spent with Doctor  (PSQ-18 form)

265 |PSQ_AC Num 818.2 Accessibility and Convenience (PSQ-18 form)

266 | QOL_COMPLETED Char 3183. Completed set of QOL forms

267 | TERMCOMPDY Num 818. Day of Date Termination page completed since enrollment

268 | TERM_DY Num 818. Day of Date of death/transfer/withdrawal/lost-to-follow-up
since enrollment

269 | TERMINATED Char 3183. Did the patient terminate the study?

270 | TERM_AUTOPSY Char 71%7. Was an autopsy performed?

271 | TERM_AUTOPNA Num 8 1. Autopsy report unavailable

272 | TERM_DIEHOSP Char 7187. Did patient die in hospital?

273 | TERM_PRIMARY Char 40 | $40. What was the primary cause of death?

274 | TERM_SECDCAU Char 38$3. Were there secondary causes of death?

275 | TERM_SCAR Num 8 1. Secondary cause of death - Cardiac arrest

276 | TERM_SCNS Num 81 Secondary cause of death - CNS event / Stroke / Intracranial
hemorrhage

277 | TERM_SHEPF Num 81 Secondary cause of death - Hepatic failure

278 | TERM_SMALIG Num 81 Secondary cause of death - Malignancy

279 | TERM_SSYSFL Num 81 Secondary cause of death - Multi-system organ failure

280 | TERM_SRENAL Num 8 1. Secondary cause of death - Renal failure

281 | TERM_SRESP Num 81 Secondary cause of death - Respiratory failure / Pneumonia /
ACS

282 | TERM_SSEPSIS Num 81. Secondary cause of death - Sepsis / Infection

283 | TERM_SANEM Num 8 1. Secondary cause of death - Severe anemia

284 | TERM_SSPLEN Num 8 1. Secondary cause of death - Splenic sequestration

285 | TERM_SOTHR Num 8 1. Secondary cause of death - Other

286 | DNA_ SAMPLES Num 818. Number of DNA samples collected

287 | DNA_VIABLE Num 818. Number of usable DNA samples that arrived at the central

lab
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288 | DNA_STATUS Char 797. DNA samples status
289 |RACE _ETHNIC Char 20 Race and ethnicity
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