ASCQ-ME FIELD TEST DATA CODEBOOK
(ascqme_ft.sav, updated August 26, 2016)
The ASCQ-Me field test data contains a total of 240 variables with information from 561 adults with sickle cell disease. Data were collected from 7 clinical sites. 
	Variable Name
	Variable # in the Dataset
	Variable Label
	Variable Value Labels

	rid
	1
	LoginID
	

	SC_Type
	2
	Sickle Cell Disease Genotype
	"S, Beta Thalassemia"
"SC"
"SS"
"Sickle Cell Disease, unspecified"

	B3_1_St_1
	3
	Past 7 days, how often was it very easy for you to move your legs or arms quickly?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_1_Sl_1
	4
	Past 7 days, how often did you get enough sleep?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_1_P_1
	5
	Past 7 days, how bad was the pain you usually have?
	1=Very severe
2=Severe
3=Moderate
4=Mild
5=I had no pain

	B3_1_St_2
	6
	Past 7 days, how stiff were your joints during the day?
	1=Very much
2=Quite a bit
3=Somewhat
4=A little bit
5=Not at all

	B3_1_Sl_2
	7
	Past 7 days, how often did you stay up most of the night because you could not fall asleep?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_P_2
	8
	Past 7 days, how often did you have pain so bad that you could not do anything for a whole day?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_St_3
	9
	Past 7 days, how hard was it for you to move your legs or arms quickly?
	1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	B3_1_Sl_3
	10
	Past 7 days, how much trouble did you have falling asleep?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None at all

	B3_1_P_3
	11
	Past 7 days, how often were you totally pain free?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_1_St_4
	12
	Past 7 days, how often were your joints very stiff when you woke up?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_Sl_4
	13
	Past 7 days, how often did you get as much sleep as you wanted?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_1_P_4
	14
	Past 7 days, how bad was the pain in your joints (such as hips or shoulders)?
	1=Very severe
2=Severe
3=Moderate
4=Mild
5=I had no pain

	B3_1_St_5
	15
	Past 7 days, how often could you move your legs or arms quickly?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_1_Sl_5
	16
	Past 7 days, if you woke up in the middle of the night, how easy was it for you to fall back asleep?
	0=I did not wake up in the middle of the night
1=Not at all
2=A little bit
3=Somewhat
4=Quite
5=Very

	B3_1_P_5
	17
	Past 7 days, how often did you have a sudden attack of severe pain?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_St_6
	18
	Past 7 days, how often did it take you a while to get out of bed because of stiffness?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_Sl_6
	19
	Past 7 days, how easy was it for you to stay awake during the day?
	1=Not at all
2=A little
3=Somewhat
4=Quite
5=Very

	B3_1_P_6
	20
	Past 7 days, how bad was the pain in your arms or legs?
	1=Very severe
2=Severe
3=Moderate
4=Mild
5=I had no pain

	B3_1_St_7
	21
	Past 7 days, how easy was it for you to move your legs or arms quickly?
	1=Not at all
2=A little
3=Somewhat
4=Quite
5=Very

	B3_1_Sl_7
	22
	Past 7 days, how easy was it for you to fall asleep?
	1=Not at all
2=A little
3=Somewhat
4=Quite
5=Very

	B3_1_P_7
	23
	Past 7 days, how much did you worry that you might have a pain attack (crisis)?
	1=Very much
2=Quite a bit
3=Somewhat
4=A little bit
5=Not at all

	B3_1_St_8
	24
	Past 7 days, how often were your joints very stiff during the day?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_Sl_8
	25
	Past 7 days, if you woke up in the middle of the night, how often did you have a lot of trouble falling back to sleep?
	0=I did not wake up in the middle of the night
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_P_8
	26
	Past 7 days, how bad was the pain in your chest or stomach?
	1=Very severe
2=Severe
3=Moderate
4=Mild
5=I had no pain

	B3_1_St_9
	27
	Past 7 days, how often was it easy for you to move your legs or arms quickly?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_1_Sl_9
	28
	Past 7 days, how often was it very easy for you to fall asleep?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_1_P_9
	29
	Past 7 days, how often did you have pain so bad that you could not get out of bed?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_St_10
	30
	Past 7 days, how often were your joints so stiff during the day that you could not move?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_Sl_10
	31
	Past 7 days, if you woke up in the middle of the night, how often did you stay awake most of the rest of the night?
	0=I did not wake up in the middle of the night
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_P_10
	32
	Past 7 days, how often did you have some pain?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_St_11
	33
	Past 7 days, how stiff did your joints feel when you woke up?
	1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	B3_1_Sl_11
	34
	Past 7 days, how often did you struggle to stay awake during the day?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_P_11
	35
	Past 7 days, how often were you somewhat worried that you might have a pain attack (crisis)?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_St_12
	36
	Past 7 days, how often was it very easy for you to move your legs or arms?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_1_Sl_12
	37
	Past 7 days, how often did you have a lot of trouble falling asleep?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_P_12
	38
	Past 7 days, how often did you have very severe pain?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_St_13
	39
	Past 7 days, how often did you wake up so stiff that you could not move?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_Sl_13
	40
	Past 7 days, how often was it very easy for you to stay awake during the day?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_1_Sl_14
	41
	Past 7 days, how often did you fall asleep when you wanted to stay awake?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_St_14
	42
	Past 7 days, how often did stiffness prevent you from getting out of bed?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_Sl_15
	43
	Past 7 days, how often did you stay up all night because you could not fall asleep?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_P_13
	44
	Past 7 days, how often did you have to cancel plans because of pain?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_St_15
	45
	Past 7 days, how hard was it for you to move your legs or arms?
	1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	B3_1_Sl_16
	46
	Past 7 days, if you woke up in the middle of the night, how often did you stay awake the rest of the night?
	0=I did not wake up in the middle of the night
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_P_14
	47
	Past 7 days, how often did you have pain so bad that you had to stop what you were doing?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_St_16
	48
	Past 7 days, how often was it impossible for you to move your legs or arms quickly?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_Sl_17
	49
	Past 7 days, how hard was it for you to stay awake during the day?
	1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	B3_1_P_15
	50
	Past 7 days, how many days did pain prevent you from doing anything?
	1=6-7 days
2=4-5 days
3=2-3 days
4=1 day
5=Never

	B3_1_St_17
	51
	Past 7 days, how easy was it for you to move your legs or arms?
	1=Not at all
2=A little
3=Somewhat
4=Quite
5=Very

	B3_1_sl_18
	52
	Past 7 days, how often did you stay up half of the night because you could not fall asleep?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_P_16
	53
	Past 7 days, how often did you have pain so bad that it was hard to finish what you were doing?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_St_18
	54
	Past 7 days, how often did it take you a very long time to get out of bed because of stiffness?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_Sl_19
	55
	Past 7 days, how often was it very hard for you to stay awake during the day?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_P_17
	56
	Past 7 days, how often were you terrified that you might have a pain attack (crisis)?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_St_19
	57
	Past 7 days, how often was it impossible for you to move your legs or arms?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_1_Sl_20
	58
	Past 7 days, if you woke up in the middle of the night, how much trouble did you have falling back to sleep?
	0=I did not wake up in the middle of the night
1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None at all

	B3_2_D_13
	59
	Past 7 days, how hopeful did you feel about your health?
	1=Not at all
2=A little
3=Somewhat
4=Quite
5=Very

	B3_2_A_7
	60
	Past 7 days, how worried did you feel about your health?
	1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	B3_2_D_14
	61
	Past 7 days, how often was your health a huge problem?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_D_15
	62
	Past 7 days, how different did you feel from others because of your health problems?
	1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	B3_2_D_16
	63
	Past 7 days, how good did you feel about your health?
	1=Not at all
2=A little
3=Somewhat
4=Quite
5=Very

	B3_2_D_17
	64
	Past 7 days, how often did you feel completely alone because of your health problems?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_D_18
	65
	Past 7 days, how often did you think your life would be better if you were healthy?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_A_8
	66
	Past 7 days, how often were you very worried that you would die soon?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_D_19
	67
	Past 7 days, how often were you depressed about your health problems?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_A_1
	68
	Past 7 days, how much did you worry about getting sick?
	1=Very much
2=Quite a bit
3=Somewhat
4=A little bit
5=Not at all

	B3_2_D_1
	69
	Past 7 days, how sad did you feel because of your health?
	1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	B3_2_A_2
	70
	Past 7 days, how much did you worry about needing to go to the hospital?
	1=Very much
2=Quite a bit
3=Somewhat
4=A little bit
5=Not at all

	B3_2_D_2
	71
	Past 7 days, how often did you feel completely hopeless because of your health?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_D_3
	72
	Past 7 days, how lonely did you feel because of your health problems?
	1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	B3_2_D_4
	73
	Past 7 days, how much did your health bother you?
	1=Very much
2=Quite a bit
3=Somewhat
4=A little bit
5=Not at all

	B3_2_A_3
	74
	Past 7 days, how much did you worry about dying?
	1=Very much
2=Quite a bit
3=Somewhat
4=A little bit
5=Not at all

	B3_2_D_5
	75
	Past 7 days, how often did you feel very good about your health?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_2_A_4
	76
	Past 7 days, how often were you very worried about getting sick?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_A_5
	77
	Past 7 days, how often were you sad about your health problems?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_A_9
	78
	Past 7 days, how often did you feel that sickle cell disease could take your life at any moment?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_D_6
	79
	Past 7 days, how depressed were you about your health problems?
	1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	B3_2_A_6
	80
	Past 7 days, how often were you very worried about needing to go the hospital?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_D_7
	81
	Past 7 days, how often did you wish you were healthy?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_D_8
	82
	Past 7 days, how often did you feel very hopeful about your health?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_2_D_9
	83
	Past 7 days, how often did you think your health problems were ruining your life?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_D_10
	84
	Past 7 days, how sad were you about your health problems?
	1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	B3_2_D_11
	85
	Past 7 days, how often did you wish very much for your suffering to end?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_2_D_12
	86
	Past 7 days, how often did your health prevent you from doing something you wanted to do?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_F_1
	87
	Past 30 days, how much did your social life suffer because of your health?
	1=Very much
2=Quite a bit
3=Somewhat
4=A little bit
5=Not at all

	B3_3_B_1
	88
	Past 30 days, how often did you feel supported by your family?
	0=I do not have a family
1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_3_B_2
	89
	Past 30 days, how often were you completely dependent on others because of your health?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_SS_1
	90
	Past 30 days, how often did you spend time with someone else who has sickle cell?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_3_G_1
	91
	Past 30 days, how often did your health keep you from doing anything?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_B_3
	92
	Past 30 days, how often was your family very worried about your health?
	0=I do not have a family
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_G_2
	93
	Past 30 days, how often did you feel like being alone because of your health?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_SS_2
	94
	Past 30 days, how much did you help someone else who has sickle cell?
	1=Not at all
2=A little bit
3=Somewhat
4=Quite a bit
5=Very much

	B3_3_F_2
	95
	Past 30 days, how often did your health keep you from doing something fun?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_B_4
	96
	Past 30 days, how often did your family feel like you were a burden?
	0=I do not have a family
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_B_5
	97
	Past 30 days, how much did you rely on others to take care of you because of your health?
	1=Very much
2=Quite a bit
3=Somewhat
4=A little bit
5=Not at all

	B3_3_SS_3
	98
	Past 30 days, how much did someone with sickle cell help you?
	1=Not at all
2=A little bit
3=Somewhat
4=Quite a bit
5=Very much

	B3_3_G_3
	99
	Past 30 days, how often did you feel like doing nothing because of your health?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_F_3
	100
	Past 30 days, if you promised to do something, how often did you have to break the promise(s) because of your health?
	0=I never promised to do something in the past 30 days
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_SS_4
	101
	Past 30 days, how often did you meet someone new who also has sickle cell?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Very often

	B3_3_F_4
	102
	Past 30 days, how often did your health keep you from going out?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_B_6
	103
	Past 30 days, how often was your family over-protective of you because of your health?
	0=I do not have a family
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_F_5
	104
	Past 30 days, how often did your health allow you to do things with your friends?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_3_SS_5
	105
	Past 30 days, how often did you talk to someone else about sickle cell?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Very often

	B3_3_F_6
	106
	Past 30 days, how often did your health make it hard for you to go places?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_F_7
	107
	Past 30 days, if you made plans with others, how often did you have to change the plans because of your health?
	0=I never made plans with others in the past 30 days
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_SS_6
	108
	Past 30 days, how often did you talk to someone else who has sickle cell?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Very often

	B3_3_G_4
	109
	Past 30 days, how often did your health slow you down?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_B_7
	110
	Past 30 days, how worried was your family about your health?
	0=I do not have a family
1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	B3_3_B_8
	111
	Past 30 days, how often did others not want to be around you because of your health?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_F_8
	112
	Past 30 days, how often did you feel like not going out because of your health?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_F_9
	113
	Past 30 days, how often did your health make it hard for you to do what your friend(s) wanted to do?
	0=I wasn't with a friend or friends in the past 30 days
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_F_10
	114
	Past 30 days, how much did your health hurt your social life?
	1=Very much
2=Quite a bit
3=Somewhat
4=A little bit
5=Not at all

	B3_3_F_11
	115
	Past 30 days, how much did your health make it hard for you to do things with your friends?
	1=Very much
2=Quite a bit
3=Somewhat
4=A little bit
5=Not at all

	B3_3_G_5
	116
	Past 30 days, how often did your health make it hard for you to do things?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_G_6
	117
	Past 30 days, how often did you feel like the only thing you could do was watch TV?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_3_B_9
	118
	Past 30 days, how much of a burden were you on your family?
	0=I do not have a family
1=Very much
2=Quite a bit
3=Somewhat
4=A little bit
5=Not at all

	B3_3_F_12
	119
	Past 30 days, how often did your health keep you from doing what your friend(s) wanted to do?
	0=I wasn't with a friend or friends in the past 30 days
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_4_V_1
	120
	Past 7 days, how much trouble did you have answering simple questions?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None

	B3_4_E_1
	121
	Past 7 days, how often did you have a lot of trouble making simple decisions?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_4_A_1
	122
	Past 7 days, how often did you have a lot of trouble paying attention to what you were doing?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_4_M_1
	123
	Past 7 days, how much trouble did you have remembering things people had just told you?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None

	B3_4_V_2
	124
	Past 7 days, how much trouble did you have writing simple things?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None at all

	B3_4_E_2
	125
	Past 7 days, how much trouble did you have understanding simple directions?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None at all

	B3_4_M_2
	126
	Past 7 days, how often did you forget what you were doing?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_4_M_3
	127
	Past 7 days, how much trouble did you have remembering where you put things?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None

	B3_4_V_3
	128
	Past 7 days, how much trouble did you have understanding what people said during conversations?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None

	B3_4_E_3
	129
	Past 7 days, how often did you have a lot of trouble figuring out how to do simple projects?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_4_A_2
	130
	Past 7 days, how often did you react slowly to things that were said or done?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_4_M_4
	131
	Past 7 days, how often was it easy for you to remember things?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_4_V_4
	132
	Past 7 days, how much trouble did you have finding the correct word when you were talking?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None

	B3_4_E_4
	133
	Past 7 days, how much trouble did you have making simple decisions?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None at all

	B3_4_A_3
	134
	Past 7 days, how much trouble did you have paying attention to what you were doing?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None at all

	B3_4_M_5
	135
	Past 7 days, how often did you have a lot of trouble remembering things people had just told you?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_4_V_5
	136
	Past 7 days, how much trouble did you have talking?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None at all

	B3_4_E_5
	137
	Past 7 days, how often did you have a lot of trouble understanding simple directions?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_4_A_4
	138
	Past 7 days, how often was it easy for you to pay attention to what you were doing?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_4_M_6
	139
	Past 7 days, how often did you have a lot of trouble remembering where you put things?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_4_V_6
	140
	Past 7 days, how often was it easy for you to answer simple questions?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_4_E_6
	141
	Past 7 days, how much trouble did you have figuring out how to do simple projects?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None at all

	B3_4_V_7
	142
	Past 7 days, how often did you have a lot of trouble understanding what people said during conversations?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_4_E_7
	143
	Past 7 days, how often was it easy for you to solve problems?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_4_V_8
	144
	Past 7 days, how often was it easy for you to find words when talking?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	B3_4_A_5
	145
	Past 7 days, how much trouble did you have thinking?
	1=A lot
2=Quite a bit
3=Some
4=A little bit
5=None at all

	B3_4_V_9
	146
	Past 7 days, how often did you have a lot of trouble finding the correct word when you were talking?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	B3_4_V_10
	147
	Past 7 days, how often did you have a lot of trouble writing simple things?
	1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	Global1
	148
	In general, would you say your health is:
	1=Poor
2=Fair
3=Good
4=Very good
5=Excellent

	Global2
	149
	In general, would you say your quality of life is:
	1=Poor
2=Fair
3=Good
4=Very good
5=Excellent

	Global3
	150
	In general, how would you rate your physical health?
	1=Poor
2=Fair
3=Good
4=Very good
5=Excellent

	Global4
	151
	In general, how would you rate your mental health, including your mood and your ability to think?
	1=Poor
2=Fair
3=Good
4=Very good
5=Excellent

	Global5
	152
	In general, how would you rate your satisfaction with your social activities and relationships?
	1=Poor
2=Fair
3=Good
4=Very good
5=Excellent

	Global6
	153
	To what extent are you able to carry out your everyday physical activities?
	1=Not at all
2=A little
3=Moderately
4=Mostly
5=Completely

	Global7
	154
	Past 7 days, how would you rate your pain on average?
	0=0
1=1
2=2
3=3
4=4
5=5
6=6
7=7
8=8
9=9
10=10

	Global8
	155
	Past 7 days, how would you rate your fatigue on average?
	1=Very severe
2=Severe
3=Moderate
4=Mild
5=None

	Global9
	156
	Past 7 days, please rate how well you carry out your usual social activities and roles
	1=Poor
2=Fair
3=Good
4=Very good
5=Excellent

	Global10
	157
	Past 7 days, how often have you been bothered by emotional problems such as feeling anxious, depressed or irritable?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	Sex
	158
	What is your gender?
	1=Male
2=Female

	Comrbd1
	159
	Ever told by Dr/HP that you have hardening of the arteries (coronary artery disease)?
	0=No
1=Yes

	Comrbd2
	160
	Ever told by Dr/HP that you have Hepatitis C?
	0=No
1=Yes

	Comrbd3
	161
	Ever told by Dr/HP that you were pregnant?
	0=No
1=Yes

	Comrbd4
	162
	Ever told by Dr/HP that you had a heart attack (myocardial infarction)?
	0=No
1=Yes

	Comrbd5
	163
	Ever told by Dr/HP that you have rheumatoid arthritis?
	0=No
1=Yes

	Comrbd6
	164
	Ever told by Dr/HP that you have migraines or severe headaches?
	0=No
1=Yes

	Comrbd7
	165
	Ever told by Dr/HP that you have asthma?
	0=No
1=Yes

	Comrbd8
	166
	Ever told by Dr/HP that you have chronic lung disease (COPD) or chronic bronchitis or emphysema due to smoking?
	0=No
1=Yes

	Comrbd9
	167
	Ever told by Dr/HP that you have diabetes or high blood sugar or sugar in your urine?
	0=No
1=Yes

	Comrbd10
	168
	Ever told by Dr/HP that you have cancer (other than non-melanoma skin cancer)?
	0=No
1=Yes

	Comrbd11
	169
	Ever told by Dr/HP that you have a mental illness that requires medicine?
	0=No
1=Yes

	Comrbd12
	170
	Ever told by Dr/HP that you have an alcohol or drug problem?
	0=No
1=Yes

	Comrbd13
	171
	Ever told by Dr/HP that you have HIV or AIDS?
	0=No
1=Yes

	SevYN_1
	172
	Have you ever had open sores on your legs or feet (leg ulcers)?
	1=Yes
2=No

	SevYN_2
	173
	Have you ever had severe chest pain along with trouble breathing?
	1=Yes
2=No

	Q195_Severity2A_3
	174
	Has DR/RN ever told you that this was due to sickle cell?
	1=No
2=Yes

	SevYN_3
	175
	Has DR/RN ever told you that you have lung damage?
	1=Yes
2=No

	SevYN_4
	176
	Has DR/RN ever told you that you have kidney damage?
	1=Yes
2=No

	SevYN_5
	177
	Has DR/RN ever told you that you have eye damage (retinopathy)?
	1=Yes
2=No

	SevYN_6
	178
	Has DR/RN ever told you that you have damage to your hip or shoulder (avascular necrosis)?
	1=Yes
2=No

	SevYN_7
	179
	Has DR/RN ever told you that you have had a stroke?
	1=Yes
2=No

	SevYN_8
	180
	Have you had surgery to remove your spleen?
	1=Yes
2=No

	SevYN_9
	181
	Have you had surgery to remove your gall bladder?
	1=Yes
2=No

	SevYN_10
	182
	Are you taking hydroxyurea (Droxia) for your sickle cell disease?
	1=Yes
2=No

	SevYN_11
	183
	Are you getting regular blood transfusions for your sickle cell disease?
	1=Yes
2=No

	SevYN_12
	184
	Are you taking pain medicine every day for your sickle cell disease?
	1=Yes
2=No

	SevPain1
	185
	Past 12 mos, how many sickle cell pain attacks (crises) did you have?
	1=4 or more times
2=3 times
3=2 times
4=1 time
5=0 times
6=I did not have a pain attack (crisis) in the past 12 months

	SevPain2
	186
	When was your last pain attack (crisis)?
	0=I never had a pain episode
1=More than 5 years ago
2=1 - 5 years ago
3=7 -12 months ago
4=1 - 6 months ago
5=1 - 4 weeks ago
6=Less than a week ago
7=I have one right now

	SevPain3
	187
	Rate severity of pain in last attack
	0=0 No pain
1=1
2=2
3=3
4=4
5=5
6=6
7=7
8=8
9=9
10=10 Worst pain imaginable

	SevPain4
	188
	How much did your last pain attack (crisis) interfere with your life?
	0=I've never had a pain attack (crisis)
1=Not at all, I did everything I usually do
2=I had to cut down on some things I usually do
3=I could not do most things I usually do
4=I could not take care of myself and needed some help from fa
5=I could not take care of myself and needed constant care fro

	SevPain5
	189
	About how long did your most recent pain attack (crisis) last?
	0=I've never had a pain attack (crisis)
1=Less than 1 hour
2=1 - 12 hours
3=13 - 24 hours
4=1 - 3 days
5=4 - 7 days
6=1 - 2 weeks
7=More than 2 weeks

	Age
	190
	What is your age?
	1=18 to 24
2=25 to 34
3=35 to 44
4=45 to 54
5=55 to 64
6=65 to 74
7=75 or older

	SexFx1
	191
	Past 30 days, how interested were you in sex?
	1=Not at all
2=A little
3=Somewhat
4=Quite
5=Very

	SexFx2
	192
	Past 30 days, how often did you want to have sex?
	1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	SexFx3
	193
	Past 30 days, how much did fear of having a pain attack (crisis) interfere with your sex life?
	1=Very much
2=Quite a bit
3=Somewhat
4=A little bit
5=Not at all

	SexFxM1
	194
	Past 30 days, have you had a painful erection or an erection that lasted more than two hours?
	1=No, not in the past 30 days
2=Yes, one time
3=Yes, more than one time

	SexFx4
	195
	Past 30 days, have you been sexually active?
	1=Yes
2=No

	SexFx5
	196
	Was this because you were worried that having sex would bring on a pain attack?
	1=No
2=Yes

	SexFx6
	197
	Past 30 days, when you had sex, how often did it take you a long time to get in the mood?
	0=I did not have sex in the past 30 days
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	SexFx7
	198
	Past 30 days, when you had sex, how often did you get sexually excited as quickly as you wanted?
	0=I did not have sex in the past 30 days
1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	SexFx8
	199
	Past 30 days, when you had sex, how often did you have an orgasm?
	0=I did not have sex in the past 30 days
1=Never
2=Rarely
3=Sometimes
4=Often
5=Always

	SexFxM2
	200
	Past 30 days, when you had sex, how often did you have trouble getting an erection?
	0=I did not have sex in the past 30 days
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	SexFxM3
	201
	Past 30 days, when you had sex, how often did you have trouble keeping an erection?
	0=I did not have sex in the past 30 days
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	SexFx9
	202
	Past 12 mos, how often did getting sexually excited cause a pain attack (crisis)?
	0=I did not get sexually excited in the past 12 months
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	SexFxF1
	203
	Past 12 mos, how often did you have a pain attack (crisis) when you had your period?
	0=I did not have a period in the past 12 months
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	SexFxF2
	204
	Past 12 mos, how often did a hot flash cause a pain attack (crisis)?
	0=I did not have a hot flash in the past 12 months
1=Always
2=Often
3=Sometimes
4=Rarely
5=Never

	Screen1
	205
	Past 12 mos, did you try to make an appointment to see DR/RN?
	1=Yes
2=No

	Access1
	206
	Past 12 mos, when you tried to make an appointment to see DR/RN, how often were you able to get one as soon as you wante
	1=Never
2=Sometimes
3=Usually
4=Always

	QOCAppt
	207
	Past 12 mos, how often were you satisfied with the quality of care you received during these scheduled appointments?
	1=Never
2=Sometimes
3=Usually
4=Always

	Screen2
	208
	Do you have DR/RN who you usually see if you need a check-up, want advice about a health problem, or get sick or hurt?
	0=No
1=Yes

	NoVisPr
	209
	Past 12 mos, how many visits have you had with this doctor or nurse?
	0=0 visits
1=1 visit
2=2 visits
3=3 visits
4=4 or more visits

	DrComm1
	210
	Past 12 mos, how often did this doctor or nurse explain things in a way that is easy to understand?
	1=Never
2=Sometimes
3=Usually
4=Always

	DrComm2
	211
	Past 12 mos, how often did this doctor or nurse listen carefully to you?
	1=Never
2=Sometimes
3=Usually
4=Always

	DrComm3
	212
	Past 12 mos, how often did this doctor or nurse treat you with courtesy and respect?
	1=Never
2=Sometimes
3=Usually
4=Always

	DrComm4
	213
	Past 12 mos, how often did this doctor or nurse spend enough time with you?
	1=Never
2=Sometimes
3=Usually
4=Always

	QOCDr
	214
	Past 12 mos, how often were you satisfied with the quality of care you received from this doctor or nurse?
	1=Never
2=Sometimes
3=Usually
4=Always

	DrKnow
	215
	How much does this doctor or nurse know how sickle cell affects the way you feel and what you can do?
	1=Nothing
2=A little bit
3=Some
4=Quite a bit
5=Very much

	DrSCDSp
	216
	A sickle cell disease specialist is DR/RN who treats a lot of patients with sickle cell disease.  Is this doctor or nurs
	1=Yes
2=No

	Screen3
	217
	Past 12 mos, did you need care right away in an emergency room?
	1=No
2=Yes

	Access2
	218
	Past 12 mos, when you needed care right away, how often did you get it as soon as you wanted?
	1=Never
2=Sometimes
3=Usually
4=Always

	EmComm1
	219
	Past 12 mos, when you needed care right away, how often did the doctors treating you seem to really care about you?
	1=Never
2=Sometimes
3=Usually
4=Always

	EmComm2
	220
	Past 12 mos, when you needed care right away, how often did the nurses treating you seem to really care about you?
	1=Never
2=Sometimes
3=Usually
4=Always

	EmComm3
	221
	Past 12 mos, when you needed care right away, how often did the clerks and receptionists treat you with courtesy and res
	1=Never
2=Sometimes
3=Usually
4=Always

	QOCEm
	222
	Past 12 mos, when you needed care right away, how often were you satisfied with the quality of care you received?
	1=Never
2=Sometimes
3=Usually
4=Always

	Times_Mng_at_home
	223
	Past 12 mos, how many times did you manage a pain attack (crisis) at home without going to a doctor, clinic, or hospital
	1=4 or more times
2=3 times
3=2 times
4=1 time
5=0 times
6=I did not have a pain attack (crisis) in the past 12 months

	DlayCare
	224
	Past 12 mos, did you ever not go or delay going to an emergency room when you thought you needed care?
	0=Yes, I did not always go for care when I thought I needed it
1=No, I always went for care when I thought I needed it

	BadEm
	225
	How important were bad experiences in the emergency room in your decision to avoid going for care?
	1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	HIns
	226
	How important were health insurance issues in your decision to avoid going for care?
	1=Very
2=Quite
3=Somewhat
4=A little
5=Not at all

	Times_Em_pain
	227
	Past 12 mos, how many times did you go to the emergency room because of a pain attack (crisis)?
	0=0 times
1=1 time
2=2 times
3=3 times
4=4 or more times

	EmHlp_pain
	228
	Past 12 mos, how much were the emergency room doctors and nurses able to help your pain?
	1=Not at all
2=A little bit
3=Somewhat
4=Quite a bit
5=Very much

	EmBleve
	229
	Past 12 mos, how much did the emergency room doctors and nurses believe that you had very bad sickle cell pain?
	1=Not at all
2=A little bit
3=Somewhat
4=Quite a bit
5=Very much

	EmWait
	230
	Past 12 mos, what is the longest you had to wait before your pain was treated?
	1=More than 2 hours
2=More than 1 hour but less than 2 hours
3=More than 15 minutes but less than 1 hour
4=5 to 15 minutes
5=Less than 5 minutes

	QOCAll
	231
	Rate the care you received for your health Past 12 mos
	0=0 Worst care possible
1=1
2=2
3=3
4=4

	SevI
	232
	Severity Index 1 -to- 12
	

	ComoI
	233
	Comorbidity Index 1 -to- 12
	

	SevPain1_rc
	234
	Past 12 mos, how many sickle cell pain attacks (crises) did you have (reverse coded)?
	1=I did not have a pain attack (crisis) in the past 12 months
2=0 times
3=1 time
4=2 times
5=3 times
6=4 or more times

	SexFxM1_rc
	235
	Past 30 days, have you had a painful erection or an erection that lasted more than 2 hours (reverse coded)?
	1=Yes, more than one time
2=Yes, one time
3=No, not in the past 30 days

	SexFx4_rc
	236
	Past 30 days, have you been sexually active (reverse coded)?
	1=No
2=Yes

	SexFx5_rc
	237
	Not sexually active b/c you were worried that having sex would bring on a pain attack (reversed)?
	1=Yes
2=No

	SevI_2
	238
	Severity Index 0 -to- 9
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