Supplemental Table 1. Clinical characteristics of survey respondents 
	
	N (%)

	Genotype
	

	Hb SS
	1,679 (69.3%)

	Hb SC
	498 (20.5%)

	Hb S beta0Thalassemia
	91 (3.8%)

	Hb S beta+ Thalassemia
	131 (5.4%)

	Hb S/HPFH
	14 (0.6%)

	Hb SE
	1 (0.0%)

	Hb SD
	4 (0.2%)

	Hb SO
	6 (0.2%)

	Hemoglobin g/dL
	

	N
Mean (std)
Median
Min, Max
	2134
9.6 (1.92)
9.5
2.9, 16.4

	HbF (%)
	

	 N
Mean (std)
Median
Min, Max
	1775
8.4 (8.46)
5.5 
0, 86.6

	History of Stroke
	

	Yes
	384 (22.2%)

	No
	1,346 (77.8%)

	Prior history of hydroxyurea treatment1
	

	Yes
	1,767 (73.8%)

	No
	626 (26.2%)

	Currently on hydroxyurea2 
	

	Yes
	1153 (47.3%)

	No/Unknown
	1283 (52.7%)

	Number of days hydroxyurea used within past week
	

	0a
	69 (6.0%)

	1a
	30 (2.6%)

	2a
	39 (3.4%)

	3a
	60 (5.2%)

	4a
	69 (6.0%)

	5a
	119 (10.3%)

	6b
	82 (7.1%)

	7b
	685 (59.4%)

	Frequency of very severe pain within last 6 months:
	

	Never
	244 (10.2%)

	Rarely/Sometimes
	1,345 (56.2%)

	Often/Always
	805 (33.6%)


1 Denotes any time point in history of disease course 
2 According to patient report of use within the last week
a  Reclassified as non-adherent
b  Reclassified as adherent 

Supplemental Table 2. Univariate relationships between demographics and employment status
	Covariate
	N
	Unengaged 
	N
	Engaged 
	Odds ratio (95% CI) of unengaged with indicated covariate
	P-value 

	Age group, overall
	
	
	
	
	
	<.0001

	Age group 25-34, n (%)
	954
	476 (49.9%)
	1194
	468 (39.2%)
	2.77 (2.234-3.436)
	<.0001

	Age group 35-45, n (%)
	954
	303 (31.8%)
	1194
	250 (20.9%)
	3.30 (2.594-4.201)
	<.0001

	Male gender, n (%)
	954
	408 (42.8%)
	1194
	501 (42.0%)
	1.03 (0.870-1.228)
	.7066

	Married or living together, n (%)
	916
	155 (16.9%)
	1127
	177 (15.7%)
	1.09 (0.863-1.383)
	.4576

	Annual income >$25,000 per year, n (%)
	841
	228 (27.1%)
	1076
	650 (60.4%)
	0.24 (0.200-0.296)
	<.0001

	College graduate or professional, n (%)
	950
	161 (16.9%)
	1190
	377 (31.7%)
	0.44 (0.356-0.541)
	<.0001

	Severe sickling genotype (Hb SS/Hb SBeta0/Hb SD/Hb SO/Hb SE), n (%)
	949
	742 (78.2%)
	1187
	833 (70.2%)
	1.52 (1.251-1.859)
	<.0001

	Prior history of stroke, n (%)
	667
	187 (28.0%)
	830
	160 (19.3%)
	1.63 (1.282-2.078)
	<.0001


Unengaged includes participants who are exclusively unemployed, disabled, or retired. Engaged includes participants who are employed, enrolled in school, or a combination of disabled and employed or disabled and enrolled in school. Probabilities modeled are for ‘unengaged’ employment status. P-values include overall p-value (for covariates with more than 2 categories, and pairwise p-values (vs reference group). Includes participants age 18 and above, only.
Supplemental Table 3. Significant multivariate relationships between instrumental adaptive living skills (IADL) composite and demographic, disease, and clinical characteristics with exclusion of participants who were disabled and working 

	Predictor
	Estimate
	SE
	95% CI
	P-value

	Intercept
	7.77
	0.14
	(7.49, 8.04)
	<.0001*

	Age group1
	
	
	
	

	18-24
	-0.22
	0.11
	(-0.43, -0.01)
	.0422*

	25-34
	-0.65
	0.11
	(-0.86, -0.44)
	<.0001*

	35-45
	-0.75
	0.11
	(-0.97, -0.53)
	<.0001*

	Frequency of very severe pain, past 6M2
	
	
	
	

	Sometimes
	-0.86
	0.10
	(-1.05, -0.67)
	<.0001*

	Often
	-1.58
	0.10
	(-1.79, -1.38)
	<.0001*

	Ever taken hydroxyurea3 
	-0.24
	0.06
	(-0.36, -0.11)
	.0002*

	Cognitive symptom: Attention4
	
	
	
	

	Sometimes
	-0.15
	0.07
	(-0.28, -0.02)
	.0225*

	Often
	-0.53
	0.09
	(-0.70, -0.35)
	<.0001*

	Cognitive symptom: Executive function5
	
	
	
	

	Sometimes
	-0.35
	0.06
	(-0.48, -0.23)
	<.0001*

	Often
	-0.85
	0.15
	(-1.14, -0.57)
	<.0001*

	Income more than $25,0006
	0.42
	0.06
	(0.31, 0.54)
	<.0001*

	Education: college graduate/professional degree7
	0.32
	0.07
	(0.18, 0.46)
	<.0001*

	Gender: Male8
	0.14
	0.06
	(0.03, 0.26)
	.0132*


 1 Compared to the less than 18 group; 2,4 Compared to never; 3 Compared to not; 5 Compared to none; 6 Compared to $25K and under; 7 Compared to less than college graduate; 8 Compared to female. * denotes statistical significance at ≤ 0.05.

Supplemental Table 4. Significant multivariate relationships between instrumental adaptive living skills (IADL) composite and demographic, disease, and clinical characteristics with exclusion of participants who were disabled and not working

	Predictor
	Estimate
	SE
	95% CI
	P-value*

	Intercept
	7.49
	0.14
	(7.23, 7.76)
	<.0001*

	Age group1
	
	
	
	

	18-24
	-0.08
	0.11
	(-0.29, 0.13)
	.4373

	25-34
	-0.26
	0.11
	(-0.47, -0.06)
	.0121*

	35-45
	-0.25
	0.12
	(-0.47, -0.02)
	.0348*

	Frequency of very severe pain, past 6M2
	
	
	
	

	Sometimes
	-0.90
	0.10
	(-1.09, -0.71)
	<.0001*

	Often
	-1.60
	0.11
	(-1.82, -1.39)
	<.0001*

	Cognitive symptom: Attention2
	
	
	
	

	Sometimes
	-0.18
	0.07
	(-0.32, -0.05)
	.0089*

	Often
	-0.68
	0.09
	(-0.86, -0.50)
	<.0001*

	Income more than $25,0003
	0.37
	0.06
	(0.25, 0.50)
	<.0001*

	Gender: Male4
	0.08
	0.06
	(-0.05, 0.20)
	.2343



1 Compared to the less than 18 group; 2 Compared to never; 3 Compared to $25K and under; 4 Compared to female. * denotes statistical significance at ≤ 0.05.

Supplemental Table 5. Significant multivariable relationships between hydroxyurea non-adherence and demographic, disease, and clinical characteristics with exclusion of transfusion patients 
	Covariate
	Odds ratio (95% CI) of non-adherence with indicated covariate
	P-value 

	Age group1
	
	

	18-24
	1.50 (0.831, 2.805)
	.1875

	25-34
	1.83 (1.036, 3.355)
	.0426*

	35-45
	1.29 (0.695, 2.440)
	.4324

	Gender: Male2
	1.10 (0.799, 1.510)
	.5643

	Genotype: Severe sickling SS/S Beta 0/SD/SO/SE3
	0.36 (0.221, 0.588)
	<.0001*

	Hemoglobin, g/dL
	0.81 (0.728, 0.900)
	<.0001*


1 Compared to the less than 18 group; 2 Compared to female; 3 Compared to non-severe sickling: SC/S Beta+/S-HPFH. * denotes statistical significance at ≤ 0.05.

