Supplemental Table 1: Median [IQR] rank of importance for each survey item, stratified by SCA condition
	Variable
	Turner Syndrome
	XXX
	XXY
	XYY
	XXYY
	All Other SCAs
	Overall

	Physical Health
	
	
	
	
	
	
	

	Hormone replacement therapy
	81 [68, 97]
	60 [24.5, 78.5]
	94.5 [75, 100]
	54 [50, 68.3]
	85 [75, 97.5]
	68 [68, 79]
	83 [68, 99]

	Fertility concerns
	82 [68.5, 99]
	73.5 [38.8, 94.8]
	88.5 [69.3, 100]
	100 [59.5, 100]
	52.5 [23.8, 79.3]
	62 [40, 70.5]
	81 [57.8, 99]

	Fatigue or low energy
	NA
	82 [69, 96]
	78.5 [63.8, 99]
	68 [64.5, 76.5]
	79.5 [69.8, 91.5]
	55 [48.5, 64.3]
	77 [64, 93.8]

	Cardiovascular problems
	79 [65, 99]
	50 [21, 67]
	66 [45.5, 80]
	66 [50, 82.8]
	67.5 [50, 85]
	65 [50, 81.5]
	74 [50, 93]

	Growth differences
	76 [57, 91]
	66 [23, 78]
	66 [50, 84]
	92 [65.5, 100]
	72 [61, 84]
	55.5 [44.5, 79.3]
	72 [50, 88]

	Bone health
	66 [50, 79.5]
	65.5 [50, 76]
	72 [57, 82.8]
	69 [55, 81]
	73.5 [61.8, 83.8]
	74 [59, 81]
	70 [50, 82]

	Obesity, diabetes, and similar conditions
	67.5 [50, 81]
	63 [55, 81.5]
	71.5 [50, 84.3]
	55 [50, 66]
	72 [58, 82.5]
	56 [27, 72]
	68 [50, 82]

	Autoimmune disorders
	65 [43, 77]
	63 [31, 70]
	66.5 [37.8, 80.3]
	55 [28.5, 73.5]
	50 [30.5, 70.5]
	69 [62, 73]
	65 [37.5, 76]

	Chronic pain
	NA
	65.5 [49, 70.8]
	66.5 [29.5, 78.3]
	65 [50, 76.5]
	65 [43, 75.5]
	50 [50, 76]
	65 [40, 76]

	Cancers
	NA
	50 [23, 77.5]
	66.5 [33.3, 81]
	75 [43.5, 96]
	64.5 [29.8, 78]
	65 [50, 84]
	64.5 [33.3, 83.5]

	Kidney problems
	67 [38.3, 79.8]
	63 [41, 80.5]
	59.5 [29.5, 75.5]
	57 [50, 69.5]
	58.5 [27.8, 75.5]
	60.5 [56, 73.5]
	63 [34, 78]

	Gastrointestinal problems
	57.5 [28, 76]
	69.5 [56.8, 80.5]
	61 [36, 80.5]
	52 [37.5, 65]
	71 [59, 81.5]
	50 [39, 66]
	62 [36, 79]

	Tremor or other neuromuscular problems
	NA
	55.5 [33.3, 79.5]
	50 [29.5, 71.5]
	64 [51.5, 78]
	73 [50, 92.8]
	66 [50, 79]
	62 [32.5, 78]

	Dental/orthodontic problems
	50 [24.5, 71]
	67 [44.5, 84]
	56 [34.3, 80]
	63.5 [52, 68.5]
	78.5 [67.3, 88]
	63 [49, 73]
	61 [35, 77]

	Hearing loss
	71 [60, 83]
	25 [9, 69]
	36 [17, 61.5]
	55.5 [50, 68]
	25 [6.5, 50.5]
	50 [50, 71]
	60 [27.5, 75]

	Sleep problems
	61.5 [27, 77]
	49.5 [29, 65.3]
	51 [30.3, 72.8]
	68 [38.8, 71.8]
	70 [42.5, 75.5]
	50 [37.3, 54]
	59 [31.3, 75]

	Liver problems
	62 [35, 76]
	50 [23.5, 73]
	53 [23, 69]
	53 [50, 67]
	49.5 [13, 70]
	61.5 [56, 69]
	58 [30.3, 74]

	Vision or eye problems
	66 [50, 79]
	50 [21.5, 56.5]
	50 [29.3, 70.5]
	55.5 [50, 68.5]
	54 [23, 72]
	62.5 [51, 71.5]
	58 [33, 75]

	Seizures
	44 [18, 72]
	50 [14.5, 69.5]
	50 [13, 67]
	70.5 [50, 79.8]
	65 [27.8, 77]
	50 [42, 80]
	50 [18, 71.5]

	Skin problems
	60.5 [31.5, 72]
	30 [15, 50]
	37 [21.5, 50]
	59 [36.5, 76]
	50 [29.3, 69]
	37 [27.3, 55.3]
	50 [24.3, 68]

	Lymphedema
	50 [18.8, 74.3]
	NA
	NA
	NA
	NA
	NA
	50 [18.8, 74.3]

	Recurrent infections
	NA
	50 [21, 75]
	50 [24, 57.5]
	65.5 [37.3, 96]
	50 [22.8, 74.3]
	62.5 [48, 70]
	50 [26.5, 64]

	Eating disorders
	56 [28, 77.5]
	34 [13.5, 45.5]
	36.5 [17, 50]
	50 [31, 61.5]
	25 [10, 63]
	50 [40, 50]
	46.5 [21, 70]

	Emotional/Behavioral Health
	
	
	
	
	
	
	

	Learning disabilities
	79 [64.5, 96]
	96 [71, 100]
	82 [67, 98]
	98.5 [72.5, 100]
	80 [67.5, 97.5]
	78 [72, 95]
	81.5 [67, 98]

	Anxiety disorders
	82 [67, 97.5]
	88 [75, 100]
	77 [64, 86]
	77 [67.5, 85.5]
	79 [56, 94]
	74 [69.5, 85.8]
	79 [65.3, 95]

	Social deficits
	80 [65, 96]
	87 [68, 98]
	72 [50, 84]
	88 [73.3, 100]
	91 [73, 98.5]
	85 [65, 92]
	79 [64, 96]

	Depression or mood problems
	75 [61, 87.8]
	85 [69.8, 99.3]
	77 [63.5, 90]
	78.5 [70.3, 100]
	81 [54.5, 91.5]
	69 [50, 79]
	77 [62, 90]

	ADD/ADHD
	76 [62, 89]
	85 [73, 96]
	75 [60.3, 86.8]
	82.5 [70, 100]
	75 [65.5, 93]
	74 [69, 100]
	76 [62.8, 89]

	Developmental delays
	71 [51, 85.5]
	69 [32.5, 92.5]
	72 [50, 90]
	84 [66.8, 100]
	82 [68, 98]
	67 [61, 82]
	76 [50, 92]

	Self-harm and suicidality
	68 [50, 89.5]
	71 [55.5, 93.5]
	64 [45, 77]
	93.5 [71.5, 100]
	66 [49, 88]
	64 [50, 73]
	68 [50, 87]

	Autism
	63 [31, 77.8]
	80 [51.5, 94.8]
	55 [34, 83]
	78.5 [72.8, 95.5]
	75 [50, 94]
	74 [50, 93]
	66 [36, 83]

	Substance dependence
	NA
	39 [24, 66.5]
	50 [23, 62]
	58.5 [50, 94.8]
	30 [12.5, 64]
	55.5 [31, 69.8]
	50 [19, 68]

	Eating disorders
	56 [28, 77.5]
	34 [13.5, 45.5]
	36.5 [17, 50]
	50 [31, 61.5]
	25 [10, 63]
	50 [40, 50]
	46.5 [21, 70]

	Other/Miscellaneous Health
	
	
	
	
	
	
	

	Strengths-based research
	NA
	77.5 [63.5, 89.5]
	82 [69.8, 98]
	90.5 [89.3, 98]
	81 [70, 93]
	76 [63, 84.3]
	81 [70, 97]

	Understanding X&Y variations
	NA
	84 [72.3, 97]
	80 [67.8, 98]
	80 [50, 100]
	81 [73, 87]
	80 [70, 85]
	81 [69, 97.3]

	Quality of life
	82 [64, 99]
	74.5 [66.5, 93.8]
	76 [55, 96]
	82 [74, 98]
	87 [77.5, 98]
	60 [50, 76]
	80 [64, 98]

	Self-sufficiency
	NA
	80.5 [68.5, 95.8]
	73 [35, 92.5]
	87 [73.5, 96.3]
	85 [76, 98]
	78 [67, 97]
	79 [55.5, 96]

	Medical/healthcare access
	NA
	89 [66.5, 100]
	81 [63.8, 96]
	74 [50, 85.5]
	77 [50, 92.3]
	69 [66, 76]
	79 [61.5, 95]

	Prenatal diagnosis, counseling, and pregnancy
	75.5 [60.5, 95]
	NA
	NA
	NA
	NA
	NA
	75.5 [60.5, 95]

	Educating families and patients
	73 [55, 95]
	88 [73.8, 100]
	73 [57, 88.5]
	80.5 [64.8, 100]
	77 [65.8, 94]
	64 [53.8, 72.8]
	75 [58.5, 95]

	Transition from pediatric to adult medical care
	79 [67.5, 97]
	63 [37, 84]
	69.5 [50, 88.5]
	75 [67, 96]
	78 [65, 86.5]
	74 [54.8, 81.5]
	74.5 [59.8, 95]

	Aging (older adulthood)
	67 [50, 82.8]
	73 [48, 84]
	65.5 [32, 83]
	66.5 [50, 74.8]
	72 [61, 90]
	71 [50, 75.3]
	68 [50, 83]

	Physical activity and nutrition
	69 [50, 83]
	67 [37.5, 83]
	68.5 [45, 77.3]
	62 [50, 72]
	71.5 [41.3, 82.5]
	64 [50, 73]
	68 [50, 81.8]

	Sexual health and gender identity
	50 [29.8, 75]
	50 [15, 67]
	65 [35, 79]
	61 [50, 86.3]
	50 [29, 69.3]
	58.5 [50, 67.8]
	51 [31, 76]

	Social discrimination
	NA
	70 [29, 88]
	50 [24, 71.3]
	71.5 [67, 77]
	50 [30, 75.3]
	50 [32, 65]
	50 [27, 74]

	Types of Studies
	
	
	
	
	
	
	

	Interventional
	79.5 [66.8, 96]
	77 [70.5, 92.3]
	86 [74.3, 99.8]
	78 [67, 94]
	80.5 [68.8, 95.8]
	79.5 [64.8, 94]
	82 [69, 97]

	Dissemination & implementation
	73.5 [59, 94]
	77 [61.3, 90.8]
	78.5 [51.5, 90]
	68 [50, 87]
	79 [64.8, 90.8]
	58 [50, 73]
	75.5 [58, 91.8]

	Observational
	76 [55, 90]
	68 [50, 75.25]
	67 [50, 80.25]
	72 [59.5, 83]
	63 [50, 78.25]
	71.5 [61.25, 81.25]
	72 [50, 85]

	Mechanisms
	71 [50, 86]
	72 [58, 77.5]
	70 [50, 85.5]
	69.5 [61.75, 96]
	69 [50, 78]
	75.5 [71.25, 98.5]
	71 [50, 85]





Supplemental Table 2: Median [IQR] rank of importance for each survey item, stratified by database
	Variable
	INSIGHTS
Median [IQR] Score
(N = 144)
	GALAXY
Median [IQR] Score
(N = 159)
	P-Value
	FDR Adjusted P-Value

	Physical Health
	
	
	
	

	Dental/orthodontic problems
	50 [24.5, 71]
	65.5 [45.25, 83]
	< 0.001
	0.004

	Hearing loss
	71 [60, 83]
	37.5 [16.25, 61.75]
	< 0.001
	< 0.001

	Cardiovascular problems
	79 [65, 99]
	65 [43.25, 81]
	< 0.001
	< 0.001

	Vision or eye problems
	66 [50, 79]
	50 [29, 71]
	0.001
	0.008

	Skin problems
	60.5 [31.5, 72]
	40 [22.25, 61]
	0.003
	0.041

	Bone health
	66 [50, 79.5]
	72 [57, 82]
	0.025
	0.382

	Gastrointestinal problems
	57.5 [28, 76]
	66 [40, 80]
	0.059
	1.000

	Liver problems
	62 [35, 76]
	50 [26.5, 70]
	0.077
	1.000

	Kidney problems
	67 [38.25, 79.75]
	59 [30, 75]
	0.110
	1.000

	Fertility concerns
	82 [68.5, 99]
	80 [50, 99.75]
	0.150
	1.000

	Seizures
	44 [18, 72]
	50 [18.25, 71]
	0.373
	1.000

	Obesity, diabetes, and similar conditions
	67.5 [50, 81]
	68.5 [50, 83]
	0.485
	1.000

	Hormone replacement therapy
	81 [68, 97]
	84 [68, 100]
	0.536
	1.000

	Autoimmune disorders
	65 [43, 77]
	65 [36.5, 74.25]
	0.577
	1.000

	Sleep problems
	61.5 [27, 77]
	57 [32, 73]
	0.589
	1.000

	Emotional/Behavioral Health
	
	
	
	

	Eating disorders
	56 [28, 77.5]
	35 [17, 52]
	< 0.001
	0.003

	Autism
	63 [31, 77.75]
	72 [42.5, 89]
	0.012
	0.111

	Anxiety disorders
	82 [67, 97.5]
	78 [65, 89]
	0.080
	0.718

	Depression or mood problems
	75 [61, 87.75]
	79 [63.25, 91.75]
	0.117
	1.000

	Developmental delays
	71 [51, 85.5]
	76 [50, 95.5]
	0.133
	1.000

	Learning disabilities
	79 [64.5, 96]
	82 [68, 99]
	0.309
	1.000

	Social deficits
	80 [65, 96]
	79 [61, 96]
	0.539
	1.000

	ADD/ADHD
	76 [62, 89]
	77 [64.5, 89]
	0.610
	1.000

	Self harm and suicidality
	68 [50, 89.5]
	67 [50, 85.75]
	0.659
	1.000

	Other/Miscellaneous Health
	
	
	
	

	Transition from pediatric to adult medical care
	79 [67.5, 97]
	72 [50, 87]
	0.002
	0.010

	Physical activity and nutrition
	69 [50, 83]
	68 [45, 79]
	0.126
	0.753

	Quality of life
	82 [64, 99]
	79.5 [63.5, 97]
	0.253
	1.000

	Sexual health and gender identity
	50 [29.75, 75]
	55 [32, 77]
	0.351
	1.000

	Educating families and patients
	73 [55, 95]
	76 [61.5, 94.25]
	0.509
	1.000

	Aging (older adulthood)
	67 [50, 82.75]
	69 [50, 83]
	0.994
	1.000

	Types of Studies
	
	
	
	

	Observational
	76 [55, 90]
	67 [50, 80]
	< 0.001
	< 0.001

	Interventional
	79.5 [66.75, 96]
	84 [71, 97.5]
	0.181
	0.726

	Mechanisms
	71 [50, 86]
	71 [50, 84.25]
	0.789
	1.000

	Dissemination & implementation
	73.5 [59, 94]
	76.5 [51.5, 89]
	0.996
	1.000



Supplemental Table 3: Median [IQR] rank of importance for each survey item, stratified by private versus non-private insurance (Non-private insurance includes Medicaid/Medicare, military, 2 or more insurances, and any other insurance)
	Variable
	Private Insurance Median [IQR] Score
	Non-Private Insurance Median [IQR] Score
	P-Value
	FDR Adjusted P-Value

	Physical Health
	
	
	
	

	Dental/orthodontic problems
	58 [39, 76]
	75 [62, 88]
	< 0.001
	0.023

	Sleep problems
	50 [28, 70]
	69 [46.5, 78.2]
	0.004
	0.191

	Fertility concerns
	85 [58.8, 100]
	63.5 [32, 83]
	0.005
	0.245

	Tremor or other neuromuscular problems
	50 [29.8, 74.2]
	69 [50, 88]
	0.006
	0.322

	Seizures
	50 [19.5, 67]
	68 [28, 84]
	0.007
	0.352

	Skin problems
	34 [15, 50]
	50 [30, 71.2]
	0.007
	0.339

	Hormone replacement therapy
	91 [70, 100]
	78.5 [58.5, 93.2]
	0.009
	0.445

	Cardiovascular problems
	60 [34, 78]
	68 [50, 85]
	0.033
	1.000

	Chronic pain
	63 [31.5, 73]
	65 [50, 83]
	0.066
	1.000

	Gastrointestinal problems
	60 [39, 80]
	71 [50, 82]
	0.094
	1.000

	Cancers
	62 [32, 78]
	66.5 [38.8, 91.2]
	0.106
	1.000

	Allergies, asthma, or eczema
	31 [15.8, 53]
	48 [17.8, 66]
	0.134
	1.000

	Recurrent infections
	50 [28, 62]
	50 [21.5, 74.5]
	0.292
	1.000

	Fatigue or low energy
	73 [63, 91]
	79 [66, 93]
	0.369
	1.000

	Obesity, diabetes, and similar conditions
	68 [50, 83]
	70 [60, 80]
	0.381
	1.000

	Growth differences
	72 [50, 86.8]
	67.5 [50, 79.2]
	0.407
	1.000

	Physical activity and nutrition
	65 [45, 78]
	68 [41.8, 80.2]
	0.432
	1.000

	Autoimmune disorders
	64 [32, 73]
	65 [39, 74]
	0.71
	1.000

	Liver problems
	50 [26.2, 69]
	53 [25.2, 70]
	0.776
	1.000

	Vision or eye problems
	50 [28, 71]
	50 [29, 70]
	0.866
	1.000

	Kidney problems
	59 [30, 76]
	62.5 [31.5, 75]
	0.888
	1.000

	Bone health
	72.5 [50, 82]
	71 [59, 81]
	0.956
	1.000

	Hearing loss
	37 [18, 61]
	40 [15, 66.2]
	0.984
	1.000

	Emotional/Behavioral Health
	
	
	
	

	Autism
	62 [39, 83]
	75 [65, 97.2]
	0.021
	1.000

	Eating disorders
	29 [12, 50]
	38 [20.5, 68]
	0.116
	1.000

	Self harm and suicidality
	64 [50, 81]
	73 [50, 90.5]
	0.187
	1.000

	Substance dependence
	35 [15, 58]
	39 [23, 67.5]
	0.215
	1.000

	Anxiety disorders
	77 [64.2, 87]
	79 [69, 94.5]
	0.3
	1.000

	Depression or mood problems
	78.5 [61.8, 90]
	78.5 [66.5, 98.2]
	0.434
	1.000

	Social deficits
	78 [58.5, 95]
	79.5 [66, 96]
	0.566
	1.000

	ADD/ADHD
	76 [61, 89]
	75 [68.8, 88.8]
	0.575
	1.000

	Developmental delays
	76.5 [50, 94.8]
	76 [59, 94]
	0.853
	1.000

	Learning disabilities
	82 [68, 99]
	80 [71.5, 98]
	0.947
	1.000

	Other/Miscellaneous Health
	
	
	
	

	Self-sufficiency
	79 [50, 95]
	84 [68, 97]
	0.035
	1.000

	Quality of life
	75.5 [53.8, 97]
	81 [73.2, 95.8]
	0.091
	1.000

	Medical/healthcare access
	76.5 [50, 96]
	81 [68.5, 93]
	0.199
	1.000

	Social discrimination
	50 [24.8, 72]
	63 [30.8, 75.8]
	0.215
	1.000

	Strengths-based research
	78 [68, 96]
	85 [72.2, 95.5]
	0.314
	1.000

	Aging (older adulthood)
	68 [35, 83]
	70 [50, 84]
	0.404
	1.000

	Transition from pediatric to adult medical care
	72 [50, 86.2]
	72 [62, 88.5]
	0.471
	1.000

	Understanding X&Y variations
	82 [65, 96]
	81 [73, 97]
	0.706
	1.000

	Educating families and patients
	74 [58, 89]
	76 [64, 91]
	0.726
	1.000

	Sexual health and gender identity
	55 [31, 76]
	50.5 [33.8, 78.2]
	0.86
	1.000

	Types of Studies
	
	
	
	

	Interventional
	86 [73, 98]
	77 [67, 96]
	0.117
	1.000

	Mechanisms
	70 [50, 82]
	72 [60, 85]
	0.524
	1.000

	Observational
	70 [50, 80]
	65 [50, 81]
	0.814
	1.000

	Dissemination & implementation
	75 [50, 89]
	75 [58.8, 89]
	0.909
	1.000



