Supplement

S1 - Descriptive statistics for the HJHS and Outcome Measure variables in the hemophilia cohort

HJHS Total Score

WFH Total Score

Fish Total Score

HAL Total Score

18-29 30-40 41 - 50 >50 | 18-29 30-40 41-50 >50 | 18-29 30-40 41-50 >50 | 18-29 30-40 41-50 >50
Valid 65 51 26 50 65 51 26 50 65 51 26 49 57 39 23 44
Missing 0 0 0 0 0 0 0 0 0 0 0 1 8 12 3 6
Mean 16.2 24.6 34.5 35.9 10.8 14.9 20.1 21.2 29.3 26.3 24.8 24.0 89.7 82.2 65.9 62.6
Std. Deviation 17.5 17.9 175 20.0 9.9 111 10.7 10.6 4.4 54 52 52 14.4 20.9 22.2 25.0
Minimum 0 0 0 0 0 0 4 1 15 16 14 15 33.2 254 155 10.5
Maximum 63 71 69 74 45 45 38 43 32 32 32 32 100 100 100 100
Oth percentile 0.0 0.0 0.0 0.0 0.0 0.0 4.0 1.0 15.0 16.0 14.0 15.0 33.2 25.4 15.5 10.5
2.5t percentile 0.0 0.0 6.3 45 0.0 0.0 4.0 25 17.6 16.0 14.6 15.0 46.2 41.3 19.3 15.3
5 percentile 0.0 0.0 10.5 6.0 1.2 0.0 4.3 54 20.0 16.5 15.3 15.0 64.7 42.4 23.6 21.2
25" percentile 2.0 8.0 20.5 17.0 4.0 4.0 12.0 13.0 28.0 22.0 223 20.0 86.2 66.0 56.6 49.5
50" percentile 9.0 27.0 36.0 37.0 7.0 16.0 18.5 21.0 32.0 28.0 26.0 24.0 94.3 93.1 72.2 62.7
75" percentile 21.0 38.0 48.0 50.8 15.0 22.0 29.5 27.8 32.0 315 28.8 28.0 100.0 100.0 76.7 83.2
95" percentile 52.6 51.0 55.8 68.2 31.6 325 36.5 38.6 32.0 32.0 31.8 32.0 100.0 100.0 98.2 98.9
97.5" percentile 60.2 57.5 60.9 70.8 354 34.8 37.4 39.8 32.0 32.0 32.0 32.0 100.0 100.0 99.5 100.0

HJHS = Hemophilia Joint Health Score

WFH = World Federation of Hemophilia Gilbert Score
FISH = Functional Independence Score in Hemophilia

HAL = Hemophilia Activities List




Sensory PR Score*

Affective PRI Score*

SF-MPQ vas scale*

PPI Score*

18-29 30-40 41-50 >50 | 18-29 30-40 41-50 >50 | 18-29 30-40 41-50 >50 | 18-29 30-40 41-50 >50
Valid 65 51 26 50 65 51 26 50 65 51 26 50 65 43 24 47
Missing 0 0 0 0 0 0 0 0 0 0 0 0 0 8 2 3
Mean 2.7 5.0 8.5 7.8 0.8 1.2 23 2.0 137 235 373 354 | 06 0.9 13 11
Std. Deviation 3.2 6.0 75 6.3 1.2 1.9 3.2 2.7 193 223 276 295 | 08 0.8 11 1.0
Minimum 0 0 0 0 0 0 0 0 0 0 0 0
Maximum 17 21 28 25 11 12 84 74 95 98
Oth percentile 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0
2.5 percentile 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 1.3 0.0 0.0 0.0 0.0 0.0
5t percentile 0.0 0.0 0.0 0.0 0.0 0.0 0.0 00 0.0 0.0 23 0.0 0.0 0.0 0.0 0.0
25 percentile 0.0 1.0 3.0 23 0.0 0.0 0.0 0.0 0.0 3.0 170 95 0.0 0.0 0.0 0.0
50t"percentile 2.0 2.0 55 6.0 0.0 0.0 05 1.0 6.0 170 330 285 | 00 1.0 1.0 1.0
75t percentile 4.0 7.0 135 110 | 1.0 2.0 30 3.0 160 440 580 590 | 1.0 1.0 2.0 2.0
95t percentile 8.6 200 223 207 | 28 5.0 88 81 560 625 845 872 | 20 2.0 3.0 3.0
97.5" percentile | 104 208 249 220 | 4.4 5.8 9.8 9.0 650 660  90.6  90.6 | 2.4 3.0 3.4 3.0

*SF-MPQ = Short form McGill Pain Questionnaire

PRI = Pain Rating Index

PPI = Present Pain Intensity






