[bookmark: _Hlk140057380][bookmark: _Hlk139996863][bookmark: _Hlk199142528]Additional file 2. Factors associated to quality of life of the 76 persons with PIMD/polyhandicap, as assessed by both institutional caregivers and parents
	
	
	Persons with QoL institutional caregivers’assessment
N=76
	
	Persons with QoL parents’ assessment
N=76

	
	
	Health
	Social
	Global
	
	Global
	Social
	Global

	
	
	Med [IQR]
R coeff.
	Med [IQR]
R coeff.
	Med [IQR]
R coeff.
	
	Med [IQR]
R coeff.
	Med [IQR]
R coeff.
	Med [IQR]
R coeff.

	Sex
	Boys/Men
	77.5 [65.0-83.8]
	52.0 [30.0-65.0]
	63.8 [50.0-71.3]
	
	70.0 [57.5-82.5]
	60.0 [36.9-70.6]
	63.9 [51.7-76.3]

	
	Girls/Women
	72.5 [70.0-80.0]
	56.3 [35.0-67.5]
	62.5 [51.3-73.8]
	
	72.5 [60.0-82.5]
	55.0 [34.4-70.0]
	66.3 [48.8-75.0]

	
	p-value
	0.340
	0.291
	0.783
	
	0.689
	0.591
	0.795

	Age
	R
	0.077
	0.075
	0.106
	
	0.236
	0.180
	0.226

	
	p-value
	0.511
	0.519
	0.360
	
	0.041
	0.128
	0.050

	Aetiology nature
	Progressive
	75.0 [67.5-85.0]
	56.3 [35.0-66.9]
	63.1 [56.9-71.3]
	
	73.5 [60.3-84.4]
	57.5 [35.0-70.0]
	68.8 [50.1-76.3]

	
	Non-progressive
	75.0 [70.0-82.5]
	52.5 [37.5-67.5]
	63.8 [51.3-77.5]
	
	67.5 [57.5-82.5]
	55.0 [34.7-68.8]
	60.0 [47.5-72.5]

	
	p-value
	0.789
	0.951
	0.934
	
	0.480
	0.542
	0.351

	Care management 
	MRS
	75.0 [70.0-82.5]
	35.7 [23.8-51.3]
	56.3 [46.9-63.1]
	
	75.0 [62.5-90.0]
	52.6 [31.9-67.5]
	63.9 [48.6-77.5]

	modalities
	RF
	72.5 [67.5-82.5]
	65.0 [55.6-75.0]
	68-8 [63.8-78.8]
	
	70.0 [57.5-80.0]
	65.0 [40.0-70.0]
	66.3 [53.4-75.0]

	
	p-value
	0.905
	<0.001
	<0.001
	
	0.045
	0.207
	0.712

	Severity 
	Less severe
	76.3 [66.9-82.7]
	63.8 [51.3-75.0]
	68.1 [62.2-77.8]
	
	72.5 [57.5-83.1]
	61.3 [39.4-70.6]
	67.5 [53.7-75.3]

	
	Severe
	75.0 [70.0-81.9]
	42.5 [25.0-55.9]
	56.9 [48.1-66.9]
	
	73.6 [60.3-84.4]
	52.5 [32.5-68.3]
	63.8 [47.7-75.9]

	
	p-value
	0.900
	<0.001
	0.001
	
	0.686
	0.183
	0.585

	Mobility
	GMFCS III-IV
	80.0 [67.5-83.3]
	70.0 [35.7-82.5]
	67.5 [62.5-78.8]
	
	72.5 [57.5-87.5]
	62.5 [45.0-75.0]
	71.3 [52.2-76.3]

	
	GMFCS V
	75.0 [67.5-82.5]
	50.0 [33.8-63.8]
	62.5 [50.0-71.3]
	
	72.2 [58.8-82.5]
	55.0 [34.8-70.0]
	65.1 [48.6-75.0]

	
	p-value
	0.544
	0.023
	0.040
	
	0.947
	0.319
	0.535

	Functional independency
	FIM score
	-0.022
	0.360
	0.244
	
	0.002
	0.216
	0.132

	
	p-value
	0.851
	0.002
	0.035
	
	0.988
	0.068
	0.261

	Drug-resistant epilepsy
	No
	78.8 [70.0-81.9]
	63.8 [40.0-73.8]
	70.6 [56.5-78.8]
	
	68.8 [60.6-84.1]
	66.3 [40.0-71.9]
	66.9 [50.3-76.9]

	
	Yes
	73.8 [67.5-82.5]
	48.8 [35.0-64.4]
	62.5 [50.0-69.7]
	
	73.8 [57.5-84.4]
	55.0 [34.7-70.0]
	64.5 [49.4-75.9]

	
	p-value
	0.442
	0.127
	0.104
	
	0.696
	0.276
	0.756

	Behavioral disorders
	No
	78.8 [72.5-86.9]
	65.0 [42.2-71.9]
	71.3 [59.2-79.7]
	
	65.0 [52.5-82.5]
	46.3 [30.6-70.0]
	54.4 [40.9-72.2]

	
	Yes
	72.5 [67.5-82.5]
	47.5 [32.5-65.0]
	62.5 [50.0-71.3]
	
	72.2 [60.0-82.5]
	56.3 [37.5-70.0]
	66.1 [53.8-75.0]

	
	p-value
	0.157
	0.067
	0.042
	
	0.347
	0.360
	0.288

	Noisy behavioral disorders
	No
	77.5 [70.0-83.1]
	62.5 [41.3-73.1]
	69.4 [56.9-79.1]
	
	61.3 [52.5-83.1]
	46.3 [31.9-70.0]
	57.5 [42.8-71.6]

	
	Yes
	72.5 [63.1-82.5]
	46.3 [32.5-57.5]
	60.6 [50.0-67.5]
	
	72.5 [62.5-82.5]
	57.5 [40.0-71.3]
	66.9 [54.5-75.9]

	
	p-value
	0.156
	0.018
	0.009
	
	0.147
	0.242
	0.099

	Visual disorders
	No
	77.5 [68.8-82.5]
	47.5 [33.8-66.3]
	62.5 [50.0-71.3]
	
	75.0 [62.5-86.8]
	55.0 [35.0-70.0]
	66.3 [53.0-76.3]

	
	Yes
	72.5 [67.5-82.5]
	56.3 [37.5-67.5]
	64.4 [52.5-76.3]
	
	63.9 [55.0-81.3]
	56.3 [33.9-70.0]
	63.9 [45.0-72.5]

	
	p-value
	0.469
	0.392
	0.654
	
	0.062
	0.560
	0.233

	Auditive disorders
	No
	75.0 [68.8-82.5]
	55.0 [35.0-66.3]
	63.8 [50.6-71.9]
	
	72.5 [60.0-85.0]
	57.5 [37.5-70.0]
	66.3 [53.0-75.6]

	
	Yes
	70.0 [57.5-85.0]
	45.0 [35.0-67.5]
	55.0 [45.0-76.3]
	
	62.5 [52.5-72.5]
	45.0 [33.9-66.3]
	56.3 [45.0-71.3]

	
	p-value
	0.530
	0.594
	0.368
	
	0.115
	0.302
	0.205

	Developmental scores
	Coordination
	0.119
	0.557
	0.468
	
	-0.020
	0.137
	0.071

	
	p-value
	0.315
	<0.001
	<0.001
	
	0.868
	0.256
	0.550

	
	Postural
	-0.001
	0.486
	0.339
	
	-0.102
	0.115
	0.024

	
	p-value
	0.995
	<0.001
	0.003
	
	0.388
	0.338
	0.859

	
	Language
	-0.041
	0.502
	0.343
	
	-0.009
	0.122
	0.066

	
	p-value
	0.725
	<0.001
	0.003
	
	0.941
	0.305
	0.571

	
	Sociability
	-0.072
	0.597
	0.398
	
	-0.045
	0.172
	0.072

	
	p-value
	0.544
	<0.001
	<0.001
	
	0.706
	0.151
	0.545

	No of devices
	R
	-0.071
	-0.197
	-0.207
	
	-0.039
	-0.139
	-0.126

	
	p-value
	0.546
	0.093
	0.077
	
	0.744
	0.247
	0.285

	No of medications
	R
	-0.081
	-0.218
	-0.184
	
	-0.059
	-0.031
	-0.057

	
	p-value
	0.490
	0.061
	0.114
	
	0.616
	0.797
	0.630


N (%): number (percents); Med [IQR]: median [interquartile range]; Bold values; p<0.05.
QoL: quality of life; MRS: medical and rehabilitation services; RF: residential facilities; GMFCS: Gross Motor Function Scale; FIM: Functional Independency Measure.
Behavioural disorders: intermittent screaming and/or agitation and/or stereotypies and/or intermittent crying and/or self-aggression and/or hetero-aggression.
Devices: invasive mechanical ventilation, noninvasive mechanical ventilation, tracheostomy, nasogastric tube, gastrostomy, permanent urinary probe, cerebrospinal fluid derivation, and central venous catheter.
Medications: laxatives, anti-convulsants, antalgics, psychotropics, antispastics, antidystonics, antibiotics, osteoporosis prevention, iron supplementation.
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