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Introduction:

Polyhandicap (PLH) is a French notion corresponding to a chronic affliction occurring in an immature brain, leading to a combination of a profound mental retardation and a serious motor deficit, and resulting to an extreme restriction of autonomy and communication [START_REF]Définition du Polyhandicap[END_REF]. This definition was adopted by the French scientific community and the French law (French Law n°89-798, 1989, October 27th, health policy of care disability). This term is close to the notion of Profound Intellectual and Multiple Disabilities, which is used in other countries, that does not systematically refer to a disorder affecting an immature brain [START_REF] Nakken | A need for a taxonomy for profound intellectual and multiple disabilities[END_REF].

Polyhandicap is a syndromic entity and meets several progressive and non-progressive etiologies.

It concerns a disorder, abnormality or lesion occurring in a developing or immature brain.

Neurological, intellectual and motor disabilities are frequently accompanied by sensory deficits and behavioural and relational disorders. The prevalence of polyhandicap in France, estimated to be between 0.7 and 1.28 per thousand, i.e. 880 new cases of children with polyhandicap per year, is stable or even slightly increasing [START_REF] Rumeau-Rouquette | Définition et prévalence des polyhandicaps à l'âge scolaire[END_REF][START_REF] Goillot | Enquête Handicaps-Incapacités-Dépendance en institution en 1998[END_REF][START_REF] Juzeau | Enquête épidémiologique sur les enfants polyhandicapés du département du Nord[END_REF]. Today, the life expectancy of these patients often exceeds forty years and tends to be increasing further (Rousseau, unpublished data) [START_REF] Juzeau | Enquête épidémiologique sur les enfants polyhandicapés du département du Nord[END_REF][START_REF] Hogg | Policy, service pathways and mortality: a 10-year longitudinal study of people with profound intellectual and multiple disabilities[END_REF][START_REF] Hutton | Life expectancy in severe cerebral palsy[END_REF][START_REF] Strauss | Life expectancy of children with cerebral palsy[END_REF][START_REF] Hutton | Cerebral Palsy Life Expectancy[END_REF].

The chronic nature of the health status of people with polyhandicap entails care management that not only provides the specific medical care required (treatment of episodes of decompensation and of comorbidities, measures to prevent the degradation linked to ageing), but also takes into account the social and educational dimension, in order to offer them a coherent, appropriate and integrative life plan. In France. The current structure of the health system allows patients with polyhandicap to benefit from different modalities of care: specialized re-education center providing high-level of medical care for patients presenting with the most severe health status, residential facilities offering more educational care for less severe individuals and home care corresponding to patients (adults and children) living at their parents' home, constituting a complex network. Given the evolving nature of polyhandicap over the course of the patient's life, care management must take into account changes in medical and educational characteristics [START_REF] Rousseau | Aetiologies, comorbidities and causes of death in a population of 133 patients with polyhandicaps cared for at specialist rehabilitation centres[END_REF][START_REF] De Villemeur | Le décès des patients polyhandicapés: l'expérience du service de pédiatrie spécialisée pour polyhandicapés de La Roche-Guyon[END_REF].

Over the last 20 years, care management for patients with polyhandicap has become more structured: the provision of care has expanded with the creation of new facilities, in particular for childcare, and better support for families promoting care for children with a disability in the family home. Despite these developments, however, the care pathway of patients with polyhandicap is not always optimal and can lack fluidity [12,[START_REF] Rousseau | Adequacy of care management of patients with polyhandicap in the French health system: A study of 782 patients[END_REF]. This can result in interruptions in the provision of care, placing the burden of the latter on families. Furthermore, the improvement of knowledge with regard to the health characteristics and history of care pathways of patients with polyhandicap according to age may make it possible to identify avenues for optimisation.

The objective of this study is to describe and compare the characteristics of patients with polyhandicap, the treatment methods implemented and the history of care pathways among subjects who received care between 1990 and 2012 corresponding to subjects between the ages of 3 and 25, and among subjects who received care before 1990 corresponding to subjects over the age of 25. The objective of this study is to describe and compare the characteristics of patients with polyhandicap, the treatment methods implemented and the history of care pathways among subjects who received care between 1990 and 2012 corresponding to subjects between the ages of 3 and 25, and among subjects who received care before 1990 corresponding to subjects over the age of 25.

Method:

This is a multicentre cross-sectional study carried out using data from the Eval-PLH study in which 875 patients with polyhandicap were included between March 2015 and September

2016.

The patients included in this study were recruited from health and medicosocial establishments, in addition to certain subjects managed at home: 3) The consultation conducted at Trousseau Hospital (APHP) made it possible to study patients managed in their family homes in Ile de France.

Patient Inclusion Criteria

We included all patients (incident and prevalent cases) seen in consultation or managed in participating centres and meeting all of the following inclusion criteria: Patient aged at least 3, 1 Patient presenting a polyhandicap defined by the combination of the following 5 criteria:2 → Causal brain damage or lesion occurring before the age of 3, → Intellectual Quotient under 40 or non-evaluable, → Motor disability: para/tetraparesis, hemiparesis, ataxia, neuromuscular disorders and/or extrapyramidal motor disorders, → Gross Motor Function Classification Level of III, IV or V [START_REF] Palisano | Development and reliability of a system to classify gross motor function in children with cerebral palsy[END_REF],

→ Functional Independence Measure under 55 [START_REF] Minaire | La mesure de l'indépendance fonctionnelle (MIF) : Historique, présentation, perspectives[END_REF].

Data Collected

-Sociodemographic data: gender, type of care at baseline (specialized re-education centres, residential facility or home care), type of service at baseline (adult or paediatric), aetiology of polyhandicap (known/unknown) -Concept of severity of polyhandicap defined by the combination of the following criteria: motor disability (paraparesis or tetraparesis and/or extrapyramidal syndrome and/or severe general hypotonia), IQ < 25, FIM ≤ 20 and GMFCS IV and V -Concept of instability of polyhandicap defined by at least one of the following criteria: recurrent pulmonary infections (≥ 5 per year), pharmaco-resistant epilepsy (≥ 4 seizures per month) 1 Given that cases of children under the age of 3 are highly specific, it was agreed not to include them. The neurodevelopmental examination of very young children evolves from month to month, with great variability from one child to another. In addition, very young children cannot be assessed using a large proportion of the tests used in this study, particularly with regard to the evaluation of autonomy, communication, and cognitive and motor functions. 

Ethics

This study was approved by the Comité de Protection des Personnes Sud Méditerranée V (South Mediterranean V Ethics Committee), 20/10/2014, reference: 2014-A00953-44.

Written consent was obtained from the legal representatives of each patient included in the study. Clinical trial number: NCT02400528.

Results:

The eight hundred and seventy-five patients with polyhandicap aged 3 to 68 included in our study are divided into 2 groups: 545 patients who received care between 1990 and 2012 (subjects aged between 3 and 25) and 330 patients who received care before 1990, corresponding to subjects aged over 25 (subjects aged 26 to 68).

For the 2 patient groups, there is a slight majority of men/boys (53%). Among the subjects who received care before 1990 (older group), the aetiology of polyhandicap remains unknown more often (17%) than among the subjects (12%) who received care after 1990

(younger group).

Clinical Characteristics at Baseline :

Almost all the patients who received care before 1990 (older group) are actually managed in an establishment (specialized re-education centre or residential facility) and present polyhandicap that is more severe but less unstable in comparison with the subjects who received care after 1990 (younger group). The frequency of comorbidities varies according to period of life, with patients who received care before 1990 (older group) presenting more recurrent urinary infections, slow transit, behavioural disorders and pain. Certain comorbidities, such as hip dislocations and pressure ulcers, do not vary between the 2 groups. Among the subjects who received care after 1990, there is a higher proportion of visual impairment, whereas the proportion of hearing impairment is similar for the 2 groups.

The number of drugs prescribed and the proportion of laxatives, analgesics and psychotropics increases significantly among the subjects who received care before 1990, whereas the wearing of medical devices is more frequent among the subjects who received care after 1990. Regarding paramedical care: the number of physiotherapy sessions per month remains unchanged, irrespective of the patient group; conversely, the number of psychomotor and occupational therapy sessions and educational therapy decreases among the older group (patients who received care before 1990). The neurodevelopmental level of the young subjects is higher than that of the older group (patients who received care before 1990). The results corresponding to the medical characteristics of the two groups of patients with polyhandicap are presented in Table 1.

Care Management from Birth:

The care pathways vary according to age: for the older patient group, the age of their first admission to an establishment is earlier (15 months, compared with 2 years for the younger patients). The transition from child to adult care was studied for patients aged over 15. Onethird of the older subjects received a consultation dedicated to the transition from paediatric to adult teams.

For all 875 patients, the adequacy of care management in relation to age shows that 10% of adults are received in the paediatric sector, and the cumulative median duration of interruptions in the provision of care for all patients is 31 months (IQR) .

Twenty-one percent of the young subjects (3-25 years) are awaiting referral or transfer to another establishment.

The median age of admission to an adult establishment or department (19 years) is similar for the 2 groups.

The speciality of the referring doctor for the care management of the patient varies greatly with age: 47% of the subjects of the younger group are managed by a paediatrician or paediatric neurologist, 16% by a rehabilitation physiotherapist, and 35% by a GP; whereas the subjects of the older group are managed by a GP in over 80% of cases. The detailed results corresponding to the care pathways of the two groups of patients with polyhandicap are presented in Table 2.

Discussion:

This study makes it possible, for the first time in France, to describe the health characteristics and care procedures in a large population of subjects with polyhandicap, in addition to the details of their care pathways over the last few decades.

1) The first finding is that the clinical characteristics of patients who received care before 1990 (26-68 yrs) and after 1990 (3-25 yrs) differs significantly. The distribution of comorbidities shows that there is a high risk associated with the advancement of age in patients with polyhandicap: the first period of life of patients with polyhandicap is characterised by a greater instability of polyhandicap related to epilepsy and respiratory complications. Indeed, in childhood, epilepsy, often pharmaco-resistant, related to progressive diseases is the main factor contributing to the instability of polyhandicap and premature death [START_REF] Rousseau | Aetiologies, comorbidities and causes of death in a population of 133 patients with polyhandicaps cared for at specialist rehabilitation centres[END_REF].

We also note that, among the young subjects, aetiological diagnoses are more precise and better documented, because they have benefited from advances in genetics and imaging in this field [START_REF] Srivastava | Clinical whole exome sequencing in child neurology practice[END_REF].

Adolescence is marked by the worsening of spasticity which, combined with growth, leads to a sharp increase in scoliosis, in turn increasing episodes of iterative pulmonary infections resulting from a combination of different factors (scoliosis with thoracic deformation, swallowing disorders, gastroesophageal reflux disease, insufficient bronchial drainage measures, transit disorders, etc.), which contribute to the unavoidable degradation of the respiratory function, the main cause of death among these patients [START_REF] Hutton | Cerebral Palsy Life Expectancy[END_REF]. Fortunately, advances in spasticity management and rehabilitation (moulded corset-seats, night foam, antispastic treatments, botulinum toxin) and early treatment of scoliosis from early adolescence (arthrodesis) have significantly changed the life-threatening prognosis and quality of life of these patients, with a greater number surviving through to adulthood [START_REF] Collignon | Validation of a pain evaluation scale for patients with severe cerebral palsy[END_REF][START_REF] Josse | Echelle de développement psychomoteur de la première enfance[END_REF][START_REF] Srivastava | Clinical whole exome sequencing in child neurology practice[END_REF][START_REF] Hodgkinson | Pelvis obliquity, hip excentration and scoliosis in a population of 120 polyhandicaped adults. Descriptive study[END_REF].

Patients in the older group of subjects present a more severe polyhandicap, in line with increased dependence. Ageing in people with polyhandicap is significantly marked by an increase in motor disability and cognitive impairment, resulting in a greater severity of polyhandicap. A certain number of comorbidities are more frequent in the older subjects:

transit disorders and urinary infectious episodes increase with age, and behavioural disorders present in 85% of patients over the age of 25 are often the reason for their admission to an establishment. On the contrary, the higher proportion of visual impairment in subjects who received care after 1990 likely indicates progress in the diagnosis of ophthalmological disorders among such non-communicative patients.

Patients with polyhandicap are at high risk of pain and discomfort related to spasticity, joint deformities, areas supporting the body, invasive procedures, etc.: 10% of children and young adults suffer from pain, with this figure rising to 32% among subjects over the age of 25.

However, this proportion is lower than in patients with cerebral palsy and is likely to be underestimated, because pain in patients with polyhandicap is underdiagnosed due to their reduced capacity for communication [START_REF] Holmes | Postural asymmetry in non-ambulant adults with cerebral palsy: a scoping review[END_REF][START_REF] Van Timmeren | Physical health issues in adults with severe or profound intellectual and motor disabilities: a systematic review of crosssectional studies[END_REF][START_REF] Van Der Putten | Pain assessment in people with profound intellectual and multiple disabilities; a pilot study into the use of the Pain Behaviour Checklist in everyday practice[END_REF]. It is known that patients with polyhandicap are less often subject to skin complications (pressure ulcers and areas supporting the body) compared with patients with other conditions confining them to a bed, such as multiple sclerosis or tetraplegia [START_REF] Kingsnorth | Chronic Pain Assessment Tools for Cerebral Palsy: A Systematic Review[END_REF][START_REF] Mcginnis | What is different for people with MS who have pressure ulcers: A reflective study of the impact upon people's quality of life? J Tissue Viability[END_REF][START_REF] Fort | Risk Analyses of Pressure Ulcer in Tetraplegic Spinal Cord-Injured Persons: A French Long-Term Survey[END_REF], and the prevalence of pressure ulcers is very low (approximately 5%) irrespective of age. We can infer that subjects with polyhandicap who have grown up bedridden have a higher tolerance in areas supporting the body and are less susceptible to skin complications compared with subjects with acquired disability.

In fact, the comparison between older and young subjects has to be cautious and must take into account that the care of PLH patients has improved in the last 20 years.

The mean number of drugs prescribed to people with polyhandicap is significantly higher for the older subjects. The proportion of laxatives, analgesics and psychotropics correlates with the increase in the associated comorbidities with age. Nearly half of the children and young adults carry medical devices (gastrostomy, tracheotomy, etc.) in line with neuro-orthopaedic and respiratory problems. This proportion subsequently decreases, because these weaker patients generally die before the age of 50 from respiratory complications [START_REF] Rousseau | Aetiologies, comorbidities and causes of death in a population of 133 patients with polyhandicaps cared for at specialist rehabilitation centres[END_REF]. Our study shows that, regrettably, people with polyhandicap do not receive intensive rehabilitation and educational care. Children with polyhandicap frequently present muscle tone disorders resulting in the delayed or impossible acquisition of movements, which hinders the development of somatognosia and spatiotemporal references. Furthermore, their cognitive development scarcely reaches a level equivalent to 5 to 7 months of normal development, both in the motor (posture, coordination) and cognitive (language, socialisation) fields.

Beyond the age of 25, this level, which is already very low, does not increase and tends to decrease in the older group of patients, owing to a lack of sensorimotor experience and of educational therapy, which is often insufficient in institutions. Indeed, the care teams supporting these patients cite the lack of educational staff in establishments caring for people with polyhandicap, and the educational teams feel unequipped to care for those individuals who present a very low level of neurodevelopment.

Similarly, the majority of specialised paramedical care (psychomotor therapy, occupational therapy) decreases for subjects cared managed before 1990, and the number of physiotherapy sessions is low (8 per month), whereas orthopaedic prevention remains necessary in adults in order to limit the consequences of spasticity and confinement to a bed.

1)

Secondly, this study has the benefit of producing, for the first time, data relating to the care pathway of people with polyhandicap, which has evolved over the last 25 years: we have found that the age of first admission to an establishment is now higher, because parents keep their child at home for longer, with less recourse to specialized reeducation centres as a consequence. Two factors can explain this: the development of our society in favour of less stigmatisation and greater inclusion in respect of disability, and also the improvement in support for carers and home care conditions vis-à-vis children with polyhandicap. The age of recourse to care in an adult establishment has not changed in the last 25 years, however, the cumulative duration of interruptions in the provision of care during intervening periods between two establishments is significant (2 and a half years), placing the burden on families. However, there are other obstacles to the transition from child to adult care, relating to a reluctance on the part of care staff and parents, who have often built up strong emotional ties over time, resulting in a therapeutic alliance centred around the care of the child. Both are aware that the paediatric care network is denser and offers more specialised establishments consisting of multidisciplinary teams, which further reinforces these reservations. Our study confirms this: the majority of doctors in charge of managing children and young adults are specialists (paediatricians, paediatric neurologists or rehabilitation physiotherapists), whereas older subjects are managed by a GP in 70% of cases. Therefore, there is progress to be made, on the one hand, to improve support with regard to the transition of patients with polyhandicap from paediatric to adult teams, which requires preparation from adolescence, and, on the other hand, it is necessary to improve care management for older patients by training more rehabilitation physiotherapists and paramedical staff specialised in the particularities of caring for ageing patients with polyhandicap, in order to provide a high quality of multidisciplinary care.

Conclusion:

All of these findings illustrate the complex needs of people with polyhandicap in terms of care, who, at every period of life, must have access to specific, complex and long-term care.

While the tripartite care management system for people with polyhandicap in France, spread between the specialized re-education centres, residential facilities and home care, makes it possible to meet all of the needs of a person with polyhandicap throughout their lifetime, progress is still to be made in terms of formalisation, in order to provide greater clarity for families and professionals, and in terms of coordinating the care pathway in order to facilitate the transition from paediatric to adult services/establishments. 

1 )

 1 Patients within the health sector were recruited from 4 specialised re-education centres in France (3 centres of the Assistance Publique Hôpitaux de Paris (Paris University Hospital Trust -APHP): San Salvadour Hospital, La Roche Guyon Hospital and Hendaye Hospital and 1 centre of the Union Générale des Caisses d'Assurance Maladies d'Ile de France (General Union of Medical Insurance Services of Ile de France)), making it possible to represent more than 60% of patients with polyhandicap in specialized re-education centres nationally. 2) Patients within the medico social sector (residential facilities for children and for adult patients) were recruited from 9 of 17 centres of the Comité d'Etudes, d'Education et de Soins Auprès des Personnes Polyhandicapées (Research, Education and Care Committee for Persons with Multiple Disabilities -CESAP) comprising 730 beds (250 for adults and 480 for children).

-

  Main comorbidities: orthopaedic, urinary, pressure ulcers, digestive (gastroesophageal reflux disease, swallowing disorders, slow transit) -Presence of behavioural disorders (agitation, unexplained crying, merycism, bruxism, selfinjury, aggressive behaviour, motor stereotypies, autistic withdrawal) -Hetero-evaluated pain: Echelle Douleur Enfant San Salvadour (San Salvadour Children's Pain Scale -EDESS) (16) -Sensory impairment: visual impairment, hearing impairment -Treatments and care management: -Main treatment categories and number of drugs prescribed, in addition to the wearing of medical devices (gastrostomy, tracheotomy, respirator, urinary catheter, hetero intermittent urinary tests) -Rehabilitation care (number of physio, occupational and psychomotor therapy sessions per month), number of educational therapy sessions per month -Patient development: the stage of cognitive development was evaluated using the Brunet-Lézine scale (17), which is a tool for evaluating the developmental quotient of children aged 0 to 2, making it possible to assess different neuromotor schemes and calculate a valid developmental quotient in children aged 1 month to 2 years. This developmental quotient cannot be used in patients over the age of 2, however, we decided to use the scale to assess the level of development of patients in each of the following 4 areas: posture, coordination, language and sociability, thereby obtaining a competency profile specific to each patient with multiple disabilities in each of these 4 areas. -Data relating to the patient care pathway and its history -History of patient care procedures: specialized re-education centre, residential facility (adult or paediatric unit), home care, etc., patient age on first and second admission to an establishment, patient age on first admission to an adult establishment or department -Existence of a request to change care procedure (patient registration on a waiting list for a (different) care structure) -Existence of formal procedures for the transition from child to adult care (studied for patients aged over 15 years) -Speciality of the patient's current referring doctor -Adequacy of care in relation to age: defined by an individual under the age of 18 treated in a paediatric unit or an individual over the age of 18 treated in an adult unit -Cumulative duration of interruptions in care pathways, defined as a hiatus between 2 care procedures within establishments. Interruptions in the provision of care were studied across all 875 patients. Statistics The group of subjects who received care between 1990 and 2012 have been compared with the group of subjects who received care before 1990. Qualitative variables are presented in terms of number and proportion for the 2 groups. Quantitative variables are presented in terms of mean, standard deviation, median, and 25th and 75th percentiles. Depending on the distribution of the variable, Chi² or Fisher's exact tests are used for qualitative variables. Comparisons between the 2 groups are made using the usual tests (Student's t-test, ANOVA) and non-parametric tests (Mann-Whitney, Kruskall-Wallis) according to the applicability of these different tests.

  The transition from child to adult care remains underprepared. Paediatric care is dense, multidisciplinary and specialised, whereas adult care is less defined, sometimes leaving families feeling abandoned. Another fact worth noting is that the majority of patients who receive care at home are children or young adults, whereas, beyond the age of 25, virtually all patients receive care in establishments. It may be inferred that families likely manage to keep their children at home during early years, even those with polyhandicap and a very high level of dependency. Subsequently, as parents become older, it no longer remains possible for them to provide the relevant care, leading them to request that their child be placed in an establishment. The majority of older subjects, who have more severe polyhandicap, therefore requiring care management in a medical setting, receive care in a specialised re-education centre.The adequacy of care management in relation to the age of the patient shows that 10% of adults are in a paediatric establishment, which correlates with the results of a survey conducted by the Direction de la Recherche, des Etudes, de l'Evaluation et des Statistiques (Directorate for Research, Studies, Evaluation and Statistics -DREES) that estimated the proportion of adults with a disability managed in paediatric establishments at 13% and a high mean age of admission to adult establishments[26]. Several explanations can be put forward: a lack of places in adult establishments (one-fifth of those under 25 are awaiting transfer to another establishment), as well as a significant lack of geographical coverage, particularly as regards the provision of medical care (specialised re-education centres).

Table 1 : Sociodemographics and health status of polyhandicapped patients of the 2 groups

 1 At least once a year , b Scoliosis with thoracic deformation , c at least one of the following list: invasive mechanical ventilation, non-invasive mechanical ventilation tracheotomia, nasogastric tube, gastrostomy, permanent urinary probe, cerebrospinal fluid derivation, and central venous catheter d Neurodevelopmental status based on Brunet-Lezine scores (levels range from 0 to 24 months)

	Patients characteristics at baseline	3-25 years N=	26-68 years N= 330	p-value
			545	N (%)	
			N (%)		
	General characteristics				
	Gender		290 (53.2)	176 (53.3) H/154	0.001
			H/255 (46.8) F	(46.7) F	
	Unknown Etiology		63 (11.8)	56 (17)	0.03
	Care modality/structure	Spec. Reeduc.center	198 (37)	212 (64.2)	<0.0001
		Residential facility	255 (47.6)	117 (35.5)	
		Home care	83 (15.5)	1 (0.3)	
	Severity		262 (48.6)	227 (69.2)	<0.0001
	unstability		180 (33.6)	35 (10.8)	<0.0001
	Comorbidities				
	Reccurent urinary tract infection a	37 (7)	42 (12.8)	0.004
	Hip luxation		126 (24.6)	93 (29.2)	0.14
	Scoliosis b		273 (52.1)	251 (48)	<0.0001
	Epilepsy		311 (58.5)	167 (50.8)	0.02
	Fecal impaction		201 (38.4)	212 (65.8)	<0.0001
	Bedsores		28 (5.2)	15 (4.6)	0.67
	Behavior disorders		339 (63.7)	283 (85.8)	<0.0001
	Chronical pain		52 (9.6)	105 (32)	<0.0001
	Visual impairment		165 (31)	80 (24.7)	0.04
	Hearing impairment		33 (6.3)	17 (5.3)	0.53
	Treatments and reeductive management			
	Number of medications Moy±SD	6.5±3.4	8.2±3.4	<0.0001
	Laxatives		345 (7.)	314 (97)	<0.0001
	Antalgics		281 (52.2)	226 (69)	<0.0001
	Psychotrops		151 (31.5)	241 (75)	<0.0001
	Medical devices (at least one) c	223 (41.4)	94 (28.7)	<0.0001
	Physiotherapy sessions/month (Med (IQR))	8 [8-16]	8 [4-12]	0.15
	Ergotherapy sessions/month Med [IQR]	0 [0-4]	0 [0-0]	<0.0001
	Psychomotor sessions/month Med [IQR]	4 [0-4]	0 [0-0]	<0.0001
	Educational sessions/month Med [IQR]	4 [0-12]	0 [0-8]	<0.0001
	Neurodevelopmental status d				
	Neurodevelopmental	Posture-motor ability *	5 [2-9]	3 [2-5]	<0.0001
	status based on Brunet-Lezine scores/months d Med [IQR]	Coordination* Language* Sociability *	5 [2-8] 5 [2-9] 6 [2-10]	3 [2-5] 2 [2-4] 3 [2-5]	<0.0001 <0.0001 <0.0001

a * Missing data> 15%, Med [IQR] Med [IQR] median and interquartile range Moy±SD mean ± standard deviation

The 5 criteria determining the presence of multiple disabilities were the subject of discussions between two experts, who are partners in the study, and the associated investigators in order to obtain a consensual definition, given the specificity of the concept in our organisation.
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