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Parent's experiences of medical and rehabilitation services for children with physical disabilities during lockdown

Cet article a été soumis dans une revue à comité de relecture internationale

INTRODUCTION

The COVID-19 pandemic was an unprecedented, worldwide situation. Many countries implemented a full lockdown to limit the spread of the virus. In France, a full lockdown was applied from March 17

to May 11, 2020. All schools were closed, the possibility to go outdoors was limited, direct contact with people was not allowed, and access to medical care was restricted to emergency situations [START_REF] Cauchemez | Lockdown impact on COVID-19 epidemics in regions across metropolitan France[END_REF].

Children with physical disabilities have specific health issues that require special attention and continuous case-management. They usually attend regular medical consultations and participate in several rehabilitation sessions each week [START_REF] Roquet | From childhood to adulthood: health care use in individuals with cerebral palsy[END_REF][START_REF] Sacaze | A survey of medical and paramedical involvement in children with cerebral palsy in Britanny: preliminary results[END_REF]. The overall aim of rehabilitation is to optimize both the child's and family's quality of life and social integration through optimizing independence in activities, and optimizing their ability to adapt and respond to changes in circumstances [START_REF] Wade | Rehabilitation -a new approach. Overview and Part One: the problems[END_REF]. In many countries the setting in which rehabilitation is performed and the organization of sessions differ according to the child's needs. In France, many rehabilitation services closed during the lockdown.

The lack of rehabilitation provision was a major concern for families during this period [START_REF] Cacioppo | Emerging health challenges for children with physical disabilities and their parents during the COVID-19 pandemic: The ECHO French survey[END_REF] and new methods of service provision had to be rapidly developed in an attempt to ensure continued care.

The lockdown thus provided the opportunity to evaluate a new model of rehabilitation provision.

We therefore set out to obtain feedback from families across France from which optimized organizational strategies could be developed and implemented to improve service provision [START_REF] Cornec | Determinants of satisfaction with motor rehabilitation in people with cerebral palsy: A national survey in France (ESPaCe)[END_REF], thus resulting in a positive outcome from this challenging situation [START_REF] Rosenbaum | Let's not go back to 'normal'! lessons from COVID-19 for professionals working in childhood disability[END_REF]. For this, it was necessary to identify the determinants of parental satisfaction with healthcare provision, and the difficulties faced by parents during the lockdown: parental satisfaction is a key indicator of the quality of pediatric healthcare [START_REF] Cornec | Determinants of satisfaction with motor rehabilitation in people with cerebral palsy: A national survey in France (ESPaCe)[END_REF][START_REF] Zastowny | Patient satisfaction and experience with health services and quality of care[END_REF]. We hypothesized that parents would be dissatisfied with the changes in medical and rehabilitation service provision during the first lockdown. We further hypothesized that the level of satisfaction would vary according to the characteristics of the children and their families, as well as the characteristics of the services they received, and that continued rehabilitation would be a major determinant of satisfaction.

The study presented here is part of the Enfant Confinement Handicap besOins (ECHO [child lockdown disability needs]) national survey, which was diffused during the first, full lockdown in France. The overall aim of the ECHO survey was to provide a real-time and macroscopic vision of the effects of the first lockdown on children with physical disabilities and their families. We published a preliminary study [START_REF] Cacioppo | Emerging health challenges for children with physical disabilities and their parents during the COVID-19 pandemic: The ECHO French survey[END_REF] of the emerging challenges caused by the lockdown (relating to rehabilitation, daily life and family difficulties) using the first 1000 responses to the survey. The first aim of the present and novel study was to evaluate parental satisfaction with medical and rehabilitation service provision during the full lockdown in France, and to identify the determinants of satisfaction from the characteristics of the child, their family and the medical and rehabilitation services received before and during the lockdown. The second aim was to describe changes in medical consultation and rehabilitation provision during the lockdown and to report the consequent difficulties experienced by parents. French legislation (loi Jardé (n°2012-300) [START_REF] Cacioppo | Emerging health challenges for children with physical disabilities and their parents during the COVID-19 pandemic: The ECHO French survey[END_REF]. An informed consent page was posted online before the questionnaire began. Responders could not be identified from the survey (no email or IP address) [START_REF] Eysenbach | Improving the Quality of Web Surveys: The Checklist for Reporting Results of Internet E-Surveys (CHERRIES)[END_REF]. The study is reported according to STROBE and CHERRIES guidelines [START_REF] Cuschieri | The STROBE guidelines[END_REF][START_REF] Toulouse | French legal approach to clinical research[END_REF] (Supplementary Material 5).

MATERIALS AND METHODS

Questionnaire

The ECHO survey was addressed to the parents or legal guardians of children with physical disabilities (cerebral palsy, neuromuscular disease, orthopedic disease, etc.), with or without other associated impairments, aged from 0 to 18 years.

The survey was developed by a national multidisciplinary group that included parents of children with physical disabilities, family organizations, learned societies, researchers, and medical and rehabilitation professionals all experienced in disability care (see acknowledgements). The questionnaire was developed within the biopsychosocial perspective [START_REF] Wade | The biopsychosocial model of illness: a model whose time has come[END_REF] and the conceptual framework of the ICF (which describes the individual in terms of activity, participation and environment). To verify the usability of the electronic questionnaires, the survey was tested by 7 parents of children with physical disabilities prior to diffusion.

The survey was developed using an online tool, SurveyMonkey® (San Mateo, California, USA). The questionnaire was composed of 115, non-randomized and progressive questions (54 pages). The first part of the survey related to the child's characteristics. The second part of the survey related to the child's condition, medical consultations and rehabilitation received during the lockdown, and the child's daily life during the lockdown. The third part related to the parents' experience of the lockdown and organization of family life during the lockdown.

Most questions had closed answers (binary (yes/no) or multiple choice). It was not mandatory to answer all the questions (e.g. children without physiotherapy did not have to answer questions related to physiotherapy) and parents were able to review and change their answers. A completeness check was available. No financial incentive was proposed. The ECHO questionnaire is available at https://fr.surveymonkey.com/r/TESTECHO.

Participants

Snowball sampling was used. The survey was promoted nationally through parent groups, advocacy groups, learned societies and professional bodies. It was disseminated across the 13 regions of

France via email and social media (Facebook®, Linked-in® and Twitter®) to collect real-time information on the impact of the lockdown, as well as to obtain data from children with a wide range of ages and situations. Weekly reminders were sent to families, patients, learned societies, organizations etc. We aimed to obtain 1000 responses to ensure sufficient data to run robust multivariate analyses and test our hypotheses.

Questionnaires were excluded if they were not completed by the parents or legal guardians, were not finished, if the child was not living at home during the lockdown or was aged more than 18 years old.

Data collection

The present study focused on the medical and rehabilitation services that were provided during the lockdown.

The primary outcome was the client satisfaction questionnaire 8 (CSQ-8) score. This tool is a validated measure of satisfaction that consists of 8 items, each rated on a 4-point Likert scale from 1 to 4 (score ranges from 8 to 32; with higher scores denoting higher levels of satisfaction). It was used to assess parental satisfaction with both medical and rehabilitation service provision [START_REF] Attkisson | Client Satisfaction Questionnaire-8 and Service Satisfaction Scale-30. The use of psychological testing for treatment planning and outcome assessment[END_REF][START_REF] Kapp | Qualités psychométriques du Consumer satisfaction questionnaire (CSQ-8) et du Helping alliance questionnaire (HAQ)[END_REF].

The following sets of variables were used to identify determinants of satisfaction.

1/ "Child characteristics": age, sex, pathology, type of accommodation and region. Details of associated impairments and the level of dependence of the child were also requested. A custommade dependency score composed of two sub-scores was used: a prehension score based on 3 items and a mobility score based on 3 items (Supplementary Material 1). Each item was rated from 0 to 3, the two sub-scores (prehension score and mobility motor function score) from 0 to 9 and the total score from 0 to 18. Higher scores indicated greater dependence.

2/ "Service provision characteristics": maintenance of medical consultations and continuation of rehabilitation sessions during the lockdown, as well as the child's usual rehabilitation setting. We devised a three-category scale to evaluate the extent of the disruption of rehabilitation during the lockdown period: no disruption (all therapy continued), moderate disruption (at least one type of therapy stopped) and total disruption (no therapy provided at all).

3/ "Family characteristics": if a parent cared for the child alone during the lockdown and the number of children at home.

To answer the second aim, we analyzed variables relating to how medical consultations and rehabilitation sessions were adapted during the lockdown: how they were carried out (face-to-face, phone call, telerehabilitation, etc.) and by whom they were performed (professionals, parents or the children themselves). We also analyzed difficulties accessing medical consultations or pursuing rehabilitation (difficulty accessing new treatments prescribed during the lockdown, lack of rehabilitation provision, lack of equipment, lack of motivation etc.).

Statistical analysis

Descriptive statistics were performed on demographic and clinical variables. Continuous data are presented as means (standard deviation [SD]), and dichotomized and categorical data as numbers (%). When useful, 95% confidence intervals (CIs) are provided.

To test our first hypothesis that satisfaction with service provision during lockdown would be determined by specific factors, we first explored the effects of the three sets of variables (child, service provision and family characteristics) on CSQ-8 scores using a one-way ANOVA. To take the multiple comparisons into account, we adjusted the p-value of the univariate analysis using a Bonferroni correction, thus p was set at 0.0033 (0.05/15). Effect sizes were calculated for significant variables using the F values from the one-way ANOVA (η 2 = F* degree of freedom between/F* degree of freedom between+ degree of freedom within). The η 2 values 0.01, 0.06 and 0.14 respectively represent small, medium and large effects. Variables that were significant in the univariate analysis were included in multivariate analyses by stepwise GLM (general linear model) to further explore their relationship with satisfaction.

Unless otherwise indicated (corrections), a two-tailed p<0.05 was considered statistically significant.

All statistical analyses were performed with SPSS 24.0.

RESULTS

Sample description

During for 21•3% and in a rehabilitation center (for post-intervention rehabilitation or short-term, intensive rehabilitation to achieve a specific goal, or while waiting for a place with specialized services) for 5•9%.

Satisfaction with medical and rehabilitation service provision during the lockdown

Mean CSQ-8 score for satisfaction with medical and rehabilitation services was 18 (6) out of 32. Fiftynine percent of the ratings were below the mid score. The univariate analyses (one-way ANOVA) ( 4).

DISCUSSION

This study evaluated satisfaction with medical and rehabilitation services provided during the first lockdown in France in a large sample of parents of children with disabilities using a validated measure of satisfaction. Of the three categories of determinants considered (child, service provision and family characteristics), service provision characteristics most strongly influenced satisfaction:

the three main determinants of parental satisfaction were continued rehabilitation, rehabilitation provided by specialized services and maintained medical consultations. Care was massively interrupted: 77% of medical consultations were canceled and more than 50% of rehabilitation sessions were totally interrupted. Up to 81•7% of the remaining rehabilitation sessions were carried out by parents. The lockdown thus highlighted failures in the current model of rehabilitation provision that required professionals and families to implement new methods of service provision to ensure the children received some rehabilitation: these changes provide several keys to improve rehabilitation service provision both during and out with pandemic situations.

The results of this survey revealed a high degree of parental dissatisfaction with medical and rehabilitation services during the lockdown in France: more than the half of the respondents rated their satisfaction below the mid score. This contrasts with other studies which generally showed high levels of satisfaction with health care [START_REF] Zastowny | Patient satisfaction and experience with health services and quality of care[END_REF][START_REF] Keith | Patient satisfaction and rehabilitation services[END_REF], including a French national study of individuals with cerebral palsy performed before the pandemic in which 78% of the ratings of satisfaction with rehabilitation services were above the mid-score [START_REF] Cornec | Determinants of satisfaction with motor rehabilitation in people with cerebral palsy: A national survey in France (ESPaCe)[END_REF]. Patient satisfaction is an important indicator of quality of care [START_REF] Zastowny | Patient satisfaction and experience with health services and quality of care[END_REF]. Together with the results of other studies performed during the pandemic that revealed the large, negative impact of the lockdown on the functional capacities of children with disabilities, our results demonstrate that the insufficiency of care service provision had a negative impact on their health [START_REF] Sutter | Disrupted access to therapies and impact on well-being during the COVID-19 pandemic for children with motor impairment and their caregivers[END_REF][START_REF] Bova | Impact of COVID-19 lockdown in children with neurological disorders in Italy[END_REF][START_REF] Murphy | The Impact of the Novel Coronavirus Disease 2019 on Therapy Service Delivery for Children with Disabilities[END_REF][START_REF] Laventhal | Ethical decision-making for children with neuromuscular disorders in the COVID-19 crisis[END_REF]. Lockdowns are a high-risk situation for this vulnerable population.

Policymakers must ensure that decisions made to reduce the spread of a disease do not increase other health risks [START_REF] Cacioppo | Emerging health challenges for children with physical disabilities and their parents during the COVID-19 pandemic: The ECHO French survey[END_REF], as recommended by nonprofit organizations such as UNICEF and the WHO, as well as EU disability strategies [20,[START_REF]Union of equality: Strategy for the rights of persons with disabilities 2021-2030 -Employment[END_REF].

The fact that continued rehabilitation was the strongest determinant of satisfaction demonstrates the importance of maintaining regular rehabilitation sessions for children with disabilities, even in a pandemic situation. The French model of care allows access to free multidisciplinary care and rehabilitation sessions, despite the low level of evidence supporting such long-term regular input [START_REF] Roquet | From childhood to adulthood: health care use in individuals with cerebral palsy[END_REF][START_REF] Sacaze | A survey of medical and paramedical involvement in children with cerebral palsy in Britanny: preliminary results[END_REF]. However, this model was not followed during the lockdown. Much research is needed to precisely document the content of the different types of therapies usually provided and to identify key ingredients for effectiveness to ensure evidence-based practice. This information could then be used to improve the quality of rehabilitation services both during and out with pandemic situations.

Parents expressed higher levels of satisfaction when their child's rehabilitation was usually carried out in a specialized center, rather than in private practice or other settings. These results support that care for children with disabilities should be provided by specialized professionals who have a good understanding of the child, their family and environment, and that an appointed person should coordinate their care. During the lockdown, such services may have been more able to respond efficiently to the situation by proposing specific family-centered solutions to support the children and their families [START_REF] Cacioppo | Emerging health challenges for children with physical disabilities and their parents during the COVID-19 pandemic: The ECHO French survey[END_REF]. All children should receive child-centered care by professionals who know them and their families as well as their care-plan and rehabilitation goals. To facilitate the implementation of such coordinated services in France, specific missions and roles that are fully valorized by the authorities must be developed for both professionals who are employed within specialized services and those in private practice who work with children with disabilities.

Many parents had no choice but to perform their child's rehabilitation themselves during the lockdown; this was demonstrated by the results of the present study as well as those of other studies [START_REF] Kowanda | Availability of Services and Caregiver Burden: Supporting Individuals With Neurogenetic Conditions During the COVID-19 Pandemic[END_REF][START_REF] Grumi | Rehabilitation services lockdown during the COVID-19 emergency: the mental health response of caregivers of children with neurodevelopmental disabilities[END_REF]. The responses highlighted how the lack of professional input led to parents feeling overwhelmed and inadequate in their own ability to provide rehabilitation for their child. These factors could explain the high mental load found in other studies performed during the lockdown [START_REF] Cacioppo | Emerging health challenges for children with physical disabilities and their parents during the COVID-19 pandemic: The ECHO French survey[END_REF][START_REF] Grumi | Rehabilitation services lockdown during the COVID-19 emergency: the mental health response of caregivers of children with neurodevelopmental disabilities[END_REF]. The spontaneous take-over of rehabilitation by parents demonstrates the importance they attach to their child's rehabilitation, as well as their ability to be involved in rehabilitation provision.

However, they were unsatisfied with the rehabilitation they provided to their child and with the lack of professional input they received. This reiterates the importance of systematically evaluating the amount and nature of the involvement that parents desire to have in the rehabilitation process when rehabilitation is initiated and at regular intervals, even in exceptional circumstances [START_REF] Rosenbaum | Let's not go back to 'normal'! lessons from COVID-19 for professionals working in childhood disability[END_REF][START_REF] An | Effects of a Collaborative Intervention Process on Parent-Therapist Interaction: A Randomized Controlled Trial[END_REF].

Therapists should provide education, guidance, monitoring and support for families that is in line with the family's priorities.

The lockdown provided an opportunity for the implementation and evaluation of alternative methods of care provision such as home-based therapy and telerehabilitation [START_REF] Rosenbaum | Let's not go back to 'normal'! lessons from COVID-19 for professionals working in childhood disability[END_REF][START_REF] García-Azorín | Disruptions of neurological services, its causes and mitigation strategies during COVID-19: a global review[END_REF][START_REF] Fung | Rethinking "essential" and "nonessential": the developmental paediatrician's COVID-19 response[END_REF][START_REF] Patterson | Neurological telemedicine in the COVID-19 era[END_REF], which were already used in certain situations but were not widespread. Home-based therapy, either face-to-face or by telerehabilitation, allows parents to have regular contact with professionals and could counter the difficulties reported by parents relating to a lack of professional input and the feeling of not being able to provide adequate rehabilitation themselves [START_REF] An | Effects of a Collaborative Intervention Process on Parent-Therapist Interaction: A Randomized Controlled Trial[END_REF][START_REF] Beckers | Feasibility and effectiveness of home-based therapy programmes for children with cerebral palsy: a systematic review[END_REF][START_REF] Schiariti | The human rights of children with disabilities during health emergencies: the challenge of COVID-19[END_REF][START_REF] Kronberg | Early Intervention Service Delivery via Telehealth During COVID-19: A Research-Practice Partnership[END_REF]. The fact that telerehabilitation was infrequently used suggests that is more challenging to set up and perform than medical consultations provided by telehealth. If such programs are to be implemented, it is essential that they are child-friendly and that they can be performed using equipment found within the home since parents reported that their children lacked motivation and that they lacked equipment. Out with pandemic situations, such methods could facilitate continued care, and could also help to increase the child's participation in their own rehabilitation as a complement to rehabilitation provided by a therapist.

The main strengths of this study are the large sample size and the fact that respondents were from almost all regions of France. However, there are several limitations. Firstly, although snowball sampling is an effective method for sharing online surveys, it can lead to a biased sample.

Nevertheless, the survey was not designed to study a representative sample, it was designed to gather data from a large number of parents who chose to share their experiences of the lockdown in a short and real time. The fact the number of responses exceeded the number expected is testament to the importance of the issues evaluated. Specific points that should be considered in the future to improve rehabilitation services both during and out with pandemic situations were identified.

Secondly, the fact the survey was aimed at parents may have led to some response bias, however it highlighted the major involvement of families during this period. Furthermore, parental satisfaction is an excellent indicator of the quality of pediatric care [START_REF] Cornec | Determinants of satisfaction with motor rehabilitation in people with cerebral palsy: A national survey in France (ESPaCe)[END_REF][START_REF] Zastowny | Patient satisfaction and experience with health services and quality of care[END_REF]. Lastly the survey and results are specific to France and may not be relevant to countries with different health care systems and which responded differently to the pandemic.

CONCLUSION

During the first, full COVID-19 lockdown period, dissatisfaction with medical and rehabilitation service provision for their child with physical disabilities was frequently reported by parents.

Dissatisfaction was particularly related to the discontinuation of rehabilitation sessions and medical consultations. Satisfaction was greater when the child's care was usually managed by specialized services. The changes in medical and rehabilitation service provision during the lockdown provided an opportunity to re-evaluate the current model of service provision and to build on parents' experiences of disrupted services to achieve a positive outcome from this unprecedented, difficult situation. The determinants of satisfaction identified should help the development of new tools and means to safeguard continued care, even in exceptional circumstances. More than ever, the results of this study demonstrate the need to involve parents in processes to determine appropriate methods of rehabilitation provision both during and out with pandemic situations. 

Résultats

Nous avons recruté 1377 participants qui ont répondu à l'enquête ECHO pendant le premier confinement. Le score moyen du CSQ-8 était de 18/32 (écart-type 6). Cinquante-neuf pour cent des notes étaient inférieures au score moyen. Le score de préhension était le facteur le plus fort et le seul qui affectait indépendamment la satisfaction dans le modèle multivarié des caractéristiques de l'enfant. La poursuite de la rééducation était le déterminant le plus fort, indépendamment de l'établissement et du maintien des consultations médicales : Les scores CSQ-8 pour l'absence de perturbation de la rééducation et la perturbation modérée de la rééducation étaient respectivement 6,6 (95%CI [5-8,3], p<0,001) et 3,7 (95%CI [2,5-4,9], p<0,001) fois plus élevés que les scores CSQ-8 pour une perturbation importante de la rééducation. Aucune caractéristique familiale n'a influencée la satisfaction.

Interprétation

Au cours de la première période de confinement COVID-19, les parents ont signalé des taux élevés d'insatisfaction à l'égard de la réadaptation et de la prestation de services médicaux pour les enfants atteints de handicaps physiques. Ces résultats démontrent l'importance de fournir une réadaptation régulière aux enfants en situation de handicap, même en situation de pandémie. 
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un confinement complet sur le suivi médical et rééducatif des enfants en situation de handicap moteur, rapporté par les parents.

  

  the study period, 1954 questionnaires were completed by parents. Of these, 1377 fulfilled the eligibility criteria for the present study (Supplementary Material 2). Mothers completed 86.8% of the questionnaires. The mean age of the children was 9•5y (4•78), 54•1% were boys (Table1).

	Responses were received from 12 of the 13 regions of France with two regions more largely
	represented (North-West 26•9% and South-East 28•7%). Most of the children had cerebral palsy
	(41•8%) and genetic diseases or congenital malformations (29%). The mean dependency score was
	9•2 (5) out of 18 with a mean mobility score of 4•9 (3•1) out of 9 and a mean prehension score of 4.3
	(2•6) out of 9. Just before the lockdown, 97•1% of the children underwent rehabilitation (86% had
	physiotherapy, 63% occupational therapy, 54% speech therapy, 60% psychomotricity and 20%

orthoptic rehabilitation). Rehabilitation was provided by specialized services (long-term, multidisciplinary care) for 61•6% of the children, in an outpatient clinic (with an individual therapist)

Table 2

 2 

	pathology (η²=0.019, p<0.001), dependency score (η²=0.022, p<0.001), prehension score (η²=0.037,
	p<0.001), associated impairments (η²=0.011, p<0.001), rehabilitation setting (η²=0.05, p<0.001),
	maintained medical consultations (η²=0.017, p<0.001), and continued rehabilitation (η²=0.162,
	p<0.001). No family characteristics influenced satisfaction.
	Two multivariate models (

) showed that several child and service provision characteristics influenced satisfaction:

Table 3 )

 3 were run by stepwise GLM for child and service provision characteristics. For the "child characteristics" model, prehension score was the only factor that 95%CI [2-4•7], p=0.036). Maintained medical consultations was the third factor: CSQ-8 scores were higher when consultations were maintained than when they were cancelled (2•2, 95%CI [0•2-4•2], p=0.033).

	independently affected satisfaction. CSQ-8 score was higher for high than low prehension scores (B=
	2•5, 95%CI [0•9-4•1], p=0.028). For the "service provision characteristics" model, all 3 factors
	independently affected satisfaction. Continued rehabilitation was the strongest factor: CSQ-8 scores
	were higher for no disruption of rehabilitation and moderate disruption of rehabilitation than for

major disruption of rehabilitation (respectively B= 6•6, 95%CI [5-8•3]), p<0.001 and B=3•7, 95%CI [2•5-4•9], p<0.001). Rehabilitation setting was the second factor: CSQ-8 scores were lower for private practice and other settings than for specialized services (respectively B=2•8, 95%CI [1•2-4•3], p<0.001 and 2•4

in medical and rehabilitation service provision and difficulties reported by parents

  

	Of the 1377 children included, 821 (60%) had already scheduled medical consultations before the
	lockdown occurred. Of these, 187/821 (23%) were maintained and 634/821 (77%) were canceled
	(Supplementary Material 3). The consultations that were maintained were performed by telephone
	or teleconsultation in 142/187 (78%) of cases. The most frequent difficulties were the lack of
	continuity of routine consultations (35•4%) and difficulty accessing new therapies or
	treatments/equipment prescribed during the lockdown (21%) (Supplementary Material 3).
	Rehabilitation provision ceased totally for 40•3% of the children (Supplementary Material 4).

Physiotherapy, occupational therapy, speech therapy, psychomotor therapy, and orthoptic rehabilitation were totally interrupted for 50•7%, 72•6%, 67•2%, 68•2% and 86% of the children, respectively (Table

4

). The rehabilitation sessions which were maintained were carried out by the parents in 62•5% to 81•7% of cases, depending on the therapies. Rehabilitation was mostly delivered at home. Telephone guidance and telerehabilitation were used for up to 39•1% of children depending on the therapies. The most frequent difficulties reported by parents were no professional input (47•7% to 74•1%), feeling inadequate in their ability to provide rehabilitation themselves (14•7% to 36•4%), lack of motivation and cooperation from their child (7•7% to 27•4%), and a lack of equipment at home (8% to 18%) (Table

Table 1 :

 1 Characteristics of the respondents to the ECHO survey Specialized services, at home, at school or in establishment, included CAMSP (Centre d'action médico-sociale précoce [medical-social center for young children]), SESSAD (service d'éducation spéciale et de soins à domicile [special education and home health service]), IME (Institut Médico-Educatif [medical-educational institution]), IEM (Institut d'Education Motrice [educational institution for children with physical disabilities]).

	Sex
	Female

Table 2 :

 2 Determinants of satisfaction, univariate analysis Overseas: overseas departments and territories ** Specialized services, at home, at school or in establishment, included CAMSP (Centre d'action médico-sociale précoce [medical-social center for young children]), SESSAD (service d'éducation spéciale et de soins à domicile [special education and home health service]), IME (Institut Médico-Educatif [medical-educational institution]), IEM (Institut d'Education Motrice [educational institution for children with physical disabilities]).

	CSQ-8 mean (sd)	Statistic F	P-value

*

Table 3 :

 3 Determinants of satisfaction, multivariate analysis

	B	95% CI	P-value

*Specialized services, at home, at school or in establishment, included CAMSP (Centre d'action médico-sociale précoce [medical-social center for young children]), SESSAD (service d'éducation spéciale et de soins à domicile [special education and home health service]), IME (Institut Médico-Educatif [medical-educational institution]), IEM (Institut d'Education Motrice [educational institution for children with physical disabilities]). **No interaction was found between 2 variables. ***No interaction was found between 3 variables.

Table 4 :

 4 Description of rehabilitation Impact d'un confinement complet sur le suivi médical et rééducatif des enfants en situation de handicap moteur, rapporté par les parents. 7 Tables -1 Figure. Th. : Méd. : Brest 2021 RESUME :ContexteLe confinement strict a imposé un nouveau modèle de soins aux enfants présentant une situation de handicap moteur et à leurs familles. Cette étude visait à rapporter la satisfaction des parents concernant les services médicaux et de réadaptation offerts aux enfants en situation de handicap moteur lors du premier confinement strict en France, ainsi que les déterminants de la satisfaction.MéthodeL'enquête nationale ECHO (Enfant Confinement Handicap BesOins) a été adressée aux parents d'enfants en situation de handicap moteur, âgés de 0 à 18 ans, et diffusée dans toute la France pendant le premier confinement (du 17 mars au 11 mai 2020). La satisfaction des parents à l'égard des services médicaux et de réadaptation fournis à leur enfant a été évaluée à l'aide du Client Satisfaction Questionnaire (CSQ-8). Les déterminants de la satisfaction ont été recherchés parmi les caractéristiques de l'enfant, de la prestation de services et de la famille à l'aide d'analyses uni-et multivariées.

		Physiotherapy	Occupational therapy Speech therapy	Psychomotricity	Orthoptic
	Therapy before lockdown (n=1377)					
	Yes	1187 (86.2%)	869 (63.1%)	741 (53.8%)	831 (60.3%)	286 (20.8%)
	No	190 (13.8%)	508 (36.9%)	636 (46.2%)	546 (39.7%)	1091 (79.2%)
	Continuation during Lockdown	n=1187	n=869	n=741	n=831	n=286
	Yes	585 (49.3%)	238 (27.4%)	243 (32.8%)	264 (31.8%)	40 (14%)
	No	602 (50.7%)	631 (72.6%)	498 (67.2%)	567 (68.2%)	246 (86%)
	Who performed the rehabilitation ?	n=585	n=238	n=243	n=264	n=40
	Usual practitioner	130 (22.2%)	68 (28.6%)	79 (32.5%)	74 (28%)	15 (37.5%)
	Relay by another professional	25 (4.3%)	2 (0.8%)	2 (0.8%)	2 (0.8%)	2 (5%)
	By parents	478 (81.7%)	180 (75.6%)	185 (76.1%)	204 (77.3%)	25 (62.5%)
	By the child himself	51 (8.7%)	24 (10.1%)	6 (2.5%)	21 (8%)	1 (2.5%)
	How was it performed ?	n=585	n=238	n=243	n=264	n=40
	At the office	50 (8.5%)	17 (7.1%)	14 (5.8%)	22 (8.3%)	10 (25%)
	At home	485 (82.9%)	166 (69.7%)	148 (60.9%)	187 (70.8%)	22 (55%)
	Phone guidance/telerehabilitation	140 (23.9%)	78 (32.7%)	99 (39.1%)	73 (27.6%)	8 (20%)
	Self-rehabilitation video protocol	53 (9.1%)	16 (6.7%)	14 (5.8%)	17 (6.4%)	0
	Written self-rehabilitation protocol	113 (19.3%)	51 (21.4%)	41 (16.9%)	36 (13.6%)	0
	Apps	14 (2.4%)	21 (8.8%)	28 (15.6%)	11 (4.2%)	3 (7.5%)
	Others	33 (5.6%)	3 (1.3%)	5 (2.1%)	6 (2.3%)	5 (12.5%)
	Difficulties	n=1187	n=869	n=741	n=831	n=286
	No professional input	566 (47.7%)	510 (58.7%)	445 (60.1%)	510 (61.4%)	212 (74.1%)
	Frequency of sessions	141 (11.9%)	49 (5.6%)	45 (6.1%)	48 (5.8%)	8 (2.8%)
	Duration of sessions	66 (5.6%)	23 (2.6%)	13 (1.8%)	25 (3%)	2 (0.7%)
	Lack of time	138 (11.6%)	73 (8.4%)	52 (7.2%)	65 (7.8%)	12 (4.2%)
	Unsuitable space at home	174 (14.7%)	61 (7%)	23 (3.1%)	88 (10.6%)	7 (2.4%)
	Lack of equipment	214 (18%)	118 (13.6%)	79 (10.7%)	137 (16.5%)	23 (8%)
	Inappropriate content	43 (3.6%)	38 (4.4%)	31 (4.2%)	24 (2.9%)	7 (2.4%)
	Motivation-cooperation of the child	325 (27.4%)	155 (17.8%)	139 (18.8%)	145 (17.4%)	22 (7.7%)
	Parents felt inadequate	432 (36.4%)	212 (24.4%)	179 (24.2%)	204 (24.5%)	42 (14.7%)
	None	130 (11%)	108 (12.4%)	81 (10.9%)	90 (10.8%)	32 (11.2%)
	Others	89 (7.5%)	47 (5.4%)	50 (6.7%)	48 (5.8%)	16 (5.6%)