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Abstract

Background: Providing integrated care is essential in paediatric rehabilitation, given the multiplicity of settings and professions
involved in children’s rehabilitation care pathways and the need for a strong partnership between children with disabilities,
families and professionals to improve children’s participation. E-health tools, such as shared patient health portals, can support
integrated care.

Objective: This study aims to explore the perspectives of paediatric rehabilitation professionals on the usefulness and desired
features of a shared portal to support integrated care for children with disabilities, aswell as the perceived challengesto its use.

Methods: An interpretive descriptive qualitative study was conducted. Data were collected through 32 semi-structured, online
interviews with heathcare (n=15), education (n=11), recreation (n=5) and social professionals (n=1) involved in the
rehabilitation pathways of children with motor and cognitive disabilities in France. Recruitment involved maximum variation
and snowball sampling. Interview verbatims were analysed using NVivol4 by an interdisciplinary team of researchers, including
parents and clinicians, following athematic analysis approach. Data saturation was reached.

Results: Three main themes were identified: 1) opportunities for a shared health portal, 2) proposals for features, and 3) sources
of ambivalence towards portal use, along with strategies to overcome these concerns. Professionals perceived a shared patient
portal as an opportunity to 1) facilitate collaboration between healthcare, education, recreation and community services to create
a rehabilitation continuum, 2) facilitate exchanges about the child's participation in different living environments to develop
skillsfor everyday life, and 3) facilitate continuous engagement of children and families throughout the rehabilitation process. To
fulfil these opportunities, the participants suggested features to be integrated into a shared patient portal: a calendar shared across
sectors and providers, shared photos, videos, reports of the child functioning in different living environments and activities, and
the ability to share progress with children and families to maintain their engagement in rehabilitation. Participants expressed
ambivalence about the use of the tool, regarding confidentiality and transparency, especialy with non-medical professionals;
children’s engagement and increased screen time; parental control of a shared patient portal; and the time spent using the portal.
Despite these barriers, they showed strong interest in the portal.

Conclusions: This study highlighted the opportunities perceived by professionals for a shared patient portal to foster a true
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partnership between children, parents, and professionals involved in the care pathways of children with disabilities. Concrete
features were proposed to enhance stakeholder engagement and participation. Despite some challenges, the professionals
perceived significant benefits of a shared patient portal in paediatric rehabilitation, reflecting an intention to use it in practice.
These results will inform the development of digital tools designed to improve the quality of rehabilitation care offered to
children. Clinical Trial: The procedures were registered at Clinical Trials.gov under the identifier NCT06570148.

(IMIR Preprints 24/02/2025:73068)
DOI: https://doi.org/10.2196/preprints.73068

Preprint Settings

1) Would you like to publish your submitted manuscript as preprint?

+ Please make my preprint PDF available to anyone at any time (recommended).
Please make my preprint PDF available only to logged-in users; | understand that my title and abstract will remain visible to all users.
Only make the preprint title and abstract visible.
No, | do not wish to publish my submitted manuscript as a preprint.

2) If accepted for publication in aJMIR journal, would you like the PDF to be visible to the public?

 Yes, please make my accepted manuscript PDF available to anyone at any time (Recommended).
Y es, but please make my accepted manuscript PDF available only to logged-in users; | understand that the title and abstract will remain v
Y es, but only make the title and abstract visible (see Important note, above). | understand that if | later pay to participate in <a href="htt
No. Please do not make my accepted manuscript PDF available to anyone.

https://preprints.jmir.org/preprint/ 73068 [unpublished, non-peer-reviewed preprint]



JMIR Preprints Kersaléet a

Original Manuscr ipt

https://preprints.jmir.org/preprint/ 73068 [unpublished, non-peer-reviewed preprint]



JMIR Preprints Kersaléet a

Towards integrated paediatric rehabilitation through a shared health
portal for children with disabilities: A qualitative study on
professionals’ perspectives

Marietta Kersalé***, OT, MSc, PhD Student; Thomas Richard**, OT, MSc Student; Quan Nha Hong>®, OT, PhD; Christéle Kandalaft®’;
Audrey Guevel®’; Emmanuelle Fily®, OT, MSc; Gaélle Tisserand?, MSc Student; Sylvain Brochard"**¢, MD, PhD; Marie-Pascale
Pomey**!°, MD, PhD; & Christelle Pons"**, MD, PhD

"Paediatric Physical Medicine and Rehabilitation department, CHU Brest, Brest, France

*Faculty of Medicine and Health Sciences, University of Brest (UBO), Brest, France

3Laboratory of Medical Information Processing, (LaTIM), INSERM UMR 1101, Brest, France

“University Paris-Est Créteil, Créteil, France

*Faculty of Medicine, Université de Montréal (UdeM), Montréal, Canada

SCentre for Interdisciplinary Research in Rehabilitation of Greater Montreal (CRIR), Montréal, Canada

"Parent partner in research, France

8paediatric Physical Medicine and Rehabilitation department, Fondation Ildys, Brest, France

°Centre de Recherche du Centre Hospitalier Universitaire de I’Université de Montréal (CHUM), Montréal, Canada
%Centre d’excellence sur le partenariat avec les patients et le public (CEPPP), Montréal, Canada

Corresponding Author:

Marietta Kersalé, OT, MSc, PhD Student

Département de médecine physique et réadaptation pédiatrique
CHU de Brest

2 avenue Foch

29200 Brest

France

Email : marietta.kersale@chu-brest.fr

Abstract

Background: Providing integrated care is essential in paediatric rehabilitation, given the multiplicity
of settings and professions involved in children’s rehabilitation care pathways and the need for a
strong partnership between children with disabilities, families and professionals to improve
children’s participation. E-health tools, such as shared patient health portals, can support integrated
care.

Objective: This study aims to explore the perspectives of paediatric rehabilitation professionals on
the usefulness and desired features of a shared portal to support integrated care for children with
disabilities, as well as the perceived challenges to its use.

Methods: An interpretive descriptive qualitative study was conducted. Data were collected through
32 semi-structured, online interviews with healthcare (n=15), education (n=11), recreation (n=5) and
social professionals (n=1) involved in the rehabilitation pathways of children with motor and
cognitive disabilities in France. Recruitment involved maximum variation and snowball sampling.
Interview verbatims were analysed using NVivol4 by an interdisciplinary team of researchers,
including parents and clinicians, following a thematic analysis approach. Data saturation was
reached.

Results: Three main themes were identified: 1) opportunities for a shared health portal, 2) proposals
for features, and 3) sources of ambivalence towards portal use, along with strategies to overcome
these concerns. Professionals perceived a shared patient portal as an opportunity to 1) facilitate
collaboration between healthcare, education, recreation and community services to create a
rehabilitation continuum, 2) facilitate exchanges about the child's participation in different living
environments to develop skills for everyday life, and 3) facilitate continuous engagement of children
and families throughout the rehabilitation process. To fulfil these opportunities, the participants
suggested features to be integrated into a shared patient portal: a calendar shared across sectors and
providers, shared photos, videos, reports of the child functioning in different living environments and
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activities, and the ability to share progress with children and families to maintain their engagement in
rehabilitation. Participants expressed ambivalence about the use of the tool, regarding confidentiality
and transparency, especially with non-medical professionals; children’s engagement and increased
screen time; parental control of a shared patient portal; and the time spent using the portal. Despite
these barriers, they showed strong interest in the portal.

Conclusions: This study highlighted the opportunities perceived by professionals for a shared patient
portal to foster a true partnership between children, parents, and professionals involved in the care
pathways of children with disabilities. Concrete features were proposed to enhance stakeholder
engagement and participation. Despite some challenges, the professionals perceived significant
benefits of a shared patient portal in paediatric rehabilitation, reflecting an intention to use it in
practice. These results will inform the development of digital tools designed to improve the quality
of rehabilitation care offered to children.

Trial registration: The procedures were registered at ClinicalTrials.gov under the identifier
NCT06570148.

Keywords: children with disabilities; paediatric rehabilitation; integrated care; shared health patient
portal; patient and family-centred care; patient and family partnership; education; recreation and
community; social; qualitative study.

Introduction

Children with disabilities face “long-term physical, mental, intellectual, or sensory impairments
that, when interacting with various barriers, may hinder their full and effective participation in
society on an equal basis with others” '. Rehabilitation, as a part of primary care, aims to optimise
children’s daily life functioning and participation in relation to the environment °. To provide
comprehensive support for children across all spheres of their lives, paediatric rehabilitation adopts a
broad approach to the child’s life project, encompassing not only healthcare services but also
education services °. Moreover, the therapeutic relationship has the specificity of involving not only
the children but also the parents and caregivers, in a family-centred approach *°. Coordination must
be continuous over time, between visits and throughout children’s lives, including periods of greater
use of rehabilitation services and the transition from childhood to adulthood °. Effective information
sharing and communication among children, families, and professionals is therefore essential to
adapt care to the child’s needs and preferences ” and is key to delivering integrated care to optimize
children’s health °. Paediatric integrated care is defined as “care coordinated across professionals,
facilities and support systems; continuous over time and between visits; tailored to the patients’
needs and preferences; and based on shared responsibility between patient and caregivers for
optimizing health” °.

Nevertheless, in practice, delivering integrated care is challenging '°. Children with disabilities have
long-term needs that involve multiple settings, organisations and professionals '. The child’s
development, marked by evolving stages and a progressive need for autonomy, poses the challenge
of providing adaptable support that addresses specific needs at each developmental stage while
facilitating transitions of life and care. This complexity results in fragmented care pathways, with a
lack of interprofessional and cross-sector collaboration, all of which hinder children’s participation
213 This fragmentation also negatively impacts families, who have to navigate a complex system
that fails to align with their needs and values '*. In many cases, families must manage their child’s
care coordination entirely on their own '. For professionals, poor care coordination leads to
redundant efforts, inefficient communication, and increased workload '°. These issues compromise
the quality of care and patients’ quality of life, heighten the risk of intervention failure '°, and lead to
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an increased use of services Y.

E-health offers promising solutions to overcome these challenges and thus support integrated care
819 By enabling remote management of people and communities with diverse needs, digital tools
support people's ability to self-manage health and well-being with the support of different types of
health and social professionals *°. Specifically, shared digital portals accessible to patients, caregivers
and professionals can improve patient-professional, interprofessional and cross-sector
communication '

However, to our knowledge, no study has explored the potential benefits of digital tools and features
needed to support integrated paediatric rehabilitation care. This is essential given the unique
challenges of coordinating care in this context '*. Furthermore, studies also report significant
barriers to the use of e-health, many of which come from healthcare professionals ***°. Thus, to
design e-health tools that support paediatric rehabilitation pathways and are aligned with the needs of
professionals, it is essential to gather their points of view, including the challenges to their use *.
Taking this feedback into account and co-designing digital technologies with users ensures that they
address real-world needs and challenges *’.

This study aims to explore the perspectives of professionals involved in the paediatric rehabilitation
pathway about the usefulness and desired features of a shared portal to support integrated care for
children with disabilities and the perceived challenges of using it. Although this article focuses on
professionals, it is part of a broader, qualitative project that also investigates the perspectives of
children with disabilities and their families. The findings will inform the development of digital tools
tailored to the needs of stakeholders, advancing integrated care in paediatric rehabilitation.

Methods
Study design

To ensure the project's relevance and to carry out the research, two mothers of children with
disabilities (CK, AG) and paediatric rehabilitation professionals (TR, CP) were included in the
research team. They were involved in all stages of the study design, from elaborating the objective to
the publication %,

An interpretive, descriptive, qualitative methodology was used *. Semi-structured individual
interviews were conducted to explore professionals’ thoughts, attitudes and perceptions in depth *.
An interview guide was designed by MK and CP, with feedback from QNH, CK, AG and MPP. The
guide was pre-tested with a physiotherapist with experience in different paediatric rehabilitation
settings (hospital, rehabilitation centre, private practice) and modified throughout the interview
process by the two interviewers (MK and TR). The final version of the guide contained nine open-
ended questions with prompts (see Appendix 1). The first part focused on the opportunities and
concerns perceived by professionals about the role of e-health in facilitating the provision of
integrated care in paediatric rehabilitation and suggested features to improve the paediatric
rehabilitation pathway. In the second part, features of an existing health portal developed for adult
rehabilitation (https://deneo.app/) were shown to the participants: 1) sharing of reports, images,
photos and videos between patients and professionals, 2) a database of validated rehabilitation
measurement scales and questionnaires, 3) monitoring patient progress using graphs, and 4)
prescription of self-rehabilitation exercises. This demonstration aimed to help professionals to
visualize a concrete digital tool, explore the acceptance of using such a portal *!, and generate ideas
for features. Finally, participants were invited to recommend strategies to implement a shared digital
health portal in their practice.
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Study participants and recruitment

The inclusion criteria were to be a professional involved in the rehabilitation pathway of children
with physical, cognitive or mental disabilities in France. Purposeful sampling with maximum
variation ** was used to ensure participant heterogeneity. The variation criteria were working facility,
profession, age, years of experience with children with disabilities, digital literacy and region of
France. The region was included to account for inter-regional differences in the coordination of
paediatric rehabilitation care that exist in France. First, participants were selected according to these
criteria using FRISBEE (https://frisbee.bzh/), a network responsible for coordinating research, care
and teaching in paediatric rehabilitation in France. After the first interviews, snowball sampling *
was used to recruit additional participants. More specifically, the first five participants indicated the
need to integrate school assistants and professionals from leisure, sports, and associations for people
with disabilities into a shared health portal and provided the contact details of relevant professionals.
That’s why, from an integrated care perspective, both healthcare professionals (eg, physicians,
occupational therapists, physiotherapists, kinesiologist, psychologists, speech therapists, nurses,
educator) and non-healthcare professionals in the community (eg, teachers, sports coaches, social
workers) were included. MK and CP then discussed each proposed participant's inclusion. Given the
diversity of participants, we aimed to include professionals from all fields involved in the paediatric
rehabilitation pathway, so at least 11 different professionals. Data saturation was used to determine
the final sample size *. In total, 45 professionals were contacted by phone, e-mail or LinkedIn.
Twelve professionals did not respond, and three refused because they considered themselves
inexperienced (n=2) or had recently changed jobs (n=1).

Data collection

Interviews were conducted in French via videoconference (Zoom pro) between February and July
2024. They were audio-recorded and lasted an average of one hour (36 to 88 minutes). Two people
conducted the interviews: MK, a PhD student experienced in qualitative research and an
occupational therapist pursuing an MSc in research (TR). The interviewers had no prior relationship
with the participants. After each interview, they discussed the process to ensure consistency in the
questions asked and to adjust the guide if needed. They also took reflective notes to describe their
post-interview impressions or any technical problems to be considered in the analysis. Participants’
socio-demographic data were collected at the end of the interview (Table 1). The participants self-
assessed Digital literacy using a Likert scale between 0 — no competence and 10 — full competence. A
score of 10 meant being able to download an application, share files easily and take ownership of a
new technology. Use of e-health included using apps, web platforms or health portals that were not
electronic health records to communicate with providers or monitor children’s progress.

Data analysis

The audio recordings were transcribed verbatim using artificial intelligence transcription software
(https://easy-peasy.ai/) and double-checked by the interviewers. Analysis was carried out using
NVivo14 software, following the six steps of Braun & Clarke's (2006) thematic analysis. First, initial
codes were independently generated from four interviews by two people (TR and GT) and discussed
with the lead author (MK). Once agreement was reached on a list of codes, the interviews were
individually coded (TR, GT, MK) and discussed with CP to assess whether data saturation had been
reached. MK and TR identified themes with the help of CP and then presented them to QNH, MPP,
CK and AG for review. MK and CP reviewed the final themes. The analysts considered that data

https://preprints.jmir.org/preprint/ 73068 [unpublished, non-peer-reviewed preprint]



JMIR Preprints Kersaléet a

saturation had been reached after 30 interviews.

Several strategies were used to increase the scientific reliability of the research®. First, the team was
interdisciplinary (occupational therapists, physicians in public health, paediatric physiatrists and
parents of children with disabilities) to triangulate points of view. Also, the analyst team held regular
meetings to share reflections about how each coder’s personal and professional positioning may have
influenced the analysis process ¥.

The Consolidated Criteria for Reporting Qualitative Research (COREQ) checklist was used to report
the methodology of the study and ensure that information was complete * (Appendix 2).

Ethical considerations

Brest University Hospital's ethics committee approved the protocol (reference number:
B2024CE.05). All participants received an information and consent form and consented to the audio
recording. Each participant was assigned a pseudonym, and any identifying information was
removed from the verbatim transcriptions of interviews. The names of the children mentioned in the
verbatim were changed. Participants did not receive financial compensation for their participation.

Results

Participants’ profiles

The final sample consisted of 32 professionals. Fifteen were healthcare professionals (n=6 working
in hospitals, n=4 in rehabilitation centres, n=4 in health and social care and n=4 in private practice),
11 were educational professionals (n=9 working in schools and n=2 in nurseries), 5 were recreation
and community professionals (n=3 working in sports associations and n=2 in leisure associations)
and 1 was a professional in social administration. Three healthcare professionals were working in
two different working facilities. The median age of the participants was 38 years (range: 30 to 57
years), with a majority of women (n=24, 75%), and they came from 11 regions of France (out of 13).
The median digital literacy score was 7.4/10 (range: 4 to 10). Seven participants already used shared
patient portals, but they were not specific to paediatric rehabilitation, and the exchanges between
professionals were limited. Participants’ characteristics are described in Table 1.

Pseudo Gender Age French Profession Working Experience  Paediatric Digital  Use of
nym region (out facility in speciality literacy  shared
of 13) paediatrics  (specific: a from 0 patient
(in years) particular to 10 portal
disability  or (excluding
general: any electronic
type of health
disability) records for
clinicians)
P01 Woman 34 Brittany Coordinator of a Hospital, 12 General 8 yes
mobile mobile
rehabilitation team  rehabilitation
team
P02 Man 40 Brittany Psychologist Rehabilitation 10 General 8.5 yes
centre and
private practice
P03 Woman 30 Occitanie Psychomotor Private practice 9 Specific 8 yes
therapist
P04 Man 31 Normandy  Physiotherapist Rehabilitation 9 Specific 7 No
centre and
health and

social care

P05 Woman 34 Paris Nurse High school 1 General 7 no
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P06 Woman
P07 Woman
P08 Woman
P09 ‘Woman
P10 Woman
P11 Woman
P12 Woman
P13 Woman
P14 Woman
P15 Woman
P16 Woman
P17 Man
P18 Woman
P19 Man
P20 Woman
P21 Woman
P22 Woman
P23 Man
P24 Man
P25 Woman
P26 Woman
P27 Woman
P28 Woman

32

35

52

42

32

36

39

40

40

33

34

55

40

49

47

52

52

36

49

34

26

31

31

region

Auvergne
Rhénes
Alpes
Brittany

Brittany

Paris
region

Pays de La
Loire

Brittany
Brittany

Centre Val
de Loire
Auvergne
Rhones
Alpes

Provence
Alpes
Cotes
d’Azur
Paris
region

Brittany

Auvergne
Rhones
Alpes
Occitanie

Paris
region

Auvergne
Rhones
Alpes
Brittany

Brittany

Bourgogne
Franche
Comté
Réunion
Island

Auvergne
Rhones
Alpes
Grand Est

Pays de La
Loire
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Occupational
therapist

Kinesiologist

Occupational
therapist

Team manager and
occupational
therapist
Kinesiologist

Social worker and
nurse
Specialized teacher

Physiatrist

Community sports
manager and
psychomotor
therapist
Speech
therapist

language

Speech
therapist

language

Referent teacher

Team manager and
physiotherapist

Team manager and
educator

Social worker

Psychologist

Educational
assistant

Team manager and

kinesiologist

Physiotherapist

Physiatrist

Childcare assistant

Educator

Neuropsychologist

Hospital,
reference

centre

Sports
association
Health and
social care and
school

Health and
social care

Hospital

Social
administration
Elementary
school
Hospital

Sports
association

Health and
social care

Hospital,
reference
centre
Elementary
school

Nursery  and
rehabilitation
centre

Leisure
association

Middle school

Elementary
school

Middle school

Leisure
association

Private practice

Hospital,
rehabilitation
centre
Nursery

Rehabilitation
centre

Health and
social care

15

27

11

23

10

18

34

14

18

25

12

26

Specific

General

Specific

General

Specific

General

General

General

Specific

Specific

General

General

General

General

General

General

General

Specific

Specific

General

General

Specific

10

Kersaéet a

yes

no

no

no

no

no
no
yes

yes

no

no

no

no

no

no

no

no

no

no

no

no

no

no
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P29 Woman 44 Brittany School physician Middle school 11 General 7 no
P30 Man 27 Brittany Sports coach Sports 3 General 8 no
association

P31 Man 54 Paris Coordinating Middle school 32 General 8 no
region teacher

P32 Woman 46 Paris Paediatrician Private practice 17 General 9 yes
region

Table 1: Sociodemographic characteristics of the participants

Specific results

Three main themes emerged from the interviews: 1) opportunities for a shared health portal in
paediatric rehabilitation, 2) proposals for features to be integrated into a portal, and 3) sources of
ambivalence about using a shared health portal, along with strategies to address these concerns. The

themes are summarised in Figure 1.

Theme 3 : Sources

of ambivalence

participation in different iving environments to -—

3, EEEE—
Confidentiality and transparency »_
>
Time spent and communication
improvement : -
Parental control and free
communication among v
professionals

Children's access and censor .
exchanpes among professionals

sources of ambivalence
associated with opportunities

Enhance collaboration between healthcare, . ~—*  Professional network
education, recreation and community services, T~
creating a rehabilitation continuum \ T~
\ “*  Secure messaging with

_» notes about participation

Facilitate discussions about the child's

develop everyday life skills -
T~ )
~ /Y\ /' Shared calendar
g \\\\ //
TR
~ T . . .
e %, Multimedia content sharing
N ~ "
s . Facilitate the continuous engagement of children — \
) and families throughout the rehabilitation process ] Progress graphs

Theme Subtheme

features associated with
opportunities

Figure 1: Summary of themes and subthemes identified

Theme 1: Opportunities for a shared health portal in paediatric rehabilitation

Participants perceived a shared patient portal specific to paediatric rehabilitation as an opportunity to
1) enhance collaboration between healthcare, education, recreation and community services, creating
a rehabilitation continuum, 2) facilitate discussions about the child's participation in different living
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environments to develop everyday life skills, and 3) facilitate the continuous engagement of children
and families throughout the rehabilitation process.

1) Enhance collaboration between healthcare, education, recreation and community services, creating
a rehabilitation continuum

The participants pointed out that paediatric rehabilitation pathways operate in “silos”, with a lack of
collaboration between healthcare, education (school) and recreation and community services
(extracurricular activities). Some participants noted divergences between these environments, with
discrepancies in observations and discourse stemming from distinct working methods:

It’s often a phrase that makes me react: “with me, he does this, he does that...” “He doesn't
do it with you? He does it!” [Health-school] meetings are a battle to know who [health
professional or teacher] is going to succeed in doing something. We're too much in
opposition. We don't work together. There's a school-care divide. (P21, school psychologist)

The rehabilitation professional often works individually and observes things about behaviour
in a dual relationship. But these observations are not necessarily the same in a group setting
like the classroom. It needs to be refined so that these two worlds, which work in completely
different ways, can agree on each other's needs. (P17, teacher)

The absence of a common discourse or consensus on what can be offered to children can have
negative effects on the support perceived by children and families, and therefore on the quality of
care:
Children have a lot of different people working with them, and as it's always a dual
relationship, if no one has a somewhat uniform discourse, it creates vagueness, and I think
it's deleterious for the child. (P29, school physician)

When there's a lack of communication between the different partners, the family might not
adhere so well. (P31, coordinating teacher)

For the participants, a patient portal shared between rehabilitation, school and parents could provide
an opportunity to better coordinate the interventions implemented across the different environments
in which the child develops:
What's really important is to coordinate what's being done at school, at home and in other
care settings [...] An application would be great if it helped foster links between professionals
and families. (P15, speech therapist)

If we can link the school with rehabilitation and outpatient care. It would change our lives,
that's for sure. (P08, occupational therapist)

Thus, a common shared patient portal could place caregivers on an equal footing and foster a unified
approach to the child, creating a sense of real collaboration. The participants emphasised the
importance of valuing professionals’ observations across all the child's environments to enhance the
understanding of the child’s participation:

There's a need for educational continuity [...] without splitting up the child and their
pathway. [...] An educator who follows a child in a leisure setting provides information that
is just as important because it's a social space that's different from home or school. [...] It
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has to be put on the same level, to create richness in terms of individual and group
observations. (P19, educator and leisure centre manager)

Being all together on one platform puts everyone on an equal footing [...] It could allow
people to feel like they're functioning together in the same direction for the child. (P21,
school psychologist)

2) Facilitate discussions about the child's participation in different living environments to develop
everyday life skills

The participants expressed a strong need to obtain more information about children’s abilities in their
different environments:

For young, autistic children in the early stages of the diagnosis, there is a very frequent need
for information from the parents on all the stages of development, the children's progress, at
home, at school, at the nursery, in the playground... (P28, neuropsychologist)

The participants highlighted the need to share information about adaptations made for children,
monitoring equipment used in their usual environments, and negative symptoms such as pain or
spasticity:

To be able to exchange [with school] on useful adaptations [...] alternative and augmentative
communication tools [...] how to avoid stimuli that provoke a crisis [...] small things that we
can all easily implement and that can be very, very facilitating for children. (P15, speech
therapist)

The real benefit of rehabilitation is the monitoring of equipment and set-ups. [...]
Teleconsultation enables us to see the child in their usual environment as well as with all the
health care professionals, so we get much broader information. [...] or for pain or spasticity
problems. (P13, physiatrist)

The participants believed that facilitating information exchange would improve children’s
participation and the transfer of the benefits of rehabilitation to the daily living environments
(school, leisure activities, home):

A child with a motor disability can still participate in certain activities. I think this could
reassure teachers about what they can expect from a pupil. Because they might be afraid of
doing something wrong. (P20, school social worker)

At school, after 3 minutes, Sacha was red-faced and couldn't take it anymore. So, they'd
quickly get worried and put him aside. As a result, he didn’t do any sport at school. It would
have been a good idea to tell them no, he can do it, to show them Sacha's limits, they would
have known what's possible for him. (P30, sports coach)

To have a real continuity. Learning happens through repetition, and a one-hour-a-week
session isn't enough [...] If on the app we can see where the child is at and say to parents:
“he's capable of doing this, this week, you can encourage him to do it.” [...] About the child's
skills during the session and how we can transfer them to the classroom. (P08, occupational
therapist)
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3) Facilitate the continuous engagement of children and families throughout the rehabilitation
process

The participants also perceived a shared portal as a means to enhance children and families’
engagement in the rehabilitation pathway, encourage adherence and maintain motivation through
shared goals, especially given the long duration of the rehabilitation pathway and the potential
exhaustion of children and families. In this way, the tool could provide more effective support for
parents:

In high school, rehabilitation follow-up is often more difficult because it's the teenage period.
Young people are a little fed up with rehabilitation. [The app] would give them a global
vision of what it's all about, what is the purpose and everything they've achieved. (P20,
school social worker)

The coordination provided by the app would make it possible to have coherent and consistent
care for children. They would see that everyone is working towards the same goal, and that
there isn't one professional doing one thing, and another doing something else and another
different technique at school [...] Maybe [the families] they would feel less exhausted and
alone. (P01, rehabilitation coordinator)

Regarding engaging adolescents, the participants mentioned the benefits of providing them with
more transparent access to their health data, encouraging them to be more active in managing their
health, thereby increasing empowerment and self-determination. In addition, the participants
highlighted the value of a patient portal for certain adolescents who have difficulty expressing
themselves during consultations:

A digital tool, especially for teenagers, who don't necessarily talk during consultations
because their parents are present. [...] It has to be the child who fills in the application so
that they’re invested in it. That they have access to their data and distribute it to whoever
they wish (P25, physiatrist)

Finally, the participants highlighted the potential of e-health tools to support partnerships with
children and families:

The relevance of this tool compared to others would be the patient partnership. It's not a
transmission software between professionals; it's rather a tool that enables collaboration with
patients. That would be the real added value. (P02, psychologist)

[in rehabilitation] we have a different approach with children and families, considering them as
partners, with a more inclusive approach, coordinating care, school and leisure activities, with
the ultimate aim of achieving self-determination in adulthood. That’s why e-health has an
important role in the coordination, follow-up and participation of patients and families. (P13,
physiatrist)

Theme 2: Proposals for features to be integrated into a shared health portal
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The participants proposed features to be integrated into a shared patient portal, which were grouped
into six subthemes: 1) visualising child’s rehabilitation network, 2) shared calendar, 3) tracking
shared rehabilitation goals, 4) secure messaging with notes about participation, 5) displaying graphs
of the child’s progress, and 6) sharing multimedia content. The features suggested are summarised in

Table 2.

Child’s Shared Tracking Secure messaging | Progress graphs Multimedia
Features | rehabilitation calendar shared with notes about content
network rehabilitation participation
Opportunities goals
Facilitate A list and It’s useful to A text feature to Highlighting
collaboration photos with see the child’s ask the healthcare the child’s
between regular schedule. If team for advice. shared progress
health, monitoring, there is a free [...] people could would help the
education, other slot, an respond when they school feel
and professionals absence, to want, it's less more connected
recreation involved in the notify all official than with the
and past, present partners at the sending an e-mail, collective
community and future. same time. finding the right success. (P21,
services to (P12, teacher) (P12, teacher) address. (P21, school
create a school psychologist)
rehabilitation psychologist)
continuum
Facilitate Knowing what Something like a Tying shoelaces
exchanges the goals of life notebook at is something we
about the rehabilitation, school, to share cando [...]
child's medical everything the With a short
participation follow-up or child does on a video, we
across school are daily basis would know
different would allow us between partners, how to explain
living to say in order to be able it to him. (P26,
environments “perhaps we to generalize all childcare
to foster the can do the their learning. assistant in a
development same. (P23, (P28, nursery)
of skills for kinesiologist neuropsychologist)
everyday life and leisure
centre
manager)
Facilitate Children could Seeing they are A lot of kids Being able to
continued use it to find the ones who doubt their validate
engagement their way in set the goals skills. [...] children's
of children time, what day and the goals Having graphs progress
and families it is, where I'm are worked on could help them through videos
throughout going, what by all to see their would be
the time, etc. stakeholders, progress from motivating for
rehabilitation Sometimes, we through the beginning the child. I am
process don't realize something and see they sometimes quite
that he has coordinated, succeeded quite surprised by
three families would well in the how a child
paramedical be more exercises. (P16, does not realize
appointments willing to speech the extent of
in the same participate in therapist) their skills.
day. (P09, team rehabilitation. (P08,
manager and (P01, occupational
occupational rehabilitation therapist)
therapist) coordinator)

Table 2: Correspondence table between opportunities for a shared patient portal and features to be
integrated to improve the delivery of integrated paediatric rehabilitation services.
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Theme 3: Sources of ambivalence about using a shared health portal and strategies
to overcome it

The participants’ concerns and positive insights regarding using a shared patient portal were
sometimes contradictory. They raised issues and challenges about integrating it into their practice,
but they also expressed the benefits of shared portals and proposed strategies to overcome the
challenges. Four main sources of ambivalence were identified: 1) the confidentiality and
transparency of the portal, 2) parental control over the portal and “free communication” among
professionals, 3) children’s access to the portal and censor exchanges among professionals, and 4)
time spent using the portal and communication improvement.

1) Confidentiality and transparency of the portal

Some healthcare professionals expressed concerns about sharing information with non-medical
professionals in the educational and social sectors, given medical confidentiality:

In healthcare, there's a certain level of security, but when you mix with school... During team
meetings with the school, we don't talk much about medical information in front of educators
and teachers. So, there's a concern about data protection, when you involve a lot of people
from different backgrounds. (P24, physiotherapist)

To overcome this challenge, participants agreed that access to a shared patient portal should be
sector-specific with dedicated sections: the school would have access to certain information and
healthcare professionals could share their reports in a language accessible to them:

We could imagine specific access for teachers [...] I used to write my reports in such a way
that they could be read by the teachers, always, always, always. So that this exchange could
take place. (P16, speech therapist)

Another issue related to sharing observations about the child through digital platforms was avoiding
misinterpretation by certain professionals, which is why the participants recommended that the
information in a shared patient portal be well contextualised:

Control the dissemination of data to avoid interpretations that could be prejudicial to young
people. [...] If you take an event out of its context and the whole history of the young person,
it can be dangerous, because you can stick a label on a young person. (P31, coordinating
teacher)

From one environment to another, children’s reactions are going to be different. So, we can't
restrict ourselves to the platform and information from other professionals. (P23,
kinesiologist and manager in a leisure centre)

2) Parental control and “free communication” among professionals

Participants expressed major concerns about the role of parents in a shared patient portal. Some felt
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that parent access could be a barrier to “free communication” in certain circumstances:

When children have behavioural or psychological difficulties, it's not easy. The child's legal
representatives shouldn't have access because it's complicated. Sometimes, it's hard to talk
about certain things. (P16, speech therapist)

There's information that I wouldn't want to tell the family but that I would want to tell other
professionals. (P03, psychomotor therapist)

Other participants felt that it was fundamental for parents to have access to all their child’s
information and to control it. They suggested that professionals could use other means of
communication if they want to share confidential information:

I wouldn't feel comfortable putting up documents that parents couldn't access. [...] For me,
parents are 100% responsible for their child's care. [...] I'm not going to share concerns
about abuse on this platform for the attending physician to see. I would just drop in or make
a phone call. So, it would be better for parents to keep control of the application. (P28,
neuropsychologist)

Participants’ opinions diverged regarding parent involvement. Some professionals wanted to include
parents as partners, and others wanted to be able to have “uncensored” exchanges between
professionals in the portal. Despite these differences, their suggestions aligned regarding sharing
information with non-medical professionals, with a need to make the information provided in a
shared patient portal accessible to the family:

Sharing emotions between professionals is part of our job, and the parents should not necessarily
take part in that... But on the other hand, if they have access, the idea is for patients and parents to
be partners. After that, it's up to the professionals to adapt, to share the difficulties they encounter
with patients and parents too, and to use words that everyone can understand. (P06, occupational
therapist)

3) Children’s access and censor exchanges among professionals

Viewpoints also diverged regarding children's access to a shared patient portal. Some participants
were concerned about giving children access prematurely, which could censor exchanges between
professionals, particularly in complex situations:

We already use filters with parents, but if the child has access, we’ll filter even more. [...]
There are meetings in which the situation is very complicated but we don't want to hurt the
parents so nothing is said during the meeting. And then when we come out, no one is happy
because we didn't address the real problems and we didn't want to get in the way. So, I think
it’s better if the child is not in the app too early. (P29, school physician)

The participants were concerned about changes in the children's consent and the possibility that
children might later regret having shared certain information:

There are perhaps not the same commitments in terms of consent when you are 6 years old or
when you are 17. (P19, educator and manager in a leisure centre)

https://preprints.jmir.org/preprint/ 73068 [unpublished, non-peer-reviewed preprint]



JMIR Preprints Kersaléet a

[for patients] not realizing what they are sharing and then regretting it, that’s what scares me
a little. (P04, physiotherapist)

Another professional’s concern was the “tracking” of children through a shared patient portal:

Not everyone should know everything, we are in a bit of a culture today of sharing everything
and I think we have to be wary because it is good for a young person to go to a place where
not everyone knows their whole life story and their whole disability. (P14, community sports
manager)

We must give others the freedom to be and to do what they want, and not to be tracked in
terms of behaviour or events. I would freak out if I had information about me saying that 1
was at the leisure centre this summer, I was really nice and then afterwards, I got a little
angry. That's life, actually! [...] There's a red flag on that. (P19, educator and manager in a
leisure centre)

Finally, the children’s screen time was a major concern for professionals, even if this subject was
also ambivalent:

We are already trying to tell parents to reduce screen time so much! If we offer videos or
things on screen to children who are non-readers, I think it will have to be done well. (P15,
speech therapist)

We try to get them off the screens and then we give them an app! But at the same time, it’s
also a tool that can be used positively, so it’s both. (P10, kinesiologist)

4) Time spent using the portal and communication improvement

Some professionals mentioned the additional workload and difficulty of integrating the tool into their
daily work, especially if they had to enter information into several types of information and
communication technologies, such as medical records:

We're already swamped with paperwork and things to do. At work, they're already asking me
to fill out more and more documents. If, on top of that, I have an app where I have to fill in
even more, that would be a huge hindrance for me. (P24, physiotherapist)

The barrier is the time it takes to use it. Because, the way things are going, we are using
digital tools more and more, and that doesn't always save time [laughs]. (P29, school

physician)

On the other hand, other professionals perceived the tool as a way of reducing work time because of
repetitions associated with lack of coordination:

I spend a lot of time and energy communicating the same information to everyone, and I find
that quite exhausting. (P01, rehabilitation coordinator)

I'm rubbish at computers. I'd say to myself: “Oh no, another tool!” [laughs]. It probably
wouldn't be easy to use at first, and I'd have to learn to use it, but afterwards I'd save time.
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And there would be a more fluid link. (P08, occupational therapist)

Finally, some participants felt that the perception of extra time would depend on each professional’s
point of view and beliefs about coordination:

It's typically the kind of platform where people who believe that the more information we
have and cross-reference, the better we manage to take care of the child. Some will see it as a
kind of burden or extra work, and others will say it's a great tool and part of the job of taking
care of young people. (P31, coordinating teacher)

Discussion

Principal results

To our knowledge, this study is the first to focus on e-health as a means to improve integrated care in
paediatric rehabilitation from the perspective of healthcare, education, and recreation and community
professionals. The findings revealed significant opportunities for a shared patient portal to enhance a
rehabilitation continuum, communication about children’s participation across different
environments, and the continuous engagement of children and families throughout the rehabilitation
process, with concrete proposals for portal features. However, professionals expressed ambivalent
perspectives, highlighting tensions between confidentiality and transparency, parental control over
the portal and “free communication” among professionals, children’s access to the portal and censor
discussions among professionals, and time spent using the portal and communication improvement.

A shared portal could serve as a crucial communication tool to facilitate continuity across healthcare,
education and community services, factors that are key determinants of integrated rehabilitation care.
This is consistent with the need to redesign systems for children with disabilities using a systemic
approach that addresses all health determinants, not just healthcare services *. Cross-sector
collaboration, particularly with education professionals, is critical to promote children’s development
and participation '>*. However, the participants identified several barriers to collaboration between
healthcare and education professionals, such as differing work methods and approaches, which
present a significant challenge to achieving inclusive schooling *. The findings suggest that a shared
portal could address these barriers through features such as a shared calendar, shared goals, and
options for sharing observations and tracking children’s progress through photos or videos. By
providing structured and transparent communication, the portal could support professionals in
aligning their interventions and ultimately enhancing children’s abilities to participate successfully in
school *. Beyond education, professionals emphasized the importance of involving recreation and
community stakeholders to better understand children’s participation across diverse environments
outside healthcare settings. The participants highlighted the possibility for children to engage in
school sports activities by facilitating communication between community and school providers — a
collaboration that is currently absent. Although this reflects a critical aspect of care integration for
children with disabilities, it also reveals a gap in the literature on professional collaboration for
children with disabilities. Specifically, recreation and community providers are often overlooked as
key stakeholders “. By enabling real-time information sharing, the portal could provide a more
holistic understanding of children’s participation and needs across different environments, facilitating
tailored interventions.

The second opportunity for a shared portal concerned the need to gather more information about
children's participation in different daily activities, such as leisure, sports, school, and home. This is
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particularly relevant to paediatric rehabilitation, which requires collaboration between multiple
providers and parents across diverse environments to enhance children's participation **. A shared
portal could facilitate the exchange of such information, aligning with the “F-word” framework,
which highlights six key aspects of childhood disability: Functioning, Family, Fitness, Fun, Friends
and Future *. This study offers practical approaches to promote these six concepts by enhancing
information sharing about children's skills across different daily life environments. This includes
sharing goals, notes, photos, and videos about suitable adaptations or exercises to practice at home,
helping integrate these skills into everyday life. Incorporating family training and defining goals with
parents significantly improves success in therapy *; therefore, promoting rehabilitation continuity at
home is essential. As mentioned by the participants, time spent in therapy is insufficient to transfer
skills to the home setting, underscoring the need for effective communication tools with parents. A
shared portal could address this need by fostering greater continuity in rehabilitation interventions,
benefiting both children and their families.

Professionals also identified the portal’s potential to enhance child and family engagement in the
rehabilitation process. By promoting greater consistency, the portal could help reduce family
exhaustion, a critical issue given the challenges parents face in coordinating care (37, 38).
Additionally, professionals mentioned the shared portal as a means to foster a partnership
relationship with children and parents. Although patient- and family-centred approaches are
frequently mentioned in paediatric rehabilitation, the concept of patient and family partnership
remains less explored *. Partnership extends beyond a centred model, advocating for a more
egalitarian relationship based on co-construction and shared decision-making *°. A shared digital tool
could enhance transparency by providing parents with access to rehabilitation objectives and
progress tracking, fostering their active engagement in the rehabilitation process *. Additionally,
such a tool could help professionals make their communication more accessible to children and
families, thereby improving digital health literacy, which is a major determinant of health *'. For
children, features such as goals defined with them and progress graphs hold great potential to offer
positive expectancies, support autonomy, and build supporting relationships, all of which are key to
improving self-determination **. Furthermore, given the long-term nature of pediatric rehabilitation,
innovative strategies are needed to sustain engagement over time™.

Nevertheless, the professionals mentioned several sources of ambivalence regarding the use of a
shared patient portal. Issues such as confidentiality and the time required for portal use are consistent
with previous studies **°. However, concerns about school access are specific to paediatric
rehabilitation and extend beyond confidentiality issues. To avoid misinterpretation, the professionals
recommended making the portal sector-specific and ensuring that observations about children are
properly contextualized according to the time of day and the environment in which the event took
place. Regarding family access, the professionals faced a dilemma: while they recognized the
importance of family engagement in the rehabilitation process, they were hesitant to grant full
families control over the portal. This finding may reflect power dynamics within the therapist-parent
relationship, as some families perceive their role as collaborative partners (42, 43). Studies have shown
that parental engagement can be influenced by the therapist-parent relationship °°. Different
perspectives regarding family-centred care > may further challenge using a shared health portal by
hindering shared decision-making *. Other concerns related to children’s access, including fears
about screen time * and age-related consent, echoing studies on children’s cyber safety and the
limited literature on these issues ®. This vigilance is justified given the dual vulnerability of the
population of minors with disabilities. At the same time, it aligns with studies on barriers to
participation in paediatric rehabilitation, which highlight protective attitudes toward children among
professionals °.
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Overall, the professionals’ ambivalence reflects an intention to integrate a patient portal into their
practice, aligning with the technology acceptance model %, as they perceive the digital tool as useful.
However, the concerns identified by the professionals must be considered to ensure the full adoption
of a portal in paediatric rehabilitation. This includes managing the significant changes required, such
as improving interprofessional and cross-sector collaboration, particularly with school, and fostering
patient- and family- partnerships, including shared-decision making. This finding is consistent with
Goodwin’s work, which argues that successfully redesigning paediatric healthcare to achieve
integration relies on a dual disruptive innovation: (1) transforming how healthcare providers
collaborate to achieve the best outcomes for patients and families, and (2) the use of digital
technologies to facilitate integrated care as a key enabler .

Strengths and limitations

The sample of participants was unbalanced, with more healthcare professionals than education,
community and social professionals, which may have influenced the results. This may be explained
by the initial recruitment via the FRISBEE network, which is mainly composed of healthcare
professionals. Additionally, the investigators were mostly healthcare professionals who had little
access to education and community networks. This is also a limitation of snowball sampling, in
which participants often recommend interviewing people who are similar to themselves ©.
Nevertheless, the maximum variation sampling generated a variety of participants, and the research
team specifically sought people who would not have spontaneously responded to a recruitment
advertisement. This combination of two sampling strategies enabled us to obtain a rich and nuanced
account of the phenomenon under study *.

Regarding the data collection method, the individual interviews allowed us to explore a broad range
of opportunities and barriers, which was relevant given the variability of rehabilitation facilities in
France. However, focus groups could have allowed participants to compare their viewpoints and
generate additional ideas on the implementation strategies for a portal, for example ®.

Regarding the data analysis, the majority of analysts were healthcare professionals, sharing similar
characteristics with some of the participants, which may have influenced the analysis. However, the
team was multidisciplinary (paediatric physiatrists, occupational therapists and physicians in public
health), and regular meetings were held for reflexive analysis. Moreover, the inclusion of parent
partners’ perspectives contributed to a more comprehensive and in-depth analysis .

Perspectives

These findings provide tangible insights into the development of shared digital tools to enhance the
integration of care for children with disabilities, adopting a pragmatic approach that considers the
challenges of its use. They offer direct guidance for digital solution developers aiming to design
shared portal that could interoperate with electronic health records. Furthermore, these results open
promising avenues for broader applications, particularly for populations with complex care needs
and their caregivers, including adults with disabilities and the elderly, that could meet some of the
needs expressed by this population .
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Conclusion

As a preliminary step in designing a shared patient portal for integrated care of children with
disabilities, this study identified specific opportunities and features for integrated paediatric
rehabilitation pathways through e-health, from the professionals' perspective. These opportunities
include a healthcare-education-community continuum with enhanced communication across
disciplines and sectors, the exchange of information about children’s participation across different
environments, and increased engagement of children and families through shared calendars, goals,
photos and videos. Despite some sources of ambivalence regarding the portal’s confidentiality, time
spent using it, and access/control for children and families, the professionals recognized the potential
value of this tool in improving the quality of care for children with disabilities and their families.
Future studies should explore the perspectives of children and families on a shared portal and align
stakeholder needs and concerns regarding the tool’s features. The findings will guide the
development of e-health tools that are better tailored to stakeholder needs and that can effectively
promote integrated paediatric rehabilitation care.
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