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Abstract

Background: Family-centred goal setting is central to optimal care and outcomes for children with a disability. Digital inno-
vations show promise for increased engagement and empowerment of families. While digital products have the potential to
improve collaboration, there are barriers which may prevent service providers and families from using these resources.

Objective: This study aimed to: (a) understand goal sharing experiences of service providers and caregivers, and (b) identify
views on a digital platform designed to share the goals of children with a disability between service providers and families.

Methods: Semi-structured interviews (n=12) were conducted with paediatric service providers and caregivers in Australia.
Transcripts were analysed using a qualitative content analysis approach.

Findings: Experiences of sharing goals were reflected in sub-categories: conversations and listening to families’ needs; col-
laboration and building relationships; adopting a family-driven approach; big picture and specific goals; communicating and
documenting goals; goals need to be meaningful; using a structured approach; National Disability Insurance Scheme (NDIS)
goals and challenges and barriers. Vliews on using a digital platform were captured by sub-categories: potential to empower
families; collaboration and shared understanding; communication in your own time; everything in the same place; accessible and
user friendly; functionality and preferred features; workload; some families might not engage with it and using new technology.

Conclusion: We developed an understanding of how the goals of children are shared and perspectives on a digital platform.
These findings have implications for the development and implementation of digital health products designed to improve
care for children with a disability.
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Fragmented care may result in duplication of services,
higher costs, and negative experiences.

Collaborative goal setting is central to effective family-
centred service for children with disability.”® Goal setting
can be helpful for families and service providers in concep-
tualising what is planned, increasing engagement, and
guiding care.”’ Extant research has identified that although
service providers often intend to use family-centred prac-
tices, there remain logistical problems when sharing and
collaborating on goals.>*® Goal setting occurs across
multiple care providers, and there can be problems with
sharing information (i.e. both with families and between
organisations).

Integrated care is particularly important for people with
chronic conditions and complex needs. It refers to an effi-
cient and easy to navigate service system that is coordinated
across sectors (e.g. health, social, and education) to opti-
mally meet needs of the people using it.° In Australia, the
‘key worker model’ is one example of a service model for
children with a disability that is designed to increase coord-
ination of care. This model involves the delegation of a
worker who is a single point of contact for a family. The
model is designed to empower families, assist them in navi-
gating services and increase the integration of care across
different services.'®!!

Despite the understanding that comprehensive and coor-
dinated care leads to optimal outcomes for children with
disability, there are barriers to achieving integrated care.
Current health information systems may not optimally
support or enable families to experience integrated informa-
tion sharing across services. For example, goals are typic-
ally stored within health information technology systems
that have been developed under the auspices of individual
organisations (e.g. hospital records). Furthermore, families
may not easily be able to contribute to their goals in a
manner that is truly collaborative. Consequently, children
with disability often have multiple sets of goals, which
may lead to competing plans, increased fragmentation of
care, and additional child and family burden.

Digital platforms and applications are emerging innova-
tions to address the need for integrated health care.'*'*
Globally, the COVID-19 pandemic contributed to a neces-
sary and accelerated adoption of digital technologies in
healthcare, leading to increased interest in its potential
advantages.”'>'® In the US, a recent set of guiding princi-
ples’ for service provision for children with special health
care needs described integration of information technology
across sectors as a promising solution for improving care
and reducing health disparity in access to services.

In paediatric disability care, digital platforms have the
potential to allow families to set, store, share, and track
goals with their child’s care teams. Use of these products
has potential to create a more collaborative, integrated way
to share the goals of children and young people with a

disability. Improved collaboration may have meaningful
effects on family engagement, empowerment, quality of
care, and outcomes. While digital products are promising,
there are a range of potential barriers to sustainable uptake,
including privacy concerns and data sensitivity, costs, train-
ing needs, complexity and usability of the product. It is clear
that a wide range of considerations need to be understood
and addressed for successful design and implementation of
digital products in health care.'>'>!”

Extant research has focused on the use of digital plat-
forms in adult populations. For example, Babbage et al.
(2024) trialled a tablet app intended to communicate goals
for brain injury rehabilitation, through instructional
videos. While the tablet app was found to improve collab-
oration in goal planning, there were challenges reported,
including maintaining client engagement and integration
of the tool with existing practices.'® While the use of
digital platforms to support family-centred goal sharing
for children does not yet have a large research base, there
is growing interest in the utility of technology in this
context. A scoping review'® on parent-led digital platforms
for parents of children with disability found that the avail-
able literature has predominantly focused on the use of plat-
forms with social interaction options (e.g. social media),
search engines, medical websites, and health-related apps.
Another recent study'* reported on an implementation
trial of a care-planning tool (Participation and
Environment Measure-Plus; PEM+) for children with dis-
ability and found that overall it was a feasible and accept-
able tool (from the caregivers perspective) to improve
caregiver confidence and promote child participation.

Implementation science methodologies incorporating
participatory co-design are crucial to ensuring the suc-
cessful uptake of interventions to improve health care out-
comes.'>?* A pre-implementation study is an important
step to identifying possible barriers and facilitators for
organisations, service providers, and families involved
in goal setting for children with a disability. It is important
to invest time in understanding the current processes and
challenges, to avoid arriving at a solution prematurely.'?
Relevant end users should be engaged in the early
stages of the conception of a digital innovation.'? In the
context of the current project, it was important to
engage end users of the proposed digital platform, includ-
ing caregivers raising a child with disability and health
professionals.

The current study utilised qualitative methods to explore
service provider and caregiver experiences of sharing goals
and views on the use of a goal sharing digital platform. The
aim of the current research was to better understand how the
goals of children with disabilities are shared and to identify
factors influencing use of a digital platform across health
and community care systems. The following research ques-
tions guided the study:




Wilson et al.

(a) How do service providers and caregivers describe their
experiences of sharing and collaborating on the goals
of children with disability?

(b) What are the views of service providers and caregivers
on using a digital platform for sharing the goals of chil-
dren with a disability and what factors do they perceive
would influence implementation?

Method

Design

A qualitative approach was adopted to capture an in-depth
understanding of caregiver and service provider per-
spectives. A steering committee was convened to
oversee the project. The committee included experts
from a range of disciplines (rehabilitation medicine, occu-
pational therapy, psychology, physiotherapy, and digital
health innovation), as well as two parents of children
with disabilities. Parent members brought to the steering
committee expertise from their own lived experiences of
navigating health and disability services for their children.
The steering committee met monthly throughout the
course of the project (January 2023-March 2024).
Members provided input on the study design, interview
guide, recruitment, interpretation of findings, and the
development of key recommendations. The design of the
study is presented in Figure 1.

Ethical approval to conduct this study was granted by the
Royal Children’s Hospital, Melbourne, Human Research
Ethics Committee (HREC94833). As per the approved
protocol, all participants provided verbal informed
consent prior to their participation in the research. This
process involved emailing participants a study flyer and
written information letter prior to the interview, confirming
receipt of the letter and obtaining consent prior to com-
mencement of the interview. A script was used to support
this process, and verbal consent was documented on a

standardised form. The design, procedure, and reporting
of the study were informed and guided by the Standards
for Reporting Qualitative Research.?!

Interview participants

Participants were recruited via convenience sampling, that
is, a research flyer was distributed through networks of
the steering committee and relevant organisations. As
recruitment progressed, a purposive approach was employed
to ensure that a range of disciplines and work settings were
represented in the service provider sample. For the care-
givers, purposive sampling ensured inclusion of parents of
older and younger children.

The sample included nine service providers: medical
rehabilitation specialists (n=2); physiotherapists (n=2);
occupational therapists (n=2); a speech pathologist (n=
1); a paediatrician (n=1); and a social worker (n=1) and
three caregivers. At the time of interview, seven of the
service providers worked in hospital (inpatient or out-
patient) paediatric rehabilitation settings and two clinicians
worked in paediatric private practices. These settings pro-
vided services for children with a range of disabilities,
including cerebral palsy, spinal cord injury, acquired
brain injury, and neurodevelopmental disorders.

All service providers identified as female and described
their cultural background as Caucasian, Anglo-Saxon, and/
or Australian. Service providers were in Australia: Victoria
(n=6); New South Wales (n=2); and Western Australia
(n=1). Service providers reported an average of 20 years
(range =440 years) of experience in their discipline.

The three caregivers interviewed were all mothers of
children with a disability. All caregivers had more than
one child but focused their interview primarily around
their experience with one of their children. Caregivers
reported accessing a wide range of medical and disability
services for their children (currently and historically).
All caregiver participants lived in Victoria, Australia.

Individual interviews (n = 12)

Preliminary data analysis

o |

Workshop (n =9)

Final data analysis and reporting

\ ’—L_]
=
\/

Figure 1. Qualitative data collection and analysis.
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Caregivers described their cultural background as
Caucasian, Anglo-Saxon, and/or Australian.

Caregiver One was mother to a 17-year-old daughter
attending a specialist school, with multiple diagnoses
(intellectual disability, communication difficulties, delayed
motor skills, oppositional defiant disorder, and autism) in
the context of a genetic condition. Caregiver Two was
mother to an I8-year-old daughter in a post-school
program, with multiple diagnoses including autism, intellec-
tual disability, cerebral palsy, and epilepsy. Caregiver 3 was
mother to a 6-year-old son in his first year at a specialist
school with multiple diagnoses (intellectual disability, phys-
ical disability, and epilepsy) related to a genetic condition.

Workshop participants

All interview participants were invited to attend a work-
shop. The workshop was attended by eight of the inter-
viewed participants including: services providers from
paediatric rehabilitation settings (n=4), a private clinician
(n=1), and caregivers of young people with a disability
(n=3). A representative from a hospital health data analy-
tics team (n = 1) attended the workshop to provide a digital
health perspective.

Procedure

Interviews. Semi-structured interview guides were devel-
oped for service providers and caregivers (see
supplementary material). The interview guides were
informed by an implementation science framework, the
Consolidated Framework for Implementation Research.?
Questions and prompts were refined in consultation with
the project steering committee.

Questions were focused on two main areas related to the
research questions: (a) participants’ experiences of sharing
and collaborating on children’s goals, and (b) views on
using a purpose-built digital platform to collaborate on
goals. To set the scene, participants were informed that
the digital platform would be designed specifically to
share goals, be family-centred, and meet security require-
ments. A semi-structured interview approach allowed
scope for participants to focus on details most pertinent to
their own experience, and flexibility for the interviewer to
probe for further details.

Interviews occurred between August and November
2023. Most interviews (n=11) were conducted via a
video conferencing platform. One interview was conducted
over the phone due to technical difficulties. The majority of
interviews were conducted by the first author (MW), with
one completed by the second author (BO). The length of
interviews ranged between 24 and 55 min. Caregiver parti-
cipants received a $25 gift card to recognise the contribu-
tion of time from those in caregiver roles. Audio from the
interviews was transcribed by a professional service.

Transcripts were checked for accuracy and de-identified
for analysis by MW.

Workshop. To verify and assist in the interpretation of the
interview findings, a 2-h online workshop was facilitated
by MW and project steering committee members (BO &
RB) in February 2024. The workshop facilitators included
two clinician-researchers and a parent of a child with dis-
ability. The aims of the workshop were to (a) obtain feed-
back on findings and (b) assist in the interpretation of
findings. The structure of the workshop involved a presen-
tation of the proposed categories and sub-categories from
the interview analysis. The presentation was followed by
a discussion guided by the following questions:

e Which findings resonate with you?

e Are there any ideas that stand out as most important?

e Have we missed anything? Are there ideas that you
thought might be identified that are not presented here?

e What do you think a digital platform would need to do to
improve collaboration on goals?

e What do you think are the important considerations for
implementing a goal sharing digital platform?

Caregiver workshop participants received an $80 gift card
for their contribution. The workshop was recorded and pro-
fessionally transcribed. The transcript was checked for
accuracy and de-identified for analysis. Analysis involved
one round of coding the transcript for main ideas (com-
pleted by MW), resulting in a categorisation of key discus-
sion points. The discussion points were then mapped on to
the categories that were identified through the interviews
with the aim of confirming findings and providing an
opportunity to extend on these ideas through reflection on
the workshop discussion. The project steering committee
de-briefed and finalised recommendations, informed by
the interviews and workshop.

Analysis

Theoretical and analytic approach. This study used qualita-
tive methods to explore the perspectives of key stakeholders
in the context of paediatric disability settings. A critical
realist position was taken, allowing an understanding of
participants’ interpretations of their personal experiences.
An inductive content analysis (ICA) was adopted for the
analysis of interview transcripts, following the steps out-
lined by Vears and Gillam, 2022. This method has been
described as a useful approach for data that is intended to
inform practice or policy in health research.”® The
purpose of ICA is not to verify a pre-existing framework,
but to derive a comprehensive understanding on the topic
by identifying categories, supported by evidence in the
dataset.?® In ICA, there is not a focus on calculating fre-
quencies of ideas in the data set; instead, the views of
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participants are coded, organised into categories, and
described. In qualitative research, there is not an agreed
method for determining adequate sample size.>* In a prac-
tical sense, sufficient data is needed to address the research
question. For this study, it was determined that enough
interviews had been completed when transcripts were
coded without the need to create new codes. Data saturation
was determined to have been reached by discussion and
agreement within the research team and members of the
steering committee.

Data coding and organisation of categories. The following
steps were followed: (a) carefully reading the transcripts,
(b) organising the content into broad categories related to
the research questions, (c) identifying sub-categories and
refining, and (d) synthesising the categories and producing
the final report.*® Transcripts in the dataset were analysed in
multiple rounds of coding (i.e. an iterative process) to refine
the categories. Through this process, sub-categories were
collapsed to avoid overlap or divided into separate codes
when warranted. The codes prioritised semantic content
(provided explicitly by participants) over interpreted
latent ideas. Each sub-category was intended to convey a
coherent meaning or idea, distinct from the other sub-
categories in the overall framework. Coding was completed
using NVivo Version 14 by the first author (MW). To
enhance trustworthiness, reflexivity, credibility, transfer-
ability, and transparency were embedded in the planning
and methodology of the study.?

Reflexivity. The research team acknowledged that their own
knowledge, experiences, characteristics, and biases were
important to consider when undertaking qualitative
research. The team considered and declared perceived,
potential, and actual conflicts of interests at the beginning
and throughout the research process. The project steering
committee met monthly to discuss the progress of the
research. These meetings allowed for reflection on the inter-
pretation of findings and the incorporation of a range of per-
spectives. Additionally, the interviewer wrote a journal
entry following each interview to consolidate the main
ideas raised and observations that might be relevant to inter-
pretation of the data.

Credibility. To aid credibility, three interview transcripts
were randomly selected and coded by the third author
(MD), a researcher with experience in qualitative methods
external to the project steering committee. The double-
coding was used to reflect on the understanding of the
meaning of codes, consistency of coding, and refinement
of the analysis. Further credibility measures were embedded
in the research design where (a) the research steering com-
mittee brought diverse perspectives to early versions of the
interview data analysis, and (b) workshop participants were
provided an opportunity to learn about the findings of the

study, provide feedback, and share additional ideas.
Perspectives from these sources were considered in the
final analysis and development of recommendations.

Transparency. Care was taken throughout the research
process by reflective journaling, documenting minutes for
steering committee meetings, maintaining an audit trail
file of the coding rounds, saving versions of the NVivo
file at different stages of the analysis, and sharing prelimin-
ary results for feedback during the workshop.

Transferability. The recruitment process and sample were
described in detail to allow readers to make a determination
about the relevance of the findings to other settings.

Results

Category 1: experiences of sharing and collaborating
on goals

Nine sub-categories captured experiences of sharing and
collaborating on goals. Table 1 provides a description of
the Category 1 sub-categories and supporting quotes from
interview participants. While a number of sub-categories
revealed aspects of goal sharing that currently work well,
challenges and barriers were also raised.

The importance of the interactions and relationships
between those involved in setting and sharing goals was
highlighted by participants. Conversations and listening
to the needs of families related to the conversations
between service providers and families. Ongoing conversa-
tions are essential for identifying goals that meet the needs
of young people and their families. Collaboration and
building relationships captured experiences related to
working in partnerships, both between service providers
and between service providers and families. A
Family-driven approach was described by participants,
indicating that families of young people often come to
service providers with goals, advocate for their child, and
connect their care team. Participants expressed the import-
ance of involving young people and their families in goals
when possible.

Other sub-categories related to the processes involved in
setting and management of goals. Participants explained
that Goals need to be meaningful to the young person and
relevant for their daily life. Goal setting often involves con-
sideration of Big picture and specific goals, where broad
goal areas are broken down into smaller, achievable steps.
Goal setting is often supported by a framework and tools
to measure progress (Using a structured approach).
Experiences related to Communicating and documenting
goals were described as well as the impact of the
National Disability Insurance Scheme (NDIS) on goal
setting, management, and sharing.
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Wilson et al.

Participants shared Challenges and barriers that they
have experienced when sharing and collaborating on
goals including: difficulty with communication (particu-
larly across organisational settings); limitations of existing
platforms; difficulty collaborating with families; and
limited funding or resources.

Category 2: views on using a digital platform for
goal sharing

Participants shared their views on using a digital platform
for collaborating on goals. The nine sub-categories related
to Category 2 and supporting quotes from interview partici-
pants are shown in Table 2. Some ideas related to the spe-
cific features of the digital platform including Functionality
and preferred features and Accessible and user friendly
formats. These sub-categories contained views about what
would make a platform useful (e.g. links to resources, cap-
acity to upload videos), and the idea that the platform would
need to be easy to navigate and accessible to all end users,
including young people.

Other sub-categories related to potential advantages of a
goal sharing digital platform, including: the Potential to
empower families, Collaboration and shared understand-
ing, Everything in the same place, and Communication in
your own time. Participants expressed views that demon-
strated understanding that a digital platform may be able
to help families by giving them more control over their
own goals, offering a system for keeping all goal-related
information together, and increasing collaboration.

Factors that might impact uptake and implementation
were covered in the sub-categories of Workload, Some fam-
ilies might not engage with it, and Using new technology.
Participants acknowledged that a digital platform could
either reduce or increase workload for service providers
and families, depending on how well it fits with existing
systems and responsibilities. Participants expressed the
view that some families might not engage with a digital
platform for a range of reasons including feeling over-
whelmed by existing responsibilities, level of engagement,
or socio-economic disadvantage. Some participants felt that
the introduction of new technology could be met with
resistance (e.g. concerns about privacy and security)
whereas others felt adopting a new platform would be rela-
tively straightforward.

The categories outlined in Table 1 include features of
goal setting and sharing that need to be supported by the
introduction of a digital platform. These involve features
that participants expressed were important or necessary
for the provision of optimal care and elements that facili-
tated collaboration (e.g. listening to families and building
relationships). There were also barriers and challenges cur-
rently experienced by services (e.g. limited communication
across settings) that present opportunities that a digital

platform could be designed to address. In Table 2, views
on the feasibility of a digital platform highlighted specific
advantages (e.g. flexibility and individualised care) relative
to goal sharing within the confines of standard face-to-face
appointments. While the potential advantages of a digital
platform were prominent in the findings, it was clear that
there would also barriers to overcome with the introduction
of new technology, including uptake, privacy concerns, and
the burden of additional work.

Workshop

The workshop participants reflected on the aggregated
interview participants’ views on a goal sharing digital plat-
form. Reflections that aligned with sub-categories were
evident throughout the workshop discussion. Additional
considerations, ideas, and explanations related to the
design and implementation of a goal sharing digital plat-
form were raised by workshop participants, including:

1. A goal sharing digital platform needs to support collab-
oration in a way that is easy to navigate, presents
defined advantages, and has potential to improve the
current process.

2. The introduction and implementation of a new platform
needs to be carefully planned to ensure uptake and sus-
tainability, particularly considering the needs of those
who may be disadvantaged.

3. The platform needs to be individualised and tailorable.
It is important to understand that families have different
needs. A flexible approach is required for families to
have autonomy in what information they would like
to share, how they would like to share it, and who
they would like to share it with.

4. Innovative features of a digital platform (such as the
capacity to share photos and videos securely) could
support families in being able to share their story and
service providers to be able to see the ‘whole picture’.
These features may help to keep goals active, by embed-
ding them into everyday life.

5. Supporting families through a transition from paediatric
to adult disability and health services is important to
consider in the introduction of a new process. This
has been identified as an area where continuity of care
is compromised.

6. A digital platform for sharing goals would need to meet
the needs of all proposed stakeholders (e.g. families,
young people, clinicians, and organisations).

Discussion

This study aimed to better understand how the goals of chil-
dren with a disability are shared and to identify factors
influencing the use of a digital platform across health and
community care systems. Results of an inductive qualitative
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DIGITAL HEALTH

‘That’s what | really liked, is that everyone can read the same report, and | don’t have to send it to everyone. It reduces that step’ (caregiver of a

6-year-old).
‘You've got to be wary of not adding to their load as well given that with NDIS they have to have a particular document that they have to use, a

report they have to make, whether if we had a digital platform that they could hook into, whether that would assist them in that task perhaps’

professional as well, are already under the pump. And whether they would contribute much to it, | don’t know. They might find it difficult’
(physiotherapist, paediatric rehabilitation).

‘I would think that they would find it problematic because | know that the therapists and the support workers, and | would assume any medical
(caregiver an 18-year-old).

would create more work or
reduce the workload for
families and service

whether a digital platform
providers.

Considerations related to

Table 2. Continued.

Workload

analysis were organised into two categories (experiences of
sharing and collaborating on goals and views on a digital
platform for goal sharing) and associated sub-categories.

Experiences of sharing and collaborating on goals

Service providers and caregivers highlighted the import-
ance of relational factors when setting and sharing goals.
These factors included: collaboration and building rela-
tionships; conversations and listening to families’ needs;
and adopting a family-driven approach, involving care-
givers and young people. These interpersonal elements
are central to family-centred practice.” Participants reflected
that if a digital platform was introduced to improve goal
sharing, it would be important for it to complement rather
than attempt to replace the collaborative and relationship
building interactions that currently occur during the goal
setting process. While collaboration and communication
were seen as essential to goal setting and sharing, chal-
lenges and barriers were experienced. Challenges involved
limited communication (particularly across organisations),
difficulty collaborating with families, limitations of existing
platforms, and limited resources and funding. These find-
ings suggest that there are areas where participants see
potential for improvement in current goal sharing pro-
cesses. The identification of challenges is consistent with
extant research that has found that while family-centred
practice is considered important, the implementation of
these principles is not always achieved.>”

Participants shared their experiences related to the
setting and management of goals (e.g. big picture and spe-
cific goals, goals need to be meaningful, using a structured
approach, communicating and documenting goals, and
NDIS goals). Understanding how a new platform would
fit with and add value to existing approaches and systems
is important to consider, within the local context. Each
service system presents unique strengths and challenges.
For example, a recent Australian study'® found reported
that service providers experience challenges in achieving
collaboration in early child intervention services under the
NDIS, partly due to the transition from relationship-based
early childhood intervention teams to individual therapy-
focussed practitioners. A range of factors that could influ-
ence implementation, including the inner and outer settings
(e.g. organisations and the community), processes, innov-
ation characteristics, and the characteristics of the relevant
stakeholders need to be understood.**?°

Views on a digital platform

Service providers and caregivers shared their views about
using a digital platform that is secure, family-centred, and
designed to share goals. The interview data indicated that
participants could see potential for an improved process
supported by a digital platform, reflected in the sub-
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A digital platform for sharing the goals of children with a disability needs to: 1) improve
collaboration and empower families; 2) support a shift from goals being static to being active and
embedded into everyday life; 3) be flexible, offering choice and autonomy in how goals are
shared.; 4) be designed and implemented in ways that support transition points for children and

young people, and to provide a clear pathway for transition from child to adult disability services.

understood.

1. Development and trials of potential digital solutions need to be
grounded in an understanding of how goals are currently set,
measured and shared. Interactions and relationships between service
providers and families need to be supported and existing challenges

users.

2. The design of a digital platform needs to be accessible, easy to
navigate and include preferred features that meet the needs of end

5

3. Implementation needs to be planned with an understanding of
the local context of organisations. Barriers that might disadvantage
families from engaging with the platform need to be addressed.

~_

4. Recommended next steps: Further information is needed to
inform feasibility, with a more diverse sample including young
people with a disability. A small-scale pilot study could support the
implementation and provide an opportunity for evaluation.

NS

Figure 2. General principles and proposed implementation steps.

categories collaboration and shared understanding; com-
munication in your own time; potential to empower fam-
ilies; and everything in the same place. Previous research
exploring what parents of children with disabilities want
from their services has indicated a need for coordinated,
individualised, and family-centred care.’ There are specific
and practical ways that digital innovations could support
these needs and optimal outcomes through increased flexi-
bility, coordination of teams and scheduling, information
sharing, sharing of videos, and improved connections
between therapy and home. '

When introducing a digital platform, understanding what
families are looking for from their services is critical. It is
also important recognise that not every family has the
same needs and may have different requirements and pre-
ferences. For example, Terwiel et al. (2017) found that
parents of children with cerebral palsy varied in how they
rated the importance of family-centred service elements.
The authors highlighted that understanding what parents
find important, and tailoring support, is essential for
optimal service delivery.”’” From an implementation

perspective, the construct of relative advantage or evalu-
ation of whether a digital product leads to an improved
process for all consumers should be considered.?**°

It was acknowledged by participants that there were
known factors that could impact uptake and implementation
of a digital platform, including workload, concerns about
using new technology and recognition that some families
might not engage with it. Barriers related to engagement
and uptake of technology have been identified in digital
health care implementation trials.'® Barriers such as lack
of motivation, privacy concerns, increased workload, and
difficulty navigating new technology can be anticipated
and considered in the introduction of a new platform.
Participants expressed views on what they would like the
platform to be able to do, including functionality and pre-
ferred features. It was identified as important that the plat-
form would be accessible and user friendly. A feasibility
investigation of an existing care planning digital innovation
(PEM+) for children with disability found that while care-
givers reported positive experiences (e.g. increased engage-
ment in care planning) there were also concerns about the
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burden of using the tool.'* The authors discussed the
importance of exploring acceptability, usability, and opti-
mising the design.'* Similarly, for a goal sharing platform,
feedback from end users (caregivers and service providers)
will provide important information for design and
implementation.

Recommendations

Analysis of qualitative interview data, the preliminary
results workshop, and consultation with the project steering
committee informed the general principles and proposed
implementation steps presented in Figure 2.

Strengths, limitations, and future directions

A strength of this study was the inclusion of the perspective
of caregivers and service providers, at an early pre-
implementation stage of the research process. Within the
service provider subset, a range of professional disciplines
were represented, including participants from three states
of Australia and from public (hospital) and private organi-
sations. This diversity of views was useful for identifying
factors that are relevant to a range of stakeholders who
may be users of a goal sharing digital platform. In other
ways, the sample could have been more diverse. For
example, all participants identified as female and
Caucasian, Anglo-Saxon, and/or Australian. Since it was
identified that some families may be at a disadvantage in
engaging with a digital platform, investigating the views of
caregivers and service providers from a variety of cultures
will be an important future direction. Purposive sampling
could be used to recruit participants from under-represented
groups.

The sample of the current study included more service
providers than caregivers. We were particularly interested
in the barriers that exist for service providers in organisa-
tional settings. While this was intentional, it should be
noted that including a greater number of service providers
resulted in data more representative of this perspective.
To extend on these findings, it would be beneficial to
explore the experiences and views of more community
and private service providers, as most of the sample were
service providers employed in public paediatric settings.
It would also be useful for implementation pilot studies to
evaluate the effectiveness and acceptability of a digital plat-
form from different perspectives within organisations (e.g.
managers, clinicians, and administrators).

A future direction will be to explore the views of a larger
sample of caregivers, including families with younger chil-
dren, who were not well represented in this study. The per-
spectives of parents with younger children who are newer to
navigating and coordinating services for the children would
likely contribute different insights important for the design
and implementation of a platform.

Participants of the current study and previous research®®

highlighted the importance of involving children and young
people in their goal setting. Unfortunately, this phase of the
research did not include the voice of young people with a dis-
ability. To complement the caregiver perspective, it will be
important to explore how children and young people with
a disability participate in their goal setting, sharing, and
collaboration.

Conclusion

This study aimed to better understand experiences of
sharing and collaborating on the goals of young people
with a disability and views on using a goal sharing digital
platform. The findings identified a range of factors related
to experiences of goal sharing, preferred design features,
possible advantages, and implementation considerations.
These factors represent important considerations for the
development and implementation of a digital goal sharing
platform for children with disability in the health context.
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