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INTRODUCTION

RESULTS — CONTENT ANALYSIS

« Parents of children with genetic neurodevelopmental conditions in
Australia seek online support that is strengths-based, balanced and
informed by lived experience’. Key needs include high-quality
iInformation, social support, hopeful and realistic future planning, and
empowerment?3.

* Prior analyses of static web-based content of the description and
prognosis of a range of genetic neurodevelopmental conditions show an
overemphasis on deficit-focused information?.

* Interactive tools may address this gap by enabling paced, staged, and
revisitable information delivery tailored to different needs and time
points™: S,

* |t is not known whether such interactive, personalised tools are available
In Australia.

AlM

To identify and describe interactive, personalised online tools available for
parents of children with genetic neurodevelopmental conditions based in
Australia.

METHODS

« Environmental scan of freely available websites and apps. Searches
were conducted using Google Australia, Apple App Store, and Google
Play Store with predefined natural language search terms. An expert
panel also identified tools.

* TJools were screened against inclusion and exclusion criteria. We
extracted descriptive data and used content analysis to examine features
and information. Framing of information sections was analysed using the
tool developed by Gokoolparsadh et al.“.

RESULTS - ENVIRONMENTAL SCAN
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« Six tools were identified (five apps, one website). Four were developed
by patient advocacy groups and were free to access. Two were

commercially developed, offering limited free content and also paid
subscriptions (USD4.99-19.99/month).

* One tool was Australian-based. Five included parent input in design.
Three were available in languages other than English. Four cited
references.

* Tools included features to support personalisation, such as journals,
activities or strategies, Al chatbots, options to hide information,
iInformation mapping, multimedia content, and links to support services.
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Readability: Flesch—Kincaid Levels ranged from 7.1 (Year 7, early
secondary school) to 15.1 (university level).

Ratings of framing of information by online tool:
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* NeuroJdourney contained no negatively framed information.

* The highest proportion of negatively framed content (42.6%) was
identified in a tool developed by a patient advocacy group.

Ratings of domains of need met by online tool:

Strengths-based, Hopeful and
balanced Accessible, high realistic
Name of Tool language Social support quality information future-planning Empowering
CTNNB1 Syndrome Network O O O I
Down Syndrome Health Record O v O O O
Olihelp O O
NeuroJourney O
Tracto O O O
TriXXXy O
Evidence from online tools Supported _ . — The more you AR
individuals are oy it o consider your 2
likely to do pretty B i goals and what’s
well in life, A what i important for
especially if they your child and
- get help early. ﬁ r@ X family, the more
CTNNB1 Syndrome Network How to ; . Let's go!
Terms & conditions i Confldent y ou WI// Rtk T oo Siot TS X G SIS B
5 AT | / - feel at the time e
& © D Looking you are faced
R oo with these
challenges.

DISCUSSION

* There are few interactive, personalised online tools available for parents
of children with genetic neurodevelopmental conditions in Australia.

* Most tools (n=5/6) are condition-specific.

 Many do not address key domains of need identified in prior research,
iIncluding some developed by patient advocacy groups.

CONCLUSIONS

* These findings highlight a gap in accessible, Australian-relevant online
tools for parents.

* Future work should develop tools that address parent-identified needs
and reflect the Australian healthcare and social context.

* Further research involving parents is needed to assess the quality and
usefulness of existing tools.

* Further research could develop a library of recommended tools.
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