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Kids Rehab WA

Mission

Kids Rehab WA is a state-wide, integrated tertiary clinical, research, education and training unit
at Per t h Hogpital Westerm Australia. Kids Rehab WA offers inter-disciplinary services
to children and adolescents in Western Australia with acquired or congenital neurological
impairments. Kids Rehab WA offers research informed and infused services to children and
youth with acquired or congenital neurological impairments to improve functional outcomes,
which are unique to this state. The research program exists to:

A Generate, evaluate and translate research findings.

A Build capacity in the field by training the next generation of clinicians and clinical
researchers.

Kids Rehab WA recognises that the experiences of clinicians, patients and the community play
a critical role in promoting the health, development and wellbeing of the community. As such,
they play a critical role in shaping research.

Objectives

: uCollaborative relationships are nurtured within Kids Rehab and
Collaboration with external stakeholders; local, state, national and
international

uResearch that responds to and directly contributes to the
Relevance development of clinical guidelines relevant to paediatric
rehabilitation is created, evaluated and shared

uResearch is of highest ethical and scientific standard, and
Excellence contributes to the advancement of knowledge and translation
to relevant policy and practice

Yo develop capacity in Paediatric Rehabilitation professionals
through the development of researgbractice partnerships.

Sustainability

: uResearch activities are integrated as a core function within
Embeddmg Kids Rehab WA to improve outcomes for children and youth
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Ethics and Governance

Research is conducted in accordance with the national research ethics (National Health and
Medi cal R e s e aNMatiohal STabementon EtBicgal Conduct in Human Research (2007)
and the Australian Code for the Responsible Conduct of Research (2018); in compliance with
the WA Health Research Governance Framework.

Integrated Clinical Programs

CAHS Kids Rehab WA Department is a clinically integrated research unit with an established
consumer reference group and clinical database, ensuring we support the basic principles of the
current CAHS research plan; that research is embedded as a core aspect of CAHS mission and
practice. The Kids Rehab WA Research Program conducts clinical research along the broad
continuum of paediatric rehabilitation care. Kids Rehab WA provides the sole state-wide
rehabilitation service to Western Australian children and has established comprehensive follow
up for patients and links with the community, providing a unique opportunity for both research
and knowledge translation.

Cerebral palsy

mobility service TUERTEIITET

service

Kids Rehab WA
Consumer rehabilitation

Reference Group program

Limb difference
Acquired Brain program and
Injury program Neurorehabilitation
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Kids Rehab WA Consumer Reference Group

The Kids Rehab WA Consumer Reference Group was established in 2017 to inform the
developmentofasub-acut e care unit as part of Kids Reh.
The Consumer Reference Group is made up of young people and parents of children who have
accessed (or are still accessing) Kids Rehab services. After their valuable contribution to the
development of the sub-acute care unit, the Consumer Reference Group has evolved and
continues to meet regularly throughout the year. Their role is to:

0 Act as a liaison between consumers, community organisations and the department

(Kids Rehab WA)
o Advocate to the Kids Rehab WA Department on behalf of consumers and the

community
o Direct and guide research and service development and implementation

The Consumer Reference Group has contributed to priority setting for clinical services and
research within our department, and just some of their specific achievements are:
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Paediatric Rehabilitation Information System (PRIS)

Kids Rehab WA has established a comprehensive clinical database for children receiving
paediatric rehabilitation services. This database records clinical assessments and tertiary
interventions for children in Kids Rehab clinical programs and research projects. The database
was established in 2003 with data retrospective to 1995. In 2013 the database was upgraded
and integrated into the Paediatric Rehabilitation Information System (PRIS). This upgrade
allowed integration of PRIS with the WA Health web based Patient Administration System
(WebPAS). A data dictionary has been established and is undergoing review.

A further upgrade to incorporate clinical data for children from 0 i 2 years of age was completed
in March 2021 to enable the collection of data used during standard clinical care for children
attending the Early Intervention service. The latest upgrade provides the capacity to capture
comprehensive clinical dataa c r o s s  aevedpmehtal Giagectory while they are accessing
Kids Rehab WA services. It also helps us to improve services, for example by monitoring and
evaluating the implementation of best practice guidelines for early detection and early
intervention for babies at risk of cerebral palsy.

These upgrades to integrate PRIS means it is now able to provide (i) data on clinical services;
(ii) accurate and timely reporting of service events; (iii) waitlist information; (iv) key performance
indicators for clinical programs; and (v) capture, safe storage and retrieval of clinical information.
PRIS is utilised to periodically export data to national clinical registers and benchmarking
committees including:

Australasian Paediatric Rehabilitation Outcomes Centre (APROC)
Western Australian Register of Developmental Anomalies
National Selective Dorsal Rhizotomy Register

National Intrathecal Baclofen Register
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Data generated from PRIS have also contributed to clinical and service development for Kids
Rehab WA through the development of research questions and quality improvement activities
(GEKO).

heee Paediatric Rehabilitation Information System
000

% Paediatric Rehab - Home Page

Paediatric Rehabilitation

Information System

This data is for clinical use only. Access to information for any other purpose (including but not limited to research, audit or survey), requires compliance with both the WA Health Department confidentiality guidelines and the data application process as per the Paediatric Rehabilitation Database
User Manual — Confidentiality of Information (p4). For a copy of database request form please click here
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Research Questions and Populations

Following ethics and governance approval, PRIS has enabled the identification of relevant
patient cohorts for local, national and international clinical research studies, including NHMRC
funded trials such as HABIT-ILE (APP1144846), Participate-CP (APP1140756) and REACH
(APP1078877). Data collated in PRIS has facilitated the successful completion of five RACP
trainee projects in the last three years, with one currently accepted for publication, two under
preparation and three accepted for presentations at international conferences. Ten applications
to PRIS have been led by Kids Rehab Allied Health staff, four have informed the clinical audit of
programs and quality control and a further four have facilitated patient enrolment in other
department-led trials. A summary of the number of PRIS data requests per annum, since its
inception, can be found in Figure 1 below.

PRIS Data Requests per Calendar Year
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Figure 1. Data requests for PRIS per calendar year

Governance, Evidence, Knowledge, Outcomes
(GEKO)

During the 2020/21 financial year, Kids Rehab WA clinical teams have worked on 24 clinical
GEKO activities. Eight new GEKO projects commenced this financial year, nine projects
continued from last year, and another seven projects from previous years were completed.

The aims of the Kids Rehab WA GEKOs are diverse. Some examine clinical outcomes (e.g., in
paediatric stroke patients, or among children receiving botulinum toxin for upper and lower limb
dystonia). Other GEKOs analyse clinical population characteristics to assist in benchmarking or
service planning (e.g., documenting adverse childhood events in infants at risk of Cerebral
Palsy, or examining diagnostic classification data in children with Acquired Brain Injury). Many
GEKOs focus on improving the quality and efficiency of current services and involve people who
use our services (e.g., creation of transition template for paediatric spinal patients transitioning
to adult services, or gaining consumer feedback about services such as the sub-acute care
unit).
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Research Summary
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Telethon Kids Institute

Kids Rehab WA research team

Collaboration with Telethon Kids Institute (TKI) and u n i vpeovides & unigue opportunity
to embed world class child health research and infrastructure throughout the health serviceo

TKI offers honorary researcher appointments to individuals not employed by the institute, which
benefit both the institute and the appointee by; promoting collaboration, facilitating the exchange
and sharing of knowledge, invigorating and promoting the intellectual culture scientific
reputation and collaborative networks of the institute and recognising the contribution of
researchers to the Institute.

TKI has four research focus areas (RFA); Aboriginal Health, Brain and Behavior, Chronic and
Severe Diseases and Early Environment. Each RFA supports multiple research programs and
teams. Kids Rehab WA has been accepted as a research team within the Autoimmunity
Metabolic Health & Clinical Sciences Research Program in the Chronic & Severe Diseases
RFA.

Each research team is led by an Honorary Research Fellow, for Kids Rehab WA, this is Prof
Jane Valentine. Other team members who have so far been appointed as part of the TKI Kids
Rehab WA Research Team are:

Honorary Research Fellow: Prof Jane Valentine and Prof Catherine Elliott

Honorary Health Professional Associates: Dr Alison Salt, Sue-Anne Davidson, Dr
Katherine Langdon, Dr Simon Garbellini

Honorary Research Associates: Dr Dayna Pool, Dr Tiffany Grisbrook, Dr Caroline
Alexander, Dr Sarah Hall

Honorary Team Members: Dr Anna Gubbay, Nadine Smith, Sam Armstrong, Renae
Dayman.

Institute Leadership Team
Aboriginal Health

Early Brain and Chronic & Severe
Environment : Diseases

Research Programs GRS,
metabolic health &

Research Teams clinical sciences

program

Research Programs

Honorary
Research Fellow

Honorary Health
Professional
Associate

Honorary
Research

Honorary Team
Member
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Research Spotlight

VISIBLE: Vision Intervention for Seeing Impaired
Babies: Learning through Enrichment

VISIBLE is an international study for infants at high risk for Cerebral Palsy (CP) with Cerebral
Vision Impairment (CVI). The studyisf unded by CP Al l i ance and
(additional support for Perth infants) to recruit 32 children in Italy and Australia (WA,
Queensland, NSW and Victoria) from three to six months of age. Six Perth children will be
included in the VISIBLE study. The study is a multisite pragmatic pilot RCT feasibility and
acceptability study of a six to nine month early vision-awareness and parent-directed
environmental enrichment program for infants with severe CVI and high risk of CP.

VISIBLE is an early intervention program based on the core principles of optimisingani nf ant 0

visual experience during the first months of development. The general principles are activity-
dependent learning and environmental enrichment. Parents are essential to environmental
enrichment for infant learning success. They provide the environmental cues for both social and
physical infant interaction. Parents will provide vision-awareness environmental enrichmentd
adapting the social and physical environment to allow the infant the opportunities to learn by
successfully experiencing their enhanced environment. Within the context of parent-child daily
goal-oriented interactions, environmental enrichment, vision-awareness maodifications, will
include lighting, spatial distances, salience, consistency and multimodality (including all senses)
of the infantdés environment

There is strong international evidence that children with visual impairment in the context of other
disabilities often go unrecognised (Woodhouse et al. 2013). Given the crucial role vision plays in

early development this is of critical importance to the child 6 s devel opment al

Engagement in this trial will provide an opportunity to improve early recognition of visual
impairment, ensure improved early referral for ophthalmological intervention and enhance
knowledge and evidence-base for best practice for early vision intervention.

The program is being led and supported by the early intervention multidisciplinary team in the

Early I ntervention Clinic at Per t h ClRehdbititatienn 0 s

specialists, Ophthalmologists, Orthoptists and Paediatric developmental therapists.

The research team in Perth are Assoc. Professor Alison Salt, Consultant Paediatrician, Dr
Tiffany Grisbrook, Senior Research Fellow, Rosalie Mori, Physiotherapist, Professor Catherine
Elliott, Professor Jane Valentine, Sue-Anne Davidson and Dr Ashleigh Thornton.

The trial is run from the University of Queensland who provide administrative support for the
trial. The external co-investigators for the VISIBLE trial include Professor Roslyn Boyd,
Associate Professor Andrea Guzzetta, Professor lona Novak, Dr Cathy Morgan, Professor Glen
Gole and Dr Susan Greaves.
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Early Moves

The Early Moves project continued throughout the 20-21
year. The project aims identify if early movement patterns
of babies, called General Movements (GMs), can be used
as a biomarker for cognitive impairment in the same way
as it has become internationally accepted for cerebral
palsy. Identifying a biomarker for childhood cognitive
impairment delivers the potential to provide evidence
based very early intervention (in the first 1,000 days of life),
setting a strong foundati on
wellbeing.

fut

The project aims to recruit a representative sample of 3000 WA-born infants into the study.
Currenlty in its second-year, the project is progressing well, having recently enrolled the 1,000t
baby into the study. Comprehensive developmental assessments using gold-standard
measures for babies at two-years are about to commence. An exciting milestone! For more
information follow the link to the Early Moves website here.

96 g

General movement "This is a once in a lifetime
assessments conducted opportunity to create a
) paradigm shift in the diagnosis
GM are conducted by a team of of cognitive impairment at the

/ expert clinicians earliest time of life.
Importantly, early diagnosis
means earlier intervention and
significantly improved
outcomes for children."

Prof. Jane Valentine ,,
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https://originsproject.telethonkids.org.au/sub-projects/early-moves/

