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AusCP-CTN

Vision

v’ decline in the rate & reduced severity of CP
v improve health outcomes

v’ enable full participation in society.

Mission
v’ Detect cerebral palsy earlier

v’ Fast-track children to new neuro-protectants and early
interventions;

v’ Conduct multi-site randomised clinical trials to develop
and test new interventions and rehabilitation
methods;

v’ Transfer new knowledge to enhance clinical practice;

v’ Develop international clinical practice guideline

guided by a consumer network. '

AusCP-CTN
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Australian Cerebral Palsy Register

Australian Cerebral Palsy Register

Exists to facilitate the study of the
distribution, frequency and severity of CP;
the causes and determinants of CP;
the effectiveness of prevention strategies and
to help plan and evaluate services.

Used as a source of recruitment for researchers across
Australia

Latest report, birth years 1995-2012, 8637 children with CP

https://cpregister.com/
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.. Cerebral Palsy

The rate is FALLING ALLIANCE

RESEARCH FOUNDATION

1in 500 children

(2.0 per 1000 live births)

to 1in 700 children

(1.4 per 1000 live births)

The latest CP Register Report has shown the
emerging trend of a DECLINE in cerebral palsy across
Australia over the last 10 years

Rates of pre/perinatally acquired CP per 1000 LBs R .
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DECREASING Severity + Cerebral Palsy

RESEARCH FOUNDATION

1980 - 2005 -
1984 2009

w0 6% o

Uses

wheelchair 50% '"
1984 2009

Epilepsy 44% -

Dbty 64% | 47%

Progress in research
Progress in clinical practice
particularly around high-

risk pregnancies

Improved neonatal care

Public health policies
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Diagnosis
K Clinical Confirmation
Preterm Term —_— patterns  of CP diagnosis
CA
From 12-24  36-60 months
months
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JAMA Pediatrics | Review

Early, Accurate Diagnosis and Early Intervention
in Cerebral Palsy

Advances in Diagnosis and Treatment

lona Novak, PhD: Cathy Morgan, PhD; Lars Adde. P?‘Dh:nesmmn;‘ PhD; nmuﬁﬂzmﬁ?m'mﬂ
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Hammersmith

Trainers
n>600 trained

Anna Mackay
Sian Williams

e Hough, Cate Clancy

_

PREBO/NEBO toolboxes

Preterm/ Neonatal Encephalopathy Brain Outcomes

Accurate biomarkers

MRI markers of brain injury
From preterm, TEA to childhood

Clinical correlates

Screening for early detection:

* To measure effects of neuroprotection
* Test early interventions

* Prognosis/ prediction of outcome

STUDY PROTOCOL Open Access

PPREMO: a prospective cohort study of @
preterm infant brain structure and function
to predict neurodevelopmental outcome

nne M. George'”, Roslyn N, de“ Paul B. Colditz?, Stephen E. Rose?, Kerstin Pannek'.

Barbara E. L ood”, Melissa M. Lai’, Annice HT Kong®, Robert S. Ware
and Sasaka E. Bandaranayake®
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Automated MRI Quantification

Fast track & test early intervention

PARENTING 101
REACH GAME EARLY PACT  VISIBLE LEAP-CP
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Clinical Tri

70-90 hours of Baby CIMT 70-90 hours of Bimanual

n=75 Therapy n=75
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Goals Activities Motor Enrichment R

GAME

Weekly home
visits until 2nd
birthday

>rof Russell
irby, Prof Rod
t, Dr Koa Whittingham, Dr
erstin Pannek, Prof Cath Eliott
4

THE UNIVERSITY
o OF QUEENSLAND

AUSTRALIA

Australian Government e ; .
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Early detection of CP

+ Early Intgrvenhqn Waitlist

[Parent Delivered] in
Low Resource

Setting
™A =

n=900 referred, 100% screened,
30% CP, n=150 recruited to RCT

Control

Benfer, Prof R Boyd,
Novak, Dr C Morgan, Dr K
Nhittingham, Prof C Elliott
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THE UNIVERSITY ] . . .
QOF QueensLaND  QEIl Endeavour Fellow, NHMRC Fellow % Ce,e.,::fa.sy

AUSTRALIA ALLIAN
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Fortnightly home visit
from < 6—.12 months Waitlist
of active goal

Control
directed training with

salience &
consistency of the

environment
g E a4

Viorgan, Dr Alison Salt, Prof
atherine Elliott, Dr Kerstin
APannek, Dr Jurgen Fripp.
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Cerebral Palsy
AUSTRALIA ALLIANCE
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Participate RCT ‘

Physiotherapy &
Motiyatipnal Waitlist
Interviewing to )
increase participation
in motivating physical
activities of choice

Control

b

AUSTRALIA

THE UNIVERSITY % Australian Governmen . . C
\UJOFQUEENSLAND l\'IIimI}lmlﬂlndMed:ullhmm(hnmil % Curt]n Un]UErS]tU

12



Hand Arm Bimanual Intensive Training Including
Lower Extremity training HABIT=

""" ‘ 65 hours of

HABIT-ILE will be

achieved through

a 2 week intensive
camp

GMECS [I-1V

Waitlist
Control

"k Bleyenheuft,
ovak, Prof Catherine
Dr Cathy Morgan, Dr
stin Pannek, Dr David Rowell,
Prof Robert WarJ 4

% Curtin University
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Basic Proposed S8 Proven |
Science = Human === Clinical

.

Discovery Use Use

Clinical
> Practice

National and International Translation Networks

Policy: NDIS, Better Start

—

Practice: 5 State-wide
CP Rehabilitation services

Consumer Council & Network

=

Research: ACTN, AACPDM,
AusAACPDM, IAACP.

Education: Universities,
CP Training, RACP, FRARM.

IMPACT: International
Multidisciplinary Prevention
& Cure Team Network

_
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Find out more at AusCP-CTN e

National Health and
Medical Research Council

E: auscpnetwork@ug.edu.au;

W: www.cre-auscpctn.centre.ug.edu.au

SIGN UP TODAY for regular research
briefings, education, training and
involvement in research and
implementation.

We want to collaborate!!

m y AusCP-CTN

e
ﬁ‘ THE UNIVER ’[‘ Australasian Cerebral
S Palsy Clinical Trials Network

Improving early detection and determining best
treatments for people with cerebral palsy

Register as a member of the AusCP-CTN
CRE

CRE consumer network -
CRE clinician network -
CRE research network
E-newsletter 6 monthly —
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| Melbourne Oct 2019 MELBOURNE November 2019
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2 days 'Domenigo Romeo
: “HINE Trajning 5
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Engagemeﬂ&ﬁublj_c Po

Melbourne
'l'.nmnnh'

Consumers, community members, researchers and research
organisations working in partnership, to improve the health and
well-being of all Australians through health and medical research.

17



22/10/2019

Consumer and clinician training

“We advocate for consumer and
community involvement to become
standard practice in health research”

Anne McKenzie, AM,
Telethon Kids Institute

TELETHON

WIDS - ooy P

Discover. Prevent. Cure. e Centrefor Research Excelence

0o ol Australasian Cerebral Palsy
Clinical Trials Network

Given rise to novel neuroprotective studies

Fostered the career development of researchers to build capacity

Accelerated translation from clinical trial to clinical practice to
improve health outcomes
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