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Planning research
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7~ Enabling physical activity participation for children
Qand youth with disabilities: A knowledge-to-action approach
N

Dr Astrid Nyquist, A/Prof. Reidun Jahnsen, A/Prof. Sonya Girdler, A/Prof. Siobhan Reid, A/Prof. Michael Rosenberg, Dr Anna Gubbay, Dr Noula Gibson, Dr Jane
M\ . Valentine, Prof. Catherine Elliott

Decide what
to research

/

Decide how
to do the
research

Know what
to research
next

"Through participation, we acquire skills and
competencies, connect with others and our
communities and find purpose and meaning

Let people

in life”
5 ) know the
World Health Organisation results

Do the
research
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Providing valuable Contributing to the

Contributing to

[ J
s input into the development of Kids Rehab WA'’s %
° upcoming Kids centres of clinical successful research :
’. Rehab WA and research funding °
o Community Day excellence applications ¢

Developing and
endorsing
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Consulting on
external initiatives
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: communications peak bodies for for consumers and :
. with families WA Health communicating .
: accessing services research involvement in :
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through Kids Rehab

equipment research
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ParticiPAte CP

Dr Sarah E Reedman

Research Fellow, The University of Queensland Child Health Research
Centre

Implementation Project Manager, Cerebral Palsy Alliance

Project team:

A/Prof Leanne Sakzewski, Prof Catherine Elliott, Prof Roslyn Boyd, Prof
Jenny Ziviani, Prof lona Novak, Prof Stewart Trost, Dr Annette
Majnemer, Dr David Rowell, A/Prof Keiko Shikako-Thomas, Prof

Robert Ware, Dr Sian Williams
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/N ParticiPAte CP

THE UNIVERSITY
OF QUEENSLAND
AUSTRALIA

AMERICAN CONGRESS OF

ORIGINAL RESEARCH

Sarah E. Reedman, PhD, BPhty,*

ACRM Archives of Physical Medicine and Rehabilitation

REHABILITATION MEDICINE joumnal homepage: www.archives-pmr.org

‘ Archives of Physical Medicine and Rehabilitation 2019;l: HEE-EE N

Efficacy of Participation-Focused Therapy on
Performance of Physical Activity Participation Goals
and Habitual Physical Activity in Children With
Cerebral Palsy: A Randomized Controlled Trial

Disability and Rehabilitation

ISSN: (Print) (Online) Journal homepage: https://www.tandfonline.com/loi/idre20

cerebral palsy

Descriptive contents analysis of ParticiPAte CP:
a participation-focused intervention to promote
physical activity participation in children with

Sarah E. Reedman, Lakshmi Jayan, Roslyn N. Boyd, Jenny Ziviani, Catherine
Roslyn N. Boyd, PhD, MSc (PT), BAppSc (PT), PGrad (Biomech),? Stewart G. Trost, PhD,” Elliott & Leanne Sakzewski Jay y ye. Jenny

Catherine Elliott, PhD, BSc (OT),““ Leanne Sakzewski, PhD, BOccThy®

From the “Queensland Cerebral Palsy and Rehabilitation Research Centre,|
Queensland; *Institute of Health and Biomedical Innovation at Queensla
Technology, Brisbane, Queensland; “School of Occupational Therapy, Soci|
and “Child and Adolescent Health Services, Perth Children’s Hospital, Per]

DEVELOPMENTAL MEDICINE & CHILD NEUROLOGY ORIGINAL ARTICLE

Participation predictors for leisure-time physical activity
intervention in children with cerebral palsy

SARAH E REEDMAN' ¢ | ROSLYN N BOYD' (% | JENNY ZIVIANI? | CATHERINE ELLIOTT® | ROBERT S WARE* |
LEANNE SAKZEWSKI' (
1 Queensland Cerebral Palsy and Rehabilitation Research Centre, Faculty of Medicine, The University of Queensland, Brisbane, Queensland; 2 School of Health and

Rehabilitation Sciences, Faculty of Health and Behavioural Sciences, The University of Queensland, Brisbane, Queensland; 3 Faculty of Occupational Therapy, Social
Work and Speech Pathology, Curtin University, Perth, Western Australia; 4 Menzies Health Institute Queensland, Griffith University, Gold Coast, Queensland, Australia.

Correspondence to Sarah E Reedman at Level 6 Centre for Children’s Health Research, The University of Queensland QCPRRC, 62 Graham Street, South Brisbane, Qid 4101, Australia.
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E-mail: s.reedman@uq.edu.au
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2~ Key elements of intervention
NS

3&3 Collaborative goal setting with children and their caregivers on leisure

time physical activity goals

% Identify child and family specific barriers to these goals across all life
areas/domains

N\
<

e. Apply clinical reasoning to address barriers using client-centred, problem-
’ solving communication and functional goal-directed training where e ETHON
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2~ ParticiPAte CP
N

build intrinsic motivation

through autonomy-support and _
DIRECT: 1 hour per week for 8 weeks = 8 hours self-determination for: using a.

TOOLBOX
APPROACH

Goal
setting

Ongoing
participatio

—
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Goal:
Create an individually tailored, goal-directed intervention model of

pragmatic participation-focused therapy using a toolbox approach of

Ongoing

Goal Scoring Participation

evidence-based strategies in the treatment of children with cerebral palsy.
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A/Prof Leanne Sakzewski, Prof Roslyn N Boyd, Prof lona Novak, Prof Catherine Elliott, Prof Jenny Ziviani, Prof Stewart Trost, Dr David Rowell, A/Prof Keiko Shikako-Thomas, Discover. Pravent.Cure,

Prof Annette Majnemer, Prof Robert Ware, Dr Sarah Reedman




o

¢

Move to Improve: Prescribing ‘exercise as a medicine’
in sick children

020002

¢

“When I’'m out in the water and I’'m surfing, | feel like I'm more free. My body feels stronger, more in control
of things. When | have freedom, | feel like | can be myself and when | can be myself, | can be most happy.”
Mary, study participant

™
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I T E L ET H O N KI D s Level of Involvement | Community role

High ’ Q Lead

CONNECT —

THE COMMUNITY VOICE IN RESEARCH

2000¢:

[ Inform

Informed

Telethon Kids CONNECT honours the Low
many ways our community supports us

to make our research great and achieve

our vision of happy healthy kids.

There’s a lot to be proud of and
celebrate — our community plays an
important role in what we do, how we
do it, and what we achieve.

Know what
to research
next

Decide what
to research

Let people Decide how
know the to do the
results research

Do the
research
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Telethon Kids Institute: Thinking Big!

200020

Goal: Develop a set of community priorities to inform future research to improve child health, development
and wellbeing.

Method: James Lind Alliance Priority Setting Partnerships

1. Gather
questions

2. Refine 3. Rank

4. Top Ten

questions guestions priorities

Current status: We are currently refining questions from answers to ‘What are the most important issues
facing you, your family and community today?’

Climate change Health Support for caregivers Financial difficulties

e Inaction e Mental health
* Global impact challenges

¢ Accessible health
care

e Use care systems
e Learn parenting skills

e Secure employment
e Rising cost of living
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Bush Tucker and Vitamin D
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High 4 Lead
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Community role
Lead

Level of Involvement
High

The impact of consumer involvement

Willis, C., et al. (2017) Elements contributing to meaningful participation for children and youth with disabilities: a scoping review. Disabil Rehabil, 39(17), 1771-1784.
Thompson, M., at al. (2016). Can, want and try: parents’ viewpoints regarding the participation of their child with an acquired brain injury. PLoS one, 11(7), e0157951.

200022¢

[ Inform s

“I felt like | could relate to every single statement as | know we have experienced each one of those”
Study participant

Low Informed

Consulting with stakeholders

Our research team recognised the importance of involving con-

Know w

to research

next

il Decide what

to research

Impact at every Involvement sumers and the community in the research process, employing a
R g steering group to guide all aspects of this review and the broader :
level of the deSCFI.bEd. in all project it was designed to inform. Although described as an Lf,:o‘ﬁtzﬁf Df;ﬁ’gt"h‘gw
research cycle publications optional step,[29] consultation with stakeholders occurred through- results research

Research
relevant and

Accelerated

out the analysis and reporting of this review to validate findings
and inform further stages of our research. Stakeholders included
an adolescent with a disability, parents of children and adoles-
cents’ disabilities, a disability policy-advisor, clinicians working with
children with disabilities in hospital and community settings, and
representatives from non-government advocacy and support

Do the
research

responsive to knowledge organisations in the community. Given that the outcomes of this
needs of t lati review may be of particular interest to practitioners, community
. ransiation organisations and parents, we viewed consultation as an integral

children and component of ensuring the richness of the research process and TELETHON
families the translation of results.

KIDS

INSTITUTE

Discover. Prevent. Cure.



