
A priority setting partnership to 
identify practices which promote 

participation for children with a spinal 
disability.

By Jessica Thackeray, PhD Student

School of Health and Rehabilitation Sciences 

The University of Queensland



RESEARCH TEAM

Dr Melanie Hoyle
School of Health and 
Rehabilitation Science, 
The University of Queensland.

Dr Sarah Reedman 
Queensland Cerebral Palsy 
and Rehabilitation 
Research Centre, Child Health Research 
Centre - University of Queensland
Cerebral Palsy Alliance, University of 
Sydney.

Professor Jodie Copley
School of Health and
Rehabilitation Science,
The University of Queensland.

Miss Jessica Thackeray
PhD Student, School of Health and 
Rehabilitation Science, 

The University of Queensland.



RESEARCH 
TEAM

Nicole Thomas, Senior Physiotherapist, 
Spinal Disabilities Clinic, QPRS

Jennifer Miller, Clinical Nurse 
Consultant, Spinal Disabilities Clinic, 
QPRS

Dr Lisa Copeland, Paediatric 
Rehabilitation Specialist, Spinal 
Disabilities Clinic, QPRS 



Traditionally research 
has focused on 
understanding spinal 
disabilities and how 
they present.



What is ICF? - ICF Education Portal

Understanding bladder 
and bowel function

Determining lesion level and motor 
function

https://icfeducation.org/about/what-is-icf/
https://icfeducation.org/about/what-is-icf/
https://icfeducation.org/about/what-is-icf/


What is ICF? - ICF Education Portal

Toileting skills (e.g., teaching 
clean-intermittent-catheterisation 
skills)

Wheelchair skills and learning

https://icfeducation.org/about/what-is-icf/
https://icfeducation.org/about/what-is-icf/
https://icfeducation.org/about/what-is-icf/


What is ICF? - ICF Education Portal

Attending and learning at 
school

Playing sports in a team

Getting a job and going to 
work

https://icfeducation.org/about/what-is-icf/
https://icfeducation.org/about/what-is-icf/
https://icfeducation.org/about/what-is-icf/


Attitudes of parents

Attitudes of teachers, 
coaches, health professionals,

Accessibility of buildings

Availability of Programs

Bakaniene & Prasauskiene, 2020)



(Bakaniene & Prasauskiene, 2020)

Personal motivation

Self-Efficacy

Confidence & Resilience

Cultural Background and Family 
Beliefs

 



So we asked them…  

What are the health 
professional practices that 
promote participation for 
children with a spinal disability?



Project Overview:

Priority Setting Partnership

Part 3:
Consensus 
meeting

Consumer partners come together to determine next steps, based on the 
practices identified in the priority setting partnership

Part 2:
Survey

Survey participants rated the importance of the practices identified by 
the steering committee.

Participants were also invited to comment on the practices and add 
anything they thought was missing.

Part 1:
Small-group 
discussions

Steering Group members engaged in 3 small group discussions to identify 
practices which promote participation.

Priorit
y 
Settin
g 
Partne
rship



Steering Group Members:

Priority Setting Partnership

Priorit
y 
Settin
g 
Partne
rship

8 Health Professionals 

PT, OT, SLP, 
Neuropsych,SW, Paed, 

Nursing) from both 
hospital and community 

settings.

5 Parents of young people 
aged 0-18 years old

City and Regional 
Locations

Missing: Dad’s 
perspectives

4 Young People who have 
a spinal disability 

Ages 12-25 years

2 Females

2 Males

3 Wheelchair Users



Young People’s Perspectives

Set goals together that fit 
into/help me with daily life.

Help me to see my 
strengths and find ways to 
build on them.

Help me to develop an 
identity beyond being 
someone who has a 
disability/uses a wheelchair.

Include me in 
discussions/planning about 
my life.

Teach me the skills to 
advocate for myself.

Help me to understand my 
body and my brain.

Find ways that I can join in, 
not reasons why I can’t 



Parent Perspectives

Help to find a positive way 
forward.

Encourage young people to 
take the lead in their health and 
therapy activities.

Work together with young 
people, their families and 
schools to advocate, problem-
solve, and create opportunities.

Build trusting relationships that 
support motivation and 
confidence.

Connect families/YP with 
others who can share 
experiences, offer support, and 
inspire new possibilities.

Provide families with the tools 
and confidence to navigate 
accessibility challenges.

Support young people to see 
their potential.

Offer practical ideas to include 
young people in everyday 
activities in ways that matter to 
them.

Set goals together that fit into 
daily life at home, school, and 
in the community.

Make therapy activities 
relevant, engaging, and 
connected to real-life 
experiences.

Ensure families have access to 
the right information at the right 
time.

Stay open to innovation and 
research that create more 
opportunities for participation. 



Health Professional Perspectives



Project Overview:

Priority Setting Partnership

Part 3:
Consensus 
meeting

Consumer partners meet to finalise the practices which promote 
participation as identified in the survey.

Part 2:
Survey

Survey participants will be asked to rate the importance of each of the 
practices identified in Part 1.

Participants could also add further comments or suggest additional 
practices during this survey.

Part 1:
Small-group 
discussions

Steering Group members will engage in small group discussions to 
identify practices which promote participation.

Priorit
y 
Settin
g 
Partne
rship



7 Key Practices

Prepare young people to be "self-managing 
adults"

Walk alongside families and young people, 
and be flexible in meeting their needs.

Provide a clear picture of the future to help 
guide today’s choices.

Provide the right support, in the right place, 
at the right time.

Help young people to develop their identity 
and connect with their communities

Be knowledgeable, innovative and open to 
exploring new ideas.
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Where to next?

Our next steering group meeting will address 3 key questions:

 

Action 1: What do 
we want to focus on 

in the next study?

Action 2: What we 
need to know about 

this?

Action 3: How can 
we find this out?



Want to get involved? 

Join our next steering group meeting: 

Friday 14th November 1:30pm – 3:30pm

The meeting will be held both in-person at QCH and 
online via Zoom. 

You can express your interest or reach out for information 
by emailing me: 

j.thackeray@uq.edu.au

mailto:j.thackeray@uq.edu.au
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