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As Co-Directors of the Rio Tinto Children’s Diabetes Centre; a JDRF Global Centre of 
Excellence, we are pleased to release our Community Involvement Framework.

Our aim is to improve health outcomes for all children and young people living with type 
1 diabetes (T1D) and their families; now and into the future. Over the last decade or so, it 
has become strongly evident that it is necessary for consumers and the community to be 
consulted with and included in decision-making processes when it relates to their own 
health care and research. Without understanding the real-life experiences of people living 
with type 1 diabetes, the investigation of new treatments and better disease management 
will not be successful in delivering better life outcomes.

There are many ways and on varying levels that community involvement can be considered 
and implemented. The medical and health research sector has an important role to play in 
developing clear principles and standards that acknowledges the importance of consumer 
and community involvement and set expectations for their inclusion in research practices. 
The National Medical and Health Research Council of Australia has developed the 
Statement on Community and Consumer Involvement in Health Research and the Rio Tinto 
Children’s Diabetes Centre; a JDRF Global Centre of Excellence recognises this statement 
as the benchmark for quality community involvement in research.

The Rio Tinto Children’s Diabetes Centre; a JDRF Global Centre of Excellence has 
developed this Community Involvement Framework to guide and assist its members to work 
in partnership with those living with type 1 diabetes, their families and their communities, 
authentically embedding them in our governance structure and research projects. Involving 
and consulting through project co-design, planning, implementation and evaluation. This 
will ensure that our research is relevant, quality outcomes are achieved and the translation 
into clinical care is successful. Working together will deliver better life outcomes for children 
and young people living with type 1 diabetes across Australia, and the globe.

Foreword Contents

© Telethon Kids Institute 2022. Apart from any fair dealing for personal, academic, research or non-commercial 
use, no part of this material may be reproduced without the prior written permission of Telethon Kids.

Please acknowledge the Telethon Kids Institute when reproducing or quoting material from this source.  

Introduction 4

What is community involvement? 5

What is the Community Involvement Framework? 6

Our aims for community involvement 7

The Principles: our commitment to community 
involvement 8

The Standards: our levels of involvement 10

Knowing who to involve 11

How we will implement and monitor the Community 
Involvement Framework 13

How we want you to use the Community Involvement 
Framework 14

Acknowledgements 15

Appendix A: Community involvement process for 
researchers 16

PROFESSOR ELIZABETH DAVIS
CO-DIRECTOR

Rio Tinto Children’s Diabetes Centre; 
a JDRF Global Centre of Excellence

PROFESSOR TIMOTHY JONES
CO-DIRECTOR

Rio Tinto Children’s Diabetes Centre; 
a JDRF Global Centre of Excellence



This Community Involvement Framework provides a best practice model to consumer 
and community involvement in type 1 diabetes (T1D) research for the Rio Tinto Children’s 
Diabetes Centre; a JDRF Global Centre of Excellence (“the Centre”). The Principles and 
Standards have been developed alongside the National Health and Medical Research 
Council’s Statement on Consumer and Community Involvement in Health and Medical 
Research1 and has drawn on several similar frameworks from around the world so that a 
true global collaboration can occur. It provides a clear strategy for the Centre’s partners, 
collaborators, researchers and clinicians to use when conducting their work. In the Centre, 
we also conducted our own consumer research to ensure we had a deep understanding 
of T1D consumers and their communities.

Those living with T1D and the T1D community have a right to be involved in their own 
health care or the health care of their child. Their real-life experiences and knowledge 
contributes to the improvement of clinical practice. Their involvement adds value to the 
shared decision-making processes. Involving those living with T1D and the T1D community 
in research provides opportunities to ensure the research conducted and the outcomes 
achieved are meaningful, so that new models of care can be implemented and the benefits 
can make a difference to the lives of children and young people.

The Centre has the vision to “Reduce the morbidity and mortality of type 1 diabetes and 
its burden on children, their families, the health service and the community”. It aims to be 
a world-class research hub where the partnership and collaboration between researchers 
across the globe, those living with T1D and the T1D community in Australia provides an 
opportunity to develop new models of care that achieves better life outcomes for children 
and young people living with T1D quicker than ever before.

To achieve a strong global collaboration, the Centre is a network of: 

FUNDERS

	� JDRF Australia
	� Rio Tinto

PARTNERSHIPS

	� Telethon Kids Institute, Perth, Western Australia;
	� Perth Children’s Hospital, Perth Western Australia;
	� Monash University, Melbourne, Victoria;
	� Macquarie University, Sydney, New South Wales;
	� Women’s and Children’s Hospital, Adelaide, South Australia;
	� Queensland Children’s Hospital, Brisbane, Queensland;
	� Harvard University, Boston, Massachusetts.

Introduction

1 	 National Health and Medical Research Council. NHMRC Statement on Consumer and Community Involvement in Health and Medical Research. 
Commonwealth of Australia [Internet]. 2016 September [cited 2021 October]; Page 2. Available from <Statement on consumer and community 
involvement in health and medical research | NHMRC>.

What is community involvement?
Community involvement in research is about ensuring research is conducted with or by 
communities, rather than for or about them. The real-life experience of the T1D community 
adds value to health and medical research. Through their vested interest in their own 
health care, or the health care of their child, their genuine involvement will ensure that 
new models of care are translated quickly into clinical practice that benefits children and 
young people living with T1D sooner than ever before.
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What is the Community 
Involvement Framework?

Develop strategies that 
enhance and improve T1D 
community involvement 
in the Centre’s research 

programs

Recognise the real-life 
experiences of children and 
young peopleliving with T1D 
and their community in the 

planning, delivery, monitoring 
and evaluation of T1D 

research

Serve as a capacity building 
tool to ensure children and 

young people living with 
T1D in Australia and their 
community have a voice 

Foster better relationships 
so that research findings that 

are translated into clinical 
practice are implemented 
as quickly as possible, so 

children and young people 
benefit sooner

Aims

Our aims for community involvement
The Community Involvement Framework provides a pathway for involving the T1D 
community in the Centre’s research programs. It will ensure that the voices of those 
children and young people living with T1D in Australia and their parents and families, 
who help with day to day management of their condition, are heard, acknowledged and 
valued. 

Setting clear principles and standards for community involvement, the Framework 
establishes a common understanding of and commitment to community involvement in 
research. It sets the expectation that the Centre’s partners, stakeholders and clinicians will 
involve the T1D community in the planning, delivery, monitoring, evaluation and translation 
of the Centre’s research programs. This will be done by building strong relationships and 
partnerships with the T1D community. It provides guidelines to navigate barriers and risks 
to involving those who live with T1D by understanding who they are, where to find them 
in the community, how to engage them and addresses the importance of recognising the 
ethical issues to involving children in research. When implemented, the Framework will 
add value, inform decisions and benefit the advancement of personalised T1D healthcare 
across Australia.
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The commitment of the Centre to genuine T1D community involvement will 
be bound by the following principles:

BEING 
INCLUSIVE

Ensure access to being involved in T1D research at the Centre is flexible 
to meet the needs of the T1D community. We will enable a diverse range 
of communities to be fully involved in the planning, decision-making, 
implementation and evaluation that allows all voices to be heard. We will 
use a variety of involvement techniques to remove inclusivity barriers and 
recognise the need to use different communication practices to meet the 
needs of the T1D community.

WORKING 
TOGETHER

Develop and nurture relationships, partnerships, connections, capacity and 
trust through open and honest conversations, sharing ideas, knowledge 
and resources. We will respect individual expertise and encourage 
ownership over processes and decision making. We will involve the T1D 
community from the beginning and agree on where, when and how to 
engage. We will build trust and compassion through interactions that are 
open, transparent and have integrity. We will acknowledge mistakes and 
be open to identifying the unknown. We will ensure any level of influence is 
disclosed and decisions are fair and shared, equitable and ethical.

LEARNING AND 
DEVELOPMENT

Provide opportunities for learning to build T1D community confidence and 
capacity through best practice involvement.

COMMUNICATION Facilitate a two-way communication process that promotes open dialogue. 
We will ensure communication is timely and messages are clear, concise 
and free from ambiguity, including the negotiation of timeframes whenever 
possible. The Centre will use plain language in all communications with 
the T1D community. The Centre will take a holistic information sharing 
approach, including the communication of research outcomes.

EVALUATION 
AND IMPACT

Regularly evaluate the Community Involvement Framework, the Community 
Involvement Guidelines and Stakeholder and Community Involvement Plan, 
learning from past and current involvement activities. We will ensure that 
any learning is used to inform future involvement plans so that continuous 
improvement in the Centre is supported. We will commit to publishing the 
impact of our community involvement activities so that others can learn too.

GOVERNANCE Facilitate involvement in all aspects of T1D research through committed 
leaders, excellent research management and inclusive decision-making. We 
will develop ethical processes to ensure research priorities, policies and 
clinical practices are cohesive so that the Centre’s vision can be achieved.

The Principles: our commitment  
to community involvement
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The Standards: our levels of involvement

LEAD  Those living with T1D or caring for someone living with T1D 
partner with the Centre to identify research needs and set priorities. 
They act as Consumer Representatives as representatives of the wider 
T1D community and chair committees.

PARTNER  Those living with T1D or caring for someone living with 
T1D work in partnership with researchers to plan, undertake and/or 
distribute research findings. They act as Consumer Representatives 
as representatives of the wider T1D community on steering groups, 
committees and working groups as a Research Buddy.

ADVISE  Those living with T1D or caring for someone 
living with T1D provide advice to researchers on projects 
such as recruitment processes, comment on documents or 
provide feedback on research design. They attend community 
conversations, be Consumer Representatives as representatives 
of the wider T1D community on committees and working groups.

CONSULT  Those living with T1D or caring for someone 
living with T1D provide their diverse views, experiences and 
feedback to researchers about research project design and 
implementation. They attend community conversations, 
focus groups, complete surveys.

INFORM  Those living with T1D or caring for 
someone living with T1D receive information about 
a research project, but do not provide feedback or 
comment. They read newsletters, visit websites, access 
social media, attend presentations and conferences. 
Researchers provide information on project status and 
outcomes to inform the community.

Knowing who to involve
The Framework acknowledges the diversity in the T1D community, including the unique 
needs of people living in regional, rural and remote areas of Australia. The Centre has an 
obligation to keep the T1D community informed of research opportunities and outcomes. 

A Stakeholder and Community Involvement Plan provides a pathway for the Centre to 
understand and reach the T1D community across Australia. Well researched in itself, 
the Plan aims to involve those living with T1D and the T1D community as Consumer 
Representatives, from all diverse walks of life across regional, rural and remote areas of 
Australia on Centre committees, sub-committees and working groups, distribute research 
findings and build awareness of the programs of work being undertaken by the Centre. It 
outlines the ways that the Centre’s research partners, researchers themselves and health 
professionals can engage with those living with T1D and the T1D communities across 
Australia through best practice methods that facilitate relationship building and two-way 
communication principles.

The following diagram shows the T1D community groups and broader stakeholders 
who have been considered when developing the Centre’s Stakeholder and Community 
Involvement Plan.

TYPE 1 DIABETES COMMUNITY
Type 1 Diabetes Community Groups

National Diabetes Organisations
Rural, Regional & Remote Communities

Aboriginal & Torres Strait Islander People
People with Disabilities

Culturally & Linguistically Diverse Groups
LGBTQIA+ Communities

Product Manufacturers & Suppliers

STAKEHOLDERS
Funding Bodies

Healthcare Professionals
Government & Policy Makers

Philanthropists
Media

TYPE 1 DIABETES 
CONSUMERS

Children & Young People
Parents & Families
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How we will implement and monitor the 
Community Involvement Framework

Guided by the Principles and Standards set out in this Framework and read in conjunction 
with the Community Involvement Guidelines, the Framework informs the Centre’s 
Stakeholder and Community Involvement Plan to guide engagement and involvement 
of not only those living with T1D and the T1D community, but also the Centre’s wider 
stakeholder group.

The Centre will assist Consumer Representatives in their roles, to provide information 
about specific research projects and share research findings with the T1D community. 
Consumer Representatives will help translate research outcomes into clinical practice so 
that these new models of care can benefit all children, young people and their families 
living with T1D quicker, thereby fulfilling the Centre’s vision.

Research partners and researchers will access the Community Involvement Coordinator’s 
expertise and knowledge that will support their work and embedding community 
involvement into their research to ensure it is meaningful.

The role of the Community Involvement Coordinator is crucial in implementing, monitoring 
and evaluating the Community Involvement Framework and the Stakeholder and 
Community Involvement Plan. A robust evaluation process ensures that the Framework 
is being adhered to and involvement activities are taking place. It ascertains whether this 
Framework is creating value for researchers in the work they are doing and is it creating 
impact for the Centre as a whole. It will measure how often and how well the translation 
of outcomes is implemented into clinical practice, ultimately providing better health 
outcomes for children and young people living with T1D. More importantly, it will provide 
an opportunity to ensure authentic involvement and consultation with those living with 
T1D and the T1D community occurs in all of the Centre’s research projects.

The Rio Tinto Children’s Diabetes Centre; a JDRF Global Centre of Excellence Management 
Steering Group are responsible for overseeing the overall implementation of the 
Framework. The Community Involvement Coordinator will be responsible for developing 
and implementing the Community Involvement Framework, Community Involvement 
Guidelines and the Stakeholder and Community Involvement Plan, monitoring its success 
and reporting on outcomes. These documents are fluid and flexible, allowing for changes 
to be made as needed to keep it relevant. Regular feedback from the T1D community 
and the Centre’s wider stakeholder group will inform the Framework’s future direction. 
A Community Relationship Management system will be used to support Consumer 
Representative recruitment and participation, coordination of involvement activities and 
monitoring to ensure the Principles and Standards are met.
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How we want you to use the 
Community Involvement Framework

The intention of this Framework is to not only guide the Centre in embedding those who 
live with T1D and the T1D community into every aspect of its research activities, but to also 
be a tool for researchers, research partners, clinicians and other healthcare professionals 
to recognise the importance of community involvement and involving the T1D community 
in their own research activities, wherever they are in the world. It asks you to consider 
who needs to be involved in a research project and how to best involve them so that it is 
meaningful and not tokenistic.

Using the Principles and Standards in this Framework, and the Community Involvement 
Guidelines as the foundation to develop a Stakeholder and Community Involvement Plan, 
will lead to successful and meaningful community involvement. Appendix A Community 
Involvement Process for Researchers provides a best practice process model that 
guides researchers in understanding when to seek support and implement community 
involvement activities during their research cycle.
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	� Research idea formed and 
literature review done.

	� Researcher keeps CIC informed 
of progress, any issues, submits 
Request for Community 
Involvement and/or Research 
Request to Consult with CCIC/
YAC to CIC for further support.

	� Researcher keeps community 
informed of research progress 
with support from CS.

	� Complete and submit 
Researcher Request for 
Community Involvement and/
or Researcher Request to 
Consult with CCIC/YAC to CIC.

	� Initiate meeting with CIC who 
advises on available support, 
discuss budget.

	� Consult with community for idea 
relevance with CIC support.

	� Researcher advises CIC of 
community response.

	� Grant writing commences.

	� CIC supports Researcher to 
develop CI Plan for project.

	� Ethics application started.

	� Researcher submits Researcher 
Request to Consult with CCIC/
YAC, if and when required.

	� Researcher revisits project plan 
and consults with CIC, CCIC 
and/or YAC on revisions.

	� Researcher commences 
project and implements CI Plan, 
working with community.

	� Researcher shares final project 
outcomes with CIC and CS 
to communicate to CCIC/
YAC, wider community and 
stakeholders.

Research funded?

	� Researcher and CIC evaluate CI 
Plan and report.

	� Future project planning.

	� Researcher works on revised 
grant application or investigates 
alternative funding options.

	� Researcher consults with CIC, 
CCIC and/or YAC on revised 
grant application or new grant 
application.

Grant application approved?

	� Researcher accesses 
organisational approval and 
further assistance as required 
i.e. Governance, R&D, Comms, 
Biostats, Finance.

Community Involvement 
Process for Researchers

K
E
Y

CI
CIC

CCIC
YAC

CS
RD

Comms

Community Involvement
Community Involvement Coordinator
Community & Consumer Involvement Committee
Youth Advisory Committee
Communications Specialist
Research Development
Communications Departement

YES NO

YES NO
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FOR FURTHER INFORMATION ABOUT THIS FRAMEWORK

Rio Tinto Children’s Diabetes Centre; a JDRF Global Centre of Excellence 
C/o Telethon Kids Institute

15 Hospital Avenue, Nedlands, Western Australia 6009
Locked Bag 2010, Nedlands, Western Australia 6909

Attention: Community Involvement Coordinator
Email: community@childrensdiabetesresearch.org.au
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