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Land Acknowledgement 

We want to acknowledge that the land on which the Region of Peel operates is part of the Treaty Lands 

and Territory of the Mississaugas of the Credit. For thousands of years, Indigenous peoples inhabited and 

cared for this land. In particular, we acknowledge the territory of the Anishinabek, Huron-Wendat, 

Haudenosaunee, and Ojibway/Chippewa peoples; the land that is home to the Metis; and most recently, 

the territory of the Mississaugas of the Credit First Nation who are direct descendants of the Mississaugas 

of the Credit. We are grateful to have the opportunity to work on this land and, by doing so, 

give our respect to its first inhabitants. We recognize that our collective work in family and child health 

must actively center the voices and experiences of Indigenous people, families, and communities across 

Peel. We must continue to collectively think about how our health systems and practices across the region 

have historically and continue to impact the health and well-being of Indigenous people, families, and 

lands. We are all accountable for individual and collective action as we work towards decolonizing health 

systems and practices. 

 

Introduction 

Background 

Diabetes is one of the most common chronic conditions in children/youth, affecting millions globally.1 

Canada specifically is among the top countries globally with one of the highest rates of type 1 diabetes 

(T1D) in children, with about 37.9 new cases per 100,000 people annually.2 Additionally, type 2 diabetes 

(T2D) cases in Canadian children are also increasing, with an average of 47 new cases each month.3 

Despite advances in diabetes treatment, those who develop diabetes in childhood face higher rates of 

complications, such as heart disease, lower quality of life, and a shorter life expectancy compared to 

people without diabetes.4,5,6,7 These outcomes are partly due to inequalities in income, education, 

ethnicity, and access to health insurance and treatment.8,9,10,11,12 To understand how to prevent diabetes in 

early childhood and improve care outcomes for children/youth with diabetes, there is a need for high-

quality data to understand the effectiveness of current healthcare practices, standardize care, and improve 

patient experience.13,14 One way to help do that is by using a health registry.  

Health registries are databases containing information about individuals with specific health conditions 

that can be used to improve care and inform policy.15,16,17 Despite national diabetes registries being 

implemented in Europe and the United States, in Canada, no nationally coordinated database/registry 



links all clinical data to allow shared learning and standardization. A national diabetes registry in Canada, 

particularly one focused on children with a chronic condition and co-designed using a person-centred 

approach, can enhance the understanding of care patterns and outcomes amongst healthcare providers, 

advocates, and community members.17,18,19,20,21 A person-centred approach considers the needs and 

experiences of individuals and systematically incorporates their data beyond traditional medical 

encounters. This maximizes the effectiveness of a nationally coordinated registry and its data on quality 

of care, people's health and well-being, research, and health system optimization and standards.18,22  

Goals & Objectives 

The Canadian Paediatric Diabetes Consortium (CAPACITY) aims to create a national, person-centred 

registry for paediatric diabetes data. The main goals of this project are to co-design, co-implement, and 

co-evaluate this registry alongside clinicians, children/youth with diabetes and their caregivers, 

researchers, and community partners.  

 

The first phase of this project focused on co-designing this registry and has now been concluded (March 

2024). This report describes the initial co-design activities carried out by the Family and Child Health 

Initiative (FCHI) at the Institute for Better Health (IBH), Trillium Health Partners (THP), in Ontario, as 

part of phase 1. The co-design phase involved engaging diverse people with lived experiences of diabetes 

and their families, healthcare professionals, and researchers (i.e., “shareholders”) to ensure the registry 

being developed meets the needs of children/youth with diabetes and their caregivers and supports high-

quality care and research through three main objectives: 

 

 

 

 

 

 

 

 

 

 

 

OBJECTIVE 1 

 
Establishing a 

shareholder engagement 
process for project 

governance by 
assembling a Project 

Advisory Board 
 

OBJECTIVE 2 
 

 
Engaging in dialogues 
with shareholders on 

gaps in childhood 
diabetes care to identify 

how the CAPACITY 
registry could be used to 

address these gaps 

 

OBJECTIVE 3 
 

 
 

Using the knowledge 
gained to develop 

potential registry uses 
and the technical and 

operational 
requirements for 

designing the registry 
 



 

Figure 1: Objectives of Co-Design of the CAPACITY registry (Phase 1) 

 

Methods 

The CAPACITY registry’s co-design phase aimed to involve the diabetes community from the beginning 

to ensure that youth with diabetes and their caregivers’ needs and voices were centred throughout the 

project. This approach, known as community-based participatory research (CBPR), emphasizes working 

with the community to shape the project, ensuring that the research is practical and valuable for the 

people it’s meant to help.23 Therefore, in the spirit of CBPR, our project was designed to be flexible and 

allowed for ongoing adjustments based on feedback from the community, ensuring that it remained 

relevant and responsive to their needs. By involving people with lived experience, the project aimed to 

create solutions that fit the community's values and needs.24,25 

 

To complete the co-design phase (Phase 1), we undertook a series of sequential steps, which can be 

summarized through three main activities (Figure 2): 

1. Establishing a Project Advisory Board (PAB) 

- We recruited people representing different genders, ethnicities, professional and cultural 

backgrounds, and official language users (French, English). 

- The final PAB consisted of 19 members with diverse backgrounds, including two youth with 

diabetes, six caregivers of youth with diabetes, four clinicians who treat diabetes, three clinician-

scientists, two researchers, and two data experts/analysts. 

- PAB members who were not part of CAPACITY’s research team were paid $35/hour for 

participating in the PAB meetings and activities. 

2. Conducting 2 Virtual Knowledge Exchange Events (KEEs) 

- We conducted two virtual knowledge exchange events using the Zoom platform. 

- During the events we used the 25/10 crowdsourcing method to generate ideas about the gaps our 

registry could address. The 25/10 crowdsourcing method has two main components: Idea 

generation and idea prioritization. The 25/10 crowdsourcing method ensures everyone has an 

equal opportunity to contribute ideas using a participatory process by rapidly generating a lot of 

ideas, scoring all the ideas out of 25, and identifying the top 10 ideas, thus 25/10 

Crowdsourcing.26,27  



- During both virtual KEEs, participants were allocated to groups of 3-5 using the Zoom break-out 

rooms feature. A study team member then facilitated each group. 

- Under the facilitator's guidance, each group brainstormed various ideas of how the registry could 

enhance the health outcomes of individuals with diabetes, and each group generated up to three 

ideas. 

- The ideas generated were then circulated amongst groups and scored (between 1 (not my cup of 

tea) and 5 (yes! This is precisely what we need). All scores were totaled for each idea, and top-

scoring ideas were identified. 

3. Conducted a series of four Data Mapping Workshops  

- We conducted four data mapping workshops where we collectively tried to identify and visualize 

(map) what data currently exists, what data is desired, and what data from all of those discussed 

the registry should prioritize 

- Workshop 1: Problem Identification (What problems exist in the type 1 diabetes community that 

the registry could solve?). 

- Workshop 2: Examining lived experience scenarios and conducting a survey to identify desired 

data outputs in paediatric diabetes care and management. 

- Workshop 3: Developing the registry data ecosystem (how will all of this data fit into the 

technological infrastructure being developed for the registry?). 

- Workshop 4: Reviewing the CAPACITY network’s governance structure and roles (how can the 

registry be managed and maintained over time?). 



 

Figure 2: Steps taken during Phase 1 of the co-design of the CAPACITY registry   



Findings & Recommendations 

After completing the data mapping workshops and activities with caregivers of youth with diabetes, 

clinicians, researchers, advocates, youth with diabetes, and our PAB, our team used the information to 

develop potential registry uses to address key challenges and issues in paediatric diabetes (Figure 3). We 

accomplished this by examining the data collected to create a list of registry uses that addressed 

shareholder priorities. The potential registry uses we developed addressed the priority challenges and 

utilized the desired data elements identified and categorized into research, lived experience-driven, and 

care quality improvement (Table 1).  

 

Table 1: Defining Data Priority Categories 

Category Definition 

Quality Improvement (QI) A focus on improving care, resulting in improved 

patient outcomes and experiences  

Research A focus on collecting and/or using data to 

generate knowledge and discover new findings in 

paediatric diabetes 

Lived Experience (LE) - Driven 

A focus on factors that are valuable to a person 

with lived experience, including healthcare 

experiences and comparing their health and self-

management strategies and experiences to other 

people with diabetes  

 

We then identified all shareholders necessary to achieve these objectives (referred to as actors), and the 

intended outcomes of the registry, which primarily aimed to effect positive change in paediatric diabetes 

care and management.



 

 

Figure 3: Potential Registry Uses identified with Key challenges and Actors for the CAPACITY Registry (created in BioRender.com) 



Given that our findings will inform the co-implementation phase of the registry, we knowledge gained 

during the co-design process to develop some key recommendations for the CAPACITY registry moving 

into Phase 2. These were: 

1. Reviewing and Improving Data Collection: The CAPACITY project aims to collect important data 

that can inform research and quality care practices. During the initial work that was done, we looked 

at which data the CAPACITY registry should collect and was able to confirm that much of the data we 

had planned to collect aligns with what shareholders require (e.g. medications taken, medical insulin 

usage, number of medical and hypoglycemic events, etc.). Based on our findings, we suggest that in 

Phase 2, the team consider adding additional data indicators such as racial and ethnic identity, 

Indigenous identity, geographic location, educational attainment, employment status, and family 

structure.  

2. Exploring Patient Experiences and Outcomes: In phase 2, interviews will be conducted with 

shareholders as part of the audit and feedback initiative to understand their experiences and outcomes 

better. Using the potential registry uses we have provided (Figure 3), we suggest developing questions 

for those interviews that specifically target some of the user experiences documented in Phase 1. 

3. Creating an Easy-to-Use Dashboard: It was important for all our participants, especially those with 

lived experience, to benefit from the knowledge the registry would generate. We recommend that an 

easy-to-use dashboard be developed for this purpose. When designing a dashboard to display the 

project's findings, we recommend using simple language and visuals that are easy to understand. This 

will make the information more accessible to everyone, especially those directly affected by the 

findings. Involving people with lived experience in the design process will also make the dashboard 

more effective and encourage its use. 

4. Registry Use Should Align with Identified Priorities: We recommend that when deciding who is 

able to access the data collected for the CAPACITY registry, the decision should be based on whether 

their research question aligns with the priorities identified by the shareholders. We thus also 

recommended that the decision-making process for providing registry access should prioritize 

identified needs and uses, be flexible, and adapt to new challenges, ensuring that the registry remains 

useful, relevant, and trustworthy. 

5. Sharing Knowledge in Simple Terms: Based on the need for knowledge translation and utilization 

by our shareholders, we recommend sharing research data and information on the CAPACITY website 

to keep everyone informed about how their data is being used. Shareholders in Phase 1 emphasized 



the importance of this knowledge being valuable and accessible to everyone, including children/youth 

with diabetes and their caregivers. We recommend that those accessing the registry also translate their 

findings into layman's language, which can also be uploaded on the registry website/dashboard. 

 

Given the large amount of information gathered during the co-design process (Phase 1), we also propose 

several important recommendations that should be noted for the CAPACITY registry. It is recognized that 

this may not be possible in the upcoming phases of the registry and would require additional funding and 

projects. These included:  

1. Moving to a Real-Time System: The current data architecture only allows for a data snapshot at a 

particular moment. Switching to a regularly updated system would allow for continuous monitoring 

and improvements. Until this change happens, we recommend frequent updates to the current system 

as much as resources allow. 

2. Enhancing the CAPACITY Website: We recommend expanding the CAPACITY website to become 

a central resource hub, including educational materials and links to external services based on user 

needs. The website should offer tools that make it easier to understand and use the information 

collected.  

3. Adding More Data: We recommend that as the registry evolves, other data indicators should continue 

to be added, especially in areas like mental health, diabetes-related stigma, school experiences, and 

the transition from paediatric to adult care. 

4. Building Connections: The registry should strengthen connections with community programs and 

partners. This would help users find relevant programs near them, share knowledge across different 

organizations, and connect young people with diabetes and their caregivers to various healthcare 

professionals. 

5. Seeking Future Funding: The project should seek more funding to repeat the co-design activities, 

focusing on racialized and marginalized communities, especially Indigenous populations. Working 

with organizations like the National Indigenous Diabetes Association (NIDA) and tracking the 

demographics of participants will help make the registry more inclusive, ensuring that the project 

better represents all communities. 

 

 

 



 

Conclusion 

 

Our co-design process of the CAPACITY registry has highlighted the importance of building a registry 

aligned with the needs and desires of all our shareholders, including children/youth with T1D and their 

caregivers, researchers, and clinicians. During our project, we identified the main challenges around 

paediatric diabetes, “walked in the shoes” of those navigating access and provision of diabetes care and 

examined the data gaps. We then honed in on the critical data desires essential to all our shareholders and 

translated this information into a series of proposed registry uses. These co-designed registry uses will 

now serve as the foundation for the project's next phase (Phase 2), the development of the CAPACITY 

registry, ensuring that the final registry is, as envisioned, patient-centred.  
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