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[bookmark: _heading=h.yuizgecqxscr]Section 1: Organizational Performance Indicators Dashboard
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Note: Indicators are updated quarterly. Ongoing or new initiatives are denoted in square brackets.
[bookmark: _heading=h.tyjcwt]Section 2: Key Achievements on Strategic Commitments
[bookmark: _heading=h.3dy6vkm]Goal 1: Develop and Improve Services and Supports for Data Access
[bookmark: _heading=h.ke6sa0icglug]Active DASH projects:
· The first Data Access Support Hub (DASH) data access request involving Quebec’s data centre, Institut de la statistique du Québec, was completed this quarter.
· The DASH WG is currently supporting 18 active data access, including two new intakes.
· New impact story! DASH supports the largest randomized trial conducted by Canadian primary care.
[bookmark: _heading=h.nl52faeg3as1]The DASH Review Action Plan is well underway:
· Focus areas include user experience including accessibility and ease for forms, and reducing timelines that are under the control of member organizations.
· Three user experience surveys were released in November 2024 to better understand researchers’ perspectives and experiences of conducting multi-regional research (not limited to experiences with the DASH process). Analysis to be completed in February 2025. Target groups include:
· Research community broadly, survey sent to 648 people who registered for an HDRN Canada webinar – 139 responses to date.
· DASH active and completed projects: survey sent to 26 people – 4 responses to date
· DASH drop-offs: survey sent to 48 people – 10 responses to date
[bookmark: _heading=h.rcggpg7u8fs3]The cross-country DASH team is actively engaged:
· In December, DASH WG members from the Institut de la statistique du Québec and the Health Research Data Platform – Saskatchewan co-delivered the DASH Webinars. 
· DASH members in Alberta are collaborating with a researcher to deliver the next DASH webinar series in the spring.
[bookmark: _heading=h.2ympuvfayd5]Piloting a National Concept Library prototype to help researchers plan their projects:
· HDRN Canada signed a contract with SAIL Databank to pilot a National Concept Library prototype across selected sites. This is related to our recently submitted CFI proposal. 
· The library will provide detailed descriptions of methods, analytical approaches, and algorithms for indicators and measures used in research. This will be a valuable resource for planning projects that can build on what other researchers have already done and is consistent with the principles of Open Science. The Algorithms and Harmonized Data (AHD) Working Group is providing input and expertise on the prototype. 
[bookmark: _heading=h.1t3h5sf]Goal 2: Diversify and Harmonize Data, and Support Innovative and Privacy-Sensitive Data Use
[bookmark: _heading=h.qt3ivcgmkmbr]Data and services are expanding:
· Quebec is now offering Revenue Québec data.
· Saskatchewan is now offering researchers the ability to link an external data set (e.g. data that they collect) to routinely collected data.
[bookmark: _heading=h.nhr2d0gj1ere]A major milestone on common data models:
· We completed a study comparing results using “original” data with harmonized data put into the Observational Medical Outcomes Partnership (OMOP) common data model format. 
· The study showed perfect concordance between the two, and much speedier analysis time using the common data model. 
· This was a small, limited study, but suggests there is merit in pursuing data models as a major step in multi-regional research. This idea is core to the recently submitted CFI proposal. 
[bookmark: _heading=h.k7usy9p2eb4k]Three sites onboarded to optimize a machine-learning tool for de-identifying free text data - MASK project:
· Three sites have obtained ethics approvals and data access agreements, set up data access, and trained their personnel on the software used to tag and label sensitive information within free-text records. This will facilitate the training and evaluation of the machine-learning MASK tool.
· This achievement marks a key first step towards optimizing a method for effective de-identification of free text, that safeguards patient privacy while opening access to rich and valuable data sources.
[bookmark: _heading=h.obym3e2xkwvh]Data Asset Inventory IDEA Labelling project is complete:
· All participating sites have completed annotating the Data Asset Inventory (DAI) with new IDEA labels (assessment, disability, ethnicity/race, housing, justice, migration, sex, and gender). This improves the DAI’s utility for diverse, inclusive and equity-focused research initiatives.
[bookmark: _heading=h.tl445m1stobp]Completed 40% of content in the e-learning Privacy Training Program:
· Work continues with the e-learning Privacy Training Program with approximately 40% of the content and three of the four planned interviews completed. The first beta version is planned to be completed in May 2025.
· This training program will be accessible to everyone and administered through the University of New Brunswick College of Extended Learning at a cost-recovery fee for annual support. 
[bookmark: _heading=h.fq5vp6iw3bgm]Communicating our member organizations’ leadership in data protection:
· The Privacy and Communications Teams are finalizing a one-pager summarizing the best practices of trusted research environment (TRE) across HDRN Canada. This will provide a plain language description of what a TRE is, what safeguards are in place to ensure data security, and our member organizations’ roles and expertise with TREs.
· The Privacy Team presented at the January HDRN Canada Discussion Session. The topic was the value of data linkage and the importance of evolving privacy-enhancing technologies, including federated analysis, to enable privacy-sensitive data use with less need for cross-border data sharing.
[bookmark: _heading=h.4d34og8]Goal 3: Establish and Strengthen Partnerships and Provide Leadership for Evolving Data Practices
[bookmark: _heading=h.yqqzfn6gkedt]Significant progress on the Pragmatic Trials Training Program (PTTP):
· There are more than 70 learners in the program.
· The program is open source, with 29 modules currently posted on the website.
[bookmark: _heading=h.oar4lsalrwu6]Collaborative Plan developed with international partners:
· We are already working with international partners (HDR UK, ADR UK and PHRN in Australia) on plans for shared areas of interest, all of which align with our strategic priorities, including data harmonization, social license for use of data, and tools to support ease of data use.
[bookmark: _heading=h.ruuuob5kxnkr]The Health Data Research (HDR) Alliance is taking shape:
· Dr. Parminder Raina, Principal Investigator for the Canadian Longitudinal Study on Aging (CLSA) at McMaster University, took over as the Chair. The secretariat remains with HDRN Canada.
· The Working with Federated Data Forum is a place for HDR Alliance dialogue about methods and approaches for working with federated data.
· Members agreed to develop guidance around the reporting of small cells in data analytics reports. 
· There was also interest in supporting pilot work using HDRN Canada’s existing federated analysis methods to analyze dementia prevalence and incidence across Canada.
[bookmark: _heading=h.2s8eyo1]Goal 4: Strengthen Data Use to Improve Equity, and Support Indigenous-led Data Sovereignty
[bookmark: _heading=h.gm3bl1qgjtem]We are implementing the IDEA strategies that are part of our Strategic Plan:
IDEA Strategy 1: Learning/Unlearning
· Completed 6 months of IDEA Community of Practice Unlearning sessions with 75% of respondents strongly agreeing that the material shared was useful and relevant, leading to further disseminating their learnings in their own host organizations.
IDEA Strategy 2: Facilitating IDEA in Data Research
· Agreement to create four Briefing Notes providing background and recommendations for incorporating IDEA into HDRN Canada infrastructure projects: data biographies, national concept dictionary, common data models, and phenotype libraries.
IDEA Strategy 3: Cultivating Trust and Reciprocity in Community Partnerships
· Agreement to create a process for guiding public engagement and incorporation of IDEA into all internal projects.
· IDEA Team members provided guidance for the 2025 Health Data for All of Us public forum agenda.
[bookmark: _heading=h.ae4dup5k4jbx]The Big IDEAs About Health Data webinar continues to draw attention:
· The second year of the Big IDEAs About Health Data webinar series launched with a highly attended talk on 2S/LGBTQQIA+ Communities - Chronic Health & Administrative Health Data with 225 live attendees, bringing over 3000+ viewers of the webinar series to the YouTube page.
[bookmark: _heading=h.yuko1eocei43]Indigenous community-led DASH project makes substantial progress:
· The Canadian Alliance for Health Hearts and Minds (CAHHM) developed a research proposal focused on nutrition and brain health and is in the process of acquiring the remaining details for the DASH application (e.g., evidence of community approval).
· The Indigenous Data Team drafted an outline of an evaluation plan as a component of the community data linkage project to understand the experiences of Indigenous community-based teams working through DASH and HDRN Canada to answer health questions.
· We will be sponsoring attendance at the Global Indigenous Data Sovereignty Conference taking place in Australia.
[bookmark: _heading=h.17dp8vu]Goal 5: Ensure Purposeful and Ongoing Public and Community Involvement
[bookmark: _heading=h.5zs3ras3y7cr]We are writing a foundational paper on Public Trust and Data Literacy in collaboration with the Public Health Agency of Canada (PHAC):
· Focus groups and key informant interviews were conducted with patient/public partners and individuals with expertise in data privacy, trust, public/patient engagement and other relevant topic areas to inform the development of the paper.
· We are creating new partnerships with organizations that are leading other public trust and data literacy initiatives as part of this PHAC work, including the College of Health Information Management Association (CHIMA) and Simon Fraser University.
· This work is further establishing HDRN Canada’s expertise and leadership in this area.
[bookmark: _heading=h.hqpx8uh6cptr]Strong and engaged Public Advisory Council (PAC):
· The PAC continues to advise on various network initiatives, including grant applications (CFI fund and CIHR’s Pandemic Preparedness) and the 2025 Health Data for All of Us public forum agenda. 
· A fifth new member joined the PAC this Fall and identifies as an Indigenous advocate.
· The PAC has consistently raised concerns regarding the impact of AI, and this influenced the choice of this topic for our 2025 Health Data for All of Us public forum.


Development of communications products on key PE initiatives:
· Communications initiatives include the development of a glossary of health data-related terms, led by four PAC members, and a planned publication summarizing joint health data social licence work undertaken in collaboration with Population Health Research Network Australia.
[bookmark: _heading=h.3rdcrjn]Success Factor: Cohesive Network with Effective and Sustainable Operations
[bookmark: _heading=h.xdnbumdcbgq4]HDRN Canada’s 2025 CFI Innovation Fund application is now submitted!
· HDRN Canada has officially submitted our full application to the Canadian Foundation for Innovation (CFI) Innovation, requesting $11.5m in funds over five years. The results are expected in November 2025.
· The Health Data Interoperability Technology Development and Research Program represents a major achievement of planning for HDRN Canada and provides a roadmap for development over the next 2-5 years. 
· The CFI includes  Population Data BC, Health Research Data Platform–SK, Manitoba Centre for Health Policy, New Brunswick Institute for Research Data and Training, and the pragmatic trial program at Western University. CIHI and ICES plan to participate through other funds as well (ICES submitted a separate but connected CFI proposal), and the program will be designed to include other sites as funding is available.
[bookmark: _heading=h.x5b2259w7uba]Our Pandemic Preparedness Platform grant was submitted to CIHR:
· This is a $3m grant that proposes the development of services that can be activated quickly in response to a health emergency. All of what we propose leverages existing capacity (e.g. the CAN-ASK service). 
· We received letters of support from Health Canada, Canada’s Drug Agency and the First Nations Information Governance Centre (FNIGC). 
· If successful, this would be our first formal partnership with FNIGC.
[bookmark: _heading=h.7qch94254est]Strategic recommendations provided by Santis Health:
· Santis Health provided the final version of its strategic recommendations to HDRN Canada based on the environmental scan. The Executives will be following up on those recommendations.
[bookmark: _heading=h.onjyrvp7xi14]Connection, communication, and collaboration - Introducing Google Chat:
· We responded to a request from Network members for more real-time communication tools by setting up Google Chat.  This provides more seamless connections across time zones, supports collaboration and helps to build a greater sense of community.
· HDRN Canada Communications Team launched two new external newsletter editions of Data Points (November, December and January) and internal newsletter editions of Inside HDRN Canada (December and January) to promote internal communications across the Network.
[bookmark: _heading=h.6wgxdx87qo1f]Success Factor: Supportive and Engaged Legislative and Policy Ecosystem and Community of Data Users
[bookmark: _heading=h.h7s72dvb8acu]More opportunities for the pan-CANadian data Analytic Service for Knowledge users (CAN-ASK) initiative: 
· We reached an agreement on two new contracts with Canada’s Drug Agency (CDA-AMC). These relate to analytic reports on diabetes and contraception and OMOP CDM implementation. 
· HDRN Canada is collaborating with CIHI to optimize the use of the complementary data holdings of both CIHI and provincial sites. CIHI is acting as both a member site of HDRN Canada and under its own contract with CDA-AMC for a separate concierge service.
· There is potential for further work next fiscal year.
· Three potential opportunities for CAN-ASK are being assessed for feasibility from: Boehringer Ingelheim; the Conference Board of Canada; and the Sickle Cell Disease Association of Canada. Secure funding for this service is a priority.
Abbreviations
AHD: Algorithms & Harmonized Data: A Working Group within HDRN Canada
CanPath: Canadian Partnership for Tomorrow’s Health: A large, longitudinal cohort 
CDM: Common Data Model
CFI: Canada Foundation for Innovation
CIHI: Canadian Institute for Health Information
CIHR: Canadian Institutes of Health Research
DAI: Data Asset Inventory: One of the resources developed by HDRN Canada
DASH: Data Access Support Hub: A Working Group within HDRN Canada
IDEA: Inclusivity, Diversity, Equity, and Accessibility
OMOP: Observational Medical Outcomes Partnership: A widely used common data model that HDRN Canada is implementing
PAC: Public Advisory Council: An advisory body supported by HDRN Canada
PE: Public Engagement: A Working Group within HDRN Canada
PHAC: Public Health Agency of Canada
PTTP: Pragmatic Trials Training Program: A program hosted by HDRN Canada
TRE: Trusted Research Environment: Terminology for secure spaces where data analysis happens
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