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[bookmark: _heading=h.ngnyxefkcavc]HDRN Canada’s Public Advisory Council 
Health data have the power to change lives, shape policies and build healthier communities across Canada. Data only reach their true potential when public voices guide how they are used. The Public Advisory Council (PAC) exists to make sure real people’s perspectives are part of initiatives taken on by HDRN Canada. This year, we proved again that when public voices are at the table, decisions become more grounded, more equitable and more impactful.
Without strong public input, there is a real risk that health data do not serve people or the public interest to the fullest possible extent. Decisions could lack trust, relevance, and fairness. Communities could feel excluded. Opportunities to advance equity and justice could be lost. If the PAC isn’t here to share the lived experiences of Canadians, HDRN Canada’s work could fall short of its mission to connect people and organizations across Canada to use health data in new and meaningful ways.
Public input is essential to ensure that decisions about health data are trustworthy, relevant and fair; to be inclusive of all; and to continue advancing equity and justice. In sharing the lived experience of Canadians, the PAC helps HDRN Canada fulfill its mission of connecting people and organizations across Canada to use health data in new and meaningful ways.
This year marked five years of the PAC strengthening HDRN Canada. Our group of 16 members met five times online and once in person, working alongside HDRN Canada’s Public Engagement team (see Appendix for more information on PAC and PE membership and operations). Here is what we accomplished:
· Shaped national conversations. PAC members were deeply involved in HDRN Canada’s third public forum, Health Data for All of Us: A Public Dialogue on AI in Health. Four members helped plan the event, and two were presenters in keynote sessions focused on AI in the patient journey and the ethical, legal, privacy and equity challenges of AI in health.
· Advanced understanding. We are creating a plain language communication tool of important health data terms to make health data clearer for everyone.
· Built public trust. We helped develop a foundational paper on public trust and data literacy, funded by the Public Health Agency of Canada
· Focused on priorities that matter. We gave input on privacy and consent, private sector data use and using data to advance equity and justice.
· Expanded our reach. Five new members joined, including francophone and Indigenous voices, adding greater diversity to our work.
· Evaluated our impact and performance. Through participation in an organizational evaluation, we reflected on what we were doing well as well as areas for improvement. We provided suggestions for network priorities moving forward, and we unanimously agreed that HDRN Canada has been inclusive and responsive to the PAC. 
PAC members also heard from leaders like Dr. Kim McGrail, Dr. Rashaad Bhyat and others, who shared  their insights and invited PAC’s perspectives on major projects and strategies.
Looking ahead, the PAC is committed to deepening our role as champions of public voices in health data decisions. Our priorities for the upcoming year are to:
· Continue focusing on ensuring public perspectives are heard in the areas of health data equity, privacy and trust, key values that are present in HDRN Canada’s strategic plan, network structure and outputs.
· Expand our impact by recruiting members from Canada’s territories, amplifying underrepresented voices.
· Strengthen public understanding and trust in health data by contributing to plain language resources, educational forums and inclusive conversations.
To keep public voices strong in health data decisions, the PAC looks forward to ongoing collaboration with HDRN Canada’s leadership, researchers and partners. We appreciate your commitment to meaningful engagement, willingness to listen and openness to being guided by people whose lives are touched by the work you do. We look forward to advancing public input into discussions and decisions about health data, ensuring that health data are used in ways that improve health outcomes and uplift all communities in Canada. 
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[bookmark: _heading=h.qfr1i8c2k0md]Membership
As of summer 2025, the PAC consists of 16 members and is supported by HDRN Canada’s  Public Engagement Working Group, which includes the Public Engagement Executive Lead (and Working Group chair), the Operational Lead and a research assistant. The PAC has representation from nearly all provinces, including two members with French as their first language (one living outside of Quebec) and two members who are Indigenous, as outlined in the PAC’s Terms of Reference. Around half the members have previous experience as patient partners (e.g., in an initiative funded by Canada’s Strategy for Patient Oriented Research or another patient group). More information about the membership can be found on HDRN Canada website.
Each summer, we launch a recruitment call for new members which is either broad or targeted to address specific gaps in representation that have been identified. The number of new members recruited each year depends on the number of current PAC members whose terms are ending. For 2025-2026, we are currently recruiting one to two new members who reside in Canada’s territories. 
[bookmark: _heading=h.uev4zye88rpu]Meetings
The PAC meets at least five times a year, including one hybrid (online and in-person) meeting annually. Work is conducted both at and in between meetings, including through the formation of small working groups who advance specific initiatives with the support of the Public Engagement Working Group. PAC members are compensated $750 annually, with a further $250 available for undertaking additional work. More information about PAC operations and membership can be found in the Terms of Reference.
[bookmark: _heading=h.bfxj6z67g5z4]Evaluation
Each year, PAC members complete a short evaluation survey asking them what is working and not working well — in terms of both operations and their ability to impact the work of HDRN Canada. This year, PAC members felt that meetings were well organized and engaging, and that there was good communication and support from the Public Engagement Working Group (“My colleagues treat me with respect and genuine interest”). Going forward, members want clearer expectations regarding the PAC’s role and responsibilities; to address this concern will continue to dedicate time for annual priority-setting. Finally, members felt that, overall, the group is starting to see improvements in making an impact over the past year, acknowledging the number of times HDRN Canada leadership/other area leads consulted with and/or presented to the group (“I have been able to provide input on initiatives that are important to me”). One hundred percent of members who filled out the survey said they are satisfied with their role.
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