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Cultivating the right mix and level of patient advisors: How strong program design can enhance engagement and reduce organizational risk June 2017 Leah Lechelt, Director, Patient Partnerships Terrie Hudon, Patient Advisor Mary Beth Eckersley, Patient Advisor



Cancer Control Alberta



Alberta Cancer Foundation • Registered charity • No public/gov’t funding • 100% donations, fundraising • ~ $25M annually to cancer research and enhancements outside core health care services



Patient Partnership Vision “At the Alberta Cancer Foundation, the voice of patients will be embodied in every investment we make in cancer prevention, screening, enhanced care and research.”



What will benefit patients the most? •



Canada’s first lung cancer screening program?



•



Financial assistance for struggling patients?



•



Immunotherapy clinical trial?



•



Earlier detection of oral cancer?



Patient Advisor Network • Searchable database of our own patient & family advisors • Commitment to excellence in recruitment, training, placement, recognition, retention.



Engaging patients in PA Program design • ID beliefs, knowledge, preferences • Co-design program features (application process, orientation module, quiz) • Test materials, messages



Challenge #1 “What do you see as your role?” 1.



Health system delivery improvements



2.



Peer support



“How about helping researchers understand what will make the most difference to future cancer patients?”



(“They know what they’re doing, right?”)



Typical PA recruitment path Marketing & Recruitment



Acceptance



Orientation



Placement



Proposed path Good fit or redirect



Mktg & Recruitment



Education



Orientation & Quiz



Acceptance



Placement



Comprehensive online information + application



Patient Advisor



Orientation module & quiz • Part of application process • “Where are you best suited to advise?” • “Will you be fulfilled?”



Challenge #2



Three Patient Advisor levels



Level 1



Level 2



Level 3



Level 1 (Patient Advisor) I am ready to tell my story and share my experience so others can learn from my journey and develop a deeper understanding of how cancer and its effects are experienced at an individual level.



Level 2 (Care Improvement Advisor) I am ready to think beyond my own journey to consider how the collective experiences and perspectives of patients can improve care and outcomes for other Albertans like us. I would like to work on a project team, advisory council or working group to advise on improvements and work through solutions.



Level 3 (Strategic Advisor) I see the big picture across cancer care and research, and I am ready to represent the voice of patients at decision-making tables. I will share the collective wisdom and knowledge of patients, which will help inform where we decide to invest in cancer care and research in Alberta.



Early results from PA group • 100% said information resources addressed critical details (who, what, why, how).



• Still room for improvement re: tech and form issues. • “OH MY GOODNESS! That video is INCREDIBLE! I'm blown away by it and it honestly made me want to sign up. Everything is so clear and well done! Great job!”



Terrie Hudon •



Cancer widow, caregiver and cancer patient



•



Thorough program design



•



Felt heard, valued and respected



•



Varied advisor opportunities



Mary Beth Eckersley • Cancer thriver, advisor, advocate & champion. • “Without research, I wouldn’t be here today.” • Through research, I can help those who come after me.



Questions? [email protected] 780.643.7199



Terrie Hudon Mary Beth Eckersley
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