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Wednesday Breakout - Patients in Basic Science
Transcript
https://otter.ai/u/bu6hRcuS90tEVF3Tknj3ULxDmBE?view=summary
The discussion focused on engaging patients in basic science research. Chelsea Armbruster, an associate professor in microbiology, highlighted her work on urinary tract infections and the importance of translational research. Cindy Amundsen, a professor in urogynecology, emphasized the need for clinician-patient collaboration and the challenges of engaging diverse communities. John Ellison, a pediatric urologist, discussed his PCORI-funded kidney stone engagement core and the importance of patient-reported outcomes. The panel also explored strategies for patient engagement, including qualitative interviews, community outreach, and the role of advocacy groups in bridging gaps between basic science and clinical practice.
Action Items
· Explore creating a standing patient advisory board or community engagement group to provide input on basic science research projects.
· Reach out to existing patient advocacy organizations in the disease areas of interest to explore collaboration opportunities.
· Develop educational materials and outreach strategies to increase awareness and understanding of basic science research among patient communities.
· Conduct qualitative interviews with patients to better understand their perspectives, concerns, and preferences around participating in basic science research.
· Investigate models used by other institutions, such as the UCSF Youth Advisory Council, for engaging hard-to-reach patient populations.
Outline
Engaging Patients in Basic Science Research
· Byron Hayes introduces the session titled "Engaging Patients in Basic Science Research" and mentions his limited involvement in clinical research.
· Byron Hayes discusses a publication on patient-reported outcome measures in clinical settings and the consistency of questionnaires across different urology pathologies.
· Byron Hayes outlines the session's goals, including prioritizing points during brainstorming and addressing questions related to the forum.
· Byron Hayes invites panel members to introduce themselves and their involvement with patients in translation research, clinical research, and basic science research.
Introduction of Panel Members
· Chelsea Armbruster introduces herself as an associate professor at the Jacobs School of Medicine in Buffalo with a background in microbiology and immunology.
· Chelsea shares her research focus on bacterial pathogenesis, middle ear infections in children, and urinary tract infections, emphasizing the importance of studying infectious diseases affecting patients.
· Chelsea discusses her postdoctoral training and a K99/R00 training grant to bridge basic science to translational research, including working with a clinician mentor.
· Chelsea highlights her ongoing research in Buffalo, including a clinical observational study and her role as vice president of the Urinary Tract Infection Global Alliance.
Sonia Fargue Background and Research Focus
· Sonia Fargue, a pediatric urologist, shares her transition from clinical practice to research after completing medical training and obtaining a PhD.
· Sonia Fargue focuses on rare kidney diseases and has a strong interest in patient data rather than animal models.
· Sonia Fargue discusses her involvement in the Oxalosis and Hyperoxaluria Foundation (OHF), which funded their PhD and grants, and their role on the advisory board.
· Sonia Fargue emphasizes the importance of recruiting patients and healthy volunteers for their research and their collaboration with OHF.
Cindy Amundsen's Experience in Collaboration and Translational Research
· Cindy Amundsen, a professor in urogynecology at Duke, discusses the importance of collaboration between clinicians and basic scientists.
· Cindy shares her experience of running training programs with mentors who are clinicians and the challenges of dealing with IRBs for patient studies.
· Cindy highlights the LURN network's work on questionnaires for lower urinary tract symptoms and the FDA's focus on patient-centered outcomes.
· Cindy emphasizes the need for patients to understand the trade-offs between treatment benefits and side effects, as well as the importance of engaging patients in research design.
Jon Ellison's Engagement with Patients and Families
· Jon Ellison, an associate professor of urology at Medical College Wisconsin, discusses his engagement with patients and families through a PCORI award.
· John shares the formation of the Kidney Stone Engagement Core (KSEC), an advisory board of patients and families, and his partnership with the Oxalosis and Hyperoxaluria Foundation.
· John highlights the importance of involving patients in all stages of research, from ideation to dissemination, and the need for patient-reported outcomes in clinical trials.
· John provides an example of patient advocacy leading to FDA approval of a clinical trial outcome, emphasizing the impact of patient engagement on research and clinical practice.
Challenges and Strategies for Patient Engagement
· Byron Hayes asks about the challenges of getting and keeping patients involved in research.
· Jon Ellison suggests different steps in patient engagement, including design and implementation, and the importance of early engagement.
· Jon Ellison emphasizes the need for passionate and engaged patients, especially for rare diseases, and the importance of structuring meetings and remuneration.
· Cindy Amundsen suggests qualitative studies to understand community interest in basic science research and the challenges of engaging underrepresented communities.
Models and Approaches for Community Engagement
· Speaker 6 discusses models of community engagement, such as citizen science and social media, and the importance of normalizing and destigmatizing language.
· Jon Ellison highlights the need for community-based research and the role of advocacy groups in engaging underrepresented communities.
· Speaker 7 shares their experience with community engagement in diabetes research and the importance of developing relationships before asking for participation.
· Jon Ellison suggests starting with small groups and being intentional about representation, and the potential for youth councils to provide insights and support.
Building and Sustaining Patient Engagement
· Jon Ellison emphasizes the importance of giving back to the community and building trust through educational lectures and community outreach.
· Cindy Amundsen discusses the role of community advisory boards and the need for institutions to support community-based research.
· Jon Ellison highlights the importance of infrastructure and the potential for small-scale engagement to be meaningful, even without a large core group.
· Jon Ellison suggests seeking advice from experienced researchers and the value of having a few people who have done similar work to provide guidance.
Final Thoughts and Recommendations
· Byron Hayes asks about the formation of advocacy groups within underrepresented communities and the challenges of including those groups in research.
· Speaker 6 suggests working through established organizations, such as faith-based groups, to connect with communities and build trust.
· Jon Ellison recommends starting with small groups and being intentional about representation, and the potential for youth councils to provide insights and support.
· Jon Ellison emphasizes the importance of giving back to the community and building trust through educational lectures and community outreach.
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