Moving Beyond Population Averages: Developing a Personalized Medicine Research Agenda

List of Potential Research Questions (For Discussion)

Earlier this year, PMC invited patients and other members of the health care community who had been participating in PMC’s web forum series to develop patient-centered principles for a research agenda in personalized medicine to brainstorm the following potential research questions. Through an online platform, participants were asked, “If you could choose one research question to improve the care or treatment of people through personalized medicine, what would that be?” There were 40 contributors, including 44% patients, 26% representatives of patient advocacy organization, 28% health care professionals or researchers, and 3% other. 

The following responses will serve as a starting point for discussion during each of the roundtable sessions. 

Session 1: Framing Research Questions in the Context of the Patient-Centered Principles to Improve Delivery of Personalized Medicine

1. How can education, communication and health care delivery strategies close the existing gap between a patient/caregiver’s expectations about personalized medicine and the reality of how and when test results and treatment options are currently delivered? 

2. What kinds of new and existing educational tools and resources, including those using digital platforms, would empower patients and providers, with varying levels of understanding about personalized medicine and its benefits, to discuss personalized medicine treatment options during visits? 
							
3. How can patients and caregivers be encouraged to more actively participate in their personalized treatment, when they prefer not to think about it, want to rely on their trusted medical team, or feel inadequate to participate? 

4. How can conversations between a patient and health care professional about personalized medicine treatment options best address issues related to access and affordability of care? 

5. How can healthcare professionals and patients navigate language and cultural differences when discussing personalized medicine treatment options or delivering/receiving care?

6. How do a patient’s needs and access barriers, including those related to cost and affordability, change depending on the purpose of a genetic test (e.g. to identify risk of developing a disease vs. to identify an appropriate treatment)?

7. [bookmark: _GoBack]How can outcomes research in personalized medicine consider the impact of treatment on a patient’s financial health, psychosocial well-being, and experience receiving care?	

Session 2: Identifying Practical Research Topics to Improve the Delivery of Personalized Medicine

8. How can the roles of other health care professionals beyond a patient’s physician, such as nurses, nurse navigators, genetic counselors, and pharmacists, be maximized to improve the delivery of personalized medicine? 
							
9. How can barriers for physicians and their medical teams in discussing and sharing with patients and caregivers information on personalized medicine, including testing, patients' results, treatment options, and enrollment in clinical trials, be addressed?	
							
10. What strategies should be used to improve the knowledge and expertise of primary care providers in the integration of personalized medicine into clinical practice?	

11. What kinds of tools and technologies (e.g. clinical decision support tools) could be made better available to providers in varying health settings, health disciplines, and health specialties to improve the delivery of personalized medicine? 

12. How can conversations between a patient and health care professional about personalized medicine treatment options best account for shared-decision making?
							
13. How can shared decision-making tools and resources better facilitate conversations between patients and providers about how personalized medicine treatment options align/do not align with a patient/caregivers’ values and circumstances? 

14. How does a patient’s and a health care provider’s understanding of genomics, including the patient’s understanding of their own genetic information, impact the integration of personalized medicine into clinical care? 
							
15. What mitigating strategies are needed to address inequity in the proportion of variants of uncertain significance reported out for individuals of non-Western European ancestry/ethnicity compared with those of Western European ancestry/ethnicity? 

Session 3: Identifying Disruptive Research Topics That Will Change the Health Care System for Personalized Medicine
						
16. How does affordability and insurance coverage impact a patient’s timely access to novel and/or off-label therapies? 				

17. How can longitudinal outcomes research track the value of personalized medicine in preventing the onset of a disease or condition? 
							
18. How can insurance providers and other members of the health care community work together to develop value-based contracts for personalized treatments that have higher upfront costs? 
			
19. What factors contribute to underutilization of personalized therapies? How must the health care system change to address these factors?

20. How can the informed consent process for research participation be improved to account for evolutions in technology, such as artificial intelligence, and establish trust with patients over the use of their data in health research?	
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