Research Networks / Societies
Summary of Call #13 on 1.16.18

Attendees:
Chris O’Connor (Inova, (Chair, HFSA Past President)
Dave Whellan (Jefferson, Co-Chair)
Minnow Walsh (St. Vincent, ACC Past President)
Mona Fiuzat (Duke)
Cynthia Chauhan (Patient)
Robert Cole (Emory->Inova)
Mitch Psotka (Inova)
Jerry Riebman (Amgen)
Tomas Andersson (AstraZeneca)
Heather Crown (HFC project manager)
Guests:
Federica Latta (U. of Brescia)
Dario Cani (U. of Brescia)

Unable to attend:
Mariell Jessup (AHA, CMO and Past President)
Fady Malik (Cytokinetics)
John Laschinger (FDA)
Patrice Nickens (NIH)
Michael Bristow (ARCA biopharma)
Marissa Miller (NIH)
Monica Shah (Quintiles)

Call summary:
1. HFSA Research Network 
Updates from HFSA Research Network (RN). 
Database: Developing database and capabilities of sites in RedCap, which will soon be posted online. There are approximately 300 unique sites in the survey who stated they want to be part of the network. We are working on developing an “umbrella” for common CDAs, contracting, budget negotiations, etc. over the course of the next year.  The network can also provide support to sites in mentoring, helping develop resources, offer training and opportunities. One of the values may be in providing best practices, as trial enrollment varies between studies. Having the ability to share enrollment practices by trial may help to reduce variability. 
Certification: Potential future offering of the network. The “stamp” of HFSA may help sponsors and patients, encourage sites to participate, and help with referral of patients between sites. This group should think about competencies for a certification program. 
Trials and sponsors: we are working on a report of the performance metrics from the first trial (VICTORIA), which includes time to contract, time to screening, time to enrollment, comparing the RN sites to other trial sites. Several sponsors are interested in engaging the network for new trials (NIH and private). 
Clinical Trial Listings: being developed, aim for launch during HF Awareness week (2nd week of Feb). Started with approximately 200 trials from clintrials.gov, using some criteria (Phase 2-4, enrolling, multi-center), there are ~ 45 active trials. The site is built and we are testing and providing feedback on the site functionality. Will propose to HFSA team that this group can volunteer to test the site and send feedback to Mona, I will collate and submit in the next week. Cynthia is helping to provide patient language write ups for patients who are using the search. 
ACTION ITEMS
· Site Network: HFC can provide support by developing training materials for HFSA RN; can assist with performance recognition; help identify metrics for certification and performance. 
· Clinical trial listings: Group to assist with testing of the clinical trial listing site; send feedback to Mona (by Jan. 25). 


2. Research Culture
- ORISE Fellows: ORISE is a program that holds funding for FDA to protect time for Fellows to work on FDA related projects. If awarded, the FDA then pays the program/institution to protect the fellow time: https://www.fda.gov/AboutFDA/CentersOffices/ucm317180.htm. Have applied through CDER, Norm Stockbridge/Mona for funding request for 3 Fellows, 2 days per week to assist with HFC projects. First review completed, some questions needed clarification. Have resubmitted with responses to reviews. (Unfortunately, no clear timeline on when we will hear). If funding is approved, applications will be open to all fellowship programs to submit for 3 spots, 2 days a week to help with HFC projects. 
· Mona to update group on news re: funding
· RFP will be developed if funding approved. 

Site Recognition: young investigators awards at HFSA and through HFC. Will ask sponsors to submit their top PI’s and coordinators. We can include early career, established + SC’s for these sites. We can create a scoring system or classes of awards (enrollment, quality, participation, etc). Ask sponsors (including NIH) to submit their nominees. We will work on awards (simple certificate) that we can mail to sites and post on HFC site, also top awards to be presented at HFSA research network session or SBR session. We can then nominate these investigators for steering committee/DSMB/CEC “internships” to train the next generation.
ACTION ITEMS
· Ask sponsors for top site award nominees 
· Mona/Chris to work on presentation of awards at HFSA 
· Continue to work on national recognition of site performance
· Look at different classes of awards (innovation, participation, newest members, etc).
· Create certificates to recognize, post on HFC website
· Recognize on HFSA clinical trial listing site (Chris/Mona)

3. Work with resources (such as PCORnet) to develop patient research networks 
Not discussed on call today.


Next calls: 1/16; 2/19; 4/09 (prep for think tank)
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