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Q1 Contact Information
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Q2 Please rank the following topics 1-5 in terms of your level of interest in
focusing on them as part of a potential patient registry working group (1

being of most interest and 5 being of least interest)
Answered: 16 Skipped: 0
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Efficiencies...

Technology
Evaluation...

Governance
(e.g. Commit...
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Business Development (e.g. Menu of Services, Business
Plan, Budget/Cost Recovery)

Recruitment /Retention (e.g. Patient
Education/Engagement, Marketing Materials)

Operational Efficiencies (e.g. SOPs, Best Practices)

Technology Evaluation (e.g. Scorecard, List of Vendors in
the Market)

Governance (e.g. Committee Structures)
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Q3 Are there any other broad topics not mentioned above that would be of
more interest to focus on as part of this working group?
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HRA Patient Registry Working Group Survey

4 / 6

87.50% 14

0.00% 0

12.50% 2

Q4 Would your organization be interested in participating in this Patient
Registry Working Group?

Answered: 16 Skipped: 0
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Q5 Are you aware of any other Patient Registry Working Groups being
conducted by another alliance/society?

Answered: 15 Skipped: 1
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Q6 Please share any other thoughts that haven’t been addressed in the
previous survey questions that would be important to consider in

development of a Patient Registry Working Group
Answered: 2 Skipped: 14


