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AgAgendaenda

• 2:45 p.m. ‐ Review and update on the PCS Subcommittee 
annual plan ‐ co‐chairs 

• 2:50 p.m. ‐ Review draft Community Data User Tool Kit ‐
Maureen Henry 

•• 3:303:30 p.mp m. ‐ PlanningPlanning foforr aa virtualvirtual TToolool KitKit rereaacctotorr wwoorkrkshopshop onon 
July 16 ‐ co‐chairs 

• 3:40 p.m. ‐ Briefing on data segmentation for privacy 
standards and technology ‐Walter Suarez 

• 4:00 p.m. ‐Meeting takeaways and next steps ‐ co‐chairs 

• 4:15 p.m. ‐ Block al k ddjournment 
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Activity:  Stewardship for  Target Milestones* Contract/staff 
Community Data Use resources

1a.  Report on  Report to  • Finalize research questions 
St d hiStewardship B tBest  C ittCommittee iin  d tiand  litimeline C t t• Contractor ffor 
Practices for Community  September  • Review research work  research and 
Use of Health Data 2014 products report writing
• Research • Q1 2014 • Design workshop plan • Staff for hearing 
•• Workshop or otherWorkshop or other  • Q/2 3 2014• Q/2‐3 2014 • Cond ct hearing• Conduct hearing administrationadministration

activity to advance  • Q3‐4 2014 • Outline report
best stewardship  • Review report drafts

• Work products

1b.  Follow up on Public Report in  • Roll into 1a research • Contractor for 
Health Privacy and  conjunction  • Determine needed follow  research and 
Security Standards with standards  up report writing

letter(s) • Staff for hearing 
administration
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Activity Target Milestones* Contract/staff 
resourcesresources

2a..  HIPAA report to  Final draft of  • Subcommittee call  M. Bernstein to 
Congress – section on  section in April in November and  draft working 
Privacy and Security December 2013. with T. Deutsch

• In person 
Subcommittee 
meeting in Februarymeeting in February

• Subcommittee call 
late March/April
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Activity Target Milestones* Contract/staff 
resources

3.  Advice on privacy issues Recommendations on • Select issues in June • Contractor or staff 
a. Outstanding HIPAA  HIPAA related issue as  • Conduct issues research for research issue 

related issues needed. • Designg  hearing plang p brief
b. Emerging issue Letter on Emerging  • Staff for hearing 

issue for Committee  administration
review: February 2015
• Monitoring 
• Hearing on issue:• Hearing on issue:  
Fall 2014
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CommunityCommunity DatDataa UserUser TToolool KitKit 
Project Objective

• Provide guidance for use of data to improve 
community health
– Emphasis on privacy, confidentiality, and security

– Not limited to privacy, confidentiality, and security
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What came before

• Joint Roundtable on Health Data Needs for 
Community‐Driven Change (2013)

• Stewardship Framework Letter to HHS Secretary 
Sebelius (2012)

• The Community as a Learning System: Using Local 
Data to Improve Local Health (2011)
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Process

• Environmental scan
– ReRevviieeww ofof paspastt rreportseports andand rreeccoommendammendationstions

– Interviews

•• CullingCulling//eexpansionxpansion prprocessocess
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Charge

• Develop a Community Data User Toolkit
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Target Audience

• Communities
– LocLocaall govegoverrnnmmeentnt

– Non‐profit organizations

– Disease‐specific groups

• Others
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Structure
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Community Data User Tool Kit 
Data Lifecyclef l
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Section Organization

• Brief explanation of topic

•• HighlighHighlightt anan aspectaspect ofof cacassee ssttudyudy thathatt 
illustrates main point

• ChCheckk‐lilistt
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Case Studies

• eMERGE Network
• Newborn Blood Spots
• UniU iversiti yt  off MaiM ine RefR fugee HealthH lth
• Indian Health Service
• Taking Neighborhood Health to Heart
• Havasupai Tribe Biological Samples
• Pine Study
•• MyMy HealthHealth AccessAccess
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• ReRegguullaattoorryy andand LegLegaall StructurStructureses
– HIPAA

– HumanHuman subjectssubjects prprototectionsections

• Data Use Agreements
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Templates

• Notice of privacy practices

•• DaDattaa useuse agragreemeneementt
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Virtual Toolkit Reactor Workshop

• July 16, 2014


