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Initial Charge to the Working Groupg g p

 The Advisory Committee to the Director (ACD) 
Data and Informatics Working Group (DIWG) will 
provide the ACD and the NIH Director with expert 
advice on the management, integration, and g , g ,
analysis of large biomedical datasets. The DIWG 
will address the following areas:

 Research data spanning basic science through 
clinical and population research

 Administrative data related to grant  Administrative data related to grant 
applications, reviews, and management

 Management of IT at the NIHManagement of IT at the NIH
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Working Group Progressg p g

August – Kick-off meeting

October - Teleconference

November - Face-to-face meeting at NIH

December - Interim Report to ACD

March/April - Face-to-face meeting at NIH/ p g

June - Final Report with actionable 
recommendations to ACD

Ongoing – Monthly teleconference
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Research Data Spanning Basic Science 
through Clinical and Population Researchthrough Clinical and Population Research 

 Committee Concerns About Initial Charge: time, 
expertise, and sheer magnitude of the issues

 Refocused Charge

 The connection and integration of large volumes of 
“omics” data with other large data sets including clinical 
and phenotypic data 

 The management and curation of these large data sets, 
including the use of new and emerging technologies 
(e.g. clouds)( g )

 The analysis of these integrated data sets to facilitate 
the development of more sophisticated predictive 
models of disease susceptibility and pathobiology models of disease susceptibility and pathobiology 
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Research Data Spanning Basic Science 
through Clinical and Population Research 

(cont.) 
 Approach:

 Subgroup to focus on the three most pressing data 
types: 

 Imaging Data Imaging Data

 Molecular Profiling Data

 Phenotypic DataPhenotypic Data

 Supplemented with additional expertise

 Eye towards common themesy
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Format for Analysis and 
RecommendationsRecommendations
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Possible Questions to be Answered

 Define the problem space (in terms of scope and 
the research information lifecycle)the research information lifecycle)

 What issues/challenges is the extramural 
community faced with when working with this 
type of data and/or at this point in its life cycle? 

 Are the issues/challenges solvable with today’s 
liti l li t  d t h l ?political climate and technology?

 What research benefits are not being realized, 
because of each of the issues/challenges?because of each of the issues/challenges?
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Possible Questions to be Answered 
(cont )(cont.)

 What concrete recommendations can the 
committee make to NIH for NIH action? (policy, committee make to NIH for NIH action? (policy, 
investment in standards, investment in science, 
investment in infrastructure, new collaborations, 
updates to current policies  standards  updates to current policies, standards, 
investments, and collaborations, or other)

 What factors will stand in the way of these What factors will stand in the way of these 
recommendations? What kind of resistance will 
NIH encounter?

 What further analysis and expertise does the 
committee require to complete its work?

h
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Grant Administrative Data and NIH IT 
Management (NIH “On Campus” Issues)Management (NIH On-Campus Issues)

 Proposed Approach: form second (sub)group Proposed Approach: form second (sub)group 
supplemented with expertise

 Chargeg

 Administrative data related to grant applications, 
reviews, and management

 Management of information technology (IT) at 
the NIH

 Committee Concerns: time and expertise
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Committee Structure
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Proposed Next Stepsp p

 Subgroups develop policy recommendations

 S b  1  i iti l ll t  t bli h  Subgroup 1: initial call to establish 
commonalities, divide into data type teams

 Subgroup 2: initial call to present landscape   Subgroup 2: initial call to present landscape, 
decide how to proceed

 Hold workshops on proposed policy p p p p y
recommendations, one per policy area

 Publish a Request for Information on data 
challenges to aid policy recommendation 
development
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Q ti ?Questions?
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