
Understanding E-Science: 
A Symposium for  Medical Librarians 

     Data Management Policies and Issues with Life Science Data  

February 21, 2012 



Case in Point 



What is Data? 



Bio-Data Management 



Issues and Challenges 



“You can’t have 

everything. Where 

would you put it all?”  
– Steven Wright 

Picture: http://www.thegrandwilmington.org 
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Space  but Technology catches up - Technology



Privacy Concerns 



Lack of Knowledge 



Lack of Time 



Cost Outweigh Benefits 

Presenter
Presentation Notes
Perception that the public will benefit more from the researchers.  Several grants (NIH and NSF) will allow to put costs for data management into their grants



Institutional Barriers 
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Does the institution want you to share data?  Specific data (e.g. evolutionary)



 

Culture of Sharing? 



Best Practices for Management 

• Data need to be retained 
• Data need to be digital 
• Data need to be discoverable 
• Data should be free and open 
 

 



DATA SHARING & MANAGEMENT POLICIES 



National Institutes of Health 

• In effect October 2003 
• Required for projects 

$500k and higher 
• Participants rights must 

be protected (HIPAA) 
• Data should be free of 

identifiers 



NCBI Databases 

http://www.ncbi.nlm.nih.gov/gene/672


Public Access Initiative 



PubMed Central Images 



ClinicalTrials.gov 
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�While results information may be submitted for any registered study, US Public Law 110-85 (Food and Drug Administration Amendments Act of 2007 or FDAAA), Title VIII, Section 801 mandates that a "responsible party" (i.e., the study sponsor or designated principal investigator) register and report results of certain "applicable clinical trials" that were initiated or ongoing as of September 27, 2007: Trials of Drugs and Biologics: Controlled, clinical investigations, other than Phase I investigations, of a product subject to FDA regulation
Trials of Devices: Controlled trials with health outcomes of a product subject to FDA regulation (other than small feasibility studies) and pediatric postmarket surveillance studies.



Studies with Results 

http://clinicaltrials.gov/ct2/show/NCT00397033?term=Paliperidone&rslt=With&rank=2


National Science Foundation 

• DMP required for all 
proposals submitted on 
or after January 18, 
2011 

• No more than two 
pages 

• Directorate –level 
guidance 



NSF DMP BIO Directives 
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1. Products of Research 

• Type of data 
• Retention 
• Quality control 

Image: http://www.hsc.wvu.edu/wvcohorts/database.html 



2. Data Storage & Preservation 

• Physical  
• Cyber resources 



http://www.emeraldinsight.com/content_images/fig/2380220106008.png 

3. Data Formats & Metadata 



4. Data Dissemination & Sharing 



5. Roles and Responsibilities 



The Data Interview 

Purdue Libraries – Data Curation Profile Toolkit: http://www4.lib.purdue.edu/dcp/ 



Further Information 

• NIH Data Sharing Policy: 
http://grants.nih.gov/grants/policy/data_sharing/ 

• NIH Public Access Policy 
 http://publicaccess.nih.gov/  

• NSF Data Sharing and Management 
 http://www.nsf.gov/bfa/dias/policy/dmpfaqs.jsp  

• E-Science Portal for New England Librarians 
 http://esciencelibrary.umassmed.edu/  
 
 

http://grants.nih.gov/grants/policy/data_sharing/
http://publicaccess.nih.gov/
http://www.nsf.gov/bfa/dias/policy/dmpfaqs.jsp
http://esciencelibrary.umassmed.edu/


http://escholarship.umassmed.edu/jeslib/  



Questions? 

 
Michelle Malizia 
NN/LM SCR 
michelle.maliza@exch.library.tmc.edu  
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