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Here’s the situation: 
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 You have worked for YEARS on a research  
project. 
 Obtaining the funding 
 Recruiting the population 
 Collecting the data – all kinds of data 
 Collecting and processing the biospecimens 
 Conducting genetic, genomic, proteomic, etc. studies 
 And now are just getting to the point of doing data 

analyses…. 

 
 AND, you are required to SHARE your data and 

biospecimens! 



What thoughts do you have? 
Responses from audience. 
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 Frustrating 

 Protective of own data  

 Do not lose oversight 

 Balance both sides: first publish, then 
sharing; do need to share after publishing 
paper to benefit others 

 Sharing is important, funding from 
government, but research subjects 
contributed to information and 
biospecimen. Protecting research subjects, 
benefit the community? 
 

 Consent of sharing  

 Logistics and cybersecurity of data sharing 

 The way of doing science, how you can 
share thinking of science and research 
participants 

 (De)identified data, but 10 years later, only 
little or no identification seen by other 
researchers.  

 Acknowledgment of the original 
researchers. 

 Identification kept not known 
 



Why should I share data… For my 
science to move forward 
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 More collaborations 
 More scientific friends 
 More new ideas 

 More publications 
 More recognition 
 More invitations to conferences, etc. 

 Better positioned to get more funding 
 



Why should I share data…. For better science 

CEG Data & Biospecimen Sharing 10/16/2015 

 Re-establishes the culture of open scientific 
  inquiry 
 Moves science forward more quickly 
 Encourages diversity of analysis and opinion 
 Promotes new research, testing of new or alternative hypotheses and 

methods of analysis - seeing the data with fresh eyes! 
 Permits the creation of new datasets by combining data from multiple 

sources 
 Facilitates education of new researchers – getting those first 

publications! 
 Enables the exploration of topics not envisioned by the initial 

investigators – one investigator never can do all of the analyses that 
could be done. 



Taxpayers have paid for research…. 
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 Maximize the benefit of 
taxpayer dollars 

 Share resources including 
questionnaires, methods, 
communications 

 Share composite data with 
study participants 



Survey conducted by Wiley 
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 Researcher view of data sharing 
 Contacted 90,000 researchers, wide variety of 

disciplines 
 2250 responses from those engaged in active research 
 http://exchanges.wiley.com/blog/2014/11/03/how-and-why-researchers-share-data-and-why-they-dont/ 
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What do funders want? 
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 Timely release of data 
 At time of publication 
 Open data sharing 
 Minimal or no restrictions if possible 
 Preservation of data 
 Typically 5-10+ years if of long-term value 
 NIH Genomic Data Sharing Policy 
 Became effective January 25, 2015 
 https://gds.nih.gov/ 
 https://gds.nih.gov/pdf/supplemental_info_GDS_Policy.pdf 

 
 

 

https://gds.nih.gov/
https://gds.nih.gov/pdf/supplemental_info_GDS_Policy.pdf


Not this….. 
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NIH Policy 
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 Mandatory Genomic Data Sharing for NIH 
funded research (Scott Langevin) 

 Plan (with grant submission) must include: 
 Source of the data and the type of genomic 

information 
 Data repository – where the data will be 

submitted and if/how access will be restricted 
 When data will be submitted and released 
 IRB Assurance of the plan (Institutional 

Certification) 
 Appropriate Data Use – justification for any data 

sharing restriction) 
 Possible request for exception to submit human 

genomic data if study will not meet NIH 
Institutional Certification criteria 

 
 “THE DATA ARE MINE” is a thing of the past…. 



Original Resource Sharing Plan 
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 Genetic Epidemiology of Lung Cancer 
Consortium 

 Resource Sharing Plan submitted 
September 11, 2015 with ARA request. 

 Thought I knew what was required 
but I did not! 
 Data sharing agreement with requestor 
 Limited use dataset 
 Collaborative agreement 
 Available 120 days after publications of 

main findings 
 Enclave model because of familial 

relationships 



Revised Resource Sharing Plan 
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 Email from NCI on 9/28 
 Hi Susan, 

  Aim 3 will require you to follow the NIH 
genomic data sharing policy; therefore, we will 
need a revised data sharing plan.  Please used the 
attached template for the revisions.  We cannot 
forward this for approval until we receive the 
revised plan. 

 Sent revision 
  Dear XXXX, 

 Attached is our revised Resource Sharing Plan, 
which now should be in compliance with the 
NIH genomic data sharing policy.  Thanks for 
bringing this to our attention.   Susan 

 Email from NCI on  10/6 (as I am 
leaving for Human Genetics meeting) 

 Hi Susan, 
The revised data sharing plan can't be approved 
as it is written……..  
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 Conference call  with NCI at 10:30 am on 10/7 

 Revision submitted on 10/7 

 Shared through an NIH data repository, consistent with 
data-sharing under the NIH Genomic Data Sharing Policy 
(NOT-OD-14-124). 

 The Institutional Certification is underway and will be 
provided prior to data submission. 

 Study documents.  We will make available all 
questionnaires and data collection protocols to other 
investigators 

 Share immediately after the genotyping/sequencing data 
have been cleaned; 6 months after genotyping 
/sequencing is finished 

 Recontact to reconsent for data sharing 

 Data made available on NIH GWAS data repository six 
months after we have initiated data submission  

 Six month delay replaces any period of publication 
exclusivity 

 Collaboration encouraged but not required 

 Email  from NCI on 10/9 

 Hi Susan, 

  The revised version is fine – no additional 
revisions required at this time.  



Federer LM, Lu YL, Joubert DJ, Welsh J, Brandys B (2015) Biomedical 
Data Sharing and Reuse: Attitudes and Practices of Clinical and 
Scientific Research Staff. PLoS ONE 10(6): e0129506. 
doi:10.1371/journal.pone.0129506 
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 NIH Intramural Program researchers 
 Clinicians and basic science 
 Attitudes toward and experiences with sharing and reusing 

research data 
 135 researchers in analysis 
 Rated expertise with data sharing and resuse as low 
 Relevance of using shared data also was low 

 
 Is re-use or sharing data valued in medical research? 



Fig 1. Comparison of self-rated relevance and expertise regarding reusing data among clinical and scientific 
research staff. 

Federer LM, Lu YL, Joubert DJ, Welsh J, Brandys B (2015) Biomedical Data Sharing and Reuse: Attitudes and Practices of Clinical and Scientific Research Staff. 
PLoS ONE 10(6): e0129506. doi:10.1371/journal.pone.0129506 
http://127.0.0.1:8081/plosone/article?id=info:doi/10.1371/journal.pone.0129506 

http://127.0.0.1:8081/plosone/article?id=info:doi/10.1371/journal.pone.0129506


Fig 2. Comparison of self-rated relevance and expertise regarding sharing data in a repository among clinical 
and scientific research staff. 

Federer LM, Lu YL, Joubert DJ, Welsh J, Brandys B (2015) Biomedical Data Sharing and Reuse: Attitudes and Practices of Clinical and Scientific Research Staff. 
PLoS ONE 10(6): e0129506. doi:10.1371/journal.pone.0129506 
http://127.0.0.1:8081/plosone/article?id=info:doi/10.1371/journal.pone.0129506 

http://127.0.0.1:8081/plosone/article?id=info:doi/10.1371/journal.pone.0129506


To Share or Not to Share? A Survey of Biomedical Researchers in the 
U.S. Southwest, an Ethnically Diverse Region 
Oushy MH, Palacios R, Holden AEC, Ramirez AG, Gallion KJ, O’Connel MA.  2015; PLOS One 10(9); 
e0138239 
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 Cancer health disparities research needs 
access to biospecimens from diverse 
racial/ethnic populations. 

 Investigated barriers, concerns and practices 
for sharing biospecimens/data among 
researchers working with minority 
populations in a 5 state region of the US 
(Arizona, Colorado, New Mexico, 
Oklahoma and Texas) 

 Emailed survey invitations to 605; 112 
responses 

 Mostly PIs at PhD granting institutions 

 Most were non-Hispanic White (63.4%) and 
men (60.6%) 

 Survey contained questions regarding a 
virtual biospecimen repository 

 Published online on 9/17/15 

 Findings: 

 Lack of access to sufficient 
biospecimens 

 Limited availability of diverse tissue 
samples 
 Barriers  
 Poor annotation of biospecimens 

 Unwillingness to share  

 50/112 indicated willingness to 
participate in a virtual repository 
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 Basic researchers more likely to share specimen information on a virtual national 
biorepository compared with non-basic researchers (4.05 vs. 2.24, p < 0.01) 

 Translational researchers, clinicians and epidemiologists were less likely to share 
specimen information than non-translational researchers (2.10 vs 3.85; p < 0.01). 

 Basic researchers and epidemiologists were less likely to share grant information 
than non-basic researchers (1.40 vs. 2.43, p < 0.01) 

 Clinical researchers were more likely to share grant information than non-clinical 
researchers (2.11 vs. 1.33, p < 0.05). 

Question with 5 point scale, ranging from “very likely = 5” to “very unlikely = 1”.   



Researchers’ requirements for collaborating and sharing specimens  
The top five themes for requirements reported by the study sample. 
 
Females and non-Hispanic Whites – collaboration and acknowledgment are important. 
Males and non-Hispanic Whites – compliance with policies 
Females and minorities – Data sharing policies 
Minorities – preservation of resources 
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ANumber of participants who answered survey questions  
BNHW, non-Hispanic white 
CPercentage of participants who ranked barrier calculated based on demographic category of respondent 



Why data-sharing policies matter 
Guttmacher AI, Nabel EG, Collins FS.  2009; PNAS 106(40). 

CEG Data & Biospecimen Sharing 10/16/2015 

 Model of investigator owning data increasing replaced 
by one in which society owns the data 

 Broad access accelerates and empowers scientific 
investigation to benefit society. 

 Investigator profits from  
 value added to the data in its deposition in a community 

database  
 collaborations that the wider data availability attract 

 Interests of investigator and of the study participant 
require protection 

 All members of the research community must play an 
active role in protecting the rights of both research 
participants and principal investigators. 



Data and Biospecimen 
Sharing is a 
collaboration: 
 
Respect the “rules” of 
collaboration. 
 
#1, 6, 7, 8 
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