
Data Sharing Strategies for Environmental Health Science Research Workshop 
Selected References 

 

1 
 

Bennett SN, Caporaso N, Fitzpatrick AL, Agrawal A, Barnes K, et al; GENEVA Consortium. Phenotype 
harmonization and cross-study collaboration in GWAS consortia: the GENEVA experience. Genet 
Epidemiol. 2011 Apr;35(3):159-73. doi: 10.1002/gepi.20564. Epub 2011 Jan 31. PubMed PMID: 
21284036; PubMed Central PMCID: PMC3055921. 
 
Bookman EB, McAllister K, Gillanders E, Wanke K, Balshaw D, et al; for the NIH G  
× E Interplay Workshop participants. Gene-environment interplay in common complex diseases: forging 
an integrative model-recommendations from an NIH workshop. Genet Epidemiol. 2011 Feb 9. doi: 
10.1002/gepi.20571. [Epub ahead of print] PubMed PMID: 21308768; PubMed Central PMCID: 
PMC3228883. 
 
Brody JG, Morello-Frosch R, Brown P, Rudel RA, Altman RG, et al. Improving disclosure and consent: "is it 
safe?": new ethics for reporting personal exposures to environmental chemicals. Am J Public Health.  
2007 Sep;97(9):1547-54. Epub 2007 Jul 31. PubMed PMID: 17666695; PubMed Central 
PMCID: PMC1963285. 
 
Clayton EW, Smith M, Fullerton SM, Burke W, McCarty CA, et al; Consent and Community Consultation 
Working Group of the eMERGE Consortium. Confronting real time ethical, legal, and social issues in the 
Electronic Medical Records and Genomics (eMERGE) Consortium. Genet Med. 2010 Oct;12(10):616-20. 
PubMed PMID: 20733502; PubMed Central PMCID: PMC3090678. 
 
Fortier I, Doiron D, Little J, Ferretti V, L'Heureux F, et al. Is rigorous retrospective harmonization 
possible? Application of the DataSHaPER approach across 53 large studies. Int J Epidemiol. 2011 
Oct;40(5):1314-28. Epub 2011 Jul 30. PubMed PMID: 21804097; PubMed Central PMCID: PMC3204208. 
 
Foster MW, Sharp RR. Share and share alike: deciding how to distribute the scientific and social benefits 
of genomic data. Nat Rev Genet. 2007 Aug;8(8):633-9. Epub 2007 Jul 3. PubMed PMID: 17607307. 
 
The GAIN Collaborative Research Group. New models of collaboration in genome-wide association 
studies: the Genetic Association Information Network. Nature Genetics.  2007 Sept; 39(9): 1045-51. 
 
Guttmacher AE, Nabel EG, Collins FS. Why data-sharing policies matter. Proc Natl Acad Sci U S A. 2009 
Oct 6;106(40):16894. Epub 2009 Sep 18. PubMed PMID: 19805161; PubMed Central PMCID: 
PMC2761326. 
 
Hamilton CM, Strader LC, Pratt JG, Maiese D, Hendershot T, et al. The PhenX Toolkit: get the most from 
your measures. Am J Epidemiol. 2011 Aug 1;174(3):253-60. Epub 2011 Jul 11. PubMed PMID: 21749974; 
PubMed Central PMCID: PMC3141081. 
 
Hancock DB, Eijgelsheim M, Wilk JB, Gharib SA, Loehr LR, et al. Meta-analyses of genome-wide 
association studies identify multiple loci associated with pulmonary function. Nature Genetics.  2010; 
42:45-52. Epub 2009 Dec 13. 
 
Harding A, Harper B, Stone D, O'Neill C, Berger P, et al. Conducting research with tribal communities: 
sovereignty, ethics, and data-sharing issues. Environ Health Perspect. 2012 Jan;120(1):6-10. Epub 2011 
Sep 2. PubMed PMID: 21890450; PubMed Central PMCID: PMC3261947. 
 

http://www.ncbi.nlm.nih.gov/pubmed?term=Phenotype%20harmonization%20and%20cross-study%20collaboration%20in%20GWAS%20consortia%3A%20the%20GENEVA%20experience
http://www.ncbi.nlm.nih.gov/pubmed?term=Phenotype%20harmonization%20and%20cross-study%20collaboration%20in%20GWAS%20consortia%3A%20the%20GENEVA%20experience
http://www.ncbi.nlm.nih.gov/pubmed?term=Gene-environment%20interplay%20in%20common%20complex%20diseases%3A%20forging%20an%20integrative%20model-recommendations%20from%20an%20NIH%20workshop
http://www.ncbi.nlm.nih.gov/pubmed?term=Gene-environment%20interplay%20in%20common%20complex%20diseases%3A%20forging%20an%20integrative%20model-recommendations%20from%20an%20NIH%20workshop
http://www.ncbi.nlm.nih.gov/pubmed?term=Improving%20disclosure%20and%20consent%3A%20%22is%20it%20safe%3F%22%3A%20new%20ethics%20for%20reporting%20personal%20exposures%20to%20environmental%20chemicals
http://www.ncbi.nlm.nih.gov/pubmed?term=Improving%20disclosure%20and%20consent%3A%20%22is%20it%20safe%3F%22%3A%20new%20ethics%20for%20reporting%20personal%20exposures%20to%20environmental%20chemicals
http://www.ncbi.nlm.nih.gov/pubmed?term=Confronting%20real%20time%20ethical%2C%20legal%2C%20and%20social%20issues%20in%20the%20Electronic%20Medical%20Records%20and%20Genomics%20(eMERGE)%20Consortium
http://www.ncbi.nlm.nih.gov/pubmed?term=Confronting%20real%20time%20ethical%2C%20legal%2C%20and%20social%20issues%20in%20the%20Electronic%20Medical%20Records%20and%20Genomics%20(eMERGE)%20Consortium
http://www.ncbi.nlm.nih.gov/pubmed?term=Is%20rigorous%20retrospective%20harmonization%20possible%3F%20Application%20of%20the%20DataSHaPER%20approach%20across%2053%20large%20studies.
http://www.ncbi.nlm.nih.gov/pubmed?term=Is%20rigorous%20retrospective%20harmonization%20possible%3F%20Application%20of%20the%20DataSHaPER%20approach%20across%2053%20large%20studies.
http://www.ncbi.nlm.nih.gov/pubmed?term=Share%20and%20share%20alike%3A%20deciding%20how%20to%20distribute%20the%20scientific%20and%20social%20benefits%20of%20genomic%20data
http://www.ncbi.nlm.nih.gov/pubmed?term=Share%20and%20share%20alike%3A%20deciding%20how%20to%20distribute%20the%20scientific%20and%20social%20benefits%20of%20genomic%20data
http://www.ncbi.nlm.nih.gov/pubmed?term=New%20models%20of%20collaboration%20in%20genome-wide%20association%20studies%3A%20the%20Genetic%20Association%20Information%20Network.
http://www.ncbi.nlm.nih.gov/pubmed?term=New%20models%20of%20collaboration%20in%20genome-wide%20association%20studies%3A%20the%20Genetic%20Association%20Information%20Network.
http://www.ncbi.nlm.nih.gov/pubmed?term=Why%20data-sharing%20policies%20matter
http://www.ncbi.nlm.nih.gov/pubmed?term=The%20PhenX%20Toolkit%3A%20get%20the%20most%20from%20your%20measures
http://www.ncbi.nlm.nih.gov/pubmed?term=The%20PhenX%20Toolkit%3A%20get%20the%20most%20from%20your%20measures
http://www.ncbi.nlm.nih.gov/pubmed/20010835
http://www.ncbi.nlm.nih.gov/pubmed/20010835
http://www.ncbi.nlm.nih.gov/pubmed?term=Conducting%20research%20with%20tribal%20communities%3A%20sovereignty%2C%20ethics%2C%20and%20data-sharing%20issues
http://www.ncbi.nlm.nih.gov/pubmed?term=Conducting%20research%20with%20tribal%20communities%3A%20sovereignty%2C%20ethics%2C%20and%20data-sharing%20issues


Data Sharing Strategies for Environmental Health Science Research Workshop 
Selected References 

 

2 
 

Heeney C, Hawkins N, de Vries J, Boddington P, Kaye J. Assessing the privacy risks of data sharing in 
genomics. Public Health Genomics. 2011;14(1):17-25. Epub 2010 Mar 29. PubMed PMID: 20339285; 
PubMed Central PMCID: PMC2872768. 
 
Hendershot TP, Pan H, Haines J, Harlan WR, Junkins HA, et al. Using the PhenX Toolkit to add standard 
measures to a study. Current Protocol for Human Genetics. 2011 Oct; Chapter 1: Unit 1.21. 
 
Hernick AD, Brown MK, Pinney SM, Biro FM, Ball KM, Bornschein RL. Sharing unexpected biomarker 
results with study participants. Environ Health Perspect. 2011 Jan;119(1):1-5. Epub 2010 Sep 2. PubMed 
PMID: 20876037; PubMed Central PMCID: PMC3018486. 
 
Jung SH, Young SS. Power and sample size calculation for microarray studies.  J Biopharm Stat. 2012 
Jan;22(1):30-42. PubMed PMID: 22204525. 
 
Krawczak M, Goebel JW, Cooper DN. Is the NIH policy for sharing GWAS data running the risk of being 
counterproductive? Investig Genet. 2010 Sep 1;1(1):3. PubMed PMID: 21092337; PubMed Central 
PMCID: PMC2988480. 
 
Lanphear B, Hornburg R, Khoury J, Yolton K, Baghurst P, et al. Low-Level Environmental Lead Exposure 
and Children’s Intellectual Function: An International Pooled Analysis. Environmental Health 
Perspectives.  2005 July; 113(7): 894-99. 
 
Lin CJ, Deroo LA, Jacobs SR, Sandler DP. Accuracy and reliability of self-reported weight and height in the 
Sister Study. Public Health Nutr. 2011 Dec 9:1-11. [Epub ahead of print] PubMed PMID: 22152926. 
 
Mann JK, Tager IB, Lurmann F, Segal M, Quesenberry CP Jr., et al. Air pollution and hospital admissions 
for ischemic heart disease in persons with congestive heart failure or arrhythmia. Environmental Health 
Perspective. 2002 Dec; 110(12): 1247-52. 
 
National Heart, Lung, and Blood Institute working group, Fabsitz RR, McGuire  A, Sharp RR, Puggal M, et 
al. Ethical and practical guidelines for reporting genetic research results to study  participants: updated 
guidelines from a National Heart, Lung, and Blood Institute working group. Circ Cardiovasc Genet. 2010 
Dec;3(6):574-80. PubMed PMID: 21156933; PubMed Central PMCID: PMC3090664. 
 
Neutra RR, Cohen A, Fletcher T, Michaels D, Richter ED, Soskolne CL. Toward guidelines for the ethical 
reanalysis and reinterpretation of another's research. Epidemiology. 2006 May;17(3):335-8. PubMed 
PMID: 16617277. 
 
Ohno-Machado L, Bafna V, Boxwala AA, Chapman BE, Chapman WW, et al. iDASH: integrating data for 
analysis, anonymization, and sharing. J Am Med Inform Assoc. 2011 Nov 10. [Epub ahead of print] 
PubMed PMID: 22081224. 
 
Pathak J, Pan H, Wang J, Kashyap S, Schad PA, Hamilton CM, et al. Evaluating Phenotypic Data Elements 
for Genetics and Epidemiological Research: Experiences from the eMERGE and PhenX Network Projects. 
AMIA Summits Transl Sci Proc. 2011;2011:41-5. Epub 2011 Mar 7. PubMed PMID: 22211178; PubMed 
Central PMCID: PMC3248754. 
 

http://www.ncbi.nlm.nih.gov/pubmed?term=Assessing%20the%20privacy%20risks%20of%20data%20sharing%20in%20genomics.%20Public%20Health%20Genomics
http://www.ncbi.nlm.nih.gov/pubmed?term=Assessing%20the%20privacy%20risks%20of%20data%20sharing%20in%20genomics.%20Public%20Health%20Genomics
http://www.ncbi.nlm.nih.gov/pubmed?term=using%20the%20phenxtoolkit%20to%20add%20standard%20measures%20to%20a%20study.&cmd=correctspelling
http://www.ncbi.nlm.nih.gov/pubmed?term=using%20the%20phenxtoolkit%20to%20add%20standard%20measures%20to%20a%20study.&cmd=correctspelling
http://www.ncbi.nlm.nih.gov/pubmed?term=Sharing%20unexpected%20biomarker%20results%20with%20study%20participants.%20Environ%20Health%20Perspect
http://www.ncbi.nlm.nih.gov/pubmed?term=Sharing%20unexpected%20biomarker%20results%20with%20study%20participants.%20Environ%20Health%20Perspect
http://www.ncbi.nlm.nih.gov/pubmed/22204525
http://www.ncbi.nlm.nih.gov/pubmed?term=Is%20the%20NIH%20policy%20for%20sharing%20GWAS%20data%20running%20the%20risk%20of%20being%20counterproductive%3F
http://www.ncbi.nlm.nih.gov/pubmed?term=Is%20the%20NIH%20policy%20for%20sharing%20GWAS%20data%20running%20the%20risk%20of%20being%20counterproductive%3F
http://www.ncbi.nlm.nih.gov/pubmed/16002379
http://www.ncbi.nlm.nih.gov/pubmed/16002379
http://www.ncbi.nlm.nih.gov/pubmed?term=Accuracy%20and%20reliability%20of%20self-reported%20weight%20and%20height%20in%20the%20Sister%20Study.
http://www.ncbi.nlm.nih.gov/pubmed?term=Accuracy%20and%20reliability%20of%20self-reported%20weight%20and%20height%20in%20the%20Sister%20Study.
http://www.thefreelibrary.com/Air+pollution+and+hospital+admissions+for+ischemic+heart+disease+in...-a098539829
http://www.thefreelibrary.com/Air+pollution+and+hospital+admissions+for+ischemic+heart+disease+in...-a098539829
http://www.ncbi.nlm.nih.gov/pubmed?term=Ethical%20and%20practical%20guidelines%20for%20reporting%20genetic%20research%20results%20to%20study%20%20participants%3A%20updated%20guidelines%20from%20a%20National%20Heart%2C%20Lung%2C%20and%20Blood%20Institute%20working%20group
http://www.ncbi.nlm.nih.gov/pubmed?term=Ethical%20and%20practical%20guidelines%20for%20reporting%20genetic%20research%20results%20to%20study%20%20participants%3A%20updated%20guidelines%20from%20a%20National%20Heart%2C%20Lung%2C%20and%20Blood%20Institute%20working%20group
http://www.ncbi.nlm.nih.gov/pubmed?term=Toward%20guidelines%20for%20the%20ethical%20reanalysis%20and%20reinterpretation%20of%20another's%20research.%20Epidemiology
http://www.ncbi.nlm.nih.gov/pubmed?term=Toward%20guidelines%20for%20the%20ethical%20reanalysis%20and%20reinterpretation%20of%20another's%20research.%20Epidemiology
http://www.ncbi.nlm.nih.gov/pubmed?term=iDASH%3A%20integrating%20data%20for%20analysis%2C%20anonymization%2C%20and%20sharing
http://www.ncbi.nlm.nih.gov/pubmed?term=iDASH%3A%20integrating%20data%20for%20analysis%2C%20anonymization%2C%20and%20sharing
http://www.ncbi.nlm.nih.gov/pubmed?term=Evaluating%20Phenotypic%20Data%20Elements%20for%20Genetics%20and%20Epidemiological%20Research%3A%20Experiences%20from%20the%20eMERGE%20and%20PhenX%20Network%20Projects
http://www.ncbi.nlm.nih.gov/pubmed?term=Evaluating%20Phenotypic%20Data%20Elements%20for%20Genetics%20and%20Epidemiological%20Research%3A%20Experiences%20from%20the%20eMERGE%20and%20PhenX%20Network%20Projects


Data Sharing Strategies for Environmental Health Science Research Workshop 
Selected References 

 

3 
 

Racette BA, Bradley A, Wrisberg CA, Perlmutter JS. The impact of litigation on neurologic research. 
American Academy of Neurology. 2006 Dec; 67: 2124-28. 
 
Resnik DB. Disclosure of Individualized Research Results: A Precautionary Approach. Accountability in 
Research. 2011; 18:382-397. 
 
Schwartz BS, Stewart WF, Godby S, Pollak J, Dewalle J, et al. Body mass index and the built and social 
environments in children and adolescents using electronic health records. American Journal of 
Preventative Medicine. 2011 Oct; 41(4): e17-28. Doi: 0.1016/j.amepre.2011.06.038. 
 
Soler Artigas M, Loth D, Wain LV, Gharib SA, Obeidat M, et al. Genome wide association and scale 
follow-up identifies 16 novel loci for lung function. Nature Genetics doi:10.1038/ng.941. Published 
online 25 September 2011. 
 
Voell MR, Farris L, Levy E, Marden E. A response to Rome: lessons from pre- and post-publication data-
sharing in the C. Elegans research community. BMC Genomics. 2010; 11: 708-12. 
 
Walker L, Starks H, West KM, Fullerton SM. dbGaP Data Access Requests: A Call for Greater 
Transparency. Science of Trans. Medicine. 2011; 3(113): 1-4. 
 
Wilson SE, Baker ER, Leonard AC, Eckman MH, Lanphear BP. Understanding preferences for disclosure of 
individual biomarker results among participants in  a longitudinal birth cohort. J Med Ethics. 2010 Dec; 
36(12):736-40. Epub 2010 Oct  8. PubMed PMID: 20935315. 
 
Wones R, Pinney SM, Buckholz JM, Deck-Tebbe C, Freyberg R, Pesce A. Medical Monitoring: A Beneficial 
Remedy for Residents Living Near an Environmental Hazard Site. Journal of Occupational Environmental 
Medicine. 2009; 51:1374–1383. PMID: 19952785. 

http://www.ncbi.nlm.nih.gov/pubmed/17190932
http://www.ncbi.nlm.nih.gov/pubmed?term=Disclosure%20of%20Individualized%20Research%20Results%3A%20A%20Precautionary%20Approach.
http://www.ncbi.nlm.nih.gov/pubmed/21961475
http://www.ncbi.nlm.nih.gov/pubmed/21961475
http://www.ncbi.nlm.nih.gov/pubmed?term=Genome%20wide%20association%20and%20scale%20follow-up%20identifies%2016%20novel%20loci%20for%20lung%20function.
http://www.ncbi.nlm.nih.gov/pubmed?term=Genome%20wide%20association%20and%20scale%20follow-up%20identifies%2016%20novel%20loci%20for%20lung%20function.
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3019234/
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3019234/
http://www.ncbi.nlm.nih.gov/pubmed?term=dbGaP%20Data%20Access%20Requests%3A%20A%20Call%20for%20Greater%20Transparency.
http://www.ncbi.nlm.nih.gov/pubmed?term=dbGaP%20Data%20Access%20Requests%3A%20A%20Call%20for%20Greater%20Transparency.
http://www.ncbi.nlm.nih.gov/pubmed?term=Understanding%20preferences%20for%20disclosure%20of%20individual%20biomarker%20results%20among%20participants%20in%20%20a%20longitudinal%20birth%20cohort
http://www.ncbi.nlm.nih.gov/pubmed?term=Understanding%20preferences%20for%20disclosure%20of%20individual%20biomarker%20results%20among%20participants%20in%20%20a%20longitudinal%20birth%20cohort
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2868344/
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2868344/



