Summary of the NIH HeLa GenomeData Use Agreement

The National Institutesof Health (NIH) hasestablisheda specialprocessfor making HelLa cell
sequencealataavailablefor biomedicalresearh. NIH-funded researchersvho sequencédelLa
cell lines will be expectedo deposittheir datainto NIH's databaseof Genotypesand Phenotypes
(dbGaP)andrequestdor accesgo the datawill besubjectto aspecialreview and approvaprocess
involving the HeLa GenomeData AccessWorking Group of the Advisory Committeeto the
Director (ACD). !

The HeLa GenomeDataUse Agreementoutlinestermsandconditionsfor the useofHeLa genome
data. The Working Group will review requestdor (DAR)and agreeto abideby certaintermsof use,including

following:

e To usethe datafor the approveduseonly.

« To disclosewhetherthe researchs intendedor could be reasonablyexpectedo resultin a
patentor commercialproductor serviceand,if so, adescriptionof that patentor
commercialproductor service.

« To agreeto the postingof their nameandinformation abouthow they planto usethe data
on NIH datarepositorywebsites.

= To respectthe privacy of the family membersof HenriettalLacks by not attemptingto
contactthem.

e To safeguardhe HeLa genomedataby not sharingthemwith unapprovedusers by
following datasecurity measuresand by reportingany datasecurity breachesor
unapproveduseof the datato NIH.

e To recognizethe contribution of HenriettaLacks andher surviving family membergo the
advancementf biomedicalresearchby including anacknowledgementwhich is provided
in the Agreement,whenreportingor presentingscientific findings basedon the HeLa
genomedata.

e To provide yearly researchprogressupdatessummarizingthe progressmadeduring the
oneyearaccesgeriod, describingany researchplansfor the next yearof accessf
submitting a renewalapplication,andreportingall publications,presentationsand
intellectual propertygeneratedrom the useof the data.

NIH mayterminatethe Agreementandrevokeaccesgo all NIH genomicdatasetsat anytime if




