odje -l &

53515 sLaULS o8 g 9

J%.S [RV-Y @J.c )y ol oy gy o 1y Sgs &:5.39;?&” Codlw 04395

Sy )l M@g;&” Ceadlw 0039, $lp (Sladsd 9 Bgd> sl e s

e uadSS) (lgas
Don’t take your EHR to heaven, donate it to science:

legal and research policies for EHR post mortem
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CONCLUSION

We believe that the dsIDR as a research piloting platform that does not require IRB review has
significant value and the number of deceased patients is guaranteed to grow. Having an explicit
approach that is transparent to research participants is

an ethical imperative. Whereas for living subjects the society has ‘defaulted’ to a position of
tight control of EHR data, even when evidence of harm from research using EHR data is scant,
this is not completely true for deceased patient data. The HIPAA decedent clause represents a
powerful and underused research option that simplifies ethical review and increases research
access to EHR data. Deceased status simplifies some of the ethical and privacy concerns,
especially the ability to feder-ate and integrate data from multiple sources. Creation of a formal
informatics infrastructure for decedents’” EHR data (based either on existing regulations or
explicit consent) extends the portfolio of directly accessible tools available to clinical
researchers and also contributes to the debate about privacy pro-tection versus research benefits
of IDRs, in general, and IRB review procedures of IDR-based research.
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