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This is more than trivia. It means that the substance of our health privacy law was not 
enacted through what can be a chaotic legislative process. Instead, it was crafted pursuant to the 
Administrative Procedure Act, which requires federal agencies to carefully explain the reasons 
behind proposed regulations5F

6—and gives modern audiences particularly clear insight into why 
the rules exist. 

In promulgating the Privacy Rule, HHS tried to balance the need to protect privacy with 
beneficial health-related uses of data, such as medical research and the promotion of public 
health.6F

7 So, it exempted from regulation health data that has been “de-identified”—stripped of 
some information that could be used to link that data back to a specific person.7F

8  

Notably, HHS repeatedly insisted that the de-identification provision was intended to 
promote health. In 1999, for example, the agency wrote:  
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HHS has clarified that once data is de-identified, it is no longer covered by the Privacy Rule.10F

11 
Those entrusted with the data can do with it as they please, as long as they don’t “re-identify” 
it.11F

12 The lack of a purpose limitation cuts against longstanding American information policy.12F

13 
More worryingly, one of the methods the Rule sets out to de-identify data has been criticized by 
technology experts, because it is based on a fixed list of identifiers that will not keep pace with 
advances in technology.13F

14  

To boil down this jargon: When you hear a company tell you that they will abide by 
HIPAA, it does not mean that they cannot use your data for other purposes. Rather, it means they 
must simply remove from that data certain markers that would tie that data back to you. I think 
that most people would be surprised to hear that.  


