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HIPAA: A 20th

Anniversary 

How far have we come? 
A Conversation with NYS Health 

Foundation



Overview

✽ How does HIPAA fare in the 
Information Age According to 
Consumers?

✽Where do we need to go next? 





Health Datapalooza 
A theory is born

June 2, 2015 
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READY, SET, TRACE!













▶Culture

▶Format and Delivery

▶Fees

▶Consumer Usability 

Key Themes:



Culture: 

Data is for 

Doctors.



“Medical providers treat 

my data as if it were top secret. I 

understand their concern about 

revealing my data to third parties, but 

many are reluctant to reveal it to 

me…How can I make informed 

decisions about my own health if 

I don’t have information?” 
-Adele Z.



“Getting records (labs, etc.) is the 

responsibility of the patient, and offices 

seem puzzled as to the repeated 

requests.

Practices in general….respond 

begrudginly to requests.” –Richard M. 

“Getting information out of 

[Hospital Name] is enough to 

put you back in [the 

Hospital].”





Format &

Delivery: 

PDFs + CDs =

the New Paper



Format not negotiable?
What about my app? 

Regular email? 



“I attempted to get my data in an 

electronic file sent to my Direct address - the 

doctors’ admin staff did not understand. After 

some discussion, the best they could offer was a 

CD... 

I received it shortly thereafter in the mail - it is a 

47 page PDF of many things and of varying 

sizes and resolutions - many super small 

images relative to the others, that I had to 

expand a thousand percent to read. 

Incomplete at best.” -Jeff T. 
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Most Common Delivery 

Options : 



Fees: 

Per page 

charges

Surpri$e

amounts





“I feel like I am in the twilight zone. 

It is 2016 and records cost $293 and on 

top of that they are put on a CD… I may 

send a carrier pigeon to pay for this bill 

although I hear they are pretty costly. Thank 

you for giving me the hospital’s number. I’ll 

be sure to dial it on my rotary phone.”

-Anonymous



Consumer Usability: 

It’s not that simple… even when you 

get your data!

“My attempt to reconcile 

three patient portals, 

CMS Blue Button data, 

and my Blue Cross 

health profile. Not an ad 

for Starbucks, just 

required a lot of caffeine 

to handle!” —Jeff H.



“I gave up - it would have taken hundreds of clicks, and 
all I'd get is a TOTALLY DISORGANIZED and unusable PILE 
of separate files. Give me my INFORMATION, in a form I 
can use - not some crap pile of bytes! This is 
DISEMPOWERING to patients.”







▶ Close the gap/chasm between policy and practice

▶ Partner with patients to redesign workflow and 
consumer experience

▶ Double down on sparking provider demand

▶ Connect HIM department with patient portals 

▶ “A receipt with every encounter”

▶ Create a culture where data viewed as a critical tool for 
consumers to manage health, care

Opportunities



Better health and care requires changes in... 
How patients are cared for.
How care is paid for.
How patients are engaged.

Farzad Mostashari, MD, MPH
Former National Coordinator of Health IT

We All Want Better Health, 
Better Care
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