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Indiana screenshot and photo here.



Our “Watson, come here I need you”

moment



Personal information access point 

Tethered PHR



Tethered PHR

Window onto a single 
institutional database



Personal information access point

Tethered PHR
Personal NHIN gateway via CDO



Personal NHIN gateway via CDO

A patient confirms identity 
and creates record at an 
CDO—replicates existing 

web of trust



Personal information access point

Tethered PHR
Personal NHIN gateway via CDO
Personal NHIN via PCHR service



Personal NHIN gateway via PCHR service

A patient confirms identity 
and creates record at a 
PCHR Service Center

The PCHR is another data 
source found by the RLS



Personal information access point

Tethered PHR
Personal NHIN gateway via CDO
Personal NHIN gateway via PCHR service
PCHR-centric (Aristotelian) 



PCHR-centric (Aristotelian)





The main reason not to subscribe to the Aristotelian 
model is because you do NOT believe that patients 
should control all information flow.



“De-identified data”
Mandatory reporting in public health 
Surveillance

Sweeney 87% rule-
don’t we want to 

go beyond 
aggregated counts?

Bidirectional 
between institution 
and public healthPublic acceptance 

and the danger of 
opt out (or failure to 

opt in)



Rely on individual rights

Confront privacy head on by exercising individual 
rights to information
The patient is the integrator of his/her own 
medical record



A score card

1. Personal control 
2. Public Health/research
3. Completeness



Even in a RHIO-enabled world

Privacy
April 2006 ACLU letter to Congress
Moving toward a system of opt in and opt out
Danger is a massive opt out or failure to opt in

Personal control allows HIPAA compliant sharing of 
medical data for public health and research



Patient role

Patients can 
access the record
grant access to others

specific to their role
of selected portions of the record

store their record in a location of their choice
annotate in the record (but not delete)





Flipside of completeness is fragmentation 

Ironically, the technology to integrate is itself 
fragmenting
At this moment in time, fragmentation of PCHR’s
themselves—many many offerings. 

Health insurance plans
Employers
Hospitals
Primary care practices
Independent models



Tethered PHR

Identity management—by CDO
Patient information access—website at each site of care
Data aggregation—none

Score:

1. Personal control 
2. Public Health/research

3. Completeness

Context 
specific



Personal NHIN gateway via CDO

Identity management—by CDO
Patient information access—via PCHR website
Data aggregation—by coordinating entity

Score:

1. Personal control 
2. Public Health/research 

3. Completeness

Dependent on rate of 
SNO development. 
Hospital 2 has to 
trust Hospital 1

Would be 
3 except 

for opt out



Personal NHIN gateway PCHR Service

Identity management—by PCHR service
Patient information access—via PCHR website
Data aggregation—by coordinating entity

Score:

1. Personal control 
2. Public Health/research 

3. Completeness

Dependent on rate of 
SNO development

Would be 
3 except 

for opt out



PCHR-centric (Aristotelian)

Identity management—by PCHR service
Patient information access—via PCHR website
Data aggregation—by PCHR service

Score:

1. Personal control 
2. Public Health/research 

3. Completeness

It may be much 
faster to hook up 
individuals to their 

CDOs than to 
convince CDO’s to 

share data in a SNO

Here non 
participation is a 

factor



BMJ





Interoperable Core
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