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Building on alternative approaches to the governance of rare disease registries, this 
session will examine national infrastructures for communication of sensitive health 
information over the internet. Specifically, this session will briefly compare and contrast 
the national health communication architectures in the UK, Canada, and the US as 
examples of national initiatives and then will focus specifically on details of the US 
Nationwide Health Information Network (NHIN). Areas covered in more detail in the 
section on the NHIN will include the governance model for health communications, the 
“trust fabric,” a review of current participants in the NHIN along with their business 
goals, and the current and future types of communication support that are included in the 
architectural model for the NHIN. Finally, opportunities for working within these 
national health communication models in order to support national and international rare 
disease registries will be considered. 
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Agenda
• Health Communication Models—National Initiatives

– UK National Health Service “National Spine”
– Canada Infoway “Provincial Reference Architecture”
– US ONC “Nationwide Health Information Network (NHIN)”

• NHIN Case Study
– Value propositions for the NHIN
– Governance of the NHIN
– Trust Fabric of the NHIN
– Examples of Health Information Organization (HIO) projects
– Communication architecture

• Disease Registries – National and International
– Common disease registries
– Rare disease registries
– Collaborative registries



National Health Architectures

Centralized EHR Architecture
• User logs in to obtain central information
• UK – direct login to Spine (see above)
• Canada – login via EHR applications 
to centralized data (less direct than UK)

Decentralized EHR Architecture
• User logs into local EHR
• EHR retrieves data only from other HIOs
• US - No centralized data storage



National Initiatives
Compare Similarities
• Based on HL7 V3 

Reference Information 
Model Standards

• Interfaces with local 
HIT systems that 
connect to the national 
infrastructure

• Ensures the security 
of these local systems 
that connect to the 
national infrastructure

• Provides access to a 
summary of the 
clinical record of each 
member

• Provides services for 
population data 
reporting

Contrast Differences
• UK National Spine:

– Stores personal characteristics of patients, such as demographics 
– Stores summarised clinical information such as allergies, current 

medications and adverse reactions to drugs
– Provides a Secondary Uses Service (SUS), using anonymised data 

for business reports and statistics for research and planning
– Interfaces with all the local IT systems within the National 

Programme.
• Canada Infoway Provincial Reference Architecture

– Stores personal characteristics of patient, Client Registry
– Stores clinical information, Shared Health Record Repository
– Provides Public Health Surveillance Solution
– Interfaces with local IT systems and privacy legislation are provincial 

rather than national governance decisions
• US Nationwide Health Information Network

– No central storage of personal characteristics; all person 
demographics are stored by Health Information Organizations (HIOs)

– No central storage of clinical information; all clinical information is 
stored by HIOs

– Provides web services for Secondary Use, but secondary use reports 
are provided only by HIOs, e.g. individual federal agencies or private 
reporting organizations

– Interfaces with any public or private HIO that signs the NHIN 
contracts (DURSA) and passes NHIN Gateway implementation 
testing inspections; interfaces with local public and private IT systems 
and privacy policies are local decisions driven by local regulation

http://www.connectingforhealth.nhs.uk/systemsandservices/sus/


US NHIN – a Case Study
NHIN Value Propositions

– One legal network contract 
instead of multiple point-to- 

point legal contracts

– One technical communication 
agreement instead of multiple 

point-to-point technical 
agreements

• The open source NHIN CONNECT tools 
enable health organizations to share 
information using standards designed to 
forge a nationwide health information 
network (NHIN)

• “Given the federal investment in health IT, 
and the definition of meaningful use, it is 
clear there is a vibrant future for the 
NHIN.” “Our hope is that it will support 
health information exchange and 
meaningful use at the federal, state and 
local levels.” - Dr. David Blumenthal, The National 
Coordinator for Health Information Technology 

• “The more organizations using the NHIN, 
the more valuable the NHIN will become 
for everyone.” – a variation on Metcalfe’s Law



Governance and Trust

Note: These “participants” are all now called Health Information Organizations (HIO)
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Note: An HIO may be any public or private entity, for-profit or not-for-profit
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Business Goals: 

Privacy 

Security 

Trust



NHIN Business Summary



Projects Testing the NHIN

“The more organizations using the NHIN, the more valuable 
the NHIN will become for disease registries.”

– a second variation on Metcalfe’s Law

See Appendix in slide deck for a more complete list of participants
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June 2009







Disease Registry Concepts
• Common Disease Registries

– Registries often planned at local, regional, national or international levels
– May or may not use national communication architectures, especially at 

local levels, e.g. a disease “practice register” is a UK NHS quality measure; 
also now a US provider “meaningful use” measure (“lists of patients by 
specific conditions to use for…”)

• Rare Disease Registries
– Adequate number of persons (denominator) may only be possible at 

national and international levels
– Since more organizations must participate in order to generate more 

records, more likely to use national communication architectures for 
collaboration infrastructure

• International Disease Registries
– More important for rare diseases than common diseases
– Requires compliance with national laws and integration with national 

architectures (via international standards?)
• Collaborative Disease Registries — two concepts

– Multi-organizational collaborative registry governance (including PHRs?)
– Technical collaboration (data communication) between registries, e.g. data 

moving from PHR to local to national to international disease registries



UK Disease Registry Opportunities? 
Negotiation with the NHS “Ethics and Confidentiality Committee”



Canadian Disease Registry Opportunities? 
Negotiation with the each Province for inclusion in the Provincial Architecture

Infoway Provincial



US Disease Registry Opportunities? 
Sign the NHIN DURSA and Comply with Inspections

Rare Disease Registry ?
(national or international)



Appendix

Other Projects Testing the NHIN



Clinical Trial Communications



Public Insurance and Quality Care



Military and Community Care
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