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» In 2010, health ministers called for more effective 

use of  data that has been already collected to 

provide evidence to improve health care quality 

» OECD Health Committee supported projects in 

2011/12 and 2013/14 

• Guided by the HCQI 

» OECD Health Committee and Committee on Digital 

Economy Policy supported development of an 

OECD Recommendation on Health Data 

Governance in 2015/16 

» Guided by the HCQI and the Working Party on 

Security and Privacy in the Digital Economy 

 

 

Agenda to improve health information 

infrastructure 
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» Data for scientific 

knowledge 

generation and 

intelligence for health 

care management 

and policy would 

describe patients 

pathways of care and 

the outcomes and 

costs of those 

pathways 

 

 

 

 

 

High priority data – care pathways and 

outcomes 
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How to build care pathway data? 

  

» Two key prerequisites 

» Data at the level of individual patients/persons 

» Capacity to follow patients through the cycle of 

care to relate care to outcomes 

» Often requires data linkage because few databases 

have all of the information needed 

» Could be based on electronic health records 
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Current situation 

» Most countries have national data covering the key 

elements of the health care pathway 

» Often data is in silos (separate and disconnected) 

» Too few countries are linking across databases for 

research or to improve the quality of care 
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Little linkage and quality monitoring 

beyond hospital data & cancer registries 

Source: OECD HCQI Country 

Survey, 2013/14 
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Planned and implemented uses of EHR 

data 
 25 Countries 

Source: OECD HCQI Country Survey, 2012 
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OCED study to improve data 

governance 

» Project of the Health Care Quality Indicators Expert 

Group in 2013/14 to: 

» Uncover and document governance practices and  

» Identify governance mechanisms to enable privacy-

respectful data use 

» Guided by experts in law, privacy regulation, IT, policy, 

statistics, and research 

» 22 countries participated 
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Essential data governance elements 

Data governance framework is aligned to maximise 
benefits and minimise risks: 

1. Health 
information system 

2. Legal framework 

3. Public 
communication 
plan  

4. Certification or 
accreditation  of 
processors 

5. Project approval 
process 

6. Data de-
identification steps 

7. Data security and 
management 

8. Data governance 
review cycle 

Benefits and risks of proposed data uses 
are evaluated:  

Benefits: Rights to health, Societal 
values toward health, health care 
quality & efficiency, and scientific 

discovery & innovation 

Risks: Rights to privacy, Societal trust  
in government & institutions, Societal 
values toward privacy & sharing data  

Informed decisions 
to process 
personal health 
data are taken 
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Eight Key Data Governance 

Mechanisms  

#1 

 

Coordinated development of high-value, privacy protective 

health information systems 

#2 Legislative framework permits privacy-protective data use 

#3 Open and transparent information system that builds trust 

#4 Accreditation/certification of data processors to promote data 

security and access 

#5 Transparent and fair project approval processes 

#6 Data de-identification practices that consider “the big picture” 

– data protection, security and utility 

#7 Data security practices that meet legal requirements and 

public expectations 

#8 Data governance practices that are continuously assessed 

and renewed 



11 

» OECD Council Recommendations are a moral force 

representing the political will of Member countries 

» Expectation that Member countries will do their utmost to fully 

implement a Recommendation  

» Implementation of Recommendations is regularly monitored 

» Must be approved of by the Health Committee and the 

Committee on Digital Economy Policy and then by the 

OECD Council 

» Guidance provided by HCQI and the Working Party on Security 

and Privacy in the Digital Economy 

 

 

 

Develop an OECD Council 

Recommendation on Health Data 

Governance in 2015/16 
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» Advisory expert group co-chairs 

» Jennifer Stoddart, former Privacy Commissioner of Canada, 

Canada 

» Päivi Hämäläinen, National Institute for Health and Welfare 

(THL), Finland 

» Drafting by Dr. Mark Taylor, School of Law, University of 

Sheffield, with co-chairs and the secretariat 

» 65 members with expertise in privacy, law, statistics, 

research, IT and health policy from government, 

industry, academia and civil society 

» Providing regular input to the draft since September 

» In depth discussion on 30 November at Paris meeting 

 

Advisory Expert Group  
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Rationale, purpose and scope 

Rationale The twin objectives of maximising societal benefits 

while minimising privacy risks to the individual require 

the careful development of strong health information 

privacy protections and governance.  

 

Purpose To provide countries with guidance when developing 

governance frameworks and engaging in legal reforms 

relevant to health data governance.  

 

Scope Applicable to the use of personal health data for 

promoting health and wellbeing, and to serve other 

public objectives, including health care quality and 

system performance monitoring and research. 

 



14 

Three main recommendations are 

proposed 

1. Respect individuals’ privacy, data protection and data 

sharing 

» Recognises the value and importance of rigorous protection of 

fundamental rights and freedoms, in the context of health data 

collection, processing and use 

» Builds from existing legal frameworks and OECD Privacy 

Guidelines 

2. Implement Ethical and Proportionate Governance 

» Describes a health data governance framework appropriately 

tailored to the real risks posed 

» Builds from the OECD Privacy Guidelines. The data 

governance mechanisms put forward in the OECD Health Data 

Governance report are considered for inclusion. 
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Three main recommendations are 

proposed 

3. Ensure Security and Risk Management 

» Provides general principles of security and risk management 

appropriate to support data collection, processing and use and 

to reduce the risk of unwanted data destruction, re-

identification or breach 

» Builds from 2015 OECD Recommendation on Digital Security 

Risk Management. The data governance mechanisms in the 

OECD Health Data Governance report are considered for 

inclusion. 
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Challenges 

» Develop a Recommendation that will be applicable in the era of 

“big data” in health care.  

» Data should serve multiple purposes and be governed in a way that 

will protect patients’ fundamental rights. For example: 

» Scope must be relevant today and relevant as new data 

sources emerge in the future 

» Wording to encompass the possibility of exemptions to 

patient consent requirements subject to suitable 

safeguards 

» Describing data de-identification and digital security risk 

management processes in a way that will be relevant in the 

future as new technologies emerge 
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Next steps 

» Draft for comments from HCQI, SPDE, HC and CDEP 

late November 

» Revised draft for discussion during the spring meetings 

of HCQI, SPDE, HC and CDEP  

» Seeking the approval of the HC and CDEP to convey 

the draft to the OECD Council for consideration in 2016 

in advance of the Health Ministerial meeting 

 



18 

Health Data Governance: Privacy, Monitoring and Research – October 

2015 https://www1.oecd.org/publications/health-data-governance-

9789264244566-en.htm 

 

Data Driven Innovation for Growth and Well-Being  - Chapter 8: The 

Evolution of Health Care in a Data-Rich Environment – October 2015 

http://www.oecd.org/sti/ieconomy/data-driven-innovation.htm 

 

Further reading 

https://www1.oecd.org/publications/health-data-governance-9789264244566-en.htm
https://www1.oecd.org/publications/health-data-governance-9789264244566-en.htm
https://www1.oecd.org/publications/health-data-governance-9789264244566-en.htm
https://www1.oecd.org/publications/health-data-governance-9789264244566-en.htm
https://www1.oecd.org/publications/health-data-governance-9789264244566-en.htm
https://www1.oecd.org/publications/health-data-governance-9789264244566-en.htm
https://www1.oecd.org/publications/health-data-governance-9789264244566-en.htm
https://www1.oecd.org/publications/health-data-governance-9789264244566-en.htm
https://www1.oecd.org/publications/health-data-governance-9789264244566-en.htm
https://www1.oecd.org/publications/health-data-governance-9789264244566-en.htm
http://www.oecd.org/sti/ieconomy/data-driven-innovation.htm
http://www.oecd.org/sti/ieconomy/data-driven-innovation.htm
http://www.oecd.org/sti/ieconomy/data-driven-innovation.htm
http://www.oecd.org/sti/ieconomy/data-driven-innovation.htm
http://www.oecd.org/sti/ieconomy/data-driven-innovation.htm
http://www.oecd.org/sti/ieconomy/data-driven-innovation.htm

