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Agenda

WMA Expert meeting
on Health Databases and Biobanks

Seoul, Korea
30-31 January 2016

30. January 2016 Expert meeting at Grand Ballroom, Hotel Conrad Seoul

[ -2:00 PM

Welcome remarks
Dr. Chin-youb CHUNG, Minister of Health and Welfare
Dr. Moo-jin CHOO, President of Korean Medical Association

Addresses from the World Medical Association
Dr. Ardis D. HOVEN, Chair of Council of the WMA
Dr. Otmar KLOIBER, Secretary General of the WMA

Current draft of a WMA Declaration
Dr. Jon SNAEDAL, Chair of the workgroup, WMA

2-3:30 PM
Prof. Ames DHALI, Steve Biko Center for Bioethics, University of Witwatersrand,
Johannesburg, South Africa

Dr. Min-Huei HSU, Ministry of Health and Welfare, Taipei, Taiwan

3:30-4PM
Coffee break
4-5PM

Dr. Chee Piau WONG, Telemedicine Research Cluster Academic Convenor, Community
Base Practice Programme Jeffrey Cheah School of Medicine and Health Sciences Monash
University, Malaysia

7-9PM
Dinner for all participants (Grand Ballroom, Conrad Seoul)
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31. January 2016 Expert meeting and Workgroup meeting
Studio Room, Hotel Conrad Seoul

9:00 — 10:45 AM ‘

Dr. Ryuichi YAMAMOTO, Ass. Professor, Department of Health Management and Policy,
University of Tokyo, Japan and President, Medical Information System Development Center

Dr. Young Joo CHA, Professor, Chung-Ang Univ. College of Medicine and
Member, National Bioethics Committee, Korea

Prof. Ju Han KIM, Professor and Chair, Division of Biomedical Informatics,
Seoul National University College of Medicine, Korea

10:45-11 AM
Coffee break
11 AM-12 PM

Discussions and Adjournment of the expert meeting

12-1PM
Lunch for all participants (Studio Room, Hotel Conrad Seoul)

1-1:30PM
Transportation of the Workgroup members from Hotel Conrad to the Faculty Meeting
Room, Yonsei Univ. Health System

Faculty Meeting Room, Yonsei Univ. Health System

1:30 -5 PM
Workgroup meeting with a coffee break
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Ethical, Legal and Social

Implications of Health Databases

- The experience of Taiwan National Health
Insurance Research Database

Ministry of Health and Welfare, Taiwan
Dr. Min-Huei Hsu

Features of Taiwan’s Health System
e AT

KW Minktry of Healkh and Wetfare

* Universal health coverage provided by a
single payer

* Robust Health IT infrastructure

* National electronic medical records
exchange system




_Taiwan National Health Insurance
ARSI

Ministry of Health and WeKare

Single-payer payment
sysiem

NHIRDB NHIA

NHIIC Cardlm’
[l f

Cloims Data

« 496 hospitals

+ 23 million i
population

Healtheare Services

Insured copayment Providers

Papers Published by Using NHI Research
Database (1996-2015)
i A B RS

Inktry of Health and Wetfare

688

700 1
Keyword: Taiwan national health insurance database

600 { Source: PubMed

500 1

300 1
200

100 1 52 55 59
1 1 1 1 4 10 14 1p 23 21

1995619971999200120022003200420052006200720082009201020112012201320142015
Year

Atleast 1 paper published per day since 2014




Taiwan NHI Research Database
' AR RE

4530  Minkstry of Health andWelfare

* Claims database
* De-identified
* Non-commercial Utilization

Disputes of NHI Research Database
fr AR R

Minkstry of Health and Welfare

* Privacy Protection

Data Ownership

Self-Determination

Research Ethics

Commercial Utilization




NHI Research Database Related Acts
N R

Ministry of Health and Welfare

* The Freedom of Government Information Law

* Medical Care Act {medical record management, privacy
protection)

» Physicians Act and Other Acts Regarding Medical Personnel
* Human Subjects Research Act

* National Health Insurance Act

+ Personal Information Protection Act

= Statistics Act

* Human Biobank Management Act

Hl Research Database Involving Agencies
.5%-53
(A T
S5 Minktry of Health andWelfare

* Ministry of Health and Welfare
* Ministry of Science and Technology

* Ministry of Justice(Personal Information
Protection Act)

» National Development Council{open data)

* Directorate-General Budget, Accounting and
Statistics




Renewed Plans

A fEFE

Mipistry of Health and Welfare

* Managerial

— National Steering Committee in charge of
dataset application

* Technical

— Use cloud-based architectureto centralize
dataset

— Use VPN for all remote access sites
— Log all query activities for audit trail

HiT A AR

Ministey of Health and Welfare

Data management

Center virtual
managefiant | emeeShment Original

Select Database
Administ-aDatabase paga
Xchange

Check

Operation Data processing




Taiwan Biobank
A

Ministry of Mealth and Welare
* Purpose: to construct cohorts for disease
incidence and progression
* 200,000 subjects from communities + 100,000

patients of common chronic diseases
)t;
4%
v
f’/ o

ardll WENAGOBDA 71 i

Next step...

BE

Talwan Blobank

i b L

Minkstry of Health and Welfare

e Universal
ID No.
<>

B o S
[Cancat Regiotny

Health outcome
Disease progression
Medical history
Treatment history
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