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HealthData.gov

About Datasets Blog Developers- Agencies Contact

Welcome to HealthData.gov

This site is dedicated to making high value health data more
accessible to entrepreneurs, researchers, and policy makers in
the hopes of better health outcomes for all.
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PROJECT OPEN DATA

Open Data Policy — Managing Information as an Asset

1. Background

Dt (5 & vabuabile national resource 8nd a Strategic 3596t oo thee U5, Government, its panners, and the pubihe. Mansging this data a5 an asset and making it svaksble,
discoverable, and usabie - In & ward. open - nat only strengthens sur demacracy and promotes efficiency and effectiveness in government. But ko has the potental to

create etonomic opportunity and improve citizens” quality of life.

For example, when the LS, Government heleased weather and GPS data to the public. & fueled an industry that today is valued a2 bend of billans
weather and mapping 1ocls are ubiquiteus and help everyday Amaericans narvigate their lives

Thee uitimate value of data can ofien not be predicied, That's why the U.S. Government released a policy That instructs agencees to manage their ¢
generally, as an asset from the start and, wherewer possible, release it 1o the public in a way that makes it open, discoverable, and usabile.

The White House developed Project Open Data - this collection of eode, tools, and case studies - to help agencies adopt the Open Data Palicy anc
GOVErnmEnt data. Project Open Data will evohe over time &5 8 community resource (o faclitate broader adoption of open Gt practioes in gover
government empioyees, contractons, developers, the general public - can view and contribute. Learn more sbout Project Open Duta Governande
bulld & berter warld through the pover of open data

2. Definitions
This. section i a list of defnitions and principhes uied o guide the project.

EXECUTIVE OFFICE OF THE PRESIDENT
OFFICE OF SCIENCE AND TECHNOLOGY POLICY
WASHINGTON, D.C. 20502

February 22, 2013

MEMORANDUM FOR THE HEADS OF EXECUTIVE DEPARTMENTS AND AGENCIES

John P. Holdre H_
Director

SUBJECT: Increasing Access to the Results of Federally Funded Scientific Rescarch

FROM:

1. Policy Principles

The Administration is committed to ensuring that, to the greatest extent and with the fewest
constraints possible and consistent with law and the objectives set out below, the direct results of
federally funded scientific research are made available to and useful for the public, industry, and
the scientific community. Such results include peer-reviewed publications and digital data.

Scientific research supported by the Federal Government catalyzes innovative breakthroughs that
drive our economy. The results of that research become the grist for new insights and are assets
for progress in areas such as health, energy, the environment, agriculture, and national security.

Areese tn digital data eate reanltine fram faderallv fimded recaarch allawe comnanisg ta faeus
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DATA TORICS - IMPACT APPLICATIONS DEVELOPERS CONTACT

The home of the U.S. Government's open data
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GET STARTED

This site is dedicated to making high value heaith data
more accessible to entrepreneurs, researchers, and policy
makers in the hopes of better heaith outcomes for all.

Administration for Children and Families

The Administration for Children and Famifies (ACF) is a
division of the Department of Health & Human...

CHILDREN
R FAMILIES

Agency for Healthcare Research and
Quality

The Agency for Healthcare Research and Quality's [AHRQ)
mission is to produce evidence to make health care...

AHRR

Search Data

View ;

Administration for Community Living

ACL brings together the efforts and achievements of the
Administration on Aging. the Administration on,.,

Assistant Secretary for Planning &
Evaluation

The Assistant Secretary for Planning and Evaluation (ASPE)
i the principal adwvisor to the Secretary of ..
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Open Data Initiatives and
the Public Health Agency of Canada

The Experience in Healthy Living and Injury
Surveillance in Canada

Jay Barber and Wendy Thompson
Health Datapalooza, May 2016 P

PROTECTING AND EMPOWERING CANADIANS
TO IMPROVE THEIR HEALTH




Setting the Context

CANADA:
Canada’s Action Plan

on Open Government
2014-16

1. Open Data in Canada- The Big Picture

2. Open Data at PHAC- Who We Are?
Situating Chronic Disease Surveillance

PHAC:
Public Health Agency

of Canada'’s Open
Data Action Plan

3. Open Data in Practice at the CCDP- Open
Data & Big Data and the Canadian
Hospitals Injury Reporting and
Prevention Program (CHIRRP)

CCDP;
Open Data, Big Data
and CHIRRP

PUBLIC HEALTH AGENCY OF CANADA >



Open Data in Canada: The Big Picture

Availability of
Information

'\

Open Science

Mandatory Reporting
on Extractives

Open Contracting
Professional Open
Integrity Government
Directive

Open Information on
Budgets and Expenditures

Digital Literacy

Open Information
Core Commitment

/

OPEN
DIALOGUE

Citizen
Participation

Open Data Canada
Canadian Open Data Exchange

Open Data for Development

Q)en Data Core Commitment

New*
Technologies

Next-generation
Consulting Canadians

Open Data Canada:
http://open.canada.ca

PUBLIC HEALTH AGENCY OF CANADA >



Open Data in Practice: CHIRPP

Canadian Hospitals Injury Reporting and Prevention Program (CHIRPP)

*A near-real time injury and poisoning surveillance system that collects information from patients, caregivers and hospital staff
on injuries and poisonings that present at the emergency department of 17 participating hospitals across Canada - 11 paediatric
and 6 general hospitals

*CHIRPP is a unique, richly detailed database of "pre-event” injury information- database provides information for summary
reports on injury occurrence and may also be used for more detailed research

*CHIRPP's ultimate goal: to reduce the number and severity of injuries in Canada.

CODE 2014, (Canadian Open Data Experience) one of top 15 apps used CHIRPP data for injury prevention
*Team: DemoFirst

*Description: Squalid Salad informs parents of the likelihood of injuries to children, by age group, in different areas of the home,
and provides age-appropriate suggestions for making the home safer.

eDatasets used: Unintentional injuries in Canada 2010 - PHAC

PUBLIC HEALTH AGENCY OF CANADA > 12




Open Data in Practice: CHIRPP & Squalid Salad

Squal id sa'ad Making your home safer.

1. Choose an age group to see how often injuries happen in each area of your home
2. Then choose an area of your home to get tips on how to make the area safer for the selected age group

23.57% of injuries

" Living Room

PUBLIC HEALTH AGENCY OF CANADA > 13




Open Data in Practice: CCDP’s Infobase

CHRONIC DISEASE AND INJURY INDICATOR
FRAMEWORK
QUICK STATS, 2015 EDITION

Bl Tweet this article

INDICATOR GROUP[ INDICATOR MEASURE(S) LATEST DATA® DATA SOURCE
(YEAR)

SOCIAL AND ENVIRONMENTAL DETERMINANTS
Education % of population

Income

Employment

Broastfeading

Birth weight
Exposurs to

second-hand smoke

Family violence CCHS-MH (2012)

Physical activity 9.3% CHMS. (2012-2013)

Z012-2013)

Head Injuries in Children and Youth —
The Invisible Epidemic Sedentary behaviour

You might have noticed that head injuries in
sport have received a lot of attention lately,
and this type of injury is now recognized as a
public health problem. In some sports, head
injuries are common and their potential short-
and long-term consequences can be severe.
The Minister of Health has committed to of children use active travel as their

) l main form of transportation to school
support a national strategy to raise.__. —_—

http://infobase.phac-aspc.gc.ca/index-en.html

HS (2014)
12-2013)
MS (2012-2013)

CCHS-MH (2012)
CCHS (2014)

CTADS 2
CTADS 2013

Canadi

PUBLIC HEALTH AGENCY OF CANADA



Open Data: Some Final Observations

Topics, Insights,
Relationships,
Taxonomies,

Natural Language Processing
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*Open Data Within the Federal Public Health Infrastructure in Canada-Privacy and security, data interpretation, and timeliness challenges remn
(P/T approvals, data cycles)

eInnovation of Open Data in CCDP & CHIRPP- Further examination of injury syndromics (early warning rules), predictive modelling, text mining
mobile data collection for real-time surveillance

*Building the Technological and Methodological Innovation and Capacity- Autocoding, machine language learning, data visualizations

*Open Data Exploration & Integration- Smart exploration of non-traditional open data sources (social media data, wearable data, unstructured
data) to tell a more complete public health surveillance story

*Continue to build our technological and innovative capacity- Identify our data needs, challenges & optimise “open data out and smart
integration of open/ big data in”

PUBLIC HEALTH AGENCY OF CANADA > 15



Questions:

Jay Barber

jay.barber@phac-aspc.gc.ca
Twitter @jayjbarber

Wendy Thompson
wendy.thompson@phac-aspc.gc.ca

PHAC, CCDP Infobase & CHIRPP:

www.phac-aspc.gc.ca
http://infobase.phac-aspc.gc.ca/index-en.html

www.phac-aspc.gc.ca/injury-bles/chirpp/index-eng.php

PUBLIC HEALTH AGENCY OF CANADA > 16
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DIRECTION DE LA RECHERCHE, DES ETUDES,

DE L'EVALUATION ET DES STATISTIQUES

OPENING ACCESS TO
THE NATION-WIDE HEALTH DATABASE IN FRANCE
FOR RESEARCH AND INNOVATION

Health Datapalooza — International open data panel

Franck von Lennep, Ministry of Health, France



DIRECTION DE LA RECHERCHE, DES ETUDES,
DE L'EVALUATION ET DES STATISTIQUES

Mainly composed of three paired national administrative databases covering 66 M people:

* National health insurance database (outpatient data only: complete history medical consultations
and prescriptions, sick leaves...)

National hospital discharge database

Medical certificates of cause of death
=> deidentified data
Does not contain information such as:

- results of clinical exams, blood pressure, BMI, results of laboratory tests...
- smoking, alcohol use, exercise, diet, family history, ...



DIRECTION DE LA RECHERCHE, DES ETUDES,
DE L'EVALUATION ET DES STATISTIQUES

 Demands from civil society to make access to the databases easier, faster and wider :
— Each database had its own access rules & processes
— 1-year delay on average to access the databases

— Access was restricted to non-profit organizations, in practice only researchers and public institutions were using the
databases

e Consultation launched in 2014 through a multi-stakeholder « commission on open data in health »
e Report published in July 2014, with recommendations :
— Facilitate access to more health data to any project advancing public interest
— Establish a coherent, transparent and participatory governance of these databases
— Expand open data initiatives
— Facilitate pairing with other datasets (cohorts, surveys)
* Theses recommendations were translated into law (article 193 in the Health Law adopted in January 2016)



National health data
system

National databases paired together,
composed of de-identified individual-level
data ; easy to re-identify individuals

DIRECTION DE LA RECHERCHE, DES ETUDES,
DE L'EVALUATION ET DES STATISTIQUES

Datamarts and low-risk
datasets

Datamarts & datasets with low-sensitivity
or low re-identification risks

Open data

Datasets with non-sensitive, aggregate or
trunkated data with no re-identification
risk

» Project assessed by an independent scientific
advisory committee

» Only if advances public interest
» Authorized by the Data Protection Authority
» Security rules (traceability => remote access)

» Authorized by the National Health Data
Institute

» Only if advances public interest
» Security rules (traceability => remote access)

» Open access
» Public or private interest




DIRECTION DE LA RECHERCHE, DES ETUDES,
DE L'EVALUATION ET DES STATISTIQUES
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e Set up the new governance framework (National Health Data Institute as a consortium of
public and private stakeholders)

e Design the « business model »: what access payments, to cover which costs?

e More work on anonymization and reidentification

* Hackathons

e Support collaborative production of the metadata in French and English
 Working group with all stakeholders to facilitate linkage with cohorts and surveys
e On going discussion on Big Data and on a French Blue Button



Israel's National Big Data Initiative:

Constructing Data Highways for 21st Century Healthcare

Nir Yanovsky

Digital Health Implementation Manager, Ministry of Health, Israel




DIRECTION DE LA RECHERCHE, DES ETUDES,

DE L'EVALUATION ET DES STATISTIQUES

Israel National EMR Distribution

Carmel Kaplan Wolfson Barzilai
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DIRECTION DE LA RECHERCHE, DES ETUDES,
DE L'EVALUATION ET DES STATISTIQUES

Transformations Enabled by Digital Heath

- Health Patient
Personalized romotion Centered, Sustainable .
Medicine Preventive, Participatory Health Online Health
Predictive, Care

a ¢ L 4 e

Information as the Lifeline

Continuous Care Based on HIE Health Big Data Platform

Information at every Patient Interaction : EMR Everywhere




DIRECTION DE LA RECHERCHE, DES ETUDES,

DE L'EVALUATION ET DES STATISTIQUES

Big Data Infrastructure




Data driven innovation in practice

Prof. Ran Balicer

Director, Health Policy Planning & Director, Research Institute.
Clalit Health Services. Israel




Predictive proactive care

it Clalit
. e Research
%000 Institute
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Preventive Nephrology
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5-year deterioration rates to RRT
among CKD stage 3 patients, Clalit
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100-fold
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Real-World Outcomes

* Are we barking at the right tree? Is the vaccine effective?

Rate {per 100,000)

25.0

200 +

10.0 -+

5.0 4

0.0

IPD rate (per 100,000) and prevalence (%) of PPSV
vaccination in Clalit Members (65+ year old)

= IPD Rate (Per 100,000}

73.4%

= Prevalence of PPSV23 vaccination (%)
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Population proactive management

Generation of a list of patients
that performed poorly on a
measure, not achieved control
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