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DSSWG Ontario Health Data Council
Executive Summary

Ontario health data and information assets offer the potential for enormous benefits to
improve healthcare delivery, population health, public health, research, as well as the
management of Ontario’s health system at the provincial, regional, and local level. However,
if data is not responsibly managed, there could be possible misuse and harm. To ensure
maximum benefits and minimize risks associated with health system data use, data
accountability instituted through data stewardship is of the utmost importance. It will enhance
understanding and protect the value of digital data residing in Ontario’s health ecosystem,
enable health research, open data science and analytics across the province, establish “rules
of the road” for sharing common health data, and bring awareness of risk management
associated with data sharing.

For the purposes of this report, data stewardship is defined as: “data accountability
that will ensure the authorized, appropriate, ethical, and responsible use of health data to
maximize the potential benefits for the public while minimizing the risk of misuse and harm.
Data stewardship aims to build trust and confidence in Ontario’s health data by ensuring ‘fit
for purpose’ data quality and ‘fit for use’ data access in the pursuit of the public good”.

Ontario’s health ecosystem is provider-oriented and consists of data silos that are
based on different standards and technology used at the organizational level. Due to limited
ecosystem-wide data governance, decisions based on data silos are not always aligned with
ecosystem-wide strategic objectives. No clear accountability exists for provincial digital health
data assets. Health data originates from multiple and diverse sources, which quite often use
different data standards (i.e. vocabularies, terminologies, and code sets), limiting the ability to
have compatible and comparable data. Data exchange among systems is hindered by
multiple interfaces that are not always compatible, requiring data mapping. Reliable and
consistent data linking is impeded by not having system-wide unique identifiers for the core
master data such as client, provider, organization, and location. Due to poor or limited
metadata on existing data holdings, disparities in healthcare organizations’ workflows and
critical business processes, data quality is adversely impacted.

To address those challenges and to enable newer technologies such as artificial
intelligence and machine learning, a new paradigm shift is required to treat data as strategic
assets. A key success factor in making that shift will be data stewardship which is built on
three levels: organizational, provincial data domain, and health sector level. It will require a
coordinated effort on all three levels to collaborate along the health data value chain to
unlock data value and drive insights.

The Provincial Data Stewardship Framework is intended to provide a framework for
managing data as strategic assets supported by a set of foundational principles that all data
stewards should adhere to when handling data. It will provide guidance for:

|. Participating in an integrated Ontario health ecosystem that will allow access to
reliable and valid health data supporting the needs of all stakeholders and;

II. Responsible and ethical data collection, storage, access, and (re)use.

For more high-level information about data stewardship levels, roles and
responsibilities, and principles, please see appendices A, B, and C.
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Data Stewardship will help with achieving the following goals:

1. improve understanding of current health data assets;

establish clear accountability for health data;

harmonize data activities required to manage health data as strategic assets;
increase data sharing and reuse while ensuring fair, ethical, and responsible data use;
build a more mature data governance capacity to improve data access practices;
ensure health data is fit for purpose and available when needed;

advance health interoperability across the sector to unlock value and drive insights.

NoOORWD

To achieve these ambitious goals, the working group recommends establishing an
implementation team comprised of experts and stakeholders to manage and report on the
implementation of the recommendations included in this report. The implementation team
should include the DSSWG membership and be supported by task force groups to deal with
specific assignments.
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Provincial Stewardship Framework Overview

OBJECTIVE

GOALS

2 recommendations

Create a provincial
health data assets

catalogue

viewing the
catalogue

RECOMMENDATIONS SUMMARY

FOUNDATIONAL
PRINCIPLES

Improve Understanding
of Current Health Data
Assets

Implement an open-
source solution for

(2

Establish Clear
Accountability for
Health Data

7 recommendations

Develop a Provincial
Data Stewardship
Framework

Establish a system-wide
data governance

Establish Chief Health
Data Steward (CHDS)
role for Ontario

Clarify Ontario’s CHDS
roles and responsibilities

Support stakeholders in
building their data
stewardship capacity

Identify authoritative data
sources and assign
accountability for them

Develop key criteria
for selecting
provincial domain-
specific data
steward

(3

Harmonize Data
Activities Required to
Manage Health Data as
Strategic Assets

3 recommendations

Develop coherent
provincial common data
policies and processes

Ensure data quality
improvement and
standardization occur at
the collection stage

Perform further analysis
on the merit of collecting
and using device-
generated, patient—
generated data

o

Increase Data Sharing
and Reuse while
Ensuring Fair, Ethical, &
Responsible Data Use

3 recommendations

Adopt “sharing by
default” approach

Explore if legislative
and/or policy changes
are needed to support
the ‘sharing by default’

Ensure data sharing and
(re)use is based on and
guided by common
provincial ethical
principles and framework

Build a more Mature
Data Governance
Capacity to Improve a

Data Access Practices

3 recommendations

Select a common
provincial framework for
measuring data
governance maturity

Pilot the common
provincial framework to
drive implementation
and compliance

Increase data
literacy

L6

Ensure Health Data

is Fit For Purpose
nd Available when
Needed

1 recommendation

Develop A
Provincial Data
Quality Framework

To provide a framework for managing data as strategic assets that is supported by a set of foundational principles which
all data stewards should adhere to when handling data.

7

Advance Health

Interoperability across the

Sector to Unlock Value
And Drive Insights

6 recommendations

Achieve
data content
standardization

Achieve data
exchange
standardization

Provide an open non-
proprietary solution to:
1) manage, and view
reference, master, and
metadata; 2) ingest
reference data

Develop an Ontario
Health Interoperability
Roadmap

Establish provincial
interoperability
governance

Establish overarching
provincial health
informatics governance

- Valuable < Shared - Trustworthy * Secured & Protected * Accessible - Governed *Usable - Reusable - Standardized & Linkable
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1. Improve Understanding of Current Health Data Assets

Recommendations:

v Create a provincial repository/catalogue of digital health data assets documenting
their scope, data quality, structure/format, metadata, data standards, data flow, and
uses;

v Implement a robust open-source solution to view the provincial digital health data
assets catalogue to enable greater data discovery and (re)use.

2. Establish Clear Accountability for Health Data

Recommendations:

v Using an iterative approach, develop a Provincial Data Stewardship Framework that
will provide guidance to data stewards on participating in Ontario’s health
ecosystem. It will be:

= agile and evolving as the health ecosystem evolves;

= based on a set of foundational principles applicable to all types of data;

= comprehensive and will include both clinical and administrative data, which
may contain identified or de-identified data, whose sharing provides value to
Ontario’s health ecosystem;

= practiced by organizations by default;

» founded on transparent and effective industry-recognized data management
principles and best practices.

v The first iteration of the Provincial Data Stewardship Framework should include:

= strategic data stewardship structure;

= data accountability for provincial digital health data assets used to support
care delivery (patient-level clinical data);

= a set of foundational data stewardship guiding principles applicable to all
types of data;

= high-level requirements with respect to a common framework for measuring
data and information governance capabilities;

= an implementation approach along with a compliance model.

v Establish system-wide data governance with clear roles and responsibilities of all
actors in Ontario’s health sector by adopting a data stewardship approach.
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v’ Establish Chief Health Data Steward (CHDS) role for Ontario’s health sector that will
be responsible for:

= overall management and building of data stewardship in Ontario’s health
sector;

= |eadership and strategic guidance on improving information management
capabilities;

= facilitation of data issues resolution across the sector;

= collaboration with other Chief Data Stewards outside of the health sector to
ensure effective use of data across ministries and other sectors.

v Clarify Ontario’s Chief Health Data Steward roles and responsibilities specifically
with respect to:

* The authority which may include but is not limited to:

= provides frameworks and guidance on how to manage data as valuable
and strategic assets;
» mandates data sharing for the public good, including penalties for not
sharing;
» mandates health informatics standards, including penalties for
noncompliance;
= requires certification of interoperability standards, data, and solutions:
= further analysis is required to examine existing certification
frameworks such as the Ontario Health Digital Health Information
Exchange program, virtual visit verification and onboarding
conformance testing and OntarioMD EMR certification program.
= Levers which may be used such as:

= only vendors whose solutions are certified according to the minimum
interoperability requirements, including other rules, principles, and
protocols for both data exchange and data contribution, will be allowed to
participate in Ontario’s health ecosystem;

= engage with vendors through mechanisms such as co-design and
innovation to enhance the level of functionality and usability of their
solutions to be able to support artificial intelligence/machine
learning/natural language processing, which is paramount for automating
and standardizing clinical documentation capture.

v Support agencies and other stakeholders in building their own data stewardship
capacity by advocating for proper data accountability through:

= creation of Chief Data Officer (CDQO) and/or Chief Data Steward (CDS)
functions. CDO would be responsible for the data assets lifecycle
management within an organization, while the CDS would manage the
health data value chain across organizations. Those two functions can be
embodied in one role;
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= development of a standardized set of CDS’/CDO’ responsibilities as those
are currently ambiguous or nonexistent.

v"ldentify authoritative (‘source of the truth’) data sources for provincial digital health
data assets and assign data accountability for them:

= Accountability will involve two aspects:

= responsibility for health data assets, including physical assets, data
models, metadata, standards, policies, processes, data flow, analytics,
and insights;

= responsibility to collaborate and share data with other data stewards along
the health data value chain.

= Data sources to include:

» Master Data: client, provider, geography, services, and organization
= Core Clinical Data based on care setting:
= clinical: acute, primary and specialist;
» community: home care, long-term care, emergency, mental
health and addictions;
= ancillary Services: lab, diagnostic imaging, drug, and
immunization;
» other health data, which may include patient-generated and
device-generated data.

= Further analysis on mapping of data activities to relevant actors for each data
source is required.

v Develop key criteria for selecting provincial domain-specific data stewards along
with:

= clarifying if those roles should be assigned or legislated and;
= identifying potential entity or governance body candidates that are the
most suitable to fulfil those roles.

3. Harmonize Data Activities Required to Manage Health Data as

Strategic Assets

Recommendations:

v" Develop coherent provincial common data policies and processes that will
guide data stewards with the responsible collection, storage, sharing, and (re)use of
health data. Those policies and processes will be:

» based on a specific health system use case;

= governed by the same principles;

= harmonized to ensure that a data activity associated with the health data
value chain is performed once by a designated actor resulting in greater
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consistency, reduction of potential errors and costs associated with those
activities.

v" Ensure that data quality improvement and standardization occur at the collection
stage while taking into consideration the following:

= context in which data is collected as it may impact downstream use;

* newer technologies such as artificial intelligence/machine learning/natural
language processing which can decrease the burden on clinicians and
enhance shared decision-making;

= a carefully designed balance between placing the burden on clinicians vs.
vendors;

» incentives and opportunities for retraining clinicians to increase their data
literacy;

» incentives to drive a single sign-on approach, and to integrate data from
multiple systems/modules without a need to re-enter the same data multiple
times;

= explore mechanisms including changes to the legislation to institute the
“asked once” principle to avoid asking patients the same question multiple
times due to inefficient data management practices.

v Perform further analysis to determine the merit of collecting and using device-
generated, patient—generated, and other health data specifically around:

= purpose and its strategic uses;
= proprietary aspect associated with device-generated data;
= sensitivity, authority to store, and retention period.

4. Increase Data Sharing and Reuse While Ensuring Fair, Ethical,

and Responsible Data Use

Recommendations:

v" Adopt “sharing by default” approach where data stewards are expected to protect,
collaborate, and share data with other data stewards along the health data value
chain except if not possible due to legal or other constraints;

v Explore if legislative and/or policy changes are needed to support the ‘sharing by
default’ recommendation;

v' Ensure data sharing and (re)use is based on and guided by provincial common
ethical principles and framework that takes into consideration possible data uses,
public value, transparency, fairness, lawfulness, timeliness, engagement with the
communities and other dimensions.
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Recommendations:

v' Select a single common framework for measuring data governance maturity that will
increase consistency and aid in quantifying existing gaps associated with the
following areas: 1) strategy and governance, 2) policies and processes, 3) assets
and standards, and 4) people and knowledge. Framework should:

support advanced integration of care across different care settings and
linking of data;
address interoperability and alignment with the health information network
requirements;
have assessment templates for stakeholders to perform self-assessment
as well as an assessment of alignment with a health information network,
including:
» instruction on how to complete assessments along with
useful examples;
= guidance on how to weigh capabilities and avoid subjective
measurements;
= a set of documentation that is required to substantiate
assessments;
identify a minimum set of capabilities that are required of any data
steward,;
ensure convergence with accreditation frameworks over time;
be aligned with the pan-Canadian approach for measuring health data and
information governance maturity.

v Pilot the provincial common framework to drive an implementation approach and a
compliance model using the following scenarios:

» self-assessment at the organizational level - pick two government agencies to
perform the self-assessment that will drive:

I. validation of minimal capabilities that any data steward needs to
have to participate in Ontario’s health ecosystem;
II. development of a process for monitoring compliance.

» network alignment assessment at data type level - pick two types of data that will
be exchanged in the first release of Ontario’s patient summary standards (which
are: allergy and intolerance, current medications, problem list, immunization,
history of the procedure, and history of iliness) and perform alignment
assessment with the provincial Digital Health Network that will drive:

I. validation of minimal capabilities that are deemed critical for the
health information network;
II.  development of a process for monitoring compliance;
[ll. identification, tracking and reporting on key outcomes and
associated metrics to measure data stewardship success.
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v Increase data literacy by collaborating and advocating for the pan-Canadian
approach to:

» standardizing data stewardship capabilities and training through
collaboration with universities, colleges, and other bodies that develop the
curriculum standards such as CHIMA,;

= developing an open-source data stewardship training on the job that is
multifaceted and centralized.

6.Ensure Health Data is Fit for Purpose and Available When Needed
Recommendations:

v Develop a provincial data quality framework focusing on a set of common principles
and practices that are intended to be used to ensure that health data shared across
the sector is fit for purpose.

7. Advance Health Interoperability Across the Sector, through data

content and data exchange standardization and overarching
provincial standards governance, to Unlock Value and Drive

Recommendations:

v" To achieve data content standardization for core data shared provincially (i.e. ‘core
data for interoperability’), adopt:

= common metadata and data definitions by developing a provincial data
model, business glossary, and data dictionary along with a robust open-
source solution to browse those;

= common and controlled vocabularies, terminology sets, and code sets that
are based on structured and recognized terminologies;

= common core data elements for a particular data set, e.g. Mental health
and addictions provincial minimum data set containing aggregated data
for performance measurement, patient summary data categories and
detailed data elements for inclusion in a patient summary;

= the provincial data model will:

= be governed through a well-defined provincial process;

= provide consistency in data meaning and representation of common
clinical concepts exchanged on the provincial level,

= serve as a foundation for data governance and data stewardship;

= evolve over time based on strategic direction, e.g. the first iteration
to contain data categories referenced in the Ontario Patient
Summary interoperability spec. release 1;
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= be a reference point for the development of all other implementation
data models enabling traceability and data lineage;

= be a communication tool between business and technical people to
solicit business requirements;

v Provide an open non-proprietary solution on the provincial level to:

* manage and view reference, master, and metadata to advance data
discovery and learning;

» ingest reference data, e.g. An application programming interface
(APD/tool/web access for ingesting reference data into stakeholder’'s
environment for their own uses/validation. Real-time validation of master
and reference data will be required in the future.

v" Achieve data exchange standardization through the adoption of:
= common metadata-driven data exchange specifications (e.g. FHIR);

= compliance verification supported by the Digital Health Information
Exchange (DHIEX) regulation.

v Using an iterative approach, develop an Ontario health interoperability roadmap to
establish a framework for guiding stakeholders on their journey to interoperability
maturity, monitoring and measuring progress towards a more integrated and
interoperable health ecosystem. It should address both technical and business
aspects of interoperability:

» Business aspects to include:

= system-wide overarching interoperability governance with clearly defined
roles and responsibilities of all actors;

= supporting policies and processes to enable data exchange and
interoperability, especially processes for:

» interoperability specifications version control;

» change management (via ‘requests for change’);

» standards identifier management (requests for identifiers and
terminology standards).

= Technical aspects to include:

= common infrastructure;

= consistent mechanism for identification, authentication, audit, and consent
management;

= mechanism for locating/discovering data resources and standards;

= common testing and certification infrastructure and processes for
standards compliance and data conformance;

= standards for both data content and data exchange;

v" Ontario health interoperability roadmap should take into consideration:
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= current readiness and capability of all stakeholders in the Ontario’s health
ecosystem:

use the bottom-up approach;

start with cataloguing all provincial digital assets, products, and
standards;

identify current data sources’ capabilities and limitations;
determine short-term vs. long-term goals;

identify gaps and timeframe for closing those gaps;

document workaround solutions for gaps that cannot be closed
due to limitations of legacy systems or other valid reasons.

» partnership and engagement with vendors and other stakeholders to
secure their commitment to interoperability - not just to one-off project or
standards:

Digital Health Information Exchange (DHIEX) regulatory
requirements will be the key but will not guarantee interoperability
on its own;

a collective effort including vendors, healthcare providers,
colleges, associations etc., is paramount to help advance how
data is collected, accessed, shared, and (re)used.

= alignment with the pan-Canadian interoperability:

Infoway: pan-Canadian interoperability governance and services
model is being developed;

PHAC: Pan-Canadian interoperability framework is being
developed in the context of the pan-Canadian Health Data
Strategy initiative.

* interdependency and interconnectedness among different roadmaps, e.g.
products, standards, and assets, one applying the system-view lens while
ensuring they do not contradict each other.

» ‘end-to-end’ interoperability and data digitization based on open non-
proprietary standards.

v' Establish provincial interoperability governance which will govern all dimensions of
interoperability and ensure:

» strategic guidance, planning and priority-setting bringing together
interoperability on all three levels:

organizational (business processes alignment);

provincial (common semantic & syntax for provincial core data)
and,

pan-Canadian (common semantic & syntax for pan-Canadian core
data).
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= coordination of efforts across the sector (all actors are marching towards
the same vision/aligned priorities), ensuring a common approach to
collecting, structuring, formatting, and sharing health data.

= accountability and progress monitoring guided by provincial interoperability
roadmap and framework;

» partnership and engagement through formal channels of communication.
v" Establish an overarching provincial health informatics governance to:

= define and execute coordinated governance processes required for
achieving consensus-based agreements on standards guided by high-
level principles:
= adopt, adapt, develop, or inform about standards;
= align with national and international standards.

= provide strategic direction for the use of standards in Ontario.

* make key decisions in the standards decision-making process, such as
approving or amending standards.

= develop a consistent and common approach for:

» identifying needs for standardization and standards which should be
driven from both the top-down and the bottom-up:
= allow and enable data content standardization to be driven at
local levels;
= priorities for standards are determined by legislated and market
forces.

» evaluating standards candidates using common and transparent
processes, agreed-upon criteria, and evaluation method.

» endorsing and mandating standards which will help with:

= resolving an issue of data being captured and shared using
multiple standards, different and sometimes incompatible
versions of the same standards, different terminology sets etc.;

= standards rationalization and alignment over time
(interoperability specs and administrative standards will
reference the same clinical data structure/content);

= reducing new data collections and increasing data (re)use.
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Appendix A — Data Stewardship Model

LEGISLATIVE OHDC & it's
(PHIPA, FIPPA, Policies, etc.) Working Groups

STRATEGIC ChiefHealth [ )
Data Steward
A

A

Legislative & Regulatory Requirements, Provincial IM Frameworks,
Best Practices, Guidance, Standards, etc.

i Harmonization of Data Policies 59
\‘____________________-—"
y
v v v
Patient - Level
ClinicallData Master Health Data Etc.
Domain-specific Domain-specific Domain-specific
TACTICAL Data Steward Data Steward Data Steward
e.g.Lab, DI, Drug etc. e.g. client, provider, geography,
services, and organization

Oraganizational Oraganizationa
Data Steward Data Steward

OPERATIONAL Oraganizational

Data Steward
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Appendix B — Data Steward Roles and Responsibilities

Data Stewardshil

i

Role

Chief Health Data

Steward

Provincial Data Domain

Steward

Chief Data Officer/Steward

Responsibility

Crversll managemeant and
busilding of dats stewardship
in Ortaric

Leadership and sirategic
guidancs an improwving
information management
capabilities & enabling data
rewuss

Facilitation of dats issues
resolution across the sector
Management of data
stewsrdship in a particular
data domain

Lesdership and guidsnce an
improwving informstion
managemsnt capabiliies
Data domain-

leved issues resclution and
escalation of issues
Provingial data govemance
participation

Diata shaning benefits vs.
risks assessment and
rmanagemsant

Manages the data as
veluable asseis through its
entire fecycle

Emzures approprate level of
dats quality

Em=zures core metadsts
capiurs and maintenancs
Specifies rules for data
aceess and security

Data sharing benefits vs.
risks assessment and
managemsant

Includes broader data
consumers’ needs when
performing data planning
Participates in data domsin
dats govemnance

Health
Informatics (HI)
Standards

Strategic direction on
=dopting
imternaticnalnationalf
prowincial standards
and practices
handates HI
standards. (= standands

oevmiopemert and
conformance versicadon

parfanmeg by designaied
agencies)

Parficipates in
prowincial HI
standarnds.
development
representing dats
domain business
requirements
Facilitstes HI
standards
implementstion

Implements provincizl
HI standards
Develops new
standards where they
do not exist using
provincialnationalint
emational guidelines
and shares with
others

Parficipates in
relevant HI S00's
community of
practice to influsnce
and align with

Data Policies

= Approves data policies
per health systam use
CHEEE

= Approwes cross-cutfing
policies (e.g. IP, de-
identification, wendor
management efc.) co-
developed with key
stakeholdars

= Co-designs provincial
policies with
arganizational data
stewards (2.0,
collection, storage,
processing, access,
usarause,
archive'purge) per
heslth system use case

= Ensures sdhersnce to
palicies

= Develops internal dats
policies

= For data that are
shared at
regionalprovincisinatio
nal lewvel, aligns intem:l
data policies with those
ones

Partnership
Engagement

=

=

=

Enzures

open
engagerment
with public,
petients, and
communities,
including First
Mations, st
strategic lewel

Leads
transparent
engagement at
provinial lewvel
ensuring all
actors affected
by a specific
health data use
Case are
represented

Performs
transparent
commumnity
engagement at
project level
ensuring all
memkbers sre
represented

=

=

Collaboration

Artifacts

= Data Strategy
transparent and > Collaborates with other -

sectors’ chief data
stensards (CDS),
jurisdictional health CDS
& Govermment of Canads
CO5 on enterprise-lewvel
information management
strategic direction =

L

Collsborates with other
data domain data
stewwards on provincial
imitistives/collaborstives
ensuring crass~domsain
alignment

Shares knowledge and
in=saghts with relevant
provincialnationaslintema
tional interest
groups/communities of
practics

=

=

Collaborates with other
data domain or
organizationsl data
stenwrards for specific
imitistives/projects/collabo
ratives

Shares knowledge and
insaghts with relevant
provincisinatonslintemsa
ticmal interest
groups/communities of
practics

Interoperability Roadmap
Diata Stewardship
Framework

= Data Cuslity Framework

Data Governance
Capability Framework
Ethical Diata Use
Framework

Diomain-specific
rosdmap, framewarks,
policies, and standards
that are sligned with
provincial direction and
ohjectives
Domain-specific data
model derived from
provincial data model
Domain-specific data floe
miadal

= Crganizsbonsl strategy,

rosdmap, dats
management policies and
procadures that ars
aligned with provineial
andior domain-specific
direction and objectives
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Appendix C — Data Stewardship Foundational Principles

VALUABLE

Health data is a valued and shared asset.

Health data is collected and used based on the needs and value
proposition of the health ecosystem underpinned by the
patient-centric architecture with the aim of improving
individuals’ well-being.

Data requirements reflect the needs of all stakeholders
involved throughout the entire health data value chain (HDVC).

SHARED

Health data is shared by default for the public good based on
the ethical framework & best principles in accordance with
the applicable legislation.

Data is collected once and shared with those who need it
and are authorized to access it.

TRUSTWORTHY

Data quality fits intended purpose.

Data quality is consistently measured and supported by
defined improvement processes.

Data is described with sufficient metadata including data
provenance and metadata explaining changes that have
occurred to the data.

SECURED & PROTECTED

* Data about patients is protected at the point of collection,
storage, integration, movement, and use.

Patients are empowered with appropriate control over their
data according to the declaration of personal health data
rights in Canada.

Processing, including use and disclosure, of data about
patients is controlled, monitored, and audited.

Data consumers are authenticated/authorized according to
provincial policies and protocols.

Data de-identification/re-identification is performed in
accordance with the applicable legislation, standards, and
best practices.

ACCESSIBLE

Data is available when needed based on consumers’ data
needs.

Data access is designed to optimize data flows and to
minimize security risks.

Data access is supported by verifiable data sharing protocols
and utilizes consensus-based open provincial health
informatics standards.

Data about members within the health ecosystem is accessible
by members themselves, including an explanation of how their
data is used by others.

GOVERNED

All authoritative sources and their proxies (“managed
duplications”) are identified.

Accountability for data is well-defined via data stewardship
and monitored via the applicable data governance maturity
model.

Data is managed through defined data governance models
according to recognized best practices and standards at
each stage of the health data value chain.

Data governance model demonstrates participatory
transparency by consulting and engaging with members of
the health ecosystem.

USABLE

Based on consumers’ needs, data is provided in open data
formats adhering to industry recognized standards and best
practices to ensure data portability and suitable data
consumption.

REUSABLE

Data is reused for multiple purposes whenever benefits
outweigh risks.

Artifacts developed to process data for different purposes
are made available for reuse by the health ecosystem.
Data adheres to the FAIR principles for easy discovery and
reuse.

Data retention specifications support current and future
uses of health data.

JSS STANDARDIZED & LINKABLE

Data and metadata conform to provincial reference data
models, derived from industry recognized international or
national data models. They support cross-sector exchange of
common data categories to ensure comparability,
compatibility, and consumption by multiple data consumers.

Data is exchanged according to consensus-based open
provincial health informatics (HI) standards. Where
provincial Hl standards do not exist they are developed
locally, leveraging national or international standards to
influence and align with international standards.

Data is standardized at the source according to provincial
health informatics standards whenever feasible.

Data is linked according to industry recognized standards and
best practices whenever possible to add value.
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Appendix D — Terminology

For the purposes of this document, terms used throughout this document are defined as follows:

Terminology

Access

Health Data

Health Data
Ecosystem

The Public

Interoperability

Integrated Data

Data Literacy

Health
Information
Network

Metadata

Data Flow

Health Data Value

Chain

Definition

is the act of providing access to the data for authorized individuals. Access can
be achieved by data visiting (where data remain in place) or physical data
sharing (where data are copied).

refers to publicly and privately held data related to health care, public health,
population health, and health research, inclusive of relevant socio-demographic
factors (e.g. race, ethnicity, gender, age) and data from other sectors.

is the set of governance, policies, processes, designs, and data flows for

an interoperable network designed and developed to ensure the best possible
health services and outcomes for Canadians based on excellent research,
population and public health services and policies, and delivery, organization and
management of health care approach

includes individuals and their families and caregivers and encompasses all
persons living in Canada, including those who have contact with health services
as a result of disease or injury, as well as maintaining and promoting health for
all.

The ability of different health information systems, devices, and applications to
access, exchange, integrate and cooperatively use data in a coordinated
manner, within and across organizational and regional boundaries to provide
timely and seamless supportability of information and to optimize the health of
individuals and populations globally

Disparate health care information connected to create an integrated digital health
record — one that provides a lifetime record of an individual's health history.

The ability to read, write, and communicate data in context. This includes an
understanding of data sources and constructs, analytical methods and
techniques applied, and the ability to describe the use case, the application, and
the resulting value.

An organization or a group of organizations with a single governance structure
that provides broader capabilities such as business and clinical process
management, health information services and information exchange and
interoperability.

Describes the data itself (e.g. databases, data elements, data models ), the
concept the data represents (e.g. business processes, application systems,
software code, technology infrastructure ), and the connections (relationships)
between the data and concepts.

The transfer of data between systems, applications, or data sets. As data flows, it
is secured, integrated, stored, recorded, catalogued, shared, reported on,
analyzed, and delivered to the stakeholders. Along the way, the data may be
verified, enhanced, linked, certified, aggregated, anonymized, and used for
analytics until archived or purged.

A cycle of inter-connected stages where different actors add value and contribute
to data reuse. It consists of the following stages: collect, store, process, share,
access, use, and reuse.
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Appendix E - DSSWG Membership

Ontario Health Data Council

The Working Group was struck in August 2021, and tasked with the design challenge “How might we
improve health data quality and streamline data access to achieve an integrated health data ecosystem

that is responsive to the data needs of its stakeholders?”

Membership Chart

Addiction

Business Intelligence

Organization Name Title Role
CIO Strategy Council Keith Jansa Executive Director Chair
Canadian Mental Health and David Rotenberg Director, Data Strategy and Contributor

OntarioMD

Ben Macerola

Solution Architect

Contributor

North York General Hospital

Corey Clarke

Manager, Health Records and
Enterprise Data Quality

Contributor

Ontario Health

Julie Klein-Geltink

Director of Enterprise Data &
Analytic Services

Contributor

Ontario Health

Dwayne Pickering

Manager, Architect

Contributor

Ontario Health

Sue Schneider

Director eHealth Standards

Contributor

Canadian Institute for Health
Information

Claudiu Grecu

Manager, Data Architecture

Contributor

Ontario Brain Institute

Tom Mikkelsen

President & Scientific Director

Contributor

Northwestern Ontario
Hospitals

Cindy Fedell

Regional Chief Information Officer

Contributor

ICES

Charles Victor

Senior Director, Strategic
Partnerships and Digital Services

Contributor

Public Health Agency Canada

Eric Sutherland

Executive Director, pan-Canadian
Health Data Strategy

Reviewer
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