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Asthma - Data

Asthma - Print
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Tools in the pipeline…

Asthma
Weight tracker
Active Alerts
Secure Messaging
Diabetes

Weight tracker - Weight
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Weight Tracker - BMI

Weight Tracker - Waist
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Weight Tracker - Data

Weight Tracker - Print
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Tools in the pipeline…

Asthma
Weight tracker
Active Alerts
Secure Messaging
Diabetes

Physicians’ View – Patients profile 
page 1 or 2
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Physicians’ View - Alerts

Tools in the pipeline…

Asthma
Weight tracker
Active Alerts
Secure Messaging
Diabetes



68

Secure Messaging - Inbox

Secure messaging – View 
message
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Secure Messaging – Compose 
messages

Secure email – email
received
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Tools in the pipeline…

Asthma
Weight tracker
Active Alerts
Secure Messaging
Diabetes

Key Lessons Learned

Age is not a barrier
Computer skills are not a barrier
Design simplicity is vital
Appropriate practice integration is 
essential
Improves patient engagement in 
health management



Electronic Personal Health Records: Challenges for 
development and adoption 
Tom Jones, Chief Medical officer, Tolven Healthcare Innovations 

Abstract: 
In July 2000, the NCVHS (National Committee on Vital and Health Statistics) prepared a 
document for the US Secretary of Health and Human Services entitled Report on Uniform Data 
Standards for Patient Medical Record Information. Although this report is mostly concerned about 
the importance of standards for healthcare information, it contains important statements that are 
relevant to Personal Health Records (PHRs). Among them are the following: 
 
Patient medical record information (PMRI) is information about a single patient.  
Healthcare professionals generate this information as a direct result of interaction with the patient, 
with individuals who have personal knowledge of the patient, or with both.  
PMRI includes patient demographics, health history, details of present illness or injury, orders for 
care and treatment, observations, records of medication administration, diagnoses/problems, 
allergies, and other healthcare information.  
PMRI facilitates the creation of a lifetime health record for individuals.  
 
In a later report (Personal Health Records and Personal Health Record Systems, February 2006), 
the NCVHS catches the thread of a “lifetime record for individuals” and weaves a useful fabric for 
PHRs and underlines both the potential for and the challenges for PHRs in the following 
statement.  
 
The greatest opportunities for improving health and health care lie in enabling information 
exchange between the three dimensions (patient care, population health, and personal health) of 
the national health information infrastructure. The full potential of PHR systems will not be 
realized until they are capable of widespread exchange of information with EHRs and other 
sources of personal and other health data. 
 
A recent statement by HIMSS (HIMSS Personal Health Records Definition and Position 
Statement, June 2007) appears to reflect these same principles. There is a growing consensus 
around the functionality of PHRs. 
 
HIMSS supports the development of interoperable ePHRs which are interactive and use a 
common data set of electronic health information and e-health tools. HIMSS envisions ePHRs 
that are universally accessible and layperson comprehensible, and that may be used as a lifelong 
tool for managing relevant health information that is owned, managed and shared by the 
individual or his or her legal proxy(s). The ideal ePHR would receive data from all constituents 
that participate in the individual’s healthcare; allow patients or proxies to enter their own data 
(such as journals and diaries); and designate read-only access to the ePHR (or designated 
portions thereof).  
 
Many other organizations including the Markle Foundation and the California Healthcare 
Foundation have issued important white papers regarding PHRs; all have encouraged their 
development and use. All have lamented the laggardly implementation of PHRs.  
 
In this presentation, we will review the key functions of PHRs that appear to have widespread 
endorsement. We will then discuss the obstacles that have prevented widespread adoption of 
PHRs. We will conclude by analyzing the key requirements for interoperability and discuss why 
those requirements have proved to be among the most difficult to meet. 
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Bio: 
Following his graduation from medical school at Stanford University, Dr. Jones joined the 
University of Chicago and was there from 1969 until 1995, first as a house staff officer and then 
as a member of the faculty of the Department of Medicine. As part of the development of the 
infrastructure for primary care education and clinical activity, Dr. Jones and his colleagues at the 
University developed the Centennial Patient Care Workstation, a model for allowing clinicians to 
enjoy the benefits of new information technology. This project was very important in shaping his 
beliefs that sensitive deployment of commercially available software could provide great benefit 
to, and enhance the efficiency of practicing clinicians. Dr. Jones' clinical expertise was recognized 
when, in 1995, he was named by Chicago area physicians as one of the 35 most outstanding 
general internists in Chicago (The Best Doctors in America, Woodward and White). His interest in 
clinical informatics grew out of both his clinical practice experience and his teaching experience. 
He received the Quantrell award for excellence in teaching in 1992; this award is the nation's 
oldest teaching award and is given by the students at the University of Chicago. 
 
In 1995, Dr. Jones joined Oacis Healthcare Systems where his role allowed him to focus more 
deeply on the clinical functionality of applied informatics. During his 5 years at Oacis, he had the 
opportunity to work closely with some of the founding members of the HL7 organization. Over the 
course of his years of teaching and subsequently at Oacis, he developed sensitivity regarding 
how clinicians make critical decisions based on clinical information. Understanding how clinicians 
communicate with one another led to an appreciation of how the standardization of clinical 
information fostered more rapid and accurate communication. 
 
In 2000, Dr. Jones joined Oracle where he provided the clinical leadership for Oracle's Healthcare 
Strategy group, including the development of Oracle's Healthcare Transaction Base. During his 5 
years at Oracle, Dr. Jones met with provider organizations, payor organizations, academic 
institutions, healthcare informatics standards organizations, government representatives and 
pharmaceutical firms in 34 countries. He has been active in deliberations of the European 
Commission's Directorate-General Information Society and has written major white papers for the 
EC. 
 
In 2004, Dr. Jones began his participation in the Interoperability Consortium (IC) where he 
worked with colleagues from Accenture, CSC, Cisco, Hewlett-Packard, IBM, Intel and Microsoft. 
He chaired the Technical Committee of the IC and was responsible for the technical and 
architectural sections (including the discussions of standards) of the IC's response to the 
ONCHIT RFI. He also participates in the CalRHIO (California Regional Health Information 
Organization) as a member of the Clinical Working Group.  
 
In February 2006, Dr. Jones left Oracle to become a founding partner and Chief Medical Officer 
of Tolven Inc., a start-up company dedicated to furthering the development and use of open 
source software for healthcare. 

Contact info: 
Email: tom.jones@tolvenhealth.com 
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Electronic Personal Health Records

Challenges for Development and Adoption

www.tolvenhealth.com                           www.tolven.org   http://wikiHIT.org

Consumer Health Informatics Summit
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Thomas M Jones, MD, CMO Tolven
tom.jones@tolvenhealth.com
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Discussion Points

• Early days – My Own Experience
• Personal Medical Record Information
• Evolution of PHR concept
• Today’s PHR Landscape
• Challenges in Adoption and Development
• Suggested Resolutions
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Personal experience

• The allure of email
• Secure messaging
• Patient portal
• My PHR

4
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NCVHS 2000: PMRI

• Patient medical record information (PMRI) is information 
about a single patient.

• Healthcare professionals generate this information as a 
direct result of interaction with the patient, or with individuals 
who have personal knowledge of the patient, or with both. 

• PMRI includes patient demographics, health history, details 
of present illness or injury, orders for care and treatment, 
observations, records of medication administration, 
diagnoses/problems, allergies, and other healthcare 
information.

• PMRI facilitates the creation of a lifetime health record for 
individuals. 

NCVHS Report on Uniform Data Standards for Patient Medical Record Information, July 2000 
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Standards and other Issues

• Noted that the lack of complete and comprehensive 
standards is a major constraint on the ability of our 
healthcare delivery system to enhance quality, improve 
productivity, manage costs and safeguard data. 

• Recommended accelerating the development, adoption, and 
coordination of PMRI standards. 

• Addressed the related issues of: 
• protecting the confidentiality of PMRI
• reducing barriers to the electronic exchange of PMRI caused by 

diverse state laws
• coordinating the development of PMRI standards within the broader 

context of the National Health Information Infrastructure.

NCVHS Report on Uniform Data Standards for Patient Medical Record Information, July 2000 
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Impediments to Exchange

• It found that the major impediments to electronic 
exchange of patient medical record information are:
• limited interoperability of health information systems, 

limited
• comparability of data exchanged among providers, and 

the need for better quality
• accountability 
• integrity of data.

NCVHS Report on Uniform Data Standards for Patient Medical Record Information, July 2000 
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Benefits of Standards
• When complete and comprehensive standards for PMRI are 

available, vendors and users will be able to develop 
information systems that will:
• Capture clinically specific information more accurately, more quickly, 

and less expensively
• Facilitate the ability to construct and maintain a comprehensive, 

lifelong healthcare record that enables continuity of care
• Facilitate low-cost information exchange between patients and 

providers via the Internet
• Enable authorized caregivers to access this information from many 

different locations
• Prevent adverse events and other potential problems 
• Provide more complete and comprehensive clinical data for 

outcomes analysis  
• Improve the ability to monitor and protect the confidentiality of 

healthcare information.

NCVHS Report on Uniform Data Standards for Patient Medical Record Information, July 2000 
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NCVHS 2006: Goals for PHRs

• Support wellness activities
• Improve understanding of health issues
• Support timely, appropriate preventive services

• Increase sense of control over health
• Increase control over access to personal health 

information
• Support healthcare decisions and responsibility for care
• Support home monitoring for chronic diseases
• Support understanding and appropriate use of 

medications
• Reduce adverse drug interactions and allergic reactions

NCVHS Report on Personal Health Records and Personal Health Record Systems, February 2006 

14

NCVHS 2006: Goals for PHRs

• Strengthen communication with providers
• Increase access to providers via e-visits
• Verify accuracy of information in provider records
• Support continuity of care across time and providers
• Reduce hassle through online appointment scheduling 

and prescription refills
• Avoid duplicate tests

NCVHS Report on Personal Health Records and Personal Health Record Systems, February 2006 
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Importance of Information Exchange

• The greatest opportunities for improving health and 
health care lie in enabling information exchange 
between the three dimensions (areas) of the 
national health information infrastructure. 

• The full potential of PHR systems will not be 
realized until they are capable of widespread 
exchange of information with EHRs and other 
sources of personal and other health data.

NCVHS Report on Personal Health Records and Personal Health Record Systems, February 2006 
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Interoperability and PHRs

• HIMSS supports the development of interoperable ePHRs
which: 
• are interactive
• use a common data set of electronic health information
• are universally accessible 
• may be used as a lifelong tool for managing relevant health 

information that is owned, managed and shared by the individual or 
his or her legal proxy(s)

• receive data from all constituents that participate in the individual’s 
healthcare

• allow patients or proxies to enter their own data (such as journals 
and diaries)

• designate read-only access to all or some of the ePHR

HIMSS Personal Health Records Definition and Position Statement, June 27, 2007
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Interoperability: Raising the Bar

• Semantic interoperability provides common 
interpretability, i.e., information in the fields within 
the message can be used in an intelligent manner. 

• At the highest level, semantic interoperability takes 
advantage of both the structuring of the message 
and the codification of the data so that the receiving 
computer can interpret the data. 

NCVHS Report on Uniform Data Standards for Patient Medical Record Information, July 2000 
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Today’s Landscape

• Current PHRs are generally not interoperable 
• They vary in how they handle security, 

authentication, and other technical issues
• While consumers or patients always have access to 

their own data, they do not always determine who 
else may access it
• For example, PHRs that are “views” into a provider’s 

EHR follow the access rules set up by the provider
• In some cases, consumers do have exclusive control

NCVHS Report on Personal Health Records and Personal Health Record Systems, February 2006 
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Burning Issues

• Data standards
• Terminology, messaging, content 
• Clinicianspeak vs consumerspeak

• Consumer control - privacy
• Selectivity of data sharing
• Agency and family access

• Security
• Operational considerations

• Affordability
• ROI
• Sustainability
• Consumer/clinician access technology

20

Issue Resolution – 1

• Interoperability
• Common information platform

• Data Standards
• Terminology 

– Using standard vocabularies
– Clinical data definitions
– Changing terminologies
– User preferences

• Messaging 
– Accommodating a variety of standard formats
– Using rules for processing messages

• Content
– Continuity of Care Record (CCR)
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Issue Resolution - 2

• Consumer control – privacy
• Establishing family accounts
• The concept of agency
• Voluntary exchange of data

• Security
• Security standards

– Obscurity is not security

• Encryption in transit
• Encryption at rest 

22

Issue Resolution - 3

• Operational considerations
• Affordability

– Open Source components
– Web based deployment 

• ROI
– Consumer service

• Sustainability
– Open architecture
– Enable voluntary participation in data mining

• Consumer/clinician access technology
– Fixed and mobile devices



84

23

Summary
• While there is growing agreement that personal health 

records (PHRs) have the potential to engage consumers in 
the business of managing their healthcare, major obstacles 
have prevented widespread adoption and continuing use of 
PHRs. 

• Difficulties in exchanging clinical information between 
consumers and clinicians, failure to incorporate information 
model and vocabulary standards, trivialization of consumer 
input, inadequate technology, concerns about privacy, and 
clumsy financial models have all combined to retard usage. 

• The evolution of open source software components that are 
specifically tailored to healthcare information should 
contribute to a resolution of these issues.



Biography of Chair: Session 3 
William Pascal, Technology Officer for the Canadian Medical 
Association 
 
As Chief Technology Officer, Mr. Pascal is responsible for shaping the strategic direction and 
policy for the CMA’s e-Health agenda.  He has worked in the economic policy and social policy 
sectors at the Federal government level as well as run operations in regional and headquarter 
environments.  
 
Over the years, Mr. Pascal has developed air, railway and marine transportation policies as well 
as built airports throughout the north and negotiated ferry service contracts on both coasts of 
Canada. He has been responsible for communications policy while at the Privy Council Office and 
in Health Canada. He has developed health policies and managed the Central Region operations 
for Health Canada which included Ontario, Manitoba and Saskatchewan.   He has managed 
several large projects, most notably, the Federal government’s involvement at Expo 86 in 
Vancouver and at the 1988 XV  Olympic Winter Games in Calgary.  Most recently he was the 
Director General, Office of Health and Information Highway which had responsibility for 
coordinating, facilitating and managing health infostructure-related activities both within Health 
Canada, with other  Federal government departments,  with all the provinces and territories and 
other stakeholders. His work led to an agreement on Information Technology investments in the 
health care sector in Canada with all provinces and territories and the creation of Canada Health 
Infoway. 
 
Mr. Pascal is an electrical engineer, certified management accountant and urban planner by 
academic training. In 2001 he received the Lieutenant Governor’s Medal of Distinction in Public 
Administration for his work as Chair of the Federal Council in Ontario.  
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The Internet Changes Everything: Lessons from other 
industries 
Micheal Martineau, Vice President, Public Sector Research & eHealth 
Practice Lead, Branham 

Abstract: 
While we may take banking on-line, printing our boarding passes at home, and submitting our 
taxes electronically for granted, it wasn’t that long ago that most of the organizations with which 
we now conduct business on-line scoffed at early attempts by their competitors to do so.  Despite 
what their marketing campaigns may suggest to the contrary, many of these organizations did not 
willingly embrace the Internet. Rather, they were pushed to do so by their clients. Like dominoes, 
these organizations quickly fell into line when it became apparent that consumers were eagerly 
embracing the on-line services developed by early innovators.   
 
Mr. Martineau’s presentation describes how the Internet, the personal computer, and 
consumerism have combined to transform the manner in which organizations in various industries 
interact with their clients. The presentation will explore how these organizations have 
aggressively examined their business processes to determine which ones involve their clients 
and, having identified these processes, used information and communication technologies to 
improve service delivery while reducing costs. Lessons learned by these organizations will be 
identified and offered for consideration by the health sector. 

Contact info: 
Email: mmartineau@branhamgroup.com 
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The Internet 
Changes Everything: 

Lessons from Other Industries

Consumer Health Informatics Summit
30 October 2007

My Background

Founding Exec NSTN Inc. – 1989

• One of the first commercial ISPs
• First Canadian ISP to offer dial Internet 

access

Founding Board Member CA*net – 1990

• Original Canadian Internet backbone 
network

Founding Exec iSTAR internet inc. – 1995

• Merger of NSTN Inc. and fONOROLA
internet

• First publicly traded Canadian ISP
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Musings on Consumer Choice

Internet Use

How many use the Internet at home?
• 61% Canadian households 

How many bank on-line?
• 35.2% / 59.9% 

How many book / research travel on-
line?
• 38.5% / 63.1%

How many look up health / medical 
information on-line?
• 35.3% / 59.9%

Source: 2005 StatsCan Canadian Internet Use Survey
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Rise of the Internet

Source: Goldman Sachs, Morgan Stanley Technology Research 

ARPANET

1st email

Netscape

“The health care system lags behind 
other industries in adopting IT by at least 
5-7 years but perhaps by as much as 10-
15 years.”
Final Report of the Health IT Leadership Panel to the U.S. 
National Coordinator for Health IT
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Good News, Bad News

Good News

Other industries have 
trained consumers to 
use on-line services

Bad News

Other industries have 
trained consumers to 
use on-line services

Consumer On Line 
Services in Other 
Industries
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Similarities

Banking
Confidentiality
Real-time transactions
Heavily regulated
Multiple sites (branches)
Multiple companies delivering 
similar services
High consumer quality 
expectations

Airlines
Heavily regulated
Complex scheduling and 
logistics
Intense cost pressure
High consumer safety 
expectations

Automotive
Large complex parts catalog
Many suppliers and 
producers
Process complexity 
Intense cost pressure
Rising consumer quality 
expectations

Retail
Diverse product space
Complex product space
Real-time transactions
Consumer choice – wants 
options

Banking

“Usage of the Internet has grown very rapidly amongst 
the business community with a large proportion of our 
business customers having access to the Internet and many 
now having broadband. This has driven demand from 
customers to be able to use the Internet for the more 
straight-forward banking needs .... The result is that 
Business Internet banking has grown from a relatively 
marginal channel into virtually an equal partner now with 
the branch and telephone channels.”
Mervyn Northam, Head of Electronic Services
HSBC Commercial Banking
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Banking – Reduced Costs

Source: The Impact of online banking on customer loyalty, Virtual Surveys

Source: Booz-Allen & Hamilton, JP Morgan (2003)

Banking – Still Use Multiple Channels

Source: The Impact of online banking on customer loyalty, Virtual Surveys
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Banking – Increased ATM 
Use

Internet Banking Introduced

Banking – Increased 
Frequency

Source: The Impact of online banking on customer loyalty, Virtual Surveys
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Banking – Barriers to 
Overcome

Source: The Impact of online banking on customer loyalty, Virtual Surveys

Financial Services – New 
Entrants
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Airlines

“[Self-Service] is right up there because volumes of people 
and flights mean that self-services is the best way to go.  
Banks went there some time ago with ATMs.  People like 
self-service.”
Ed Nicol
Director of Information Management, Cathy Pacific

Airlines – IT Spending

2.1% of revenues 

Down from 2.3% in 2005

55% of top 25 carriers spent 2.6% or 
more compared with only 10% of low-
cost carriers

North American carriers are highest 
spenders at 2.2%, up from 1.95% in 
2006

Source: 2007 Airlines 
Trends Survey
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Airlines – On Line Channels

Source: 2007 Airlines 
Trends Survey

Airlines – On-Lines Sales

Source: 2007 
Airlines Trends 
Survey
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Airlines – Customer Self 
Service

Source: 2007 Airlines 
Trends Survey

Airlines – Automated Check-
in

Source: 2007 Airlines 
Trends Survey
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Airlines - Fall and Rise of Intermediaries

Source: US. Government Accounting Office

Source: US. Government Accounting Office

Airlines - Fall and Rise of Intermediaries
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Airlines – Travel Agent 
Evolution

Airline web sites suitable for short-haul 
and simple flights
Agencies are specializing in more 
complex travel arrangements, 
specialized packages, and business 
travel
Two classes arising:
• Large agencies dealing in volume 
• Smaller agency specializing in niche travel 

(e.g. family reunions, vacation of a 
lifetime, etc)

Airlines – New Entrants
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Personal eHealth

What is Personal eHealth?

eHealth is the digitization and 
integration of healthcare processes
using Information and Communications 
Technology

Personal eHealth focuses on those 
processes in which the individual 
receiving care or making decisions 
about the care that they will receive 
plays or can play an active role
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Personal eHealth examples

Booking an appointment

Checking a lab result

Researching a disease

Examining treatment options

Vital signs monitoring

Surgery

Necessary Ingredients

Consumer Power
• Canadians rely on others for goods and 

services
• Fosters sophisticated consumer society
Widespread Computer Literacy
• High level of Internet use
Escalating Costs
• Year over year increase in Canadian 

healthcare costs have outpaced growth in 
GDP

Back Office Automation
• Necessary ingredient

Increased digitization of clinical data
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Patient vs. Consumer

Same person, different roles
• Two sides of the same coin

Consumer:
• Evaluates options and make choices
• Use services outside traditional health 

sector to assist in decision making

Patient:
• Has made a choice
• Is receiving services

Healthcare Consumer

Consumer Physician

Virtual 
CommunitiesInternet

Resources

Virtual Encounter

Direct Encounter

Other Service 
Providers

58% of users stated 
that the information 
that they found in their 
last search affected a 
decision about how to 
treat an illness or 
condition

54% of users stated 
that the information 
they found on the 
Internet led them to 
ask a doctor new 
questions or to get a 
second opinion from 
another doctor
Source: Pew Internet & American Life “Online 
Health Search 2006”
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Personal eHealth 
Applications

Patient
Engagement

Consumer
Empowerment

Secure Messaging Education

Appt Scheduling 
& Reminders

Patient Diaries

Prescription Refills

Home Telehealth

Health & Wellness 
Information

Personal Health 
Record

Drug Interaction 
Checking

Rate your doctor, 
hospital, etc

Health 
self-assessments

Communities of 
Interest

Chronic Disease 
Management

Healthcare 
Resource Inventory

Consumer Empowerment

Consumers are going online for additional 
information in droves, and in many cases challenging 
their physician 

In the past 2 years, consumers have become much 
more satisfied with the health information they find 
online
• They are becoming less satisfied with the information they 

get from their physician

Consumers are becoming very comfortable with 
researching health information online – perhaps too 
comfortable. 
• Nearly half of the consumers researching health info online 

are almost exclusively reliant on search engines to find that 
information

Source: Cybercitizen® Health 
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Patient Engagement

Application / Functionality Yes, Would 
Like 

No, Would 
Not Like Not sure 

An electronic medical record to 
capture medical information 64% 18% 19% 

Email to communicate directly with 
my doctor 74% 14% 13% 

The ability to schedule a doctor’s visit 
via the Internet 75% 14% 11% 

Receiving the results of diagnostic 
tests via email 67% 22% 11% 

A home monitoring devices that 
allows me to send medical 
information – like blood pressure 
readings or blood tests – to the 
doctor’s office via the telephone or 
email 

57% 21% 22% 

Reminders via email from my doctors 
when you are due for a visit or some 
type of medical care 

77% 13% 9% 

 Source: September 2006 Wall Street Journal Online/Harris Interactive Health-Care Poll 

Patient Engagement

Application / Functionality I use it now 
It’s available 
to me but I 
don’t use it 

It is not 
available to 

me 
Not sure 

An electronic medical record to 
capture medical information 2% 3% 73% 22% 

Email to communicate directly with 
my doctor 4% 4% 73% 19% 

The ability to schedule a doctor’s visit 
via the Internet 3% 4% 75% 18% 

Receiving the results of diagnostic 
tests via email 2% 3% 76% 19% 

A home monitoring devices that 
allows me to send medical 
information – like blood pressure 
readings or blood tests – to the 
doctor’s office via the telephone or 
email 

2% 3% 76% 19% 

Reminders via email from my doctors 
when you are due for a visit or some 
type of medical care 

4% 3% 74% 19% 

 Source: September 2006 Wall Street Journal Online/Harris Interactive Health-Care Poll 
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PHR – Confusion Reigns

A PHR can be either:

• “the patient’s interface to healthcare 
provider’s electronic record (EHR)”

• “any consumer/patient-managed health 
record”

“It is quite possible now for people to talk about 
PHRs without realizing that their respective notions 
of them may be quite different”

“It is not possible, nor even desirable, to attempt a 
unitary definition at this time”

Source: US National Committee on Vital and Health Statistics

Summary
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Consumers not willing to 
wait

According to Toronto study published in 
European Journal of Emergency 
Medicine
95% said that equal access to 
healthcare based on need was 
important
However, to jump the queue:
• 29% would consider a gift or donation 
• 36% agreed that patients should be 

allowed to pay extra 
• 71% willing to ask neighbor who was a 

medical secretary at an MRI clinic 
• 56% willing to call in a favour with a doctor 

Summary

Focus on similarities, not differences

Embrace new entrants

Consumers are not patient(s)



Extreme Makeover: Consumerism, the EHR and the 
transformation of health care 
Shelagh Maloney, Executive Director, External Liaison at Canada 
Health Infoway and President, COACH 

Abstract: 
Reduced wait times, increased patient participation in health care, efficient chronic disease 
management, improved access to care in remote and rural communities, fewer incidents of 
adverse drug interactions, better prescribing practices: This is the future of health care in Canada. 
Through a national stakeholder engagement by Canada Health Infoway, a roadmap has been 
developed to advance Canada’s next generation of health care.  Patient access to quality care 
features prominently in this vision of the future. 
 
Ms. Maloney’s presentation will look at the foundational elements of 2015: Advancing Canada’s 
next generation of health care and the five key priorities.  The presentation will focus on the role 
of the consumer and how Infoway’s approach is addressing an evolving healthcare environment 
that will include greater involvement of the healthcare consumer.   

Bio: 
Shelagh Maloney is Executive Director, External Liaison at Canada Health Infoway. In this 
capacity she leverages national and international partnerships and alliances with both the private 
and public sectors to identify and develop new business opportunities and raise the profile and 
impact of Canada Health Infoway.     

Prior to joining Infoway, Shelagh held a number of senior management roles in both the private 
and public sector.  She was instrumental in establishing Canada’s first remote health information 
management services organization. In her role as Director of Information Management at the 
Canadian Institute for Health Information (CIHI), Shelagh was responsible for the development 
and maintenance of CIHI’s national databases in addition to leading the Institute’s national and 
international health information technology standards projects including the Partnership for Health 
Informatics Standards. She was founding chair of HL7 Canada and responsible for coordinating 
Canada’s contribution to the International Standards Organization (ISO) Technical Committee on 
Medical Informatics.  
 
Shelagh is currently the President and Board Chair of COACH, Canada’s Health Informatics 
Association. 

Contact info: 
Email: smaloney@infoway-inforoute.ca 
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Consumerism, 
the EHR and the 
transformation 
of health care

Consumer Health  Informatics Summit | Shelagh Maloney,  Canada Health Infoway and COACH | October 30, 2007

2

Agenda

• Three perspectives of consumer health informatics 
• Canada Health Infoway
• COACH: Canada’s Health Informatics Association 
• Consumer 

• What is being done
• What’s next



109

3

Canada Health Infoway

• Infoway’s mission and 
goal

• Leveraging the Electronic 
Health Record

• Making a difference
• Vision 2015
• Infoway’s role

4

• Created in 2001

• $1.6 billion in federal funding to date

• Independent, not-for-profit corporation

• Equally accountable to 14 federal/provincial/territorial governments

Mission:
To foster and accelerate the 

development and adoption of 

electronic health information 

systems with compatible 

standards and communications 

technologies on a pan-Canadian 

basis with tangible benefits to 

Canadians.

Goal: 
By 2010, every province and territory and 

the populations they serve will benefit 

from new health information systems that 

will help modernize their healthcare 

system. Further, 50 per cent of Canadians 

will have their electronic health record 

readily available to their authorized 

professionals who provide their healthcare 

services.

Canada Health Infoway
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6

Infoway investment programs
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Primary 
Health Care

Public 
Health

Drugs and 
Patient 
Safety

Chronic 
Disease

Cancer

Wait Times

Information & 
Communications 

Technologies

Electronic health record systems 
can help improve patient health 
outcomes, decrease duplication, 
error and costs; and reduce 
waits. Without electronic health 
records, national directions to 
improve primary health care, 
public health, drugs drug and 
patient safety, chronic diseases, 
cancer and wait times will not be 
successful.

Electronic health record systems 
form the foundation for a health 
information and communications 
infostructure that can enable 
modern health care delivery.

Supporting national 
health care directions

8

Sherbourne Health Centre:
Mobile EHR for inner city 
communities

Group Health Centre:
Link primary care providers and 
pharmacists

Vancouver Island Health 
Authority:
EHR-based clinical decision 
support tools for Mental Health 
& Addiction Services

Scarborough Hospital:
Emergency department touch-
screen kiosk

Quebec MSSS:
Electronic patient evaluation     
& service planning solutions

BC Ministry of Health; NFLD
Eastern Health: 
Pilots for province–wide adverse 
events reporting, analysis and 
management

Alberta Capital/Calgary 
Health Regions:
Extend iEHR and CDM solutions to 
primary care teams

Grand River Hospital:
Patient portal for cancer and  renal 
patients

Canadian Nurses Association:
Capture of health outcomes for 
planning/evaluation of care 

VON Canada:
Web portal to support family and 
friend caregivers in the delivery of 
health care

Cancer Care Ontario:
CPOE and decision support

Leveraging EHRs
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Inventing the future:

10

Update
• Considerable progress has been achieved in the drive to create a

pan-Canadian electronic health record since Infoway’s inception 
in 2001.

• Implementation is well underway across Canada with over $1 
billion of approved investments.  Every jurisdiction has some 
components of the infostructure in place.

• In 2006, Infoway initiated a process to develop a comprehensive 
health IT strategy for Canada to guide the next 10 years of 
investment.  Deputy ministers, health region executives, 
hospital executives, clinicians, patients, health associations and 
government agencies were engaged.
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Vision 2015
A Jurisdictional Consensus: 5 priorities
At the request of Deputy Ministers of Health, Infoway commissioned the 
development of Vision 2015, an e-health road map for the next 10 years.  It 
represents a consensus among the provinces and territories as to the future 
direction for e-health across Canada.  

12

Toward Vision 2015, Infoway will:
• Invest in projects that will demonstrate how enabling 

technologies support clinicians to reduce patient wait times

• Execute an engagement strategy that will create increased 
awareness of the benefits of the EHR

• Conduct public opinion research (EHR, Privacy)

• Facilitate collaboration to leverage investment 

• Advocate for additional funding for e-health 
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COACH

•Mission 

•Strategic direction

•Supporting consumer        
health informatics
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About COACH

• COACH is a national organization that was 
established in 1975

• An association of individuals interested in 
advancing the practice of health informatics in 
Canada 

• Members include IT professionals, care 
providers, vendors, consultants, governments 
and students

• Significantly membership growth in last few months  

• Governed by a volunteer Board of Directors
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COACH mission and vision

COACH’s mission 
• To promote the understanding and adoption of 

health informatics within the Canadian health 
system through professional development, 
advocacy, and a strong and diverse membership

COACH’s vision
• Taking health informatics mainstream 

16

COACH Strategic Goals

• Four Strategic Goals 
• Strengthen the membership of COACH
• Enhance the Practice of Health Informatics as a 

Profession
• Be an advocate for health informatics
• Ensure COACH has the resource capacity to 

meet future challenges and seize opportunities
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Supporting consumer health informatics 

• Provide a national platform for consumer health 
informatics initiatives

• Alliance with CCPAEHR
• e-Health conference – themes/tracks
• COACH journal and other publications (Backbone)

• Advocate for health informatics in general 
• Provide consistent messaging to and for our membership 
• Promote information sharing and best practices

• Create awareness of and recognize achievements in 
the field of health informatics

• Canadian Health Informatics Awards Gala

Presented by

Consumer/Prosumer

• Mission

• Objectives

• Strategies



117

19

Mission

• Shelagh’s Mission 
• Keep my children, my husband, my aging parents and 

myself well.  Support and assist my family through 
any  episodes of ill health.

• Shelagh’s Vision  
• Be healthy, be happy.

20

Strategies

• Educate friends and family about the benefits of e-health

• Encourage the use of enabling technologies by my health 
care team 

• Ensure that personal health information is available and 
accurate/develop a “PHR”

• Lobby my local politicians about e-health funding 
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The Potential 

21

• Increased patient 
participation in care 

• Well-managed chronic 
illness

• Improved access to care in 
remote and rural 
communities

• Fewer adverse drug events
• Better prescribing practices
• Reduction in duplicate or   

unnecessary tests
• Reduced wait times

22

Thank you!




