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In the next 20 minutes, I will share some thoughts on the concept of the “informed 

patient / citizen” and how this concept is a major driver for transformation in health, 

the opportunities for possible innovation and challenges in innovating at scale.
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Just quickly, for those who may not be familiar with Canada Health Infoway:
• Established in 2001
• Independent, not-for-profit corporation
• Equally accountable to 14 F/P/T governments; the Members
• Independent Board of Directors appointed by the Members
• Since inception, $2.15 billion in capitalization from federal government 
• Go to our website to see the many available resources
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• A patient engagement framework continues to guide our activities.

• We listen to the needs/perspectives of Canadians through surveys, focus groups, 

consulting with patient advocacy groups, open innovation challenges, and other 

means in order to inform strategy and programs.
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What we have heard:  Included in this slide is a summary from 4 studies over the 

2014 – 2016 period.  This nicely sums up what Canadians desire:  

• Canadians support digital health.  The majority believe it is having a positive 

impact on the Canadian healthcare system.

• Almost all Canadians believe it’s important that health records be kept 

electronically so they can be easily shared among their care team.   96% of 

Canadians believe it is important that health records be kept electronically. 

• Canadians report that online access to their health information or health services 

helps them be better partners in their care, and they believe that digital health is 

important for the coordination of their care

• …. But yet 70 per cent report that they do not have confidence that their 
health care providers are currently sharing information for a holistic view of 

their health.

• And, while the Availability of consumer digital health services for things like e-
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booking, e-visits, e-views and e-request for prescription renewals has more than 

doubled in the past two years there are gaps between Canadian healthcare 

expectations / wants and what is available to them. 
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• This slide highlights some of the key benefit areas for Canadians.

• For instance, Canadians report that having online access to their health

information or health services helps them feel more confident in the care they

receive (75 per cent).

• They also report that digital health improves their knowledge of their health (77

per cent), improves their confidence in self-management of their health (69 per

cent) and supports more informed discussions with their doctor (74 per cent).

• All of these elements are positive attributes for supporting the patient experience

and patient engagement.

***

Q8. To what extent do you agree or disagree with each of the following statements? 

Having online access to my health information or health services ..
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1. Research suggests that “empowered patients make informed choices, have better 

relationships with their healthcare providers, are committed to adhering to 

treatment, take responsibility for their care and seek preventative measures to 

better manage their health” (European Patient Forum).  

2. All of these things improve outcomes for the patient, streamline processes for 

clinicians and save the health system money. 

3. For instance, Canadians report that having online access to their health 

information enables them to proactively partner in their care

4. Through our annual tracking surveys, Canadians tell us it is all about patient 

engagement, with:

5. 77% indicating digital health tools assist in improved knowledge of health

6. 69% feel improved confidence in self-management and 

7. 75% feel more informed in their discussions with their doctor
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Those two aspects are examples of the “listen” and “influence” elements in our 

patient/citizen engagement framework.  Most recently, Infoway continued on its 

journey to speak with Canadians, by hosting the Better Health Together Workshop. 

• Thirty-four Canadians participated in the Better Health Together workshop, 

representing almost every province and territory. The group was balanced by age, 

gender, and official language. Participants were also selected to represent a range 

of experiences with the health system, and with digital health solutions.

• Participants were drawn from three groups:

• Individuals who had been engaged with Canada Health Infoway in the past, 

for example, through conferences and events

• Patient representatives and advocates

• People who had previously participated in the Citizens’ Reference Panel on 

Pharmacare in Canada, or the Citizens’ Reference Panel on the Mental 

Health Action Plan for Canada

• The 34 citizen participants represented a cross-section of Canada, and together, 

they spent a day and a half learning from experts and, through a series of 

deliberative activities, drafted a Citizens' Vision for Better Health through Digital 

Solutions. 

• Experts included:  
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• Dr. Danielle Martin – VP Medical Affairs and Health System Solutions

• Dr. Trevor Jamieson – General internist at St. Mike’s and Virtual Care Lead 

at Women’s College Hospital 

• Dr. Joseph Cafazzo – Lead of the Centre for Global eHealth Innovation

• Joanne Maxwell – Project Manager in Clinical Adoption at Holland 

Bloorview Kids Rehab Hospital

• It is associated with a definition of principles and a listing of priorities and 

associated outcomes.
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• Over the day and a half, participants worked through a series of facilitated small-

group activities to draft the Citizen’s Vision for Better Health through Digital 

Solutions.  

• They began by brainstorming a list of ways that their experience of receiving health 

services has changed because of technology, and identifying how technology has 

improved or negatively impacted care.

• They were then asked to name two actions that the health system can take to 

strengthen what’s working and fix what’s broken; and two actions individuals can 

take to strengthen what’s working and fix what’s broken.  

• These actions were later grouped to become the priorities, and the participants 

worked together to refine the definitions and identify concrete outcomes. 

• To identify the priorities, participants reviewed a set of values and prioritized them 

down to the top 6, which were later refined down to the top 5.  These values were 

then reviewed, renamed and defined by the groups.  

• From there, some members in the workshop took to the task of crafting the vision 

statement which was presented back to the entire workshop.  Over the next week, 

participants had the opportunity to provide feedback on the final version of their 

deliberations. 
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What is reflected on this slide, is the Citizen’s Vision for Digital Health:

To improve the health of Canadians and to promote true and meaningful 

collaboration between patients, families and their healthcare providers 

through universally-accessible, integrated digital technologies. 

The principles the group identified to support this vision, included concepts like: 

• Patient-and-family centered – the technology respects patients’/families’ 

knowledge, their privacy and choices and values them as partners in their care. 

• Ethical – all stakeholders (gov’t, private sector, clinicians) should act from a place 

of integrity with respect to patient safety, access to information, security and 

privacy.

• Universal – norms and standards should exist across Canada so that all Canadians 

have access to the same level of digital health services.  Information should be 

collected in a manner that ensures the free flow of health data when required by 

patients’ health needs.

• Integrated – health information systems should be fully integrated at all levels, and 

across the country.  This system should be prototyped through an engagement 

process that includes patients.

• Sustainable – Digital health technologies should fulfill the needs of individuals, 

patients, providers and other health orgs and systems.  Priority should be placed 
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on those solutions that save the health system money and time. 

• Balanced between evidence and innovation – A balance should be struck 

between requiring that new solutions satisfy a minimum standard of evidence and 

slowing enough flexibility to promote innovation and quick adoption.

The five priorities on the slide are described in further detail in the Workshop report, 

available on the intranet, and have identified outcomes that the group believes 

should be reflected in a future with digital health. 

10



1. I believe we are moving toward a future where I will be fully aware of, and 

engaged in, monitoring and fostering my own physical and mental health.  I will 

have a sense of ownership for my health and care, and I will feel both committed 

and equipped to own it.  This will equally be true should I be responsible for the 

health and care of a dependant.

2. I will have personal health goals that are developed in partnership with the health 

and care practitioners that I engage with.  I will understand what actions I am 

responsible for personally, and will have the feedback I need to measure my 

progress and behave appropriately.

3. My care team will be diverse, and though dispersed across many organizations 

and settings, will act as a virtual team.  This team will be aware of my history, my 

goals, and my care plan.  They will be mutually aware of each other and their 

contribution in their respective roles.

4. This virtual care team will expand and contract as my needs dictate.  As new 

providers are engaged they have access to my history, current status and the rest 

of virtual care team.
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5. Wherever possible, when I need assessment and guidance, my providers will be 

readily accessible, whether in real time or through sequential exchanges, to 

engage with me virtually.

6. As my care needs evolve I will have foresight into the diagnostics, interventions, 

and therapeutic processes and pathways available to, and planned for me.  I will 

be able to see future events in my care pathway, and understand any 

prerequisites for those events.

7. Should my health status abruptly deteriorate, I will have confidence that my 

virtual team will be immediately aware and will adapt my care plan. Future 

events will be appropriately cancelled, rescheduled, or redirected to other 

providers.

I would suggest this is not how many consumers of health services feel today.  This 

vision is transformative, requiring far greater change to the health system, its 

processes, and the providers in it, than to me.
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