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Learning Objectives

• Identify the key components and functionalities of a good personal 
health record (PHR)

• Demonstrate how patients and their families / caregivers, providers 
and the health system can benefit from PHRs

• Examine how the amplification of health care challenges in rural 
settings helps to identify priorities for development and 
implementation of system capabilities for the benefit of all



Disclosures

• I am a consultant to government and non-profit organizations 
including the RCCbc and DoFPs on matters relating to primary care 
and health information standards

• I have no financial or other relationship with for profit companies 
including the pharmaceutical industry



Personal / Patient Health Record (PHR)

• Is it just a record?
• Providers already have a record; do we need another?
• Why can’t patients just use portals?

• Is it just for patients?
• How will they understand or not be alarmed at what they are seeing?
• Are patients at increased risk for suicide?
• How much extra work will this require for providers?
• Will providers get any benefit such as getting access to the patient’s record when 

needed?
• Will there be more lawsuits?

• Does this just add cost to the already overburdened health system?
• Who’s going to pay for the patient version?  I’m even paying for each SMS from my 

EMR to patients!
• What is the benefit for the health system?



The Answers to These Questions and More Lie in the Big 
Picture

• What are the patient requirements for health and wellness?

• What needs are currently not being met for patients and their 
families, providers and the health system?

• The rural setting amplifies many health care challenges – can that 
amplification put a spotlight on opportunities for better care for those 
“on the edge” while also helping everyone?



History

• Boston Children’s Hospital, Indivo 1999 (formerly PING - Personal 
Internetworked Notary and Guardian) which continues as MyChildren’s 
portal.  Open Source and designed to integrate records across digitally 
accessible digital health solutions / databases.  Supports messaging but 
appointment scheduling can only be done with 3rd party API

• Beth Israel Deaconess Medical Center, PatientSite 1999

• Microsoft Health Vault, 2007 – 2019.  Was the backbone of the US Blue 
Button initiative

• Google Health, 2008 – 2012

• OpenNotes, 2010

• Apple HealthKit, 2014



Scope of Function - What Are The High-Level Competencies For Persons & Their 
Families In Health Care?

• Plan and manage my health
• Maintain or improve wellness

• Manage chronic conditions

• Understand my risks

• Interact / participate with my health team

• Manage my health information

• Find health care resources and services

• Get access to care

• Improve my health and IT knowledge (health and technology 

literacy)
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Plan personal and family health and wellness in the context of life stages

Identify values and preferences

Identify unmet needs

Identify 
knowledge gaps

Choose tools

Manage 
condition(s)

Collaborate with 
my team

Manage access

New medical 
problems

Follow care plan

Respond to reminders, alerts, notifications

Manage risk(s)

Manage benefits

Schedule 
screening

Healthy lifestyle 
(prevention)

Reduce 
unnecessary risk

Manage care 
plan

Manage tasks, 
reminders

Document 
observations & 

requested 
information

Maintain record 
quality

Manage learning 
plan

Access learning 
resources

Coaching & 
mentoring

Comprises 
completeness, 

accuracy, timeliness 
etc.





Avoid the “Digital Front Door to 
Nowhere” and Fragmentation 
(“polyportalitis”)

From - Orion HealthFrom - Princeville Global



The rPHR Project: Engaging Patients, Providers & Vendors to Prototype or 
Adjust Development Priorities

• 2 vendors and 3 geographic areas 
initially interested in participating in the 
rPHR project

• Ultimately only one vendor (Bright 
Health Solutions Society) with a PHR 
product (MyHealthKey) already oriented 
to standards continued to participate.  
Pre-existing direct receipt of laboratory 
and medical imaging results into PHR, 
rudimentary messaging and scheduling









Estonia – Patient and Provider Queries Approximately Equal

M. Viigimaa, European 
Society of Cardiology, 2019

• Supports self-added 
data

• Patients can track and 
control who accesses 
their record

• Patients can manage 
and request 
rectification of errors 
and omissions



International Patient 
Summary with Care 
Plan Shared with 
Patients









Good Health Care – The Primary Care Value Proposition

Accessible
Participatory – 
values aware

Wellness 
oriented

Adapts to 
determinants 

of health

Continuous** 
and 

trustworthy

Comprehensive* Culturally 
sensitive

Holistic view 
by generalists

Equitable 
Connects to 
specialty care

Coordinates Collaborates Lowers cost
Improves 
outcomes

*Especially first contact for new health concerns
** Longitudinal relationship and information











Dora Explorer





PHRs and Patient Safety

Strategy 1.2: Enhance patient and family agency to promote active engagement in care planning
ACTIONS:
• Ensure patient access to their health care information and health records leveraging the Rural
Personal Health Record and BC Health Gateway projects as prototypes
• Implement strategies in primary, acute and long-term care settings for patients and families to
feel safe to speak up and/or raise concerns with their care
• Implement strategies in primary, acute and long-term care settings for Indigenous patients
and families to feel safe to speak up and/or raise concerns with their care 





Use of Proxy Access

“Among patients with diabetes, informal proxy SM use is more 
common than registered use and prevalent among socially and 
medically vulnerable patients. Future research should explore whether 
proxy portal use improves patient and/or caregiver outcomes and 
consider policies that integrate caregivers in portal communication”.

Secure Messaging with Physicians by Proxies for Patients with Diabetes: Findings from the ECLIPPSE Study. Semere et al, J Gen Intern 
Med, 2019



Public Engagement 2019



Patient Engagement with PHRs
 – The Nova Scotia Experience: Messaging



Patient Engagement with PHRs – The Nova Scotia Experience: 
Test Results



Patient Engagement with PHRs – The Nova Scotia Experience

Patient empowerment – “conditions that make 
patients ‘willing and able’ to play an active role in 
their care”.  Patient empowerment and its 
neighbours: Clarifying the boundaries and their 
mutual relationships. Health Policy 2015



Provider Fears

“Doctors don’t go into medicine for the paperwork. But from charting, 
third-party forms and sick notes to managing an office, tracking down 
lab results and following up from patient appointments, physicians' 
administrative load can be relentless”



FROM: The Knowledge Object Reference 
Ontology (KORO)… Flynn et all 2018





“In the exciting period that lies just ahead, more will be needed than 
simply connecting patients to clinicians, and clinicians to each other. 
The health care systems that will be most effective in meeting patients' 
needs will be those that can actually design their 'human-ware' around 
that purpose” - Information technology for patient empowerment in 
healthcare. Lee et al, Book, 2015



Access Information From 
Another Clinic

Patient

Clinic A

Clinic B

Goes to Clinic A and provides consent 
to obtain International Patient 
Summary (IPS) from Clinic B

Clinic A records consent and 
connects to Clinic B API to retrieve 
IPS

Clinic B receives request and after 
checking provider authentication  
and consent,  returns IPS to Clinic A

ConsentClinical Summary
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