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Past, Present, Future



The Swedish Context

• Independent regions responsible for healthcare
• Private care providers – tax funded

• Electronic Health Records used throughout healthcare
• both primary care and hospitals
• Different EHR systems used 

• High Internet access and usage (almost 100%) among the 
population
• 56% of people over 76 year use Internet
• eID used for most communication with government 

organisations (e.g. tax returns, parental leave)
• National patient portal (1177.se)

@mariahagglund

Population: 10 million 
290 municipalities
20 regions



How did note sharing develop 
in Sweden? 



Patient’s Notes

How did note sharing develop 
in Sweden? 



Current status of note sharing in Sweden



Current status of note sharing in Sweden

1177 – the National Patient Portal

@mariahagglund

In June 2020 the site had over 14 million visits 



• Over 7.2 million accounts

• June 2020 1.7 million individuals logged in 
(7.1 million log-ins in total during June 2020) 









In total 4,154,417 unique users (until Sep 2020)



September 2020

963,186 individuals logged in (green line)

4,255,355 log-ins (yellow line)

114,638 first time users logged in (grey line)



What’s next for note sharing in Sweden?

Patient 
generated 

data

• Patients notes
• Self-tracking and 

monitoring

Remaining 
challenges

• Mental health 
• Proxy access 
• Adolescent access
• Vulnerable 

populations

National 
platform

• Infrastructure 
update

• New digital 
services 
(telemedicine, 
triage)



OpenNotes Lessons From Canada
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Health Care in Canada

• Publicly funded -- universal coverage for medically 
necessary health care services provided on the basis of 
need, rather than the ability to pay.1

• Provincial/territorial governments have most of the 
responsibility for delivery of health and social services.

• Federal government responsible for some delivery of 
services for certain groups of people.  

• 85% of family practice physicians, and 79% of specialist 
physicians report using an electronic medical record.2

• 22% of Canadians can access portions of their medical 
records electronically.3

1 Government of Canada, 2020
2 Leaver, C. Use of electronic medical records among Canadian physicians, 2017
3 Canada Health Infoway. Connecting patients for better health, 2018
4 Statistics Canada. Canadian Internet Use Survey, 2019

Population: 37,971,020
13 provinces and territories

94% of Canadians have home Internet access 4

71% of seniors report Internet use



Who Is Sharing Open Notes In Canada?

OpenNotes. The Map, 2020 

Centre for Addiction and 
Mental Health

Holland Bloorview Kids 
Rehabilitation Hospital

Ontario Shores Centre for 
Mental Health Sciences 

University Health Network



University Health Network, Toronto

1,258 Inpatient beds
1,183,968 Ambulatory visits
125,886 Emergency visits

16,671 Employees
1,103 Full time staff physicians

1,068 Researchers

Largest hospital-based research program 
in Canada:
cardiology, transplantation, neurosciences, 
oncology, surgical innovation, infectious 
diseases, genomic medicine and rehabilitation 
medicine



Journey: Real-Time Patient Access 
and Open Notes
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2006 / 2008

InfoWell
Breast Cancer Survivors & 
Chronic Kidney Disease

UHN lab results (+pathology), reports
(n=900)

2015 / 2017

Early Adopters & Enterprise
UHN lab results, reports, notes

(n=3100 à enterprise rollout)

*Years represent launch dates

2004

Hematology
Leukemia, Lymphoma

UHN lab results (bloodwork)
(n=30)



Initial Concerns
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What clinicians think
• It would be difficult for the patient to receive 

news about their results online without proper 
support. Release of sensitive results and reports 
should be delayed.

• Notes from clinicians may not be appropriate 
for patients to view since they are used as a 
communication tool between clinicians. 

• The relationship between the patient and 
healthcare provider will change. There will be 
an increase of calls by the patients to their 
healthcare providers.

What patients think
• Having information contributes to being 

informed, and decreases the anxiety and 
mental stress of waiting. This allows us to be 
better prepared for appointments and focus on 
other topics related to care rather than results. 

• Having access to clinic notes is useful. It is an 
opportunity to clarify and confirm the patient’s 
understanding and interpretation of the visit, to 
get information corrected, or to act as an 
information safety net.

• Access will help improve communication. 
Patients will be informed about their health and 
will take more responsibility to share more 
context regarding their health.



20

“The patient is entitled, 
upon request, to 
inspect and copy all 
information in the 
patient's medical file 
which the physician 
considered in 
administering advice or 
treatment.”

McInerney vs MacDonald 
Canadian Supreme Court Ruling (1992)

Notes
§ Doctor/clinic notes
§ Letters
§ Discharge summariesResults

§ Hematology 
(e.g. bloodwork)

§ Pathology
(e.g. tissues)

§ Chemistry
(e.g. bodily fluids)

§ Microbiology 
(e.g. organisms)

Your Medical Record

Reports
§ Diagnostic Imaging 

textual reports
(e.g. CT, MRI, X-ray)

Diagnostic Images

Visit Summaries



• UHN appointment schedules 
and reminders

• Real-time access to UHN medical record
(lab results, reports, notes)

• Links to patient education resources

• Share health record with others

• Access to Ontario Lab results (including 
COVID-19 results) from >150 healthcare 
organizations, community and public 
health labs (August 2020)

January 2017

The Needs of Patients Come First



One-Year Evaluation Results

22

University Health Network
Patient Post-Survey: n=9827, Sep 2017

Staff Post- Survey: n=783, Feb 2018

10% of patients found out-of-
date or incorrect information

No significant impact on 
Princess Margaret Cancer 
Centre triage call volumes for 
majority of sites

Anecdotal feedback that 
calls about results to physicians 
and their offices increased 
(data not available)



94% of Patients Prefer Real-Time Access
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“I prefer to have my results right away even if they may 
be worrisome because I have a right to the information. 
I find it more worrisome to not have the information. 
And when I do feel worried about my ability to interpret 
the results or when I don't want to know until I consult my 
health care team, I simply don't look.”

University Health Network, 2019 (n=18,578) 
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150,000+ registered users 
(as of September 2020)



Real-Time Release

25

• Patients access their information as it becomes “final” and available 
in the hospital’s electronic record, at the same time it becomes 
available to the patient’s care team.

• Blocking patient access to their data is by exception only, based on 
legal and/or bioethical reasons (e.g. risk of serious harm to treatment 
or recovery of patient, risk of serious bodily harm to another person, 
etc.). Reason must be documented in the Health Information System 
and is audited on a monthly basis. 



Advice From Colleagues
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1. Explain to the patient what and why specific tests are being ordered, and 
prepare the patient for possible test outcomes. Provide information about what to 
expect next.

2. Accuracy of documentation is key. Double-check accuracy of residents, fellows or 
medical students who dictate on the physician’s behalf to reduce need to correct 
notes due to inaccuracy in dictation. 

3. Be sensitive to the patient, but do not omit or avoid important information that is 
relevant to their care.
Use factual, objective and descriptive statements.
Don’t include bias, blame, value judgments and discriminatory comments.

If you think a patient may become anxious, advise them to look at their results during or 
after their visit to review results together, or to remember what was said at the 
appointment.



Building a new paradigm of trust through patient 
immediate access to all of their medical records 

will empower patients like never before and 
improve the patient-provider relationship.

There is no going back.


