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OUTLINE – 2 x 45 min
Talking about patient-reported outcomes and their utility

Talking about using patient-reported data at the micro, meso, and macro level

Talking about patients involvement in outcome measurement

~BREAK~

Hearing from our panelists experiences with patient-reported outcomes

Hearing from you about your experiences with patient-reported outcomes

Resources /  next steps



COMPLETE 
Patient Reported Outcomes (PROs)

https://eq-5d-demo.euroqol.org/?su https://redcap.link/HQCA_PCPE_CORE

Patient Reported Outcome Measure 
(PROM) – EQ-5D-5L

Patient-Reported Experience Measure 
(PREM) – HQCA survey
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Canada (English) © 2009 EuroQol Group EQ-5D™ is a trade mark of the EuroQol Group 

Under each heading, please tick the ONE box that best describes your health TODAY. 

MOBILITY  
I have no problems in walking about q 
I have slight problems in walking about q 
I have moderate problems in walking about q 
I have severe problems in walking about q 
I am unable to walk about q 
SELF-CARE  
I have no problems washing or dressing myself q 
I have slight problems washing or dressing myself q 
I have moderate problems washing or dressing myself q 
I have severe problems washing or dressing myself q 
I am unable to wash or dress myself q 
USUAL ACTIVITIES (e.g. work, study, housework, family or 
leisure activities)  
I have no problems doing my usual activities q 
I have slight problems doing my usual activities q 
I have moderate problems doing my usual activities q 
I have severe problems doing my usual activities q 
I am unable to do my usual activities q 
PAIN / DISCOMFORT  
I have no pain or discomfort q 
I have slight pain or discomfort q 
I have moderate pain or discomfort q 
I have severe pain or discomfort q 
I have extreme pain or discomfort q 
ANXIETY / DEPRESSION  
I am not anxious or depressed q 
I am slightly anxious or depressed q 
I am moderately anxious or depressed q 
I am severely anxious or depressed q 
I am extremely anxious or depressed q 
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Canada (English) © 2009 EuroQol Group EQ-5D™ is a trade mark of the EuroQol Group 

The worst health 
you can imagine 

 
 
 
 
 

• We would like to know how good or bad your health is TODAY. 

• This scale is numbered from 0 to 100. 

• 100 means the best health you can imagine. 
0 means the worst health you can imagine. 

• Mark an X on the scale to indicate how your health is TODAY. 

• Now, please write the number you marked on the scale in the box 
below. 

 
  

The best health 
you can imagine 

YOUR HEALTH TODAY = 

10 

0 

20 

30 

40 

50 

60 

80 

70 

90 

100 

5 

15 

25 

35 

45 

55 

75 

65 

85 

95 

Score Lower HRQL Higher HRQL

EQ-5D-5L 
Dimensions (Profile)

1 = none
2 = mild
3 = moderate
4 = severe
5 = extreme / 
unable to
e.g.11121

Higher level category 
(5) = more problems

Lower level category 
(1) = fewer problems

Index score -0.148 – 0.949 Closer to -0.148 Closer to 0.949

EQ VAS 0 - 100 Closer to 0 Closer to 100



https://hqca.ca/resources-for-improvement/surveying-patients-about-primary-care-experience/



What did you think about these PRO measures?

• What is the tool measuring?

• Have you seen it or used it before? When, where, how?

• Take note of the reference period. When would it be 

appropriate to measure?

• Are there any dimensions missing? Is anything 

redundant?

• What was the experience like?

• What are the pros and cons of the tool and/or its data?

DISCUSS





macro		
(health	system,	policy-

makers)	

meso	
(healthcare	

organizations)	

micro	
(healthcare	

providers,	patients)	
	
	

PROMs

Use at the individual patient level

Use at the clinic or PCN level

Use at the provincial level

USE OF DATA

A multi-level approach, Journal of Patient Reported Outcomes (2021)
Fatima Al Sayah, Markus Lahtinen, GoukeJ Bonsel, ArtoOhinmaa, Jeffrey A Johnson



WHAT IS APERSU?

www.apersu.ca

WHAT IS APERSU?

www.apersu.ca



PATIENT INVOLVEMENT
Domains of patient and public engagement 
in Alberta
• Research and knowledge translation

• Government engagement

• Health policy

• System design

• Program development and 

implementation

• Healthcare evaluation and feedback

• Local care /  clinic level engagement

• Citizen-led advocacy and organizations

• Community-based support & peer-led 

programs



PATIENT INVOLVEMENT
Research Set 

priorities

Plan the 
study

Develop 
proposal

Review 
proposal

Start the 
study

Collect 
data

Analyze 
results

Share 
learnings

Modified from: CIHR https://cihr-irsc.gc.ca/e/51910.html



PATIENT INVOLVEMENT
Healthcare

Tell me 
what to do

Help me 
understand 
my options

Let’s 
decide 
together



PATIENT INVOLVEMENT
Patient-reported outcomes

Choose tools

Co-create 
implementation 

strategy

Evaluate 
changes

Co-define what 
outcomes 

matter



PATIENT INVOLVEMENT
APERSU Patient Engagement Network

The value of patient partners is….

• Reminds me why I do this work

• Connecting and asking opinions is not burdensome to me or them

• Patients want to see their data used, understand the hows and why together

• We are stronger together

“listening to learn from each other”



PATIENT INVOLVEMENT
Tip Sheet



QUESTIONS?



www.apersu.ca

~ BREAK ~



PANEL
Simron Sidhu

Margo Schmitt-Boshnick

Veronika Kiryanova

Krista Brower

Moderated by: Allison Soprovich



Krista Brower – Executive Director of 
EOPCN, PhD in measurement and 
evaluation, health system innovator and 
leader.

Veronika Kiryanova – Retired 
neuroscientist and PACER-trained patient 
research partner.

Margo Schmitt-Boshnick – Senior 
Evaluation Lead with Central Zone PCNs, 
with 14 years of primary care evaluation 
experience and is a founding member of 
the APERSU PCN Working Group.

Simron Sidhu – MSc student, 
implementation science, with an interest 
in PREMs & PROMs and an equity-driven 
healthcare advocate

Allison Soprovich – APERSU End-User 
Lead, who provides support and 
knowledge translation for implementing 
PROMs in Alberta.



KEY MESSAGES
• PROMs and PREMs capture the patient voice in systematic ways to help 

improve patient care.

• Data can be used in primary care at the micro, meso and macro levels.

• Patients are an integral part of research teams, healthcare system 

implementation and PROMs development.

• APERSU and HQCA both provide support and guidance to administer, 

collect, analyze and use patient-reported data.



RESOURCES
Alberta PROMs and EQ-5D Research and Support Unit (APERSU)
http://www.apersu.ca

Health Quality Council of Alberta, primary care patient experience survey
https://hqca.ca/resources-for-improvement/surveying-patients-about-primary-care-experience/

PROMS video and resources from Equitable People Centred Health Measurement (EPHM) 
https://www.healthyqol.com/validation-intro.html

Manitoba SPOR course about PROMS and PREMS
https://storage.googleapis.com/chi_courses/proms_and_prems/index.html#/

International Society for Quality of Life Research (ISOQOL) – 3 day virtual symposia: 
Advancements in the engagement and preparation of healthcare providers for the routine 
integration of PROMs in clinical practice
https://www.pathlms.com/isoqol/courses/64045

AbSPORU course on PROMs and PREMs (upcoming)
https://absporu.ca/

http://www.apersu.ca/
https://hqca.ca/resources-for-improvement/surveying-patients-about-primary-care-experience/
https://www.healthyqol.com/validation-intro.html
https://storage.googleapis.com/chi_courses/proms_and_prems/index.html
https://www.pathlms.com/isoqol/courses/64045
https://absporu.ca/


Thank you.


