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Executive Summary
We have been supporting users of patient-reported outcome
measures (PROMs) in Alberta since 2015, and conducting
research to enhance the use of these measures.

We are
the Alberta provincial
leader in educating, training,
supporting and promoting the use of
PROMs including the EQ-5D, and in
conducting research to enhance the
application and use of these
measures for various purposes

Our vision
“to improve decisions by end-users
and stakeholders about health and
health care in Alberta by promoting,
coordinating, and supporting the use
of EQ-5D and other PROMs for the
measurement and valuation of health”

We are grateful for the continuous
support of our partners:
Alberta Health (AH)
Alberta Health Services (AHS)
Health Quality Council of Alberta
(HQCA)
EuroQol Research Foundation

We have served an additional 22 end-users and registered 14
new projects using the EQ-5D since October 2020, amounting
to a total of 299 end-users and 172 projects since APERSU's
establishment in October 2015.
One of our main outputs during the past year was the
development and dissemination of two whiteboard videos;
explaining what PROMs are and describing their use at the
micro, meso and macro levels (page 8). These videos reached
international audiences, and have been viewed 1,031 times.
The videos were produced with support from a knowledge
translation grant from the EuroQol Research Foundation.
In April 2021, we hosted our 2nd APERSU Online Forum:
Emerging Topics on PROMs in Primary Care. Three Canadian
presenters discussed current topics and uses of PROMs in
primary care settings. 58 participants registered to participate
in this online meeting.
As planned, our team coordinated a supplemental edition of
the Journal of Patient Reported Outcomes (page 9). Eight
papers and two commentaries were published with support
received from the EuroQol Research Foundation.
We were successful in funding applications to the EuroQol
Research Foundation, securing a total of C$357,891 of
research funding since our last report.
Links to the videos, online forum and JPRO supplement can be
found on our website and social media platforms.
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Our Support Services
We continue to increase our support services to end-users in Alberta.
Here is a cumulative summary of our work.
Clinical Areas of Registrations
Primary care
Chronic disease
Mental health
Acute care
Rehab med
Cancer
Stroke/Neurology
Cardiology
Kidney disease
Pediatrics
Bariatrics
Geriatrics
Population health
Hematology
Other
%

Services Provided

10

20

Types of End-Users
Other
19.1%

Registration
50%

0

PCN
15%

Analysis
5.3%

Other
2.9%
Academia
38.3%

Scoring
8.8%
Consultation
16.9%

AHS
42%

We support end-users of PROMs and EQ-5D in Alberta with the following services:
Providing guidance on outcomes measurement in particular contexts for specific purposes
Registering EQ-5D projects and issuing licenses to end-users
Providing educational seminars and webinars
Conducting field visits to end-users to discuss and plan the analysis and use of PROMs data
Providing analytical support to end-users in analyzing and reporting PROMs data
SEPTEMBER 2021
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Our Research
APERSU's methodological and applied research focuses on enhancing
the quality of PROMs and EQ-5D implementation and use for different
purposes in various settings.

Since 2015...

58
Peer-reviewed
Publications
This includes published (31),
accepted for publication (6), under
review (5, and papers in progress
(3).

72

17

12

WEBINARS

SEMINARS/WORKSHOPS

2

6

RESEARCH HIGHLIGHTS

1

INVITED TALKS

8

RESEARCH INTERNSHIPS

INSIGHTS

WHITE PAPER

13

2

ONLINE FORUMS

With the guidance of our Scientific Advisory Committee,
our research agenda focuses on:
Applied research (priority #1): This includes research to
examine the effectiveness and cost-effectiveness of
PROMs in various settings; exploring methods of
reporting and presenting PROMs data; investigating

Abstracts presented at
conferences

approaches of using PROMs data at the system level for

This includes 33 published
abstracts. Conferences attended:
EuroQol Plenary Meeting, EuroQol
Academy Meeting, ISOQOL,
NAPCRG, and CADTH Symposium.

centred care.

Details about our research are available
on our website: www.apersu.ca
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various purposes; and studying the role of PROMs in
patient-clinician shared decision making and patient

Methodological research (priority #2): This includes
comparative research to evaluate the measurement
properties and performance of PROMs in various
populations; and conducting systematic review to
summarize and synthesize the literature on specific topics
related to PROMs properties and use.
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Project Updates
EMPATHY

CAN-SOLVE CKD, CIHR C$491,547
EuroQol Research Foundation C$71,057

2017-2021
Trial procedures completed in all renal programs in May 2021
Qualitative data collection to evaluate the implementation of PROMs in dialysis
completed in December 2019
Ongoing quantitative and qualitative data analysis
Multiple dissemination activities are ongoing

Enhancing the Use of Routinely Collected PROMs in
EuroQol Research Foundation C$374,058
the Health System
2020-2023
AHS Community Rehabilitation: currently analyzing and reporting data; two
manuscripts written; qualitative protocol developed
Edmonton Oliver Primary Care Network: currently finalizing the data sharing
agreement

Impact of COVID-19 on Health Status in Alberta
2020-2022

EuroQol Research Foundation C$49,865

Results presented at EuroQol Academy, March 2021; CPHA COVID-19 Forum,
April 2021; and ISOQOL, October 2021.
Continued work on additional dataset, assessing the impact and experience of
Albertans with COVID-19

Knowledge Translation on the Use of PROMs Within
EuroQol Research Foundation C$37,633
the Health System
2020-2021
Produced two whiteboard videos, March 2021 (page 8)
Submitted a supplement to the Journal of Patient Reported Outcomes (page 9)
Continued work on webinars, online forums and infographics
SEPTEMBER 2021
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New Projects
Multi Country EQ-5D Content Validity Study
2020 - 2022

EuroQol Research Foundation C$22,441

In collaboration with researchers at the National University of Singapore, this study
explores the content validity of the EQ-5D across cultures using standardized
qualitative methods. This will validate and improve how health is measured in the
general adult population. Data was collected from Canadians June-Sept 2021.

Exploring Validity of the EQ-5D-5L in Indigenous
People of Canada
2021 - 2022

EuroQol Research Foundation C$179,450

This project aims to investigate the validity of the EQ-5D-5L for Indigenous people
in Canada. A systematic review has been completed. The next phase uses
qualitative description and think aloud exercises to explore both face and content
validity, and conceptual feasibility and interpretation of stated choice and health
valuation tasks among Indigenous people.

EQ-DAPHNIE
2021 - 2024

EuroQol Research Foundation C~$156,000

EQ-Data for Assessment of Population Health Needs & Instrument Evaluation
This is a multi-year primary data collection effort in measuring the health of the
general population around the world. The intent of this project is to develop
research infrastructure for the EuroQol group, that would support future research
projects which have specific research objectives/questions.
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PROMs Whiteboard Videos
In 2021, we produced two whiteboard videos to inform and provide guidance for
PROM implementation across the heath system. To date, the videos have been
viewed 1,031 times. As well, the following images taken from the videos can be
used as infographics. All materials are available on our website and through social
media.

Introduction to patientreported health
outcome measures
(PROMs)
A quick 2-min video introduction
to measuring health outcomes
using patient-reported outcome
measures (PROMs)
Views: 749

Patient-reported outcome
measures (PROMs) data
uses
A quick 2-min video explaining
various uses of data collected
with patient-reported outcome
measures (PROMs)
Views: 282
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PROMs Supplement
We coordinated the publication of a supplement issue of the Journal
of Patient Reported Outcomes this year. It includes 10 papers involving
local and national PROMs stakeholders and users, and showcasing
the best examples of PROMs implementation in Alberta. Publication
is forthcoming.
Measuring value in healthcare from a patient's perspective - Stafford Dean, Fatima Al Sayah,
Jeffrey Johnson
A multi-level approach for the use of routinely collected patient-reported outcome
measures (PROMs) data in healthcare systems - Fatima Al Sayah, Markus Lahtinen, Gouke
Bonsel, Arto Ohinmaa, Jeffrey Johnson
Selection of patient-reported outcome measures (PROMs) for use in health systems Fatima Al Sayah, Xuejing Jin, Jeffrey Johnson
The use of patient-reported outcome measures in hip and knee arthroplasty in Alberta Deborah Marshall, Xuejing Jin, Lindsay Pittman, Christopher Smith
Utilizing patient-reported outcome measures (PROMs) in ambulatory oncology in
Alberta: Digital reporting at the micro, meso and macrol level - Linda Watson, Andrea
Delure, Siwei Qi, Claire Link, Lindsi Chmielewski, Eclair Photitai, Louise Smith
The use of patient-reported outcome measures in epilepsy care: The Calgary
Comprehensive Epilepsy Program Experience - Guillermo Delgado-Garcia, Samuel Wiebe,
Colin Josephson
Patient-reported outcome measures in the care of in-centre hemodialysis patients - Sara
Davison, Scott Klarenbach, Braden Manns, Kara Schnick-Makaroff, Robert Buzinski, Bonnie
Corradetti, Hilary Short, Jeffrey Johnson
Implementation of EQ-5D-5L as a routine outcome measure in Community Outpatient
and Specialized Rehabilitation Services - Katie Churchill, Lisa Warner, Eileen Keogh, Fatima Al
Sayah
The use of patient-reported outcome measures in primary care: Applications, benefits
and challenges - Krista Brower, Margo Schmitt-Boshnick, Michel Haener, Shea Wilks, Allison
Soprovich
Advancing PROMs for health system use in Canada and beyond - Michael Terner, Krista
Louie, Candy Chow, Greg Webster
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Financial Report
This is a summary of our operational and research funding for
reporting period ending September 30, 2021.

OPERATIONAL FUNDING

RESEARCH FUNDING

Total: C$280,000

Total: C$357,891

We would like to thank Alberta Health Services (AHS) for their continued
support; AHS has committed to providing C$140,000 per year for 5 years in
operational funding; we are currently in year 2 of 5 years.
We are pleased to report that the Health Quality Council of Alberta (HQCA)
has provided us with a total of C$140,000 in operational funding; thank you
HQCA.
Since our last report, we were successful in three funding applications to the
EuroQol Research Foundation with a total of €238,160 (C$357,891) that will
be spent from 2020 until 2024:
Exploring validity of the EQ-5D-5L for Indigenous people of Canada
(€119,441 | C$179,450 [€59,721 | C$88,799 received to date])
Multi-Country EQ-5D content validity study (€15,113 | C$22,441)
Funding coming our way:
Population Health Primary Data Collection Project (€103,606 |
C~$156,000)
We are grateful for the EuroQol Research Foundation for their continued
support to APERSU's team and research.
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APERSU
Website
www.apersu.ca
The website analytics for the last
30 days are as follows:
The website visitors are from
various countries. The top 3 are:
1. Canada
2. United States
3. China

1,105
PAGEVIEWS

368

SINGLE USERS

75%
NEW USERS

2020-21 In A Nutshell
We continue to support end-users in Alberta in obtaining and using EQ-5D instruments. Moving forward,
our services will focus on supporting end-users in using routinely collected PROMs data within their
setting, guiding disease-specific PROMs use and engaging PROMs stakeholders in our activities.
We will continue to represent Alberta as a leader in the implementation and use of PROMs within
the healthcare system, and foster national and international collaborations.

We look forward to...
continuing our work with PROMs users and stakeholders in the province, and
advancing the use of PROMs and EQ-5D in various settings.
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The APERSU Team
Serving PROMs users in Alberta since 2015

PhD Students

Lilla Roy

Contact us
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2-040 Li Ka Shing Centre for Health
Research Innovation
University of Alberta
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E-mail: apersu @ualberta.ca
Website: www.apersu.ca

Jiabi Wen

