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Executive Summary
Since 2015 we have:
supported users of patient-reported outcome measures
(PROMs) in Alberta, and
conducted research to enhance the use of these
measures.

We lead
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

“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
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We have supported an additional 35 end-users and registered
10 new projects using the EQ-5D since September 2021,
amounting to a total of 334 end-users and 182 projects since
APERSU's establishment in October 2015.
In April 2022, we hosted a Virtual Symposium, showcasing
three implementation stories of PROMs in health systems in
Alberta. The three local presenters shared and discussed their
implementation of PROMs in different settings, including
primary care, bone and joint health, and cancer care. 72
participants from across Canada registered to participate in
this online meeting.
This year, we decided to disband our Scientific Advisory
Committee (SAC). We plan to gather advice on our future
research agenda in a more purposeful and itinerant way;
reaching out to specific individuals for specific advice on topics
that are more relevant to ongoing or planned projects or
research directions. We believe this approach will be more
efficient for all. Many SAC members continue to be involved in
other capacities.
We are planning for our 6th APERSU End-User meeting, for
October 2022, with both virtual and in-person participation.
Many local, national and international speakers and
participants are confirmed. We look forward to sharing,
discussing and exploring PROMs implementation and use
during this meeting.
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Our End User Support
Our support services to end-users in Alberta has steadily increased.

%
*E.g., bariatrics, ophthalmology, hematology, infectious disease, genetics

Services Provided
Webinar Queries
22.7%

Types of End-Users

Other
6.8%
Scoring
7.3%
Consultation
14.1%

Registration
44.4%

Other
Gov't 9%
4.5%
PCN
12.3%

Academia
39.2%

AHS
35%

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 2022

5

Our Research
focuses on enhancing the quality of PROMs and EQ-5D implementation
and use for different purposes in various settings. For all our research
activities and outputs, visit our website: www.apersu.ca.

Since 2015...

We conduct:
Applied research to examine the effectiveness and cost-

74

effectiveness of PROMs in various settings; exploring

Peer-reviewed
Publications

of PROMs in patient-clinician shared decision making and

This includes published (46),
accepted for publication (1), under
review (6) and papers in progress
(1).

Methodological research to evaluate the measurement

75

related to PROMs properties and use.

Abstracts presented at
conferences
This includes 34 published
abstracts. Conferences attended:
EuroQol Plenary Meeting, EuroQol
Academy Meeting, ISOQOL,
NAPCRG, FMF, and CADTH
Symposium.
Details about our research are available
on our website: www.apersu.ca
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methods of reporting and presenting PROMs data;
investigating approaches of using PROMs data at the
system level for various purposes; and studying the role
patient centred care.

properties and performance of PROMs in various
populations; and conducting systematic review to
summarize and synthesize the literature on specific topics

46
14
10
11

WEBINARS/WORKSHOPS/INVITED TALKS

PAPER & WRITTEN RESOURCES

ONLINE & VISUAL RESOURCES

RESEARCH INTERNSHIPS & VISITING STUDENTS
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Project Updates
Knowledge Translation on the Use of PROMs Within
EuroQol Research Foundation C$37,633
the Health System
2020-2022
Hosted a Virtual Symposium (April 2022) to showcase three implementation
stories
Project completed and final report, submitted December 2021

Multi Country EQ-5D Content Validity Study
2020-2022

EuroQol Research Foundation C$22,441

Canadian participation and data collection completed 2021

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

EuroQol Research Foundation C$49,865

Project completed and final report submitted March 2021

Enhancing the Use of Routinely Collected PROMs in
the Health System
2020 - ongoing

EuroQol Research Foundation C$371,569

AHS Community Rehabilitation: continued to analyze and report data; two
manuscripts written; qualitative protocol developed and approved, estimated
data collection to begin in fall 2022
Edmonton O'day-min Primary Care Network: preliminary descriptive analyses
completed; plans to expand and examine program-specific components
discussed; additional analyses expected in early fall 2022.
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EMPATHY

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

2017 - ongoing
Awaiting additional datasets from Ontario centres
Multiple dissemination activities are ongoing

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

EuroQol Research Foundation C$174,479

Systematic review to describe the application, development and performance
of preference-based measure in Indigenous people completed; manuscript
prepared for submission to a peer-reviewed journal
Engagement with stakeholders and Indigenous Knowledge Holders in Alberta
is ongoing. Conversations continue about qualitative data collection methods
to explore face and content validity of the EQ-5D-5L, and conceptual feasibility
and interpretation of health valuation tasks.

EQ-DAPHNIE
2021 - ongoing

EuroQol Research Foundation C~$156,000

EQ-Data for Assessment of Population Health Needs & Instrument Evaluation
International project team established
Plans to deploy a pilot survey in the United Kingdom in fall 2022. The first
official wave will deploy in English-speaking countries shortly after.

UCAN-CANDU
2021 - ongoing

Arthritis Foundation C~$154,607

This mixed-methods study examines the validity of quality of life measures in
young children with juvenile idiopathic arthritis.
Quantitative dataset received, with analysis beginning in fall 2022; qualitative
data collection is in the planning phase.
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Project Highlight
Alberta Health Services, Adult Community Rehabilitation
Since 2019, we've partnered with the AHS Adult Community Rehabilitation
program to facilitate analysis of their EQ-5D data for community outpatient and
specialization rehabilitation units. Their implementation of the EQ-5D-5L began
in 2017. Data is collected at intake and at end-of-episode of care. Analysis
focused on describing the data cross-sectionally, as well as exploring changes
over the episode of care. Results are showcased below.

Next Steps:
Conducting additional
analysis and reporting by
program, demographic
variables and across health
zones in the province; and
coaching analysts to be able
to reproduce these analyses
Co-designing a qualitative
examination of the
implementation of PROMs
within the program
Facilitate discussions to base
recommendations for
program design and delivery
based on our findings
Co-writing of multiple
research papers
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Financial Report
Summary of our operational and research funding for reporting period
ending September 30, 2022

OPERATIONAL FUNDING

RESEARCH FUNDING

Total: C$390,000

Total: C$240,287

We would like to thank the following organizations for operational funding:
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 3 of 5 years.
Health Quality Council of Alberta (HQCA) for providing us with
C$140,000 in operational funding in September 2021.
Alberta Health (AH) for providing us with C$125,000 per year for 3 years
in operational funding. These funds were received after our report was
created last year; we are now in year 2 of 3 years.
Thank you to the EuroQol Research Foundation for their continued support
to APERSU's team and research.

We are waiting on funding from the EuroQol Research Foundation
for the following project:
EQ-DAPHNIE
(€103,606 | C~$156,000)

SEPTEMBER 2022

11

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. United Kingdom

749

PAGEVIEWS

287

SINGLE USERS

76%
NEW USERS

2021-22 In A Nutshell

Our end-user support continues to service the licensing and use EQ-5D instruments, as well as guiding
the use of other PROMs data. Our services continue to expand with a focus on supporting end-users in:
using routinely collected PROMs data
guiding disease-specific PROMs use
engaging PROMs stakeholders at the local, national and international level
We will maintain our reputation in Alberta as a leader in the implementation and use of PROMs
within the healthcare system, and through our national and international collaborations.

We look forward to...
our ongoing work with PROMs users and stakeholders in the province advancing the use of PROMs and EQ-5D in various settings.
SEPTEMBER 2022
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The APERSU Team
Serving PROMs users in Alberta since 2015

PhD Students

Ademola Itiola

Lilla Roy

Contact us
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2-040 Li Ka Shing Centre for Health
Research Innovation
University of Alberta
Phone: 780-248-1010
E-mail: apersu @ualberta.ca
Website: www.apersu.ca

Jiabi Wen

