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EXECUTIVE SUMMARY
This meeting was held to bring
together users of patient-reported
outcome measures (PROMs),
including EQ-5D instruments, for
routine outcome measurement in
the areas of osteoarthritis and hip
and knee arthroplasty within health
systems across Canada. The aim of
this forum was to share
experiences, learnings, best
practices, and developments in the
use of PROMs, and to discuss
priorities for research within the
osteoarthritis and arthroplasty
health system.

PROMs experts and health system
users from British Columbia,
Alberta, Manitoba, Ontario, and
Nova Scotia participated in this
online forum. 54 people
participated in this online meeting.
The program, speaker biographies, a
summary of each presentation and
panel discussion are provided in
these proceedings.
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BACKGROUND

Patient-reported outcome
measurements

are instruments designed to
assess health outcomes as
directly reported by patients
without interpretation of
their responses by clinicians
or anyone else

There is a growing recognition throughout the world
that the patient’s perspective is highly relevant to
efforts to improve the quality and effectiveness of
healthcare. At an OECD conference in January
2017, Ministers of Health from around the world
stated, “We need to invest in measures that will
help us assess whether our health systems deliver
what matters most to people”. Patient-reported
outcome measures (PROMs) have been used to
measure outcomes from the patient's perspective,
and are widely incorporated into routine outcome
measurement within healthcare systems in Canada.
Several jurisdictions across Canada are assessing
how best to implement PROMs in routine outcome
measurement for osteoarthritis and arthroplasty
patients. However, given the relative novelty of the
use of PROMs for this purpose, there have been
few opportunities to bring together Canadians in
regional health care systems responsible for
implementing the routine collection and use of
PROMs, specifically for the clinical care of
osteoarthritis and arthroplasty patients.
The main objective of this meeting was to share
various regional/provincial practices of routine
PROMs collection and effective use of PROMs data
to improve osteoarthritis and arthroplasty health
care quality and management. The online forum also
intended to provide an opportunity for health
system users of PROMs across the country to
share experiences, concerns, challenges, and
lessons learned in collecting and using PROMs for
osteoarthritis and arthroplasty care.
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MEETING PROGRAM
Wednesday, November 25, 2020
9:00 - 11:30 am Mountain Time
Online Forum

PROGRAM
Time (am)

TOPIC

Speaker

9:00 - 9:10

OPENING REMARKS

Jeff Johnson

9:10 - 9:35

CANADA & OECD PROMS AT CIHI: DATA

Michael Terner

STANDARDS, COLLECTION AND
REPORTING

9:35 - 10:00

PROMS IN OUTCOME MEASUREMENT

Deborah Marshall

FRAMEWORKS

10:00 - 10:10

BREAK

10:10 - 10:25

PROMS IMPLEMENTATION IN NOVA

Jo-Anne Douglas

SCOTIA’S CLINICAL ORTHOPAEDIC CARE

Caleb Godbout

PATH

10:25 - 10:40

USING PROMS IN PATIENT DECISION AIDS

Nick Bansback

10:40 - 10:55

REPORTING PROMS FOLLOWING HIP AND

Eric Bohm

KNEE ARTHROPLASTY – HOW SHOULD WE?

10:55 - 11:25

PANEL DISCUSSION

All speakers

11:25 - 11:30

CLOSING REMARKS

Jeff Johnson
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SPEAKERS
Michael Terner, MSc
Canadian Institute for Health Information (CIHI)
Michael Terner is the current Manager of Joint Replacement and PatientReported Outcomes and Experiences at the Canadian Institute for Health
Information (CIHI). Michael has been with CIHI for over 10 years including
leading programs and teams in Primary Care, Joint Replacement, and Renal
Care/organ replacement. He has previously worked as a medical writer in
clinical research and as a researcher at several federal government agencies
including Health Canada.
Deborah Marshall, PhD
Professor, University of Calgary
Dr. Marshall, Professor, University of Calgary, Arthur J.E. Child Chair
Rheumatology Research and former Canada Research Chair (Health Services
and Systems Research, 2008-18), is a health services researcher and health
economist leading a program of applied research using patient preferences,
patient engagement and simulation modelling methods. She leads the health
economics, patient preferences and patient engagement activities for 3
CIHR/ Genome Canada research grants in precision health in arthritis and rare
genetic disease. She has experience in technology assessment agencies,
academia and pharmaceutical and diagnostics industry research settings in
Canada, the United States, and Europe.
Jo-Anne Douglas, BSc
Nova Scotia Health
Jo-Anne is a Project Co-ordinator and Analyst with Nova Scotia Health for the
orthopaedic hip and knee arthroplasty research team. For the past few years
her work has involved the privilege of working with one foot in clinical data
and one in research as Nova Scotia Health expands standardized data
collection and reporting.
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SPEAKERS
Caleb Godbout, MSc(OT)
Nova Scotia Health
Caleb is the Orthopedic Assessment Clinic and Pre-Habilitation program
coordinator for NSHealth in Central Zone (Halifax area). He is an Occupational
Therapist by profession and prior to Nova Scotia has worked in British
Columbia and New Brunswick.
Nick Bansback, PhD
University of British Columbia
Nick Bansback is an Associate Professor at the School of Population and
Public Health at the University of British Columbia. Among many affiliations,
he is seconded part time to the BC SUPPORT Unit to develop methods for
patient-oriented research. Dr. Bansback’s research is focused on using
decision science to maximize the value patients and the public gain from
health care.
Eric Bohm, BEng, MD, MSc, FRCSC
University of Manitoba
Eric Bohm is a professor of surgery at the university of Manitoba specializing
in primary and revision knee replacement surgery. He chairs the advisory
committee of the Canadian Joint Replacement Registry as well as the PROMs
working group of the International Society of Arthroplasty Registries. He also
leads the health systems performance platform at the Centre for Healthcare
Innovation. He started a provincial joint replacement registry 15 years ago,
and have collected and reported PROMs since its inception.
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OPENING REMARKS
Jeff Johnson, PhD
Professor, School of Public Health,
University of Alberta
Co-Director of Alberta PROMs & EQ-5D
Research & Support Unit (APERSU)
Jeff Johnson moderated the online forum and
opened the meeting by welcoming participants.
Normally around this time of year, APERSU
hosts an in-person end-user meeting where we
provide an update on APERSU activities and
research, and bring together PROMs end-users
in Alberta to share developments and learnings
in PROMs implementation in Alberta. Due to the
restrictions imposed by the COVID-19
pandemic, we came together on a virtual
platform, and chose to host a forum on PROMs
in hip and knee osteoarthritis as a key clinical
area where PROMs have been implemented in
Alberta and across Canada. The forum was
recorded and is available on our website
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Canada & OECD PROMs at CIHI:
Data Standards, Collection, and Reporting

Michael Terner, MSc

Manager, Joint Replacement Registry, PatientReported Outcomes and Experiences
Canadian Institute for Health Information (CIHI)
Email: mterner@cihi.ca

Michael provided an overview of the history of
CIHI’s involvement in developing and supporting a
national PROMs program in the area of hip and
knee arthroplasty, and their contribution to the
Organization for Economic Co-operation and
Development’s (OECD) Patient-Report Indicators
Survey (PaRIS) initiative. CIHI developed a
Canada-wide national data collection standard
for PROMs in hip and knee arthroplasty (standard
can be accessed at www.cihi.ca/proms), which
includes the EQ-5D, Oxford Hip Score, and Oxford
Knee Score, as well as other variables in CIHI’s
minimum data set. Michael also outlined the
implementation and reporting of hip and knee
arthroplasty PROMs in Ontario and presented the
PaRIS initiative and PROM indicator results
included in the 2019 OECD Health at a Glance.
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PROMs in Outcome Measurement
Frameworks

Deborah Marshall, PhD
Professor, University of Calgary
Email: damarsha@ucalgary.ca
Deborah presented on various PROMs measurement frameworks guiding the
collection and use of PROMs in health systems, and highlighted key
performance indicators and care pathways. She also shared five different
examples of applications of PROMs in hip and knee arthroplasty in Alberta,
spanning across 3 levels, micro, meso and macro. These examples were
presented referring to the Triple Aim, Quadruple Aim and the Alberta Health
Quality Matrix frameworks and included care pathways, quality improvement,
decision aids, simulation models.
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PROMs Implementation in Nova Scotia's
Clinical Orthopaedic Care Path

Jo-Anne Douglas, BSc

Project Coordinator, Analyst
Nova Scotia Health
Email: joannee.douglas@nshealth.ca

Jo-Anne and Caleb provided an
overview on the current
implementation status of the hip and
knee arthroplasty PROMs program in
Nova Scotia, and contribution to the
CIHI and OECD initiative. The EQ-5D
and Oxford hip and knee scores are
collected at intake across the
province; follow-ups vary through the
five health zones. Next steps include
moving towards EMR integration
province-wide to enhance response
and completion rate, as well as
towards a universal medical record and
data repository and the use of the
Tableau platform for efficient analysis
and reporting of PROMs.

Caleb Godbout, MSc(OT)

Program Coordinator
Nova Scotia Health
Email: caleb.godbout@nshealth.ca
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Using PROMs in Patient Decision Aids

Nick Bansback, PhD
Associate Professor, University of British Columbia
Email: nick.bansback@ubc.ca

Nick provided a brief overview on total knee arthroplasty, a preference-sensitive
elective procedure that considers the physician’s assessment, as well as
symptoms, expectations, readiness and net patient benefit. The aim of Nick's study
was to develop and test the usefulness of a patient decision aid to inform shared
decision making and quality decisions for patients undergoing knee arthroplasty.
Preliminary results suggest that
patients who used the decision aid
were more likely to make a quality
decision (knowledgeable and
concordant); and had less
decisional conflict and were less
likely to have surgery. More
information can be found at
https://www.cheos.ubc.ca/portfolio
/decision-aids/

PROMs decision aid will be available for free for researchers, clinicians, and administrators
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Reporting PROMs Following Hip and Knee
Arthroplasty - How Should We?

Eric Bohm, BEng, MD, MSc, FRCSC

Professor, University of Manitoba
Email: ebohm@cjrg.ca
Eric presented perspectives from the International Society for Arthroplasty
Registries (ISAR) PROMs working group, including a study with the aim of
characterizing PROMs sources, collection, and reporting by registries and providing
guidance to improve the comparability and reporting of PROMs. In this crosssectional descriptive study, 25 of 39 registries participated from around the world.
There was wide variability in the types of PROMs and supporting data collected
between the participating registries but there was also significant overlap in data.
However, co-morbidity data was particularly lacking and Eric highlighted that this
should be focused on more. Eric presented the guidelines for improving reporting
transparency which was developed based on the study data, existing literature, and
STROBE guidelines. Reporting elements that Eric presented detailed guidance on
include population selection, survey administration methods, additional data for
analysis (i.e. case-mix variables), linkages between datasets, statistical methods
used, missing data, multiple joints reporting, stratified scoring,
unadjusted/adjusted results, proportion at floor and ceiling, and limitations. Eric
went on to present a sample report and the structure of the joint registry in
Manitoba.

For more details on the registry study
see:

Rolfson O, Eresian Chenok K, Bohm E, et al.
Patient-Reported Outcome Measures Working
Group of the International Society of
Arthroplasty Registries. Patient-reported
outcome measures in arthroplasty registries.
Acta Orthop. 2016 Jul;87 Suppl 1(Suppl 1):3-8.
Rolfson O, Bohm E, et al.; Patient-Reported
Outcome Measures Working Group of the
International Society of Arthroplasty Registries.
Patient-reported outcome measures in
arthroplasty registries Report of the PatientReported Outcome Measures Working Group of
the International Society of Arthroplasty
Registries Part II. Recommendations for
selection, administration, and analysis. Acta
Orthop. 2016 Jul;87 Suppl 1(Suppl 1):9-23.
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Panel Discussion
All the speakers participated in a panel discussion at the end of the meeting. The
following is a brief summary of the key issues discussed:
Standards on PROMs measurement timing: What’s acceptable and what to do
with the data if outside the “time window of measurement”? Expanding data range
is a slippery slope. Initially make the standard and put an acceptable range which
must be comparable for reporting. It's important to still report the data outside the
"window" to inform/push data quality. National standards are important.
Using PROMs in clinical management and prioritization: Prioritizing patients
correctly is challenging; doing so based on PROMs only, the worst patients will
always be prioritized, which leaves less severe patients longer on the wait list and
ultimately may lead to worse outcomes. At the individual patient level, PROMs
repeatability becomes a concern. The focus should be on patient appropriateness
and removing barriers with shared decision-making tools. Patient prioritization
should be based on some appropriateness measure that incorporates patientreports (ready and willing), as well as the clinician’s perspective (assessment), and
combined with the realities of the health care system (timing), in addition to
PROMs.
How can patient circumstances, like obesity, be incorporated into decisionmaking? Interestingly obesity increases patient satisfaction with arthroplasty but
also increases the risk for complications. This type of patient circumstance comes
back to patient appropriateness and identifying and optimizing appropriateness
should happen before the surgical consultation.
Simulation modeling: PROMs are not currently integrated into the simulation
modeling, presented by Deborah Marshall. They are waiting for data refresh and to
make it updatable on a more regular basis to inform the risks and consequences of
potential delays.
Response rates for PROMs: The patient perspective needs to be considered. The
pre-surgery response rates are often high, but attrition usually happens postsurgery. There is a need to incentivize PROMs completion and highlight to patients
“what’s in it for you?” to improve response rates. Highlighting the importance of
comparing one's outcomes to other patients may incentivize patients to complete
PROMs post-surgery.
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IN CLOSING
Overall, this online forum was
successful in engaging PROMs experts
and end-users in osteoarthritis and
arthroplasty from around the country,
and also in creating connections with
PROMs programmes in this clinical
area across Canada. This meeting sets
the beginning of a national
conversation around the use of PROMs
in routine outcome measurement for
osteoarthritis patients and those
undergoing hip or knee arthroplasty.
The forum highlighted key areas where
further work is needed, namely using
PROMs data to support patient clinical
management at the micro level, and
developing standards for PROMs
reporting at the system level.

Given that PROMs programs are
developing in many regions across
Canada, we believe there would be
value in holding similar health-system
end-user meetings in the future
focusing on specific clinical areas.

For more information and resources about PROMs, visit our website: www.apersu.ca
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