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Executive
Summary

"This is a historic meeting
for the EuroQol Group that
has primarily focused on
measuring and valuing
health, and now is
expanding into advancing
the use of health status
measures in routine
outcome measurement
within healthcare systems"
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Background

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

www.euroqol.org

Welcome from the EuroQol
Large Scale Applications Working Group

Overview

UK PROMs Program

Canada PROMs Program

CIHI PROMs Program Overview

Sweden PROMs Program

There has been an increasing
use of EQ-5D in registries in
Sweden with only 2 registries in
1998 using the EQ-5D, reaching
41 in 2018

New Zealand PROMs Program

This outliers bubble graph (right) shows
the performance of surgeons providing
orthopaedic
surgery.
Each
bubble
represents an individual provider, and
bubbles closer to the red zone indicates
less improvement in the assessed
outcome. The red bubble is one of the
providers whose patients had much less
improvement in the mobility dimension
compared to other surgeons.

Norway PROMs Program
Senior Researcher

PROMs at OECD
Strategic Lead
Health Care Quality and Outcome Program

PaRIS Conceptual Framework

The key principles guiding the PaRIS
initiative are:

PaRIS:
Patient Reported
Indicators Surveys

Overview

PROMs in Cancer Care - Canada

PROMs in Hip/Knee Arthroplasty - Sweden
Professor, Sahlgrenska Academy

Swedish Hip Arthroplasty Register Annual Report 2018
This graph (right) shows the
distribution of change based on
the Paretian classification of
change in EQ-5D dimensions after
a hip arthroplasty across different
regions in Sweden. Data is ranked
according to the proportion of
improvement, showing that Ortho
Center Stockholm had the highest
improvement (89%) and Uppsala
(66%) the least improvement.

PROMs in Orthopedics - Norway
Leader of PROM programs at the Fracture Registry of Western Norway
Department of Orthopedic Surgery, Stavanger University Hospital, Norway

PROMs in Hip/Knee Arthroplasty - UK
This graph (below) shows change in health-related
quality of life (based on the EQ-5D index score) in
patients undergoing hip arthroplasty before the
operation and at various time points pot-op.
Patients are categorized according to their
pre-op EQ-5D score.

This graph (below) shows the average pre-op PROMs score across regions in England,
where the median is used to set clinical threshold to determine eligibility for
treatment.

PROMs in Hip/Knee Arthroplasty - Netherlands

Total hip/knee arthroplasty pre-post-op change

Summary

In Closing...

A Look Ahead
This meeting sets the beginning of an
international conversation around the use of
EQ-5D as a patient-reported outcome measure
for routine outcome measurement within
healthcare systems.
Given that PROMs programmes are developing
in many countries around the world, we believe
there would be value in holding similar healthsystem end-user meetings in the future, perhaps
on a more regional basis.

Organizing Committee
Nancy Devlin
Director, Centre for Health Policy, University of Melbourne; Senior Fellow, Office of
Health Economics (London)
Nancy is Professor of Health Economics and Director of the Centre of Health
Policy, University of Melbourne. Her principal areas of research expertise are the
measurement and valuation of patient reported health outcomes; the cost
effectiveness thresholds used in making judgments about value for money in
health care; and priority setting in health care. Nancy has published over 100
original peer reviewed journal articles and reports on a wide range of empirical
and theoretical topics in health economics, and is co-author of "Economic
Analysis in Health Care" and "Using patient reported outcomes to improve
healthcare" (both published by Wiley). A further book, "Guidance on methods for
analyzing EQ-5D data", co-authored with David Parkin and Bas Janssen, will be
published by Springer in 2020. Nancy is the President of ISPOR, the US-based
international professional society for health economics and outcomes research,
which has 20,000 members worldwide. Nancy is past President of the EuroQol
Group, the European-based international network of researchers that developed
the EQ-5D, a widely used generic measure of patient reported outcomes.
nancy.devlin@unimelb.edu.au | Website

Jeff Johnson
Professor, School of Public Health, University of Alberta, Co-Director of Alberta PROMs
& EQ-5D Research & Support Unit (APERSU)
Dr. Johnson is a Professor in the School of Public Health Sciences at the
University of Alberta. He is a pharmacist originally by training, with interests in
public health, epidemiology and health services research. He chairs the Alliance
for Canadian Health Outcomes Research in Diabetes (ACHORD), and is CoDirector of the Alberta PROMs and EQ-5D Research and Support Unit (APERSU).
He has been a member of the EuroQol Group for 23 years, and has served as a
member of the Board of the Directors for the EQ Research Foundation since
2002.
jeff.johnson@ualberta.ca | Website

Organizing Committee
Fatima Al Sayah
Research Manager, Alberta PROMs & EQ-5D Research & Support Unit (APERSU),
University of Alberta
Fatima is a health outcomes researcher. She has a PhD in Public Health, and has
over 12 years of epidemiological and clinical research experience, particularly in
the area of chronic disease. Her current work focuses on measurement of health
outcomes including clinical and patient-reported outcomes (PROs), and on using
PRO measures in clinical and cost-effectiveness research, and in generating real
world evidence. Fatima is an active member of the EuroQol Group; she serves as
an advisor on valuation studies of the EQ-5D around the world, is a member of
two working groups, and co-chairs a special interest group on health inequalities.
“In Alberta, the role of our group is to provide support and guidance to PROMs users in
the province, in planning PROMs implementation in various healthcare settings, and in
using PROMs data for various purposes. The EQ-5D has been recommended by the
provincial health authorities as the generic PROM of choice for use within our
healthcare system. Our research focuses on the implementation and use of PROMs
within healthcare settings”
falsayah@ualberta.ca | Website

Bas Janssen
Senior Scientist, EuroQol Research Foundation
Bas is an independent researcher and consultant in health economics and
outcomes research. He is part-time senior scientist at the business office of the
EuroQol Research Foundation, and affiliated to the Erasmus University Medical
Center in Rotterdam. He specializes in utility and health-related quality of life
measurement, psychometrics, pharmacoeconomic modeling, and patient
reported outcome measures. Bas is principal investigator of the Swedish PROMs
program, a program which supports the use of patient-reported measures within
the Swedish National Quality Registers, and is co‐chair of the EuroQol Group’s
Large Scale Applications Working Group.
mf.bas.janssen@googlemail.com | Website

Participants
Linda Watson
Scientific Director, Applied Research and Patient Experience, Alberta Health Services, Adjunct
Professor, Faculty of Nursing University of Calgary, Canada
Dr. Linda Watson has been an oncology nurse in Calgary, Alberta, Canada for nearly 30 years.
She has held a variety of nursing and inter-professional leadership roles within the
CancerControl Alberta (CCA) provincial program and is currently the Scientific Director for
Applied Research and Patient Experience. Dr. Watson holds an adjunct professor position
with the Faculty of Nursing at the University of Calgary, but her passion for improving the
patient experience has kept her committed to her full time position as an embedded
Implementation Scientist within the Alberta cancer system. She has led provincial
implementations in the area of Patient Reported Outcomes (PROs), provincial cancer patient
navigation program, and a provincial post-treatment transitions program. Dr. Watson is also
currently the President of the Canadian Association of Nurses in Oncology (CANO), providing
national leadership to the specialty area of oncology nursing across Canada.
“As my role is embedded within the provincial ambulatory oncology operational program, my
work is primarily focused on how to enhance symptom management and patient self
management through the systematic use of PROs. As a result our work has resulted in several
novel approaches to enhance the utility of PRO data in the clinical system efficiencies as well
as a patient activation strategy directly with patients”
Linda.Watson@albertahealthservices.ca

Glenn Martin
Head of Provider Outcomes and Experience for Southern Cross Health Society
Glenn Martin hails from New Zealand where he currently works as Head of Provider
Outcomes and Experience at Southern Cross Health Society, a not for profit health insurer.
In 2014 Southern Cross launched a patient reported outcomes and experience programme
which encompasses a wide range of specialties throughout New Zealand. The data collected
is shared back with healthcare providers so they can see their results compared to
anonymised peers.
Glenn's
background in health began with 12 years at Pfizer
Pharmaceuticals in supply chain and marketing roles.
“I welcome discussions from researchers looking to access PROMS datasets for research
projects”
Glenn.Martin@southerncross.co.nz

Adam Carrick
Head of Planned Care, NHS Devon Clinical Commissioning Group, UK
Commissioner of healthcare in the UK National Health Service. Professional interest in the
practical application of PROMs to commissioning decisions and their relationship to health
inequalities.
adam.carrick@nhs.net
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Participants
Gouke J. Bonsel
Senior Scientist, EuroQol Research Foundation, Rotterdam & Epidemiologist, Dpt Public
Health, Erasmus MC, Rotterdam
Director Research Institute Maternal Care Services, Utrecht MC,
EuroQol Research
Foundation (part-time) co-chair of Large Scale Applications working group. Since 2013, I have
been the Pro bono director Mind2Care Foundation, which supplies a for-free professional
tool to support mental and social care for deprived pregnant women. Main research fields:
public health (burden of disease, screening), health measurement (EQ5D, PROMs, PREMs) &
psychometrics, health services research in perinatal care, deprivation-health inequity.
“Initially my focus was on the front end of PROMs work, developing new measures, or
adapting existing ones. EQ5D was one of these. Now my front end work is restricted to PREMs
development along the WHO-philosophy, and focus is on the use of PROM data by
professionals, managers & service directors, insurance & government, the individual patient/
client and the public at large. As it emerges, each level and perspective has specific demands
in terms of aggregation, casemix and presentation & fup(dashboards, alerting tools). My
interest is in going back from quality processes and choice of care processes which are into
place, to the tools which are effective, rather then following the reverse - common - direction
which starts with measures. For that purpose 1 day/week working in an IT company providing
quality dashboards in medical and social/deprived care, and which supports academic
development (Triqs.nl). Apart from this, at the EuroQol Research Foundation, together with
Bas Janssen, I develop new psychometrical approaches needed to evaluate and improve EQ5D
for the increasing range of use. In my view, the doctor and the patient are the validity check: if
they do not use it for care decisions or professional quality systems, we do something wrong.”
bonsel@euroqol.org | www.euroqol.org www.mind2care.nl

David Parkin
Honorary Visiting Professor, City, University of London and Senior Visiting Fellow, Office of
Health Economics
Professor David Parkin is Visiting Professor at City, University of London and Senior Visiting
Fellow at the Office of Health Economics, London. His most recent employment was as
Professor of Health Economics in the Division of Health and Social Care Research at King’s
College London, and was previously Chief Economist at a Strategic Health Authority within
the UK’s National Health Service. Before joining the NHS, he was a professor in the
Economics Department at City University London. Earlier posts included 15 years in the
academic Public Health department at Newcastle University and health economics research
posts in Aberdeen and Manchester. He has been an Honorary Member of the Faculty of
Public Health since 1998. David has taught health economics in many places, to many
different types of audiences and at many levels. He has written many published articles and
book chapters and is author, with Stephen Morris, Nancy Devlin and Ann Spencer, of a
popular textbook on health economics, ‘Economic Analysis in Health Care’, published by
Wiley. His research interests are broad, but has special expertise in health measurement, and
is author, with John Appleby and Nancy Devlin, of ‘Using Patient Reported Outcomes To
Improve Health Care’, also published by Wiley.
D.Parkin@city.ac.uk
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Participants
Jan Hazelzet
Professor in Healthcare Quality and Outcomes, Erasmus MC
Professor Hazelzet has a long clinical experience as Pediatric Intensivist, and AssociateProfessor in Pediatrics. He gradually moved to the field of information and quality, first in the
position of chief medical information officer of Erasmus MC, later as professor in Health Care
Quality & Outcome. He is the clinical lead of the Value-Based Health Care Program in Erasmus
MC and the shift towards a more Patient-Centered Care. Active in several national (NFU) and
international consortia (EUHA).
j.a.hazelzet@erasmusmc.Nl |https://www.erasmusmc.nl/

Rob Nelissen
Professor, Chairman Orthopaedics, Leiden University Medical Center (LUMC), South Holland
Rob Nelissen is professor and chairman department Orthopaedics of the Leiden University
Medical Center (LUMC). Title doctorate thesis (1995): ‘Fundamental aspects of the clinical
evaluation of total joint prosthesis’. After his orthopaedic training (Leiden), he finished a Total
Joint Fellowship in the USA (1993). 2005 Professor Experimental Orthopaedics. 2006
Chairman and professor Orthopaedics LUMC. 2016 Medical Delta Professor at Delft University
of Technology, department of Biomechanical Engineering. He was president of the
Netherlands Orthopaedic Association (2016-2018). He is the co-founder, current chairman of
the Dutch Arthroplasty Register (www.LROI.nl) which is the third largest implant registry
worldwide (> 735.000 implants, completeness 99%). The LROI is a quality and traceability
Register of implant surgery and patient outcome. He is chairman of N.O.R.E. (Network
Orthopaedic Registries of Europe) an EFORT (European Federation Orthopaedics) committee.
He initiated and performs healthcare evaluation programs. He is steering group member of
the OECD on patient outcome with hip and knee implants. He published over 250 peerreviewed articles, with focus on healthcare evaluation and prognostic modeling and
optimising outcome in arthroplasty patients. He was supervisor of over 30 PhD students in
the past. Currently 10 PhD students are supervised.
“Next to Dutch Arthroplasty, aslo founder regional network of PROM data on 7200 hip and
knee OA patients.ICHOM member on PROM development for osteoarthritis”
R.G.H.H.Nelissen@lumc.nl

Ola Rolfson
Professor, Sahlgrenska Academy, University of Gothenburg
Professor Ola Rolfson is a senior consultant orthopaedic surgeon at Sahlgrenska University
Hospital. In his clinical practice, he focuses on primary joint replacement and revision hip
surgery. In 2010, he defended his doctoral thesis on patient-reported outcomes and health
economic aspects of hip replacement. He did a post-doc fellowship at Harvard Medical
School. His research interests cover shared decision-making, enhanced recovery, infection
control, cartilage lubrication, patient education, economic valuation of health, arthroplasty
epidemiology, statistics, and radiostereometric analysis of implants. Beginning in 2017, Ola
transitioned from senior researcher to becoming the Director of the Swedish Hip Arthroplasty
Register.
ola.rolfson@vgregion.se | https://shpr.registercentrum.se/
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Participants
Sunita Karmakar-Hore
Project Lead, Canadian Institute for Health Information
Sunita Karmakar-Hore presently works as a Project Lead at the Canadian Institute for Health
Information with a focus on health system performance and patient-reported outcome
measures. She holds a Masters of Health Science in Community Health and Epidemiology and
has a background in physiotherapy.
skarmakar-hore@cihi.ca | www.cihi.ca

Niek Klazinga
Strategic Lead Health Care Quality and Outcome Program. OECD Paris
MD PhD. Since 12 years Strategic lead Health Care and Quality Program OECD Paris. Since
1999 professor of Social Medicine Amsterdam University Medical Centre (AMC-UvA).
“Since 1996 the OECD is leading the PaRis program on patient reported indicator surveys. Part
of the work with the 35 member states related to international comparisons based on PROMS
(hip/knee, breast cancer and mental health) and development of a new instrument for
persons with multiple diseases treated in primary care. PROM's play an increasingly important
role in the strive for patient based performance information”
Niek.KLAZINGA@oecd.org | https://www.oecd.org/health/paris.htm

Katherine de Bienassis
Health Policy Analyst, OECD
Katherine (Kate) de Bienassis is a Health Policy Analyst at the OECD, supporting the PatientReported Indicators Surveys project and the Health Care Quality and Outcomes Working
Party. Prior to joining the OECD, Kate worked as a Senior Project Manager at the National
Quality Forum (a U.S. based NGO), where her work focused on the evaluation and
endorsement of healthcare quality and outcome measures for use in hospital settings,
readmissions, cancer care, pediatrics, and cost and efficiency. Kate previously held positions
as Senior Program Associate with the CER Methods team of the Patient-Centered Outcomes
Research Institute (a U.S. based research funding organization) and as Program Coordinator
of the Center for Global Development’s Global Health Team (a Washington, D.C. based think
tank). Kate holds her MPH from Dartmouth College.
Katherine.DEBIENASSIS@oecd.org| https://www.oecd.org/health/
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Participants
Xuejing (Jennifer) Jin
Research Associate. Alberta PROMs and EQ-5D Research and Support Unit (APERSU),
University of Alberta
Dr. Xuejing Jin is a health outcomes researcher at School of Public Health, University of
Alberta. She received a Bachelor of Economics degree in 2010 and a MSc degree in
Pharmacoeconomics in 2013, both from China Pharmaceutical University. Dr. Jin graduated
from McMaster University with a PhD degree in health research methodology (health
technology assessment field) and jointed Alberta PROMS and EQ-5D Research and Support
Unit in summer 2017. Dr. Jin's research interests include health-related quality of life and
health preference measurement research, psychometrics, and economic evaluations. She
focuses on the research in the condition area of diabetes, cancer, Alzheimer's disease and
osteoarthritis. She is a member of the EuroQol Group, has over 10 publications in the last
three years, and is a regular reviewer for Quality of Life Research.
“I have been working on analyzing data from the Alberta Bone and Joint Health Data
Repository, which recorded information on all patients receiving hip or knee arthroplasties in
Alberta, Canada since 2010. The EQ-5D and WOMAC were routinely administered before, 3and 12-months after surgery. Now we have finished some methodological works using this
data repository.”
xuejing3@ualberta.ca | www.apersu.ca

Erica Lubetkin
Associate Medical Professor, Department of Community Health and Social Medicine, CUNY
School of Medicine
My background is in neuroscience (B.S.), medicine (M.D.) and public health (M.P.H./health
policy and management, effectiveness and outcomes). The majority of my research has
focused on assessing health-related quality of life in inner-city primary care patients and the
U.S. general population. as well as measuring the burden of disease due to chronic diseases
and health risk behaviors. I currently am the co-chair of the Health Inequalities Special
Interest Group (through the EuroQol Group) and a member of the Large Scale Applications
(LSA) Working Group.
lubetkin@med.cuny.edu

Kristina S Boye
Research Fellow, Eli Lilly and Company
Upon completing her PhD, Kristina Secnik Boye has spent the past eighteen years conducting
health outcomes and economic research across the Eli Lilly and Company drug portfolio. She
has led numerous groups including the Lilly Global Health Outcomes (GHO) US HTA
organization and is currently working in the diabetes area as a research fellow. Throughout
this time she has worked extensively with the EQ-5D instrument and has been an active and
contributing member of the EuroQol Group. Specifically, Kristina has been involved with the
EuroQol Group since 2003 and is currently serving as the Chair of the Board, is a member of
the Executive Committee, and serving on the Communication Team.
boye_kristina_secnik@lilly.com | www.lilly.com
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Participants
Evalil Nilsson
Lecturer, Linköping University, Sweden
Regarding PROMs, I work for QRC Stockholm as an expert consultant regarding PROMs in the
Swedish National Quality Registers, specifically EQ-5D. Otherwise, I am a lecturer at Linköping
University and my research area is the digitalisation of health care (e-health).
evalill.nilsson@liu.se

Andrew Garratt
Senior Researcher, Norwegian Institute of Public Health
Principal Investigator for the Norwegian Programme of EQ-5D Related Research, which
includes a three-year project to derive a national EQ-5D value set.
Andrew.Garratt@fhi.no | https://www.fhi.no/en/

Aksel Paulsen
Department of Orthopedic Surgery, Stavanger University Hospital, Norway.
Leader of PROM programs at the Fracture Registry of Western Norway
aksel.paulsen@sus.no

Jan van Busschbach
[information not provided]
[information not provided]
j.vanbusschbach@erasmusmc.nl | www.euroqol.org
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From the meeting ...

