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In July 2019, Canada hosted the 10th International Shared 
Decision Making (ISDM) conference in Quebec City on 
campus at Université Laval. This biannual conference 
brought together 429 delegates from 22 countries to share 
their work about patient-oriented shared decision making 
(SDM) research. Patient-oriented research refers to a contin-
uum of research that engages patients as partners, focusses 
on patient-identified priorities and improves patient out-
comes [1]. SDM involves health professionals and patients 
making decisions together based on the best available evi-
dence, health professionals’ experience and patients’ val-
ues and preferences [2]. Patient-oriented research is thus an 
optimal framework to conduct research about SDM. Multi-
ple milestones occurred during the ISDM 2019 conference, 
including (i) it was the first ever Patients Included ISDM 
conference; (ii) it was led by a consortium of scientists 
representing four universities (Université Laval, Univer-
sity of Ottawa, University of Saskatchewan and University 
of British Columbia) and co-chaired by patient partners; 
(iii) its central office was supported by staff at the Canada 
Research Chair in Shared Decision Making and Knowledge 

Translation [3]; (iv) it was the official launch of the ISDM 
Society [4] and (v) it was the first time that a special issue of 
The Patient—Patient Centered Outcomes Research journal 
reported on notable research presented during this confer-
ence. As well, the five leaders who initiated this research 
community were reunited and honoured at the 2019 confer-
ence: Angela Coulter, Annette O’Connor, Hilary Llewellyn-
Thomas, Margaret Holmes-Rovner and David Rovner. Dur-
ing three science-packed days, new knowledge was shared, 
new relationships were created, lasting relationships were 
reinforced, and inspiring presentations were given by a mix 
of diverse stakeholders such as patient partners, researchers 
and decision makers.

All in the name of science and the spirit of patient-ori-
ented research, this conference brought together people, citi-
zens and leaders in SDM to share a common vision about 
how science could be produced and disseminated differently 
with significant guidance from patient partners. There were 
10 pre-conference workshops, 12 meetings of special interest 
groups, 178 oral presentations and 202 poster presentations. 
This conference energized many of its attendees to pursue 
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their ongoing patient-oriented SDM research and to plan 
future research where patients would have greater voices 
in producing new knowledge, planning implementation of 
study findings, and partnering in decisions for more usa-
ble research findings, nothing less! The ISDM Conference 
will reconvene again in June 2021 in Denmark to continue 
this work. However, since the last meeting, a major event 
occured that changed our lives and the course of history.

Countries around the world have now been struggling for 
months to cope with the COVID-19 pandemic, one of the 
largest and most deadly public health emergencies in the 
last century [5]. As of September 2020, the worldwide toll 
now stands at more than 25 million individuals infected and 
more than 850,000 deaths [6], notwithstanding the suffering 
of millions more and the enormous economic strife that will 
affect society for months, if not years to come. The world 
has also lost many of its seniors, the voice of guidance and 
wisdom in many societies [7].

Despite the uncertainty that hangs over us with a potential 
second wave, the scientific community must rise and unite 
to fight this pandemic. We must draw on the energy and 
spirit of our lost seniors to continue working towards more 
just and equitable healthcare around the world. We surmise 
that we must return back to July 2019, where we left off, 
to remember the principles of patient-oriented research [8]. 
Even though the pandemic has been a challenge for patient-
oriented research, it has made it ever so more relevant than 
before.

In the last months, the importance of high-quality science 
and of ‘real news’ (to counterbalance ‘fake news’) has come 
to the forefront as an essential service for society. The dis-
semination of high-quality evidence has become a headline 
for media outlets around the world. Unfortunately, poor-
quality evidence and ill-advised opinion has sometimes led 
some policy makers down dangerous routes. This should 
remind us of the importance of patient-oriented research 
and its benefits for producing high-quality evidence that is 
relevant to citizens, clinicians and decision makers alike.

The pandemic also brought to the forefront the impor-
tance of using SDM principles broadly in health care ser-
vices. With limited yet rapidly emerging evidence during 
the COVID-19 pandemic, patients and citizens around the 
world are faced with many emerging difficult health and 
social decisions, feeling confused and overwhelmed when 
faced with choosing an option. Should I go on a mechanical 
ventilator? Should I temporarily move my loved one from 
their retirement home to our family home? Should I delay 
my chemotherapy treatment? Should I send my child back 
to school? Should I get this new symptom investigated? Sci-
entists, patients and policy makers have united to offer deci-
sion-making tools to support patients in making these dif-
ficult and ethically challenging decisions during COVID-19 
[9–11]. However, there remains an urgent need to continue 

this work and produce more high-quality evidence and more 
effective decision aids to engage patients in achieving quality 
SDM. Now more than ever, citizens and patients around the 
world need effective decision support for making informed, 
value congruent health and social decisions that will trans-
late into better outcomes [12]. In other words, this pandemic 
has increased patients’ needs to be empowered and ensure 
that their values prevail during this challenging time.

The ISDM conference in July 2019 was leading us 
towards this virtuous patient empowerment goal. At this 
Patients Included conference, patients co-led the conference 
planning committees, a patient provided one of the keynote 
presentations, 41 patient partners attended, and patients co-
moderated the oral presentations with a researcher. Patients 
presented inspirational and memorable presentations about 
living with their illnesses and innovative work to foster more 
patient engagement in research [13], and contributed to the 
discussion [14]. Twenty-three bursaries were awarded to 
patient partners to support their attendance. Funding was 
provided to support their participation by different organi-
zations including Québec’s Strategy for Patient-Oriented 
Research Support Unit (Unité de soutien SRAP du Québec) 
and other different healthcare organizations [15] as well as 
multiple partner organizations and private enterprises.

After the conference, an editorial committee convened 
with The Patient—Patient Centered Outcomes Research to 
create a special edition of the journal to continue dissemi-
nating the work presented at ISDM 2019. This edition high-
lights the research produced in partnership with patients and 
presented at ISDM 2019. In response to the call for papers, 
39 manuscripts were submitted from around the world with 
23 from the Americas, 9 from Europe and 7 from Asia. In 
line with the conference theme, a major criteria for selecting 
manuscripts for this special edition was that a patient partner 
had to be an author or co-author of the work. As well, the 
included papers were selected after a thorough peer review 
process that included patients as some of the peer reviewers.

It has been our privilege to chair the ISDM 2019 con-
ference and resulting special edition. After having organ-
ized this conference, selected and peer-reviewed the papers 
presented in this special issue and adapted our timeline to 
the ever-changing priorities of COVID-19, we would like to 
highlight some of the positive outcomes we believe emerged 
from this unique experience.

First, patients had and will continue to have an active 
voice in guiding future research in SDM. In this issue of 
The Patient—Patient Centered Outcomes Research, you 
will find selected papers that represent a sample of the 
benefits of such patient-oriented research in the production 
of decision aids to support patient engagement in clinical 
trials [16], to empower patients with complex care needs 
in guiding their case management [17], to undergo a com-
puterized head tomography for mild traumatic brain injury 
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[18] and to guide pain management [19]. You will also 
discover best–worst scaling methods to engage patients 
in identifying surgical complications they want to be 
informed about [20] and use of social media to determine 
what is important for citizens during end-of-life discus-
sions [21].

Second, this was one of the first international conferences 
where patients played such an important role in creating and 
translating knowledge. Conferences play an important part 
in creating knowledge and inspiring new research ques-
tions. Having patients participate in this important part of 
research was a highlight from this conference. Conducting 
future conferences with this Patients Included approach will 
help transform how research is conducted and help break 
down certain ethical barriers to accelerate the production of 
patient-oriented research [21].

Third, some countries have advanced patient-oriented 
research more than others and we have seen this reflected in 
the submissions to the journal. It is noted that we had more 
submissions that met our selection criteria from Canada 
and the United States as well as other industrialized coun-
tries. Low and middle income countries (LMICs) were less 
well represented in our final list of selected manuscripts. 
This perhaps highlights that geographical representation 
within this special edition was potentially determined by 
the location of the conference (i.e. cost of travel), which may 
have skewed the results towards North America. It could 
also point to the need for better support for researchers and 
patients from LMICs.

More work needs to be done to better include patients 
and foster meaningful involvement in research. In particular, 
patient-oriented SDM research would benefit from better 
including the voices of low-income patients from around 
the world. The current pandemic has also raised many issues 
about how to involve patients in the context of a pandemic, 
as the next ISDM in 2021 may be held using a web-based 
format. The involvement of older adults, who are at the fore-
front of several of the COVID-related research initiatives, 
is even more challenging given their higher vulnerability to 
the virus. It has also raised the importance of long-lasting 
collaborations and relationships, because building new ones 
can be difficult in times of social distancing. Relationships 
that can be created through in-person conferences, like the 
ISDM 2019, are more likely to lead to meaningful research 
collaborations between patients and scientists.

The ISDM 2019 conference was remarkable and its 
model should be replicated to continue supporting future 
patient-oriented research. The current global pandemic has 
somewhat threatened and raised the profile of patient-ori-
ented research to a new level. The need for better patient and 
clinician engagement in SDM and SDM research is essential 
in these times of uncertainty.
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