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Abstract 
Background: The aim of this project was to engage with 
patient partners to translate knowledge about the decision 
aids and develop a scaling-up strategy for wider effects 
and reach. 
Method: This project was guided by the World Health 
Organization and IDEAS (Integrate, Design, Assess and 
Share) frameworks for design thinking (e.g., ideating 
creative strategies), dissemination (e.g., sharing locally 
and widely) and scalability. 
Results: We engaged 132 stakeholders in six webinars, had 
321 total page views of the decision aids and conducted 
16 interviews to determine revisions to the design of 
the decision aids before scalability. 
Conclusion: Patient-partner collaborations assisted with 
design thinking, dissemination and scalability. 

Introduction
Building partnerships, improving research quality and impact 
and developing best practices underpin values that impact 
patient engagement in research (Haywood et al. 2017). Patient 
partnerships aptly generate patient-reported outcome measures 
(Staniszewska et al. 2012), and the strongest predictor of 
patient engagement and partnership in research is investiga-
tors’ attitudes (Cary et al. 2015). Guidelines for establishing 
research partnerships with patients suggest that the following 
are essential: (1) helpful organizational policies, (2) supportive 

investigator attitudes that are grounded in shared goals and 
strong communication practices, (3) principles of trust, respect 
and co-learning, (4) patient-oriented research (POR) training 
for all team members, (5) tools/resources for successful patient 
engagement and (6) value for patient partnerships across 
various stages of the research cycle (Kirwan et al. 2017).

This program of research consists of multiple phases guided 
by the Strategy for Patient-Oriented Research (SPOR) capacity 
development framework (CIHR 2015a) and the SPOR Patient 
Engagement Framework (CIHR 2015b). In Phase 1A (Figure 
1a), two decision aids (patient and investigator) were devel-
oped to build capacity and increase engagement of patients 
with clinical trials (Parry et al. 2020). The decision aids are 

Key Points
• Commitment to research projects can be difficult. Patient partners 

need to feel safe enough to disclose the challenges they face, and 
research team members need to be respectful and responsive to 
the needs of the patient partner. 

• Key stakeholders have collaborated to co-design innovative 
web-based open-access patient and investigator decision aids to 
support patient-oriented research (POR).

• Funding agencies should consider making POR training mandatory 
for all investigators and patient partners (e.g., decision aid 
completion) before making POR funding decisions.

P = Patient partner.



designed to help patients and investigators decide if they are 
ready to engage with each other on a research team. Each 
decision aid has five core functionalities: (1) Introduction (get 
the facts on POR), (2) What Matters (where patient partners 
can be engaged, including levels of engagement), (3) Learn 
More (resources to plan, engage and evaluate patient partner-
ships), (4) My Readiness (comparing personal priorities with 
perceived benefits and risks) and (5) My Decision (decisions 
and next steps, such as finding a patient partner or finding a 
research team) (Figure 1b). 

Decision aids provide information for improving knowledge 
about potential expectations (Coulter et al. 2013), benefits and 
risks (Coulter et al. 2013) and options and outcomes (Elwyn et 
al. 2006). They assist users to gain skills in assessing uncertain-
ties and help to clarify personal priorities about the benefits and 
risks of engaging in a decision (Elwyn et al. 2006; Volk and 
Coulter 2018). Most decision aids to date have been designed 
to provide support in making decisions about health treatments 
or screening, with evidence that indicates their usefulness in 
improving knowledge (Feldman-Stewart et al. 2013; Stacey et 
al. 2014, 2017) and offering choices about what matters most 
to patients (Stacey et al. 2014). 

We collaborated with Clinical Trials Ontario (CTO) in  
Phase 1B to Engage Multi-stakeholders for Patient Oriented-
research W ider Ef fects and Reach (EMPOWER) of  

Phase 1A of our research to impacts in Ontario. The aim of  
Phase 1B was to engage with patient partners to translate 
knowledge about the decision aids and develop a scaling-up 
strategy for wider effects and reach. We also aimed to use 
knowledge gained from Phase 1B to inform Phases 2 and 3 
of this research program. POR principles and practices were 
used throughout Phase 1B and reported using the Guidance 
for Reporting Involvement of  Patients and the Public–Short 
Form (GRIPP2–SF) (Staniszewska et al. 2017). 

Materials and Methods
Patient partners were meaningfully engaged in all aspects of 
the research process as defined by the SPOR patient engage-
ment framework (CIHR 2015a): (1) identifying research 
priorities, (2) designing the project for wider effects and reach, 
(3) developing the funded grant proposal, (4) co-designing 
and co-delivering all webinar presentations, (5) collecting, 
analyzing and interpreting interview data, (6) disseminating 
results through a presentation and a publication and (7) making 
recommendations for further refinements to the design of each 
decision aid. Patient partners were compensated for their level 
of engagement (i.e., commitment, responsibility and scope) 
based on recommendations provided by the SPOR Chronic 
Disease Networks and the Primary and Integrated Health 
Care Innovations (SPOR Networks in Chronic Diseases and 
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the PICHI Network 2018). We engaged racially and ethni-
cally diverse men and women as patient partners to ensure that 
knowledge translation and dissemination strategies for wider 
effects and reach were delivered through a lens of equity, diver-
sity and inclusion (EDI).

The IDEAS (Integrate, Design, Assess and Share) 
(Mummah et al. 2016) and the World Health Organization’s 
(WHO 2010) frameworks for disseminating and scaling up 
innovations were also used to inform our project. The IDEAS 
framework uses a flexible repetitive approach to design thinking 
(e.g., ideate creative strategies) and dissemination (e.g., share 
locally and widely), supporting a multi-stakeholder method 
for the development and evaluation of the decision aids. The 
WHO framework considers the elements (e.g., innovation, user 
organization, environment, and the resource team) and strate-
gies (e.g., dissemination and advocacy, organizational process, 
costs/resources, monitoring/evaluation) of scalability and is 
guided by four principles: systems thinking, sustainability, 
defining scalability a priori and respect for gender, equity and 
human rights principles. 

Data collection and analysis
Changes in study protocol and delays in projects due to 
the COVID-19 pandemic are reported per recommenda-
tions suggested by Perlis et al. (2021). The original project 
methods included an initial four-hour in-person brainstorming 
workshop with multi-stakeholders. User organizations defined 
by the WHO (2010) would have included organizations 
expected to adopt and implement the decision aids on a large 
scale. Intended outputs of the brainstorming workshop, aligned 
with the WHO (2010), included strategies for dissemination 
and advocacy (e.g., training, policy dialogues and briefs, culti-
vating champions), the organization process (e.g., identifying 
the number and type of “other” organizations for future 
scale-up), costs/resource mobilization (e.g., ensuring adequate 
budgetary allocation and linking future [beyond six months] 
scaling-up to other funding mechanisms) and monitoring and 
evaluation (e.g., a phone “hotline” and Google analytics). We 
then planned to offer three-hour face-to-face decision aid 
training webinars to interested user organizations identified 
in our brainstorming workshop. As a result of the pandemic, 
slight modifications to the study protocol included presenting 
one-hour synchronous and interactive online decision aid 
training webinars to interested organizations. Social media 
(i.e., Twitter) assisted with wider effects and reach. Instead of 
the four-hour brainstorming workshop, a series of interviews 
were planned with interested multi-stakeholders who attended 
the decision aid training webinars. A phone hotline was used 
to address questions, and Google analytics was used to track 
decision aid page views. Semi-structured interviews were 
intended to achieve similar outputs aligned with the WHO 

framework (WHO 2010) that would have been achieved in 
the initial brainstorming workshop. Interviews were not audio-
taped but field notes were made. All data were anonymized 
and identified only by type of stakeholder. A thematic analysis 
informed the overall qualitative analytical framework (Braun 
et al. 2012). The original field notes were revisited regularly 
to ensure that codes and themes were grounded in the data 
(Kvale 1996). 

Results
The aim of the Phase 1B EMPOWER project was to engage 
with patient partners to translate knowledge about the decision 
aids and develop a scale-up strategy for wider effects and reach. 
Additionally, knowledge gained from Phase 1B would inform 
Phases 2 and 3 of this research program. Two patient partners 
co-designed and co-delivered the webinars. They were given 
access to sufficient and appropriate resources to facilitate 
engagement (i.e., task/role definitions, training, appropriate 
time allocation and compensation). Patient partners also 
collaborated in the development of interview questions and 
assisted in analyzing and interpreting interview data. They 
were actively engaged in making priority decisions regarding 
revisions to the decision aid designs before scalability. Patient 
engagement details for Phase 1B using GRIPP2–SF are 
described in Table 1. 

A total of 132 international multi-stakeholders engaged 
in six interactive webinars from June to November 2020; 
59 attendees self-identif ied as having lived experience  
(i.e., patients), and the remainder were trainees (n = 9), investi-
gators (n = 29), decision makers (n = 23) and individuals from 
charitable or patient organizations (n = 9) and SPOR SUPPORT 
Units (n = 3). A separate webinar was recorded and is available 
on the CTO YouTube channel (https://www.youtube.com/
watch?v=H3XIchDrz2E), which received 109 views during the 
project. No calls were made to the hotline. Google analytics 
indicated a total of 321 decision aid page views (landing pages 
of both the patient and the investigator decision aids) from 
August to November 2020. The “Introduction” and “Learn 
More” pages were the most frequently accessed sections of both 
decision aids. A total of 16 interviews were completed with 
three policy makers, two investigators and 11 patient partners. 
Themes were aligned with the IDEAS framework (Mummah 
et al. 2016) and the WHO framework (WHO 2010) (Table 2).  
Overall, the feedback on design suggested that the decision 
aids were clear, logical and visually appealing. Suggestions 
for refinement (Phase 2) included larger font size; adding 
hyperlinks, glossary and bookmarks; enabling a certificate 
of completion or profile for sharing; adding culturally sensi-
tive language, including videos/visuals from racial and ethni-
cally diverse populations; and increasing availability through  
hard-copy versions (i.e., printable patient-partner decision aid). 
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We created a PEP-CT Twitter account (@pep_ctTOOLS), 
shared the decision aids via presentations (the Canadian 
Women’s Heart Health Alliance Virtual Summit and the 
Diabetes Research Excellence Cluster at the University of 
British Columbia [invited]) and a publication (Parry et al. 
2020) and created a Policy Brief (Appendix 1, available online 
at www.longwoods.com/content/26776) for wider effects 
and reach.

Discussion
Funding from the Ontario SPOR SUPPORT Unit (OSSU) 
EMPOWER award grant allowed us to translate knowledge 
about the decision aids to at least 562 multi-stakeholders 
via webinars and web pages and develop a scale-up strategy 

for wider effects and reach using the IDEAS (Mummah et 
al. 2016) and WHO (2010) frameworks. Impacts of patient 
engagement in this project included (1) effective patient recruit-
ment to webinars and interviews, (2) increased translation and 
dissemination of results through presentation and publica-
tion, (3) improved decision aid uptake in the community (i.e., 
decision aid page views), (4) informed patient and decision  
aid enhancements, (5) heightened POR knowledge dissemi-
nation to investigators and (6) evidence for a policy brief  
(Appendix 1). The web-based patient and investigator decision 
aids are the first to provide POR knowledge and decision 
support beyond the traditional aids used for health screening 
and/or treatment decisions (The WHO framework, the 
Innovation). Although our work focused on building capacity 

TABLE 1.  
Patient engagement in Phase 1B (GRIPP2–SF)

Section and topic Item

1. Aim To Engage Multi-stakeholders for Patient Oriented-research Wider Effects and Reach (EMPOWER) of Phase 1A of our research

2. Method To ensure that principles of  EDI were upheld, one patient partner (woman) was a co-principal investigator and three patient partners 
(two women, one man) were co-investigators. Gender and racial diversity in patient partnership helped to ensure that knowledge 
translation and dissemination strategies for wider effects and reach were delivered through an EDI lens. Patient partners engaged in 
all aspects of the research process: 

(1) identifying research priorities,  
(2) designing the project for wider effects and reach,  
(3) developing the grant proposal,  
(4) co-designing/co-delivering all the webinars,  
(5) collecting, analyzing and interpreting interview data,  
(6) disseminating results through a conference presentation/publication and  
(7) making recommendations for refinement of decision aids. 

Three patient partners contributed to editing this paper and are listed as co-authors/members of our Patient-Oriented Research 
Decision Aids Investigative Team. One of our patient partners (a woman) could not continue in the project due to certain life events.

3. Results Two patient partners took the lead for co-designing and co-delivering all the webinars. These same patient partners had collaborated 
in Phase 1A so they were able to seamlessly explain the patient decision aid to webinar participants and answer questions. Patient 
partners collaborated in the development of interview questions and assisted in analyzing and interpreting interview data. Patient 
partners offered feedback to prioritize the integration of the refinements suggested to the design of the patient and investigator 
decision aids in the interviews. They were also instrumental in providing recommendations for sharing, dissemination and advocacy. 
Patient partners also led and co-delivered presentations to the Diabetes Research Excellence Cluster at the University of  British 
Columbia and at the Canadian Women’s Heart Health Alliance Virtual Summit. 

4. Discussion Patient collaboration in Phases 1A and 1B has been instrumental to the success of this project and the overall research program in 
building capacity for patient engagement in research. Although the decision aids were initially developed for use by patients and 
investigators engaging in clinical trials, ongoing engagement and dissemination strategies highlight the importance of the decision 
aids across all types of research designs. Patient partners co-authored the publication (Parry et al. 2020) detailing Phase 1A during 
the tenure of the Phase 1B project. Moreover, additional funding was secured from the Canadian Institutes of  Health Research to 
make refinements to the decision aids based on feedback from Phase 1B – to translate both decision aids to French and conduct 
alpha (e.g., usability) and beta (e.g., field) testing of the decision aids (Figure 1). 

5. Reflections One challenge included the withdrawal of a patient partner due to time constraints and the extenuating circumstances caused by the 
COVID-19 pandemic. This experience emphasized the importance of maintaining awareness of patient-partner needs throughout the 
project. It was imperative that all POR team members recognized that both short- and long-term commitment to a project could be 
difficult for some patient partners. Empowering patient partners to feel safe to disclose challenges was essential to the success of 
this project. Investigators and other POR team members needed to maintain respect and be responsive to patient-partner needs. This 
challenge highlighted the value of engaging more than one patient partner on a POR team. 
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for POR in clinical trials, the decision aids are applicable to 
patient partners and investigators involved in other demonstra-
tion and research projects. For example, in the “Learn More” 
resource section, the Research Process provides a launching point 
to learn more about engaging as/with patients in the Design 
of a research project, Development of the Grant Proposal and 
Dissemination of results. 

We have secured further Canadian Institutes of  Health 
Research funding to refine, translate and conduct alpha 
(usability) and beta (field) testing for each of the decision aids 
(Phases 2 and 3). Refinement and evaluation of the decision 
aids to improve patient partnerships will be guided by the 
International Patient Decision Aid Standards (Elwyn et al. 
2006; Volk and Coulter 2018), user-centred design (Abras et 
al. 2004) and the Ottawa decision-support framework (The 
Ottawa Hospital 2015). The International Patient Decision 
Aid Standards provide an evidence framework for the content, 

development, implementation and evaluation of decision aids 
(Elwyn et al. 2006; Stacey et al. 2017). In addition, user-
centred designs optimize end-user experience (Plaisance et al. 
2018; Witteman et al. 2015) and web-based platforms facilitate 
development (Hoffman et al. 2014). Relevant design feedback 
from Phase 1B (i.e., including those prioritized by patient 
partners and investigators) will be incorporated into refine-
ments of decision aids, and then each decision aid will be trans-
lated to French, refined through iterative cycles of usability 
testing with patients and investigators (Phase 2) and evaluated 
using a pragmatic pre–post pilot study (Phase 3).

Conclusion
Patient partners were actively engaged in translating knowledge 
about the decision aids and developing a scale-up strategy for 
wider effects and reach. The IDEAS framework provided a 
flexible repetitive approach to design thinking (e.g., ideating 

TABLE 2.  
Themes aligned with the IDEAS and WHO frameworks

IDEAS framework
Integrate Design Assess Share

WHO framework Dissemination and advocacy

Race- and ethnicity-specific content Acceptable literacy, videos/visuals to 
reflect EDI and translation to French 

Detailed analytics Marketing strategy (e.g., social 
media, conferences, meeting 
invitations, online discussions, 
publications, educational 
programs, etc.)

Larger font, less text Hyperlinks/glossary and hard-copy 
versions (i.e., printable patient 
partner decision aids)

Access to decision aids across all 
populations, including those from 
racially and ethnically diverse people 
in Canada

National reach through patient-
partner and non-profit organizations, 
industry, etc.

More visuals, videos and transitions 
(e.g., infographics)

Algorithms based on knowledge 
gaps. Visuals and videos will include 
racially and ethnically diverse 
populations in Canada (e.g., South 
Asians, black Canadians, etc.)

Access to decision aids on all devices 
(e.g., iPads)

Mandatory training modules for 
POR funding

Sample timelines for 
research projects

Bookmarks Sustainable policy

Negotiating payments 
with organizations/
reimbursement strategies

Creating a shareable patient profile/
report/certificate

Clear messaging and direction  
after My Decision

Hyperlinks to connect patient 
partners and investigators

Investigator responsibilities for 
patient-partner training (e.g., 
screening, data extraction)

Usefulness of tool for investigators 
already committed to POR (i.e., 
helpful information, checklists 
and links)
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creative strategies) and dissemination. The WHO framework 
helped us identify strategies to increase decision aid impacts for 
research and policy through a gender, equity and human rights 
lens – for example, use of the decision aids (1) for all research 
designs (i.e., not only for clinical trials), (2) as a repository of 
essential POR and sex/gender information for new and experi-
enced patient partners and investigators and (3) for mandatory 
online training for POR funding applications. Patient engage-
ment in this project and in this research program is a neces-
sity – patients are the heart of  SPOR (CIHR 2015b) and our 
team’s patient partners were actively engaged in Phase 1A and 
continued to collaborate and co-lead Phase 1B. The decision 
aids will contribute to Canada’s strategy for POR to support the 
collaborative efforts of patients and investigators in building a 
sustainable, accessible and equitable healthcare system. 
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