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Executive Summary

Program Overview

The Strateqy for Patient-Oriented Research (SPOR) was launched in 2011 by the Canadian
Institutes of Health Research (CIHR) as a response to a recognized need for greater uptake of
research-based evidence to improve the health of Canadians while improving the cost-
effectiveness of the health care system. Patient-oriented research (POR) is intended to focus on
priorities that are important to patients and produce information that is taken up and used to
improve health care practice, therapies, and policies. The goal of POR is to better ensure the
translation of innovative diagnostic and therapeutic approaches to the point of care to ensure
greater quality, accountability, and access of care. SPOR offers ongoing funding to support POR
in Canada. Through SPOR, CIHR supports POR in Canada together with provincial and territorial
ministries of health and other funding partners. SPOR consists of six core elements -- Support for
People and Patient-Oriented Research and Trials (SUPPORT) Units, SPOR Networks, Clinical
Trials, Patient Engagement, Capacity Development, and Enabling Functions — that work to frame,
facilitate and fund POR.

Evaluation Objective, Scope and Methodology

The objective of the evaluation is to provide CIHR senior management with valid, insightful, and
actionable findings regarding the following:

o Needs addressed by SPOR and the program’s alignment with CIHR and Government of
Canada priorities;

o Effectiveness of the design and delivery of the program in supporting the achievement of
intended outputs and outcomes; and

e Achievement of the program’s expected outputs, and immediate, intermediate and
ultimate outcomes.

The evaluation covers the period from 2016-17 to 2020-21. This is the second evaluation of the
program since it commenced operations in 2011, with the first evaluation completed in 2016.
Building on the first evaluation, this evaluation focused on the achievement of intermediate
outcomes for elements of SPOR where sufficient time has elapsed and on the achievement of
outputs and immediate outcomes for more recently implemented elements. The evaluation was
committed to as part of CIHR’s 2018-19 Evaluation Plan and designed to meet CIHR'’s
requirements to the Treasury Board of Canada Secretariat (TBS) under the Policy on Results and
the Financial Administration Act.
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Key Findings
Relevance

There is a continued need to prioritize and foster patient-oriented evidence-informed health care
in Canada, with substantive evidence of the relevance and benefits of patient engagement on the
research process. POR is key to addressing the need for evidence-informed healthcare in
Canada, with partners, patients and knowledge users highlighting its important contributions.
There is a need to further increase awareness of both POR and SPOR among members of the
health research community, patients, and decision-makers including a shared understanding of
the benefits, challenges, and strategies for effective POR.

SPOR is aligned with the roles and responsibilities of the Government of Canada and CIHR’s
mandate to "excel, according to internationally accepted standards of scientific excellence, in the
creation of new knowledge and for the translation of research into improved health for Canadians,
more effective health services and products and a strengthened Canadian health care system”
(S.C. 2000, c6). SPOR’s objectives are well aligned with priorities in both CIHR’s current and
previous Strategic Plans. CIHR is well positioned to continue to play a leadership role in SPOR,
particularly as a research funder and as a coordinating body or convener.

Design and Delivery

SPOR has largely been implemented as planned, with the implementation of SPOR elements
evolving with a focus on strategic planning, the development and delivery of new programs and
services, and phase Il planning for SPOR SUPPORT Units and Networks. The implementation of
SPOR has encountered challenges including resourcing limitations; inadequate guidance from
CIHR on patient-engagement, including lack of harmonized patient compensation guidelines;
uncertainty regarding the grant renewal process; and, challenging internal CIHR partnership
processes. The SPOR program has responded to several unexpected shifts in the broader
landscape, such as the COVID-19 pandemic, through the core elements demonstrating agility in
adapting to the changing needs of patients, researchers, and the broader community. Monitoring
of SPOR’s implementation continues to be challenged by gaps in financial monitoring of grants
and awards (G&A) expenditures, specifically the absence of unique coding for core elements, and
operational spending, specifically a lack of information regarding direct salary.

As of 2021-22, the SPOR program had fully implemented actions for three out of six of the
recommendations from the first evaluation, completed in 2016, with some actions for three
recommendations partially implemented. Actions that remained partially implemented include:
strengthening approaches to enable coordination, cross-learning and governance; supporting
effective management and administrative functions within and across SUPPORT Units and
Networks; and, revising the existing SPOR performance measurement strategy.

In general, the design features of SPOR support the achievement of intended outcomes; however,
communication within and across the core elements was identified as inadequate, resulting in
duplicative efforts rather than a cohesive approach. SPOR'’s current approach to patient
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engagement does not adequately support recruitment of diverse patient partners, with some
patient partner groups disproportionately underrepresented in SPOR research. Although core
elements demonstrate evidence of engagement with Indigenous community members,
Indigenous communities remain underrepresented in SPOR-funded research.

SPOR's governance structure is not meeting its current objectives and lacks adequate patient
representation. The National Steering Committee (NSC) has not met in recent years and generally
provided advice rather than steering the SPOR program.

While collaboration between CIHR and partners was generally reported to be satisfactory,
challenges remain, including: a lack of harmonized patient compensation standards, the need for
a safe and supportive sharing environment for patient partners, and opportunities for increased
awareness of ongoing SPOR activities.

A comparative review of international POR organizations suggests that using SPOR to inform an
organization-wide patient engagement research funding model, in which patient and public
engagement in all research programs is either encouraged or mandated, could optimize CIHR’s
investments in SPOR.

Challenges exist with the current management of performance measurement data including lack
of clarity regarding performance indicators, inconsistent or missing indicators, double-counting,
introduction of new indicators at the end of the reporting period, burden, and lack of alignment of
Network and SUPPORT Unit work plans with the reporting requirements developed by CIHR.
There is also limited evidence indicating that performance data are being used to inform decision-
making regarding CIHR’s implementation and optimization of SPOR.

Performance

SPOR’s core elements are contributing to the achievement of immediate outcomes, including the
generation of new knowledge, infrastructure, capacity development and engagement of patients
and stakeholders. SPOR is generating and disseminating new knowledge as evidenced by the
number of Knowledge Translation (KT) products® produced by the core elements based on the
most recent annual reports in scope of the evaluation (2019-20) and trends over the evaluation
period. Research platforms and other types of research infrastructure are established by the
SUPPORT Units, SPOR Evidence Alliance (SEA) and Canadian Data Platform (CDP) and have
responded to the needs of stakeholders by addressing identified barriers to data access and
providing necessary evidence to knowledge users to drive decision making. Capacity in POR is
developed as evidenced by the 2,221 training activities reaching 37,429 individuals across the
SUPPORT Units, Networks and SEA. While there is evidence of engagement of patient partners
in all aspects of research, there are opportunities to improve the level of patient engagement in
research to avoid the perception of tokenism.

SPOR met or exceeded the 1:1 matching requirement by leveraging $1.16 in planned partner
dollars for every CIHR dollar. However, it was not possible to determine if actual applicant partner
investments met the matching requirement as applicant partner investments are not captured by
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CIHR’s data systems nor were they systematically compiled from grant reports during the period
covered by this evaluation.

SPOR’s core elements are contributing to the achievement of intermediate outcomes, however,
there are opportunities to strengthen contributions. Research evidence is being applied, as
illustrated by guidelines, clinical practice, managerial decision-making, and policy documents
citing SPOR-funded research. For example, findings from Primary and Integrated Health Care
Innovations (PIHCI) research projects are supporting knowledge users with policy redesign in
areas such as centralized waiting lists for primary care and reimagining health care delivery to
reduce health care costs. SPOR’s infrastructure and support services are aligned with and
responding to the needs of stakeholders. Available evidence suggests that progress has been
made in improving the clinical trials environment in Canada including the development of
infrastructure for clinical trials which is supporting data access and addressing cost, capacity, and
efficiency barriers; funding trialists to develop new methods that are low-cost, to generate relevant
evidence and catalyze new partnerships and projects; and, supporting patient engagement in
clinical trials.

Canadian capacity in POR is being strengthened and maintained, however, there are
opportunities to strengthen the capacity for engaging with representative, equitable, and diverse
patient populations, for example by re-establishing a governance structure with representation
from patients, partners, and funders. Further, patient and stakeholder engagement is contributing
to the achievement of intermediate outcomes, with some evidence of Indigenous Communities
being active partners in both research and implementation of evidence-based improvements.

SPOR’s core elements are contributing to the achievement of a cultural shift towards POR — a
key expected ultimate outcome that should be maintained. At this point in time there is little
evidence to demonstrate that SPOR has contributed to the expected ultimate outcomes to
improve patient health care experiences, health outcomes or health system outcomes.

As expected, the COVID-19 pandemic has had a negative impact overall on recipients’ ability to
conduct research including reduced laboratory access and opportunities for collaboration.

Recommendations

The evaluation makes six recommendations aimed at improving the performance of SPOR to
achieve its expected results.

Recommendation 1:

CIHR should use SPOR to inform an organization-wide approach to patient engagement in
research to continue its leadership role, further investment and sustain progress on the outcome
of a cultural shift toward POR.

Recommendation 2:

CIHR needs to do the following to improve the program design and delivery of SPOR:
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o Increase awareness of the benefits of POR among members of the health research
community, patients, and decision-makers.

¢ Enhance communications among and across SPOR core elements and CIHR institutes to
avoid duplicative efforts, promote cohesion, and enhance partnerships.

¢ Improve overall program monitoring to ensure that research is delivering on intended
objectives, such as the engagement of communities and patients in research and provide
feedback.

e Establish consistent priorities, mandates and readiness across SPOR core elements to
support linkages, alignment and coordination of initiatives.

Recommendation 3:

CIHR should re-establish an external and internal governance structure for SPOR with defined
roles and responsibilities, including better representation from patients, partners, and funders, to
improve CIHR'’s decision-making on SPOR.

Recommendation 4:

CIHR needs to improve patient and community engagement both in SPOR and in research in
the following manner:

e Embed equity, diversity and inclusion considerations into the recruitment of patient
partners to address the underrepresentation of important patient partner groups in
research.

e Harmonize patient compensation standards across SPOR.

¢ Enhance accountability for meaningful patient engagement.

e Ensure consistency in engagement of Indigenous community members across SPOR
core elements.

Recommendation 5:

CIHR should improve the management and reporting of SPOR performance measurement data
to better inform decision-making by establishing a clear set of measures to track progress
expected outcomes related to patient health care experiences, health, and health system.

Recommendation 6:

CIHR needs to further improve the following aspects of its financial monitoring and coding for
SPOR:

e Grants and awards expenditures, especially coding of core elements and tracking of
partner contributions.
e Operating and maintenance expenditures, specifically direct salary costs.
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Overview of SPOR Program

Program Description

The Strateqy for Patient-Oriented Research (SPOR) was launched in 2011 by the Canadian
Institutes of Health Research (CIHR) as a response to a recognized need for greater uptake of
research-based evidence to improve the health of Canadians while improving the cost-
effectiveness of the health care system. Patient-oriented research (POR) is intended to focus on
priorities that are important to patients and produce information that is taken up and used to
improve health care practice, therapies, and policies. The goal of POR is to better ensure the
translation of innovative diagnostic and therapeutic approaches to the point of care to ensure
greater quality, accountability, and access of care. SPOR offers ongoing funding to support POR
in Canada. Through SPOR, CIHR supports POR in Canada together with provincial and territorial
ministries of health and other funding partners.

Concretely, SPOR aims to achieve the following? (see Figure 1: SPOR Logic Model):

o For patients, it means having a say in which health topics are researched,;

o For researchers, it means benefiting from the perspectives and experiences of patients;
and

e Forthe health care system, it means having access to the research evidence that decision-
makers and health care providers need to improve care.

SPOR adheres to the following principles:

Patients are involved in all aspects of research;

Decision-makers and clinicians are involved throughout the entire research process to
ensure integration into policy and practice;

CIHR funding for SPOR initiatives is matched 1:1 with non-federal funding partners;

Effective POR requires a multi-disciplinary approach; and

Performance measurement and evaluations are integral components.

SPOR consists of six core elements -- Support for People and Patient-Oriented Research and
Trials (SUPPORT) Units, SPOR Networks, Clinical Trials, Patient Engagement, Capacity
Development, and Enabling Functions — that work to frame, facilitate and fund POR. The first two
years following the launch of the Strategy were focused on implementation design, including
establishing a National Steering Committee (NSC), determining priorities, and creating funding
opportunities for some of the core elements. The implementation of the different SPOR core
elements began in 2013-14 when funding was initiated for four of the SUPPORT Units, two of the
Networks, and the Canadian Clinical Trials Coordinating Centre (CCTCC). In the following years,
more components of the core elements were implemented including: the Innovative Clinical Trials
(iCT) Initiative, five additional SUPPORT Units, five more networks in Chronic Diseases, Patients
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Engagement Collaborations Grants, two enabling functions (i.e., the SEA and the CDP) and two
capacity building components (i.e., the Patient-Oriented Research Awards and the National

Training Entity). Additional details on SPOR’s core elements are provided in Appendix C: Detailed
Descriptions of Core Elements.
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About the Evaluation

Purpose and Scope

The purpose of this evaluation is to provide CIHR senior management with valid, insightful, and
actionable findings regarding the following:

o Needs addressed by SPOR and the program’s alignment with CIHR and Government of
Canada priorities;

o Effectiveness of the design and delivery of the program in supporting the achievement of
intended outputs and outcomes; and

e Achievement of the program’s expected outputs, and immediate, intermediate and
ultimate outcomes.

By addressing these issues, the evaluation will help inform CIHR senior management decision-
making and planning regarding the SPOR program, and meet the evaluation requirements
outlined in the Policy on Results and subsection 42.1 of the Financial Administration Act.

The evaluation of the SPOR program was conducted by the CIHR Evaluation Unit and covers the
period from 2016-17 to 2020-21 (with the extent of coverage of various elements dependent on
when the elements were initiated; see Figure 2: SPOR Evolution by Core Elements). The extent
to which the program has achieved its expected intermediate outcomes was measured by
examining SPOR elements where sufficient time has elapsed. The extent to which outputs and
immediate outcomes have been achieved was measured through more recently implemented
elements. The evaluation design used a comprehensive approach with numerous lines of
evidence to maximize depth of coverage of evaluation questions and rigour, and to triangulate
data.

Evaluation Context

Previous Evaluation

This is the second evaluation of the SPOR and builds upon the first SPOR evaluation completed
in 2016 which covered the period from inception in 2010-11 to 2015-16.

The findings from the first evaluation supported the continued need for the SPOR program, and
its alignment with roles and responsibilities of the federal government and mandates of CIHR.
The first evaluation made the following recommendations, agreed to by CIHR senior management
in a management response to the evaluation:

. CIHR should increase efforts to strengthen SPOR’s role in a common agenda for
change to POR.
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. CHIR should provide strategic guidance regarding how SPOR elements are to work
together toward achieving SPOR’s intermediate and long-term outcomes.

° CIHR should communicate plans for moving beyond the initial five-year funding period
to manage sustainability expectations for CIHR investments in SPOR.
° CIHR should strengthen approaches to enable cross-learning, sharing of best

practices, and collaboration; this should occur within and across SPOR elements and
between CIHR and Canadian and International organizations.

° CIHR should continue to support effective management and administrative functions
within funded SPOR SUPPORT Units and Networks and across these elements.
o CIHR should revise the existing SPOR performance measurement strategy to balance

administrative/operational outputs with outcomes/impacts.

The current evaluation builds on the first evaluation to understand the effects of the actions taken
in response to these recommendations, assess the achievement of immediate outcomes and,
given that the program has been implemented for a decade, examine progress towards the
achievement of intermediate and ultimate outcomes.

Evaluation Methodology
Evaluation Questions
The evaluation addresses the following specific questions.

Relevance
1. To what extent is there a continued need to prioritize and foster patient-oriented evidence-
informed health care in Canada?

a. To what extent is POR relevant to addressing this need?

2. To what extent has the role of the federal and provincial/territorial governments in SPOR been
aligned with their respective roles and responsibilities in health care?

a. To what extent is SPOR aligned with CIHR’s mandate?

Design and Delivery
3. To what extent has SPOR been implemented as planned?

a. How has SPOR been responsive to shifts in the broader landscape or needs identified
by SPOR partners?

b. How have recommendations from the 2016 formative evaluation of SPOR been
addressed (e.g., sustainability, collaboration between core elements, performance
measurement)?

4. How do the design features of SPOR (six core elements, principles) support the achievement
of SPOR’s intended objectives?

a. How and to what extent are interconnections among the core elements fostered?

15



5. How effectively has the governance structure for SPOR (i.e., SPOR NSC, SPOR WG) guided
the implementation of the strategy?

a.

b.

To what extent has collaboration between CIHR and partners/stakeholders been
satisfactory and effective?

To what extent have communications around SPOR been satisfactory and effective?

6. What alternative models or approaches could optimize CIHR’s investment in SPOR?

Performance
7. How and to what extent are the six core elements of SPOR contributing to the achievement
of immediate outcomes?

a.
b.

New knowledge in POR is generated and disseminated.

Research networks, platforms and other types of research infrastructure are
established.

Capacity in POR is developed.

Patients and other stakeholders are engaged in the generation of research knowledge
and implementation of evidence-based improvements.

8. To what extent are the six core elements of SPOR contributing to the achievement of intended
intermediate outcomes?

a.
b.
c.
d.

e.

Research evidence is applied.

Infrastructure and support services respond to stakeholder needs.
Clinical trials environment in Canada is improved.

Canadian capacity in POR is strengthened and maintained.

Patients and other stakeholders are active partners in both research and
implementation of evidence-based improvements.

9. To what extent are the six core elements of SPOR contributing to achieving intended ultimate
outcomes?

a. Patient health care experiences and health outcomes are improved.

b. Cultural shift toward POR is achieved.

c. Improved health system outcomes through evidence-based practices.

10. To what extent has the COVID-19 pandemic impacted the delivery and performance of
SPOR?

a. Negative and positive consequences at the individual, research activity and strategy

levels (e.g., lessons learned from pivoting to new ways of operating and trying to
develop new solutions for primary health care and health research);

Future anticipated changes to SPOR and SPOR-related research activity (e.g.,
innovations in virtual care will look post-pandemic era); and
16



c. The effect that COVID-19 had on scientific productivity by gender, age, and other
factors.

Evaluation Approach

The evaluation employed both quantitative and qualitative data collection methods and analyses.
Consistent with best practices in program evaluation® as well as the Policy on Results, multiple
lines of evidence were used to triangulate evaluation findings. This included a document review;
administrative data review; an environmental scan; a bibliometric analysis; and surveys of
recipients (n = 89), applicants (n = 49), and stakeholders of the program (n = 155), including co-
applicants (n = 50), patient partners (n = 39)%, trainees (n = 39), other partners (n = 16)°,
knowledge users (n = 11). There were also key informant interviews (n = 38) conducted with
SPOR program management (n = 13), patient partners (n = 9), other partners (n = 9), knowledge
users (n = 4), POR experts (n = 3); case studies (n = 5); and a Knowledge Readiness Levels
analysis.

Gender-based Analysis Plus (GBA+) and equity, diversity and inclusion (EDI) considerations were
built into the evaluation framework via specific evaluation questions and indicators.

Note that the reported denominator will change as it reflects the number of individuals who were
posed the question. Given the large number of lines of evidence with varying sample sizes, the
following qualifiers have been used to indicate the frequency of responses for some lines of
evidence conducted, for consistency (i.e., surveys and key informant interviews). It is important
to note that these qualifiers have been used in order to summarize statements about qualitative
data; they should not necessarily serve as a measure of the importance of the respective finding.

None A few | Some Many Most Almost all = All
(0 or no) (<20%) (20-39%) (40-59%) (60-79%) (80-99%) (100%)

Additional details about the methodology are provided in Appendix D: Methodology — Additional
Details.

Limitations of this Evaluation

The evaluation leveraged a variety of data sources. The value of this evidence-based strategy
lies in the efficiency of utilizing currently available data and synthesizing it through a single
evaluative lens. However, as with all evaluations, this evaluation encountered some limitations
(discussed in more detail in Appendix D: Evaluation Limitations and Mitigation Strategies). The
main limitations associated with this evaluation are:

e Limited ability in attributing changes at the intermediate and ultimate outcome level to
SPOR due to the complexity of the SPOR initiative and the health research funding
landscape;

e Staggered timelines of implementation of the SPOR elements;

o Availability of data (i.e., limited ability to develop complete listings of researchers, trainees,
patients, partners, and other stakeholders of SPOR);
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e Analyzing performance and other secondary data sources (e.g., self-report data, possible
double-counting, possible incompleteness); and
e Limited counterfactual (i.e., given there is no similar Canadian program, the only

population for a counterfactual approach was researchers who applied, but did not
receive, SPOR funding).
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Evaluation Findings

Relevance

Key Findings:

e There is a continued need to prioritize and foster patient-oriented evidence-informed
health care in Canada, with substantive evidence of the relevance and benefits of
patient engagement on the research process.

e POR is key to addressing the need for evidence-informed healthcare in Canada, with
partners, patients and knowledge users highlighting its important contributions.

o Further awareness of both patient-oriented research and SPOR is needed,
including a shared understanding of the benefits, challenges, and strategies
for effective patient-oriented research among members of the health research
community, patients, and decision-makers.

e SPOR is aligned with the roles and responsibilities of the Government of Canada and
CIHR’s mandate to "excel, according to internationally accepted standards of
scientific excellence, in the creation of new knowledge and for the translation of
research into improved health for Canadians, more effective health services and
products and a strengthened Canadian health care system.”

o SPOR’s objectives are well aligned with all five of CIHR’s Strategic Plan priorities to
advance research excellence in all its diversity, strengthen Canadian health research
capacity, accelerate the self-determination of Indigenous Peoples in health research,
pursue health equity through research and to integrate evidence in health decisions.

e CIHR is well positioned to continue to play a leadership role in SPOR, particularly as
a research funder and as a coordinating body or convener.

There is a continued need to prioritize and foster patient-oriented evidence-
informed health care in Canada.

It is evident that there is a continued need to prioritize and foster patient-oriented evidence-
informed health care in Canada, with substantive evidence of the benefits of patient engagement
on the research process. The need for POR is supported by considerable literature on patient
partnership and community engagement in the production of evidence, the identified benefits
engagement or patient involvement brings to the research process, and the work on principles
and best practices that has been done to address the challenges in conducting POR. Evidence-
based medicine has identified patient partnership in the production of evidence as one of the key
ways of developing more trustworthy evidence and it has been described as a moral imperative
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that is associated with a number of benefits and challenges (Gill & Cartwright, 2021). A review of
recent literature revealed key benefits of POR on the research process, including more relevant
research topics and priorities, more relevant research outcomes, and uptake of evidence by
health policy decision-makers. Benefits that were specific to patients included empowerment,
prioritization of research relevant to the community, enhanced knowledge and skills, increased
transparency and accountability, and more useful evidence for the purpose of knowledge
translation (KT) (Vat et al., 2020).

POR is key to addressing the need for evidence-informed healthcare in
Canada.

Survey findings and key informant interviews indicate that POR, through SPOR, is key to
addressing the need for evidence-informed healthcare in Canada, with partners, patients and
knowledge users highlighting its important contributions. On a 5-point scale from Not at All to a
Very Great Extent, SPOR researchers and stakeholders surveyed felt that SPOR is addressing
the need for POR in Canada to a moderate-to-great extent (Recipients: M = 3.8 out of 5, SD =
1.1, n = 84; Stakeholders: M = 4.1 out of 5, SD = 1.1, n = 165). Almost two-thirds of SPOR
researchers indicated that their research project would not have proceeded had they not received
SPOR funding (Recipients: 62%, n = 54), and indeed, almost two-thirds of unsuccessful
applicants indicated that their POR project either did not proceed or had to be modified as a result
of not receiving SPOR funding (66%, n = 31), emphasizing both the need for and importance of
SPOR funding in supporting POR in Canada. Almost all key informants (25/30) indicated the
continued need for POR in supporting evidence-informed health care, with partners, patients and
knowledge users highlighting its important contributions, including capacity building, partnership
and collaborations, engagement in decision-making and improvements to healthcare. Some key
informants (9/26) reported that SPOR does not duplicate, but rather complements other patient
engagement research activities across Canada.

Further awareness of both patient-oriented research and SPOR is F======== ————
needed, including a shared understanding of the benefits, challenges, 1 [The] patient
and strategies for effective patient-oriented research among |  Populationis stil
members of the health research community, patients, and decision- 1 COMPpletely unaware
makers. Documents reviewed, key informants and SPOR j (hat these [SPOR]
researchers surveyed cited challenges or needs not generally being | opportunities exist.”
met by existing POR supports. A review of recent literature on the 1 - Knowledge User
relevance of POR identified a number of potential challenges

associated with POR, including challenges in the selection of patient partners; tokenism; logistical
and practical barriers; patient exclusion from research stage; insufficient knowledge;
absence/impact of patient compensation; traditional research culture; and challenges in
participant recruitment (Martineau et al., 2020). Lack of awareness of SPOR was mentioned by
some key informants (8/29) and two survey respondents, including comments that the SPOR
program needs to continue to be communicated to patients, researchers, and decision-makers,
with a few proposing that POR be integrated across all CIHR’s granting activities.
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SPOR is aligned with the roles and responsibilities of the federal government
as well as CIHR strategic priorities.

There is evidence of an identified role for the federal government in supporting evidence-informed
health care, with government mandate released during the evaluation reporting period
emphasizing the importance of responding rapidly to ongoing changes in the healthcare system.
The 2017 Mandate Letter from the Minister of Health communicated a need to keep up with
advances in health technology that are rapidly changing health care across Canada and need for
the federal government to continuously be a part of improving outcomes and quality of care for
Canadians (Government of Canada, 2017). More recently, the 2021 Speech from the Throne
outlined the need to strengthen the healthcare system for all Canadians, particularly seniors,
veterans, persons with disabilities, vulnerable members of our communities, and those who have
faced discrimination (Government of Canada, 2021b).

In terms of its alignment with CIHR, SPOR’s objectives are very well aligned with the CIHR Act,
CIHR’s mandate, and CIHR’s Strategic Plan priorities. SPOR’s objective to improve care by
integrating research evidence into the health care system is aligned with the CIHR Act (S.C. 2000,
c6) as it acknowledges the importance of supporting initiatives that will lead to the improved health
of Canadians. This objective is also aligned with CIHR’s mandate for translation of research into
improved health for Canadians, more effective health services and products and a strengthened
Canadian health care system.

SPOR aligns with CIHR’s Strategic Plan 2014-15 to 2018-19, Health Research Roadmap II:
Capturing Innovation to Produce Better Health and Health Care for Canadians, as well as CIHR'’s
Strategic Plan 2021-2031, a Vision for a Healthier Future. SPOR’s principle to involve patients in
all aspects of research aligns with Strategic Direction 2 of CIHR’s Strategic Plan for 2014-15 to
2018-19, to mobilize health research for transformation and impact through its intent to build,
shape and mobilize research capacity to address critical health issues that are important to
patients and Canadians (CIHR, 2015). Additionally, SPOR is specifically mentioned as a means
of incorporating POR into policy and practice within Research Priority A: enhancing patient
experiences and outcomes through evidence-informed health innovations. Further, the objectives
of SPOR are closely aligned with all five priorities of CIHR’s new Strategic Plan (CIHR, 2021).
Specifically, Priority E to integrate evidence in health decisions cites the creation of SPOR as
helping to shape the field of knowledge mobilization in Canada and moving evidence into
Canadian health systems.

CIHR is well-positioned to play a leadership role in SPOR.

Almost all key informants (30/35) expressed that CIHR is well-positioned to play a leadership role
in SPOR. In addition to being the major health research funder in Canada, areas where CIHR is
best positioned to extend its leadership role include that of a national convener that brings
stakeholders together to ensure that patient engagement is integrated across the research cycle.
In addition, key informants described CIHR as a catalyst for patient engagement in research that
includes such things as supporting KT, developing methodologies and protocols and best
practices, creating patient engagement tools for researchers, an honest broker for the provincial
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and territorial jurisdictions, building capacity in POR, and setting the standards for guidelines and
policies for such matters as patient compensation.
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Design and Delivery

Key Findings:

¢ SPOR has largely been implemented as planned, with the implementation of SPOR
elements evolving with a focus on strategic planning, the development and delivery
of new programs and services, and phase Il planning for SPOR SUPPORT Units and
Networks.

e The implementation of SPOR has encountered challenges including resourcing
limitations within the SPOR team; inadequate guidance from CIHR on patient-
engagement, including lack of harmonized patient compensation guidelines;
uncertainty regarding the grant renewal process; and challenging internal CIHR
partnership processes.

e Assessing implementation continues to be challenged by gaps in financial monitoring
of G&A expenditures and operational spending due to the absence of unique coding
for core elements as well as limited ability to robustly determine the humber of Full-
time Equivalent (FTE) CIHR employees contributing to SPOR activities.

e The SPOR program has responded to several unexpected shifts in the broader
landscape, such as the COVID-19 pandemic, through the core elements
demonstrating agility in adapting to the changing needs of patients, researchers, and
the broader community.

e In general, the design features of SPOR support the achievement of intended
outcomes; however, communication within and across the core elements was
identified as inadequate, resulting in duplicative efforts rather than a cohesive
approach.

e While collaboration between CIHR and partners was generally reported to be
satisfactory, challenges remain, including: a lack of harmonized patient
compensation standards, the need for a safe and supportive sharing environment for
patient partners, and opportunities for increased awareness of ongoing SPOR
activities.

o SPOR’s current approach to patient engagement does not adequately support
recruitment of diverse patient partners, with some patient partner groups
disproportionately underrepresented in SPOR research.

o Although core elements demonstrate evidence of engagement with
Indigenous community members, Indigenous communities remain
underrepresented in SPOR research.



e SPOR’s governance structure is not meeting its current objectives and lacks
adequate patient representation. The NSC has not met in recent years and generally
provided advice rather than steering the SPOR program.

e A comparative review of international POR organizations suggests that using SPOR
to inform an organization-wide patient engagement research funding model, in which
patient and public engagement in all research programs is either encouraged or
mandated, could optimize CIHR’s investments in SPOR.

e As of 2021-22, the SPOR program had fully implemented actions for three out of six
of the recommendations from the first evaluation, completed in 2016, with some
actions for three recommendations partially implemented. During the period under
review, the following actions remained partially implemented:

o Strengthen approaches to enable coordination, cross-learning and
governance;

o Support effective management and administrative functions within and across
SUPPORT Units and Networks; and,

o Revise the existing SPOR performance measurement strategy.

o Challenges exist with the current management of performance measurement data
including lack of clarity regarding performance indicators, inconsistent or missing
indicators, double-counting, introduction of new indicators at the end of the reporting
period, burden, and lack of alignment of Network and SUPPORT Unit work plans with
the reporting requirements developed by CIHR.

e There is also limited evidence indicating that performance data are being used to
inform decision-making regarding CIHR’s implementation and optimization of SPOR.

SPOR has largely been implemented as planned.

A review of documentation and key informant interviews revealed that SPOR has been largely
implemented as planned, with the implementation of SPOR elements evolving with a focus on
strategic planning, the development and delivery of new programs and services, and phase Il
planning for SPOR SUPPORT Units and Networks. Administrative data indicates that SPOR
evolved from initial planning stages and the solidifying of partnerships in 2011 to the funding of
SPOR core elements starting in 2013-14. The first two years following the launch of the Strategy
were focused on implementation design, including establishing a National Steering Committee
(NSC), determining priorities, and creating funding opportunities for the first core elements. The
implementation of the different SPOR core elements began in 2013-14, when funding was
initiated for four of the SUPPORT Units (Alberta, Manitoba, Maritimes, and Ontario), two of the
Networks (Adolescent Connections to Community-driven Early Strengths-based Stigma-free
Services [ACCESS] Open Minds and the Primary and Integrated Health Care Innovations [PIHCI]
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Network), and the Canadian Clinical Trials Coordinating Centre (CCTCC). In the following years,
more components of the core elements were implemented including: the innovative Clinical Trials
(iCT) Initiative, five additional SUPPORT Units, five more Networks (Chronic Disease), Patient
Engagement Collaborations Grants, two enabling functions (the SPOR Evidence Alliance [SEA]
and the Canadian Data Platform [CDP]) and two capacity building components (the Patient
Oriented Research Awards and the National Training Entity [NTE]). Further, phase Il funding has
begun for some Networks and SUPPORT Units, such as the Alberta SUPPORT Unit and the
CDNs. Figure 2: SPOR Evolution by Core Elements depicts the implementation of components
of the SPOR core elements at different points in time.

SPOR expenditures increased as new elements were added over time, starting at $14.4M in
2013-14 with a peak at $67.6M in 2017-18, and remaining stable at approximately $60M per year
for the period 2018-2021. Following significant underspending on G&A in the period of the first
evaluation while implementing the strategy, CIHR has consistently spent 89% or more of its
allocation from Treasury Board (TB) within the fiscal year, including overspending in years 2016-
17 and 2017-18, resulting in $6M (10%) in additional G&A spending beyond what was allocated
to CIHR by TB. SUPPORT Units have received the highest levels of investment, totaling $228M,
followed by Networks $88M, Clinical Trials $40M, Enabling Functions $13M, Capacity
Development $10M and Patient Engagement $2.8M (FEigure 3: Annual Allocations from TB and
Annual SPOR G&A Expenditures by Core Element). The total cumulative expenditures for the
SPOR program for the period of 2010-2021 was $390,981,571.

The first evaluation of SPOR reported a consistent decrease in Foundational Investments® as
SPOR focused its efforts on the core elements. Whether this trend continued could not be
assessed since the Foundational Investments made using funding outside the SPOR Ring-
Fenced funding were not included in financial reporting on the SPOR program past the period of
the first SPOR evaluation (Table 1: CIHR Annual G&A Expenditures on SPOR by Core Element
and Unspent Funds, 2010-11 to 2020-21). The evaluation team was unable to find documentation
to confirm the nature of the investments (programs and grants), and if those investments ended
in fiscal year 2015-16 or continued thereafter.

Several challenges to implementation were identified within program documentation and key
informant interviews. Inhibiting factors identified in program documentation and supported by key
informant interviews included uncertainty of funding (2/14) and staffing challenges (i.e., under-
resourcing leading to stress completing annual operations such as annual reporting, daily
operations, and grant renewals at the core element level, and inability to provide timely feedback
on annual reports at the program management level (2/14). The most frequently reported
inhibiting factor from the document review was the COVID-19 pandemic, as well as patient partner
turnover, a health system transformation, delays with data access, and the implementation of a
new strategic plan for the data platform and services component requiring a greater demand of
resources. CIHR staff, SPOR entity leads, and knowledge users interviewed also identified CIHR
not providing enough guidance on patient engagement policies or standards (4/14) or holding
grant recipients to a patient engagement standard (2/14), and that the internal CIHR partnership
processes among SPOR entities could be improved (4/14).
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The review of administrative data indicate that, while the SPOR program overspent its planned
operating expenditures considerably in early years of the program, annual operational spending
has remained within 92% and 108% of the allocations from TB since 2016-17 (Table 2: CIHR
Planned (based on TB submissions) and Actual Operating Costs on SPOR, 2010-11 to 2020-
2021).

The administrative costs for SPOR are derived from a combination of actual expenditures and
estimates of direct salary costs. In the case of FTEs and salary costs, the reported total FTE
estimate was consistently lower (ranging from 20.05 to 23.1) than the 27.75 planned FTEs for
SPOR for the period under review (2016-17 to 2020-21). However, the lower number of reported
FTEs did not result in reduced operational spending due to the salary costs of the number of
senior professional positions reported. CIHR does not have a robust method to track staff time
associated with SPOR activities across the entire organization. Therefore, for the purpose of this
evaluation, Financial Planning and Advisory Services asked the SPOR staff to review the list of
positions used to derive the planned 27.75 FTEs in the first evaluation and provide an estimated
FTE for those positions for each year from 2016-17 to 2020-21. It should be noted that due to
time constraints these estimates were not validated by the implicated CIHR business units, and
the mid-range salary for each position was used to estimate direct salary costs.

The estimated total cost of administering the SPOR Program as a percentage of Total Program
Expenditures varied between 6.2% and 7.5% over the period of the evaluation. This is high
relative to CIHR overall, which has an average of 5.4%, but is lower than SPOR’s planned
administrative costs percentage of 7.7%. It is important to note that the validity of this estimate is
affected by the method used to estimate FTEs contributing to SPOR.

SPOR has been responsive to shifts in the broader landscape.

According to documents reviewed and key informant interviews, the SPOR program has been
responsive to several unexpected shifts in the broader landscape, such as the COVID-19
pandemic, through the core elements demonstrating agility in adapting to the changing needs of
patients, researchers, and the broader community. Many core elements stated in program
documentation that the pandemic resulted in temporary closures to a few of their partner
institutions (e.g., Memorial University), unplanned and unforeseen staffing departures and leaves
of absence, as well as some projects and events being placed on hold (e.g., the Canadian
Association for Health Services and Policy Research conference). Many SPOR core elements,
including SUPPORT Units, Networks and the CDP reported shifting priorities to address the
urgent needs of health policy and practice due to COVID-19, while simultaneously maintaining
important non-COVID-19 research. Since the start of the pandemic, documentation from core
elements revealed how agile they were in meeting unexpected requests for support from within
each province while maintaining regular functions.

Funding uncertainty was another frequently cited reason for changes to the SPOR program
among documentation reviewed. Sustainability and succession planning have been challenging
for some of the SPOR SUPPORT Units and Networks given funding uncertainty for health
research and POR from both federal and provincial sources. Due to the grant funding coming
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towards the end of its first cycle, one SUPPORT Unit reported losing several staff to local
industries where they could be offered more job security, which led to the loss of some institutional
memory. The core elements through program documentation indicated that they have been quick
in replacing some of these staff and ensuring that there is cross training of staff to cover
vacancies. With the second bridge period from CIHR in place, some of the SUPPORT Units felt
they were better able to advocate for continued support for several of its partnered POR supports.

With the publication of the new SPOR Il guidelines and associated funding envelopes it became
clear that some SUPPORT Units would need to become a leaner team, this resulted in several
individuals being given their notice. Staff changes always cause some degree of upset to workflow
however the Units reported that remaining team members have continued to work efficiently, and
priorities have been adjusted to ensure that all the required work is being completed in a timely
manner. Additionally, retention of patient partners has required some flexibility on the part of the
core elements. A number of patient partners were elderly and considering leaving their home
province to be with family. For example, to adapt to the potential loss of patient partners, the
Patient Advisory Council in Newfoundland was tasked with developing a patient partner
recruitment and retention policy.

Some key informants (10/29) indicated that SPOR had sufficient flexibility to respond to changing
environment or landscape and identified needs. One partner expressed how SPOR has taken
projects from an idea to a competitive stage and one patient partner expressed that CIHR did a
good job educating patients on what to expect from participating in research. Some key informants
(13/35) also reported that SPOR adapted in response to patient partner needs. For example,
elements of projects were modified or adapted according to the input and needs of patients and
SPOR continued to adapt by responding to identified gaps, such as the need for capacity building
and through the process of co-creation with patients.

Design features support the achievement of intended outcomes.

Overall, program documentation revealed that SPOR’s core elements are supporting the
achievement of the program’s intended outcomes. Long-standing entities, including the
SUPPORT Units, Networks, and iCT support the achievement of both SPOR’s immediate and
intermediate outcomes. SUPPORT Units provide decision-makers and health care providers with
the means to connect research with patient needs so that evidence-based solutions can be
applied to health care and then shared throughout the country. They also generate new
knowledge in POR, exist as established infrastructure across Canada, develop the capacity for
POR in Canada, and engage stakeholders in the generation of research and implementation of
evidence-based improvements. Similarly, Networks support the achievement of intermediate
outcomes, including playing a key role in capacity development aimed at fostering the next
generation of patient-oriented researchers. They also contribute to SPOR’s intermediate
outcomes by focusing on specific health challenges identified as priorities in multiple provinces
and territories and generating evidence and innovations designed to improve patient health and
health care systems. This supports research evidence being applied and responding to
stakeholder needs. The iCT contributes to immediate outcomes, including supporting trialists to
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develop new POR methods that are low-cost, expected to generate relevant evidence, and that
catalyze new partnerships and projects going forward. It also supports progress towards SPOR’s
intermediate outcome to improve the clinical trials environment in Canada.

The SPOR Capacity Development and Patient Engagement entities, which have been funded
more recently in 2019-20, best support achievement of more immediate outcomes given that
limited time has passed since their implementation. The Capacity Development entity is intended
to address gaps and areas of opportunity identified in POR capacity development in Canada,
which facilitates the achievement of strengthening and maintaining the Canadian capacity in POR.
The Patient Engagement entity plays a key role in ensuring patient engagement is achieved
throughout all levels of SPOR. Together, SPOR’s core elements are achieving SPOR’s intended
outcomes.

“l do see a lot of duplication
across the SPOR
environment, and | think
there's a big opportunity to
consolidate and collaborate
and make better use of our

Many key informants (11/20) identified areas of improvement in :
SPOR design, including avoiding duplication and increasing :
communication. Instances of duplication exist primarily within |
the SPOR environment itself and include such areas as training, :
patient engagement frameworks, and evidence synthesis. 1
Further, views among many key informants (11/20) on the :
connections or collaborations among core elements were mixed. : resources.”
Positive experiences (5/11) included connectedness among the | - SPOR Entity Lead
Chronic Disease Networks and SUPPORT Units reaching out to (SRl 1
iCT grant recipients. In contrast, negative experiences (6/11) included problems in communication
and cohesion, recognition of too much siloed activity within and across SPOR elements, and that
connections or collaborations among elements can be hit and miss.

Collaborations between CIHR and SPOR partners face some challenges.

While collaboration between CIHR and partners was generally reported to be satisfactory,
challenges remain. The SPOR Summit, last held in the fall of 2018, was identified in program
documentation as a key initiative that fostered collaborations between CIHR and SPOR
stakeholders with the aim of exploring and sharing their experiences and knowledge promoting
POR, highlighting early successes and lessons learned, and learning from experts on subjects
such as patient engagement, SPOR capacity development, governance, and KT. Participants had
the opportunity to participate in panel discussions, plenary and poster sessions, and network with
others involved in POR. Though it aims to meet once every 18 months, the SPOR Summit has
not met since 2018.

Many key informants (18/35) expressed satisfaction with the extent of collaboration with partners
identifying the opportunities provided for connection between SUPPORT units and the platforms.
Conversely, a few key informants (2/35) expressed some communication and partnership
challenges, such as not having their work recognized or endorsed, or not understanding how best
to work together.
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“l think we expected more
guidance from CIHR on how
to [compensate patient
partners], as an overarching
policy, instead of leaving all
of us to our own devices to

From a patient partner perspective, many key informants |
(9/18) expressed satisfaction with SPOR patient
engagement. At the same time, key informants offered
several areas for improvement to collaboration, much of it
centered on improvements to patient engagement. While
considerations when paying patient partners in research are
included within SPOR's Patient Engagement Framework, ] ) ”
many key informants (9/18) repeatedly indicated a lack of figure it out for qurselves...

harmonization or policy regarding patient compensation. L_____S_PC_)E_ETEV_LEa_d____
These findings were consistent with evidence from the case studies that found that compensation
practices appeared to vary across SPOR entities and projects based on difference guidelines and
policies developed within the respective jurisdictions. In addition, a few patient partners (2/18)
expressed the need for safe, supportive, and respectful environments to improve collaboration
with recognition that researchers on occasion can be intimidating and unappreciative of patient
involvement. A few key informants (3/18) also provided input on the need for CIHR improvements
to coordination of operations in terms of consistency across the various elements of SPOR and
CIHR.

Patient engagement does not adequately support recruitment of diverse
patient partners.

SPOR’s current approach to patient engagement does not adequately support recruitment of
diverse patient partners, with some patient partner groups disproportionately underrepresented
in SPOR research. Though there is evidence of incorporation of EDI and GBA+ considerations
into the design of SPOR within program documentation, surveys and key informant interviews
found a lack of diverse patient partner representation. Program documents revealed evidence of
incorporation of EDI and GBA+ in the design of SPOR, research projects led by or involving
Indigenous researchers and partners, integration of Indigenous methodologies into SPOR
research, as well as research aimed at reducing gender disparities, and the involvement of Sex
and Gender-based Analysis Plus (SGBA+) champions in core elements.

The Saskatchewan SUPPORT Unit reported engaging with Indigenous patients and family
advocates throughout every phase of projects aimed at exploring health challenges faced by
Indigenous patients. For example, the unit funded a project aimed at better understanding and
advocating for Miyo-Macihowin (good health and well-being) among Indigenous Peoples living
with Inflammatory Bowel Disease. The Ontario SUPPORT Unit also reported engaging in several
projects on Indigenous health, either led by or involving Indigenous partners. For example, two
studies were conducted, one on the quality of end-of-life cancer care for First Nations people in
Ontario and another on the health determinants and outcomes of Inuit living in Ottawa, Canada.

There were also examples of GBA+ incorporation in the design of SPOR core elements.
Approximately half (five out of nine) of SPOR SUPPORT Units reported SGBA+ champions in the
2019-20 reporting year. The remaining SUPPORT Units intended to recruit a SGBA+ champion
or partner to meet SGBA+ needs. Other SPOR core elements (i.e., Networks and Enabling
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Platforms) also have SGBA+ champions. For example, Can-SOLVE CKD, IMAGINE, CHILD-
BRIGHT and DAC have established SGBA+ champions and the CPN has commenced
addressing sex and gender in research with a SGBA+ champion who is a member of the Patient-
Oriented Research Committee. These champions participate on working groups and work to
integrate sex and gender considerations into research project design, analysis, and
dissemination.

This was supported by SPOR stakeholders surveyed, in that they felt that the SPOR research
project(s) they were involved in embedded EDI into all aspects of research to a moderate to great
extent (M = 3.4, SD = 1.2, n = 154). Further, they generally did not report experiencing any EDI-
related barriers (e.g., being a visible minority, gender, being an Indigenous person, or being a
person with one or more disabilities) to participating in SPOR (Ms = 1.1-1.7, SDs = 0.6-1.0, ns =
6-175).

“Outside of Caucasian people, | don't
see minorities, especially Indigenous
people, plus people with one or
multiple disabilities, being part of

However, survey findings suggest a lack of diverse = ':
I
I
I
I
I
research projects in any way ... :
I
I
I
I
I
I
I
I
1

representation among patient partners participating in
SPOR, and barriers to Indigenous partners
participating in SPOR. Patient partner diversity,
specifically the engagement of underrepresented
patient partners, was the most frequently cited gap (n
= 13) in SPOR identified by SPOR researchers (see
Figure 4. Needs Not Addressed by SPOR Reported
by Researchers). This was supported by the
demographics of the patient partner sample obtained
for the survey: patient partners who responded to the
survey were Caucasian (87%, n = 34), women (62%,
n = 24), and between the ages of 42 and 80 years old (M = 66.0, SD = 9.7, n = 36). Similar to the
findings of this evaluation, Abelson and colleagues (2022) found that patient partners working
across health system settings in Canada predominantly identified as female (77%), white (84%)
and university educated (70%). The two patient partners surveyed who self-identified as
Indigenous (100%, n = 2) reported experiencing barriers to participating in SPOR related to being
Indigenous to a moderate extent.

question the extent to which research
projects have the diversity reflecting
patients & families that use their
healthcare services.”

[ —————————————

Survey findings were supported by many key informants (15/32) who expressed concerns about
the lack of diversity and inclusion, particularly the lack of engagement of racialized, Indigenous,
disabled or other marginalized patient partners and that the majority of patient partners were
older, retired, white women. Many key informants (15/32) also identified a number of GBA+
implementation challenges, mainly, the lack of diversity among patient partners (7/32) and that
SPOR could do more to communicate GBA+ implementation guidance (7/32). For example, one
patient partner described themselves as the only working age, male, disabled, and person of
colour engaged in SPOR research and stated the SPOR is relying too much on the people who
just happen to show up. Another patient partner noted that they were generally the only
Indigenous partner engaged in the research. Some key informants (7/32) expressed that there
was an opportunity to do more to improve the diversity and inclusion of patient partners by
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acknowledging that there is a problem and developing and communicating GBA+ implementation
guidance.

SPOR's governance structure is not meeting its current objectives and lacks
adequate patient partner representation.

SPOR's governance structure is not meeting its current objectives and lacks adequate patient
representation. The NSC has not met since 2018 and a few key informants believed it generally
provided advice rather than steering the SPOR program (3/22). Despite almost all key informants
(19/22) attributing the NSC to providing advice to CIHR, having adequate representation, and the
meetings being useful, the governance challenges identified overshadowed any of the past
successes of the NSC.

Many key informants (13/22) described the SPOR P —————
governance not working, confusing or absent as "...going an unconscionably long period
being very problematic. For example, key of time in the absence of governance, it :
informants (13/22) described how it was not effectively shuts out key stakeholders, |
entirely clear how decisions were made as to the including patients from governing... :
distribution of SPOR funding and that the 1 Whichistome enormously problematic. :
governance structure did not do much in terms of This is not to take away anything from
oversight of the SPOR entities with major issues | (he excellence of the SPOR team... But :
being left to the SPOR management team at I YOU know they should not be managing 1
CIHR to resolve. Some t kev inf t SPOR by themselves... this needs to be -
. partner key informants I
(3/8) also expressed confusion about SUPPORT co-created.” :
Units and Networks governance in terms of not - Key Informant 1
knowing if partnering should happen with a
Network or a provincial SUPPORT Unit or both. A few key informants (3/22) noted that oversight
rested principally with the SPOR management team at CIHR without patient or partner
representation. In addition, a few key informants (2/22) spoke to the challenges of working with
different federal, provincial, and territorial health systems and that consideration needs to be given
as to how provinces and territories influence the direction that SPOR takes. Most importantly,
some key informants (6/22) indicated that the lack of representation of patients and partners in
SPOR governance was a critical issue, particularly for a program with a goal to include the active
collaboration of patients, providers, researchers and decision-makers.

Key informant interviews with experts from the Patient-Centered Outcomes Research Initiative
(PCORI) and Consumer and Community Involvement (CCI) in Australia provided insights on the
engagement of patients and partners in governance. Both PCORI and CCI have citizen or patient
and other stakeholder representation on governance bodies. PCORI has patient representation
and people with lived experience on the Board of Governors, various advisory committees, merit
review panels in terms of assessment of applications, and peer review panels for when draft final
research reports are produced, as PCORI is required by legislation to publish and make public as
lay summaries all the findings from every funded research project. In comparison, CCIl has
consumer advisory group involvement in governance at the state and national levels.
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There is an opportunity to inform an organization-wide patient engagement
research funding model.

A comparative review of international POR organizations suggests that using SPOR to inform an
organization-wide patient engagement research funding model, in which patient and public
engagement in all research programs is either encouraged or mandated, could optimize CIHR’s
investments in SPOR.

Currently, SPOR closely resembles PCORI in the United “ .. we absolutely need

I
States, a specialized government research funding program for E patient oriented research E
POR. PCORI key informant interviews revealed that PCORI's | and it actually needs to be 1
approach to public and patient involvement in research is at : above and beyond SPOR, :
three levels — engagement with organizations, programs, and 1 I
individual investigators, clinicians and patient partners or family : everything that we do” :
members. In contrast, the CCl key informant described the : - SPOR Entity Lead I
approach in Western Australia to consumer and community === ====== === ===
involvement in research as primarily focused on capacity building and connecting people with
lived experience with research opportunities. CCI has supported the grant review panel process
to ensure that consumer and community involvement is an important criterion of the grant review
scoring matrix for the National health and Medical Research Council and guidelines for public
involvement in research have existed for a considerable period of time in Australia. Similarly, the
Future Health Innovation Research Fund in Australia has recently mandated the involvement of
the public and patients in research. These efforts have resulted in a rapid increase in CCI
membership, from approximately 2,000 members 18 months ago to over 6,500 at the time of the
interview (January 2023).

it needs to be throughout

The comparative review revealed challenges among PCORI’s specialized government research
funding. With public and patient involvement being an unfunded mandate in PCORI’'s model, there
are fewer resources to support and better understand public and patient involvement than if it
were mandated. The lack of resources and mandate specifically for public and patient involvement
means there is no way to ensure consistency and quality of involvement across PCORI; these
challenges are similar to those faced by SPOR. Moving to an organization-wide model that
mandates public involvement could address these challenges.

Further, an organization-wide model is more closely aligned with CIHR’s new Strategic Plan than
SPOR’s current specialized government research funding model and would assist SPOR’s
progress towards achieving a cultural shift towards POR. CIHR’s new Strategic Plan (2021-31)
champions a more inclusive concept of research excellence that recognizes patients, the public,
providers, decision-makers, and other users of research outputs as active collaborators
throughout the entire research process. This strategy falls under Priority A of the new CIHR
Strategic Plan to “Advance Research Excellence in All Its Diversity”. Further, four key informants
expressed views on alternative approaches to SPOR including the broadening of patient and
public involvement in research beyond SPOR to all CIHR research funding opportunities. Almost
all CIHR staff, SPOR entity leads and knowledge user key informants (14/17) interviewed shared
thoughts on the evolution of SPOR that focused on the potential for informing and implementing
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POR across CIHR, the evolution of patient partners in decision-making, and the future
sustainability of the SPOR Strategy. The CIHR Strategic Plan, evidence from the comparative
review of organizations, and key informant interviews support an organization-wide patient
engagement research funding model.

The previous evaluation’s recommendations were not fully addressed.

The document review highlighted that according to the 2020-21 and 2021-22 annual updates to
the SPOR Management Action Plan, only three out of the six recommendations made in the 2016
Evaluation of SPOR have been fully implemented. SPOR management state that they have fully
implemented the evaluation’s recommendations that CIHR should: 1) “increase efforts to
strengthen SPOR’s role in a common agenda for change to POR”, 2) “provide strategic guidance
regarding how SPOR elements are to work together toward achieving the Strategy’s intermediate
and long-term outcomes”, and 3) “communicate plans for moving beyond the initial five-year
funding period to manage sustainability expectations for CIHR investments in SPOR” and “provide
clear communications regarding SPOR funding and options beyond the current five-year funding
commitment to some elements”. As of 2021-22, the remaining three recommendations from the
2016 Evaluation are partially implemented, with some steps taken towards full implementation.

There is limited evidence indicating that performance data are being used to
inform decision-making.

There is limited evidence indicating that performance data are being used to inform decision-
making regarding CIHR'’s implementation and optimization of SPOR. The first SPOR Evaluation,
completed in 2016, recommended revising the initial SPOR performance measurement strategy
to better measure impact in the second five-year cycle Evaluation of SPOR (CIHR, 2016). The
strategy was revised with guidance from the SPOR WG and other SPOR stakeholders in April
2018. Given the partnered nature of the SPOR program, the SUPPORT Unit performance
measurement framework and corresponding indicators were collectively built with the SUPPORT
Unit performance measurement leads and approved by SPOR WG. The annual reporting
template that is used to collect the data for these indicators is also revised with SUPPORT Unit
performance measurement leads on an annual basis to reflect changing reporting needs. Based
on the current document review findings, performance data are currently being collected annually
from five out of the six SPOR core elements, including all SUPPORT Units, Networks, the iCT,
the SEA, and the CDP, but there is limited evidence of how the performance data collected are
being used for decision-making regarding CIHR’s implementation and optimization of SPOR.

Challenges exist with the current management of performance measurement
data.

Challenges exist with the current management of performance measurement data including lack
of clarity regarding performance indicators, inconsistent or missing indicators, double-counting,
introduction of new indicators at the end of the reporting period, burden, and lack of alignment of
Network and SUPPORT Unit work plans with the reporting requirements developed by CIHR.
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In general, SPOR elements recognize the importance of
performance monitoring for ongoing management of
operations, planning and decision-making. However, the key
informant interviews and review of documents revealed

r

: “... the metrics by which

1

1

1
challenges associated with annual reporting and performance :

1

1

1

1

1

1

1

CIHR was trying to
evaluate... some of them...
did not actually make any
sense for the model that we
were [using] and some of the
investments in the planning

measurement including: lack of clarity regarding some
categories of measurement (e.g., supervision versus
mentoring activities); inconsistent or missing reporting

categories (e.g., research professionals); double-counting that B.C. had done.”
and lack of clear guidance on how to avoid double counting; o _ _ _ _ __ - Partner I
introduction of new reporting categories at the end of the

reporting period; and performance reporting burden despite the process being co-developed by
CIHR and the core elements. A few SUPPORT Units also stated that CIHR’s reporting
requirements do not align with their Unit’s work plans and therefore do not capture the full range
of SUPPORT Unit activities or their impacts. For example, an independent evaluation report
commissioned by the Quebec SUPPORT Unit described the performance reporting experience
as cumbersome.

Some key informants (7/20) provided comments regarding performance measurement in the
context of the annual reporting process. A few key informants found the annual reporting process
to be too burdensome (2/20) with no clarity on its use, not necessarily aligned to provincial and/or
SPOR entity priorities (1/20), and that increased emphasis needed to be placed on measuring
SPOR impacts (3/20) rather than activities or immediate outputs. Finally, one key informant
commented that there is little reliability on how patient engagement is measured.
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Performance

Key Findings:

e SPOR’s core elements are contributing to the achievement of immediate outcomes,
including the generation of new knowledge, infrastructure, capacity development and
engagement of patients and stakeholders.

O

SPOR is generating and disseminating new knowledge as evidenced by the
number of KT products produced by the core elements based on the most
recent annual report in scope of the evaluation (2019-20) and trends over the
evaluation period.

Research platforms and other types of research infrastructure are established
by the SUPPORT Units, SEA and CDP.

Capacity in POR is developed as evidenced by the 2,221 training activities
reaching 37,429 individuals across the SUPPORT Units, Networks and SEA.

While there is evidence of engagement of patient partners in all aspects of
research, there are opportunities to improve the level of patient engagement
in research to avoid the perception of tokenism.

SPOR met or exceeded the 1:1 matching requirement by leveraging $1.16 in
planned partner dollars for every CIHR dollar. However, it was not possible to
determine if actual applicant partner investments met the matching
requirement as applicant partner investments are not captured by CIHR’s
data systems nor were they systematically compiled from grant reports during
the period covered by this evaluation.

e SPOR’s core elements are contributing to the achievement of intermediate outcomes,
however, there are opportunities to strengthen contributions.

O

O

Research evidence is being applied, as illustrated by guidelines, clinical
practice, managerial decision-making, and policy documents citing SPOR-
funded research.

SPOR’s infrastructure and support services are aligned with and responding
to the needs of stakeholders. However, a lack of consistent priorities,
mandates and readiness across SPOR core elements have created
challenges for building linkages and aligning needs for coordinated initiatives.

Available evidence suggests that progress has been made in improving the
clinical trials environment in Canada including the development of
infrastructure for clinical trials which is:
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= Supporting data access and addressing cost, capacity, and efficiency
barriers;

= Funding trialists to develop new methods that are low-cost, to
generate relevant evidence and catalyze new partnerships and
projects; and,

= Supporting patient engagement in clinical trials. However, more data
regarding the outcomes of these engagement activities is needed to
fully assess the impact of participation in trials on patients.

o Canadian capacity in POR is being strengthened and maintained, however,
there are opportunities to strengthen the capacity for engaging with
representative, equitable, and diverse patient populations, for example by re-
establishing a governance structure with representation from patients,
partners, and funders.

o Patient and stakeholder engagement is contributing to the achievement of
intermediate outcomes, with some evidence of Indigenous Communities
being active partners in both research and implementation of evidence-based
improvements.

e SPOR’s core elements are contributing to the achievement of a cultural shift towards
POR — a key expected ultimate outcome that should be maintained.

e At this pointin time there is little evidence to demonstrate that SPOR has contributed
to the expected ultimate outcomes to improve patient health care experiences, health
outcomes or health system outcomes.

e As expected, the COVID-19 pandemic has had a negative impact overall on
recipients’ ability to conduct research including reduced laboratory access and
opportunities for collaboration.

SPOR’s core elements are contributing to the achievement of immediate
outcomes.

SPOR'’s core elements are contributing to the achievement of immediate outcomes, including the
generation of new knowledge, infrastructure, capacity development and engagement of patients
and stakeholders.

SPOR is generating and disseminating new knowledge.

SPOR is generating and disseminating new knowledge as evidenced by the number of KT
products (e.g., peer-reviewed journal articles, social media campaigns, conference presentations)
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produced by the core elements based on the most recent annual report in scope of the evaluation
(2019-20) and trends over the evaluation period.

Overall, new knowledge is generated through peer-reviewed journal articles. For 2019-20, SPOR
core elements produced a total of 1,531 peer-reviewed journal articles, with the SUPPORT Units
directly producing approximately two-thirds of total peer-reviewed journal articles (n = 1,057). The
bibliometric analysis revealed that publications funded by SPOR performed better than the global
set of publications in POR, according to the citation indicators. SPOR publications received three
times more citations than average (average relative citation of 3.08), and close to 26% of these
publications were among the 10% most cited worldwide (2.6 times higher than expected), 16.2%
were among the top 5% (3.2 times higher than expected) and 4.7% were among the top 1%
(almost five times higher than expected).’

The findings from the modified Delphi panel of experts for the KRL assessment of a sample of
SPOR knowledge products found that two-thirds of SPOR knowledge products are at the
‘application’ level of scientific maturity and that 20% and 14% are at the level of foundational’ and
‘real-world’, respectively. These findings indicate that most SPOR knowledge products are mainly
classified as providing applied knowledge with the potential to improve individual or public health.

Knowledge is also generated and disseminated by SPOR core elements through other KT
products and events. In 2019-20, SPOR core elements directly produced a total of 999 conference
presentations, 881 reports/technical reports, 647 social media campaigns, 494 KT-related
workshops, meetings, and webinars, 413 plain language publications, 307 educational materials,
123 online KT tools, and 26 books/book chapters. The variety of KT products produced by SPOR
core elements, particularly plain language publications and KT-related workshops, meetings, and
webinars, demonstrates an emphasis on increasing accessibility of information to various
audiences. For example, the IMAGINE Network developed a “Quality Indicators in Inflammatory
Bowel Disease Care” initiative and clinical practice guidelines for patients with irritable bowel
syndrome. A preliminary analysis of these publications using altmetric (metrics and qualitative
data that are complementary to traditional, citation-based metrics) revealed that IMAGINE’s KT
outputs were tweeted by 2,269 users, received 269 publication citations, were mentioned by 269
bloggers, picked up by 61 news outlets, and referenced four times on Wikipedia, demonstrating
the reach of these outputs.

Research platforms and other types of research infrastructure are established.

Program documentation from the period under review indicates that several different types of
SPOR infrastructure supports (i.e., research platforms, resources) have been established or are
currently under development.

Infrastructure has been established for advancements in data availability. In 2020-21, the
SUPPORT Units received a total of 829 data access requests, a 25% increase from the previous
year. There were several examples of infrastructure to support data access within program
documentation. The Newfoundland SUPPORT Unit has established health information and data
analytics platforms that have provided faster computation, increased data storage security and
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the ability to create customizable software solutions. Through a strategic partnership and
investment with the Institute for Clinical Evaluative Sciences (IC/ES), the Ontario SUPPORT Unit
has expanded its repository of linked datasets (from 40 to 60) to enhance accessibility of its data
and analytics platform, establish new data sharing agreements and establish novel data and
analytics partnerships (e.g., Vector Institute). Case studies revealed that the SPOR CDP and
Data Platforms services offered through the SUPPORT Units are on track to advance data
availability and support researchers in breaking ground in multi-jurisdictional research projects
through developing partnerships with data centers, supporting shared learning, and providing
navigational/coordination support to researchers.

SUPPORT Unit annual reports also indicate that progress has been made to establish
infrastructure for KT. For example, the Alberta SUPPORT Unit's KT Platform has developed a
“living lab concept” (the Advancing Implementation Science in Alberta Initiative) aimed at
advancing and accelerating the application of POR results into health care practice for improved
patient health and system performance.

Case studies indicate that SPOR infrastructure has helped to forge connections with priority
stakeholder groups in POR, including knowledge users, through collaborative events offered by
the SUPPORT Units and Networks (e.g., policy roundtables, Bridge Events, learning series) and
by PIHCI and the SEA. Case studies also showed coordinated action across SPOR entities
through advancing infrastructure such as the CDP and NTE. The launch of the NTE has facilitated
new dialogue between the SPOR entities to develop a sustainable and common path for training
and capacity building in POR going forward. This has supported SPOR partners to identify
common priorities/needs (e.g., need for sustainable mentorship) and reduce duplication based on
activities/resources advanced by each entity. In addition, the CDP Data Access Support Hub,
NTE and SEA infrastructure and support services advanced by SPOR, had specific impacts for
research trainees and early career investigators. The infrastructure offered by the CDP Data
Access Support Hub is expected to support early career researchers and researchers new to
multi-jurisdictional research. The SEA is supporting early career investigators to expand their
network of collaborations, disseminate research, and collaborate with patient partners and other
stakeholders on evidence synthesis requests. Finally, the NTE is expected to centralize and
optimize training for trainees and early career investigators in POR and other competency areas.

Administrative data indicate that the SPOR program was successful in attracting partnership
investments and for every dollar that CIHR committed to SPOR, the competition and applicant
partners committed $1.16 (Table 3: SPOR Partners Commitments for Funded Projects), where
competition partners are organizations that partnered with CIHR at the competition-level to
contribute financially or in-kind to the Funding opportunities while applicant partners are
individuals and organizations that partnered with grant recipients directly to contribute cash and/or
in-kind resources to the funded research. Some elements were better at leveraging partner dollars
than others: Enabling Functions attracted $1.13 for every CIHR dollar while Clinical Trials secured
$1.34 and SPOR Networks secured $1.48. Across all competitions, SUPPORT Units and Patient
Engagement leveraged $1.09 and $0.71, respectively, for every dollar committed by CIHR. When
only the competitions with an applicant partner matching requirement were considered, SPOR
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program overall continued to exceed the matching ratio with $1.28 for every CIHR dollar, and the
ratio of leveraged partner dollars increased or remained the same across element. The SPOR
Networks and Clinical Trials elements were most successful in attracting funding beyond the
mandatory 1:1 requirement, securing $1.53 and $1.76 dollars for every CIHR dollar, respectively.
Only the Patient Engagement element did not meet the 1:1 matching requirement from applicant
partners, reaching only $0.85 for every CIHR dollar.

To estimate leveraged partner funds across SPOR competitions and the matching ratios for
SPOR competitions with an applicant partner requirement, the applicant partner investments were
taken as the planned applicant partner contributions, cash and in-kind, at the time of application
from the Matching Contribution Verification Tables. Despite applicant partnership being a central
component of SPOR, the process for tracking planned applicant partner commitments is resource
intensive, requiring the manual extraction of information on actual partner investments from
individual grant reports. Consequently, it is prone to inconsistencies in how the data are compiled
and summarized, making what data are available challenging to analyze quantitatively. CIHR has
no system-enabled mechanism for tracking actual applicant partner investments over the course
of the grant nor was a process in place during the specific timeframe of this evaluation to
systematically compile applicant partner investments across all SPOR elements.

Capacity in POR is being developed.

Capacity in POR has been developed as evidenced by patient engagement training opportunities
offered across SPOR core elements and by trainees involved in SPOR research. In terms of
patient engagement training opportunities offered, SUPPORT Units, Networks and SEA offered
a total of 10,532 training activities to 112,185 individuals between 2016-17 and 2019-20, with
2,221 activities to 37,429 individuals in 2019-20.8 During the 2019-20 reporting period, the
SUPPORT Units provided 1,388 training activities reaching 22,875 participants compared to
1,850 training activities reaching 10,703 people in 2016-17. Interestingly, the number of training
activities offered by SUPPORT Units remained relatively stable while the number of individuals
attending has consistently increased over the years. For Networks, the number of training
activities offered consistently increased from 2016-17 to 2019-20, while the number of individuals
receiving training varied across years (see Figure 5: Number of PE Training or Mentoring
Activities Offered by SUPPORT Units, Networks, and SEA, 2016-17 to 2019-20 and Figure 6:
Number of Individuals Receiving Training or Mentoring in PE by SUPPORT Units, Networks, and
SEA, 2016-17 to 2019-20).

All SPOR recipients surveyed (100%, n = 92) reported including trainees in their SPOR-funded
research. See Figure 7: Number and Type of Trainees Reported by Recipients for a breakdown
of the number and type of trainees involved in SPOR research as reported by SPOR researchers.
SPOR recipients who involved trainees indicated that trainees were involved in research and
professional skill development to a great extent on average (M =4.1,SD=1.0,n=71;, M =4.2,
SD = 1.1, n = 71, respectively). Surveyed SPOR recipients indicated that trainees were involved
in networking and/or collaboration activities to a moderate extent (M =3.8, SD= 1.2, n=71), and
interdisciplinary research opportunities to a great extent (M = 4.2, SD = 1.0, n = 71). Overall,
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trainees surveyed were greatly satisfied with the training they received during their involvement
in SPOR research (M = 4.2, SD = 0.9, n = 37). Similarly, trainees on average felt that the training
they received benefitted them to a great extent to very great extent (M = 4.2, SD = 0.9, n = 37),
and that they will very likely stay in POR (M = 3.9 out of 4, SD = 0.3, n = 39).

Many key informant patient partners (5/9) expressed satisfaction in the quality of training and
mentoring offered, while some (3/9) indicated they had not received any formal training. Cited
suggestions for improvement of training offered including the need for focused patient
engagement workshops (1/9), ongoing mentorship, contact and support for patient partners with
illness (2/9), training from an Indigenous perspective (1/9), and that on occasion training provided
was too focused on SPOR rather than POR in general (1/9).

Patients are being engaged in the generation of research knowledge.

“... the journey has been great. |
can point to a lot of negative
things... but you can always turn
them around... So I think... it's a
significant journey for the
research team... I'm pleased with
the journey. Yeah. And quite
pleased to have been involved.”
- Patient Partner

Patients are engaged in the generation of research {
knowledge and implementation of evidence-based I
improvements, as evidenced by the extent and nature of :
engagement of patients in research. While there is :
evidence of engagement of patient partners in all aspects |
of research, there are opportunities to improve the level :
of patient engagement in research to avoid the perception 1
of tokenism. :

I

I

Within program documentation, the SUPPORT Units
reported having engaged patients and members of the
public in meaningful ways throughout the research process. Areas of patient involvement include:
governance; building capacity for POR through training and dissemination; connecting with
patient and community groups; ensuring EDI for patient partners; supporting POR and patient
engagement; and, patient partner leadership activities.

When surveyed directly, between 28% and 49% of SPOR patient partners that responded
indicated that they were involved in various phases of the SPOR research project, including in
the development of the research idea/question (46%, n = 18), development of the research
proposal (49%, n = 19), data collection phase/project implementation (44%, n = 17), interpretation
of results (49%, n = 19), KT activities (49%, n = 19), and training/supervising research staff and
trainees (28%, n = 11). Notably, patient partners’ reported involvement in these research activities
was lower than researchers’ reports of patient partner involvement in the same activities (see
Figure 8: Patient Involvement Reported by Patients vs. Recipients). For example, 67% of
researchers reported patient partner involvement in the development of the research
idea/proposal compared to just 46% of patient partners reported involvement in this activity.
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“...meaningful patient
engagement. | don't
necessarily think it's there
yet. And again, | think that is

Despite almost all SUPPORT Units and Networks reporting i'
1
1
1
1
:
I coming down from CIHR not
1
1
1
1
1
1
I_

that patients were engaged at the highest level (“Empower”)°,
less than 20% of patient partners reported being engaged at
this level. Instead, patient partners on average reported being
engaged at the lowest levels of “Inform” or “Consult” in the
development of the research idea/question (M = 1.8, SD =
1.6, n = 24), development of the research proposal (M = 1.6,
SD = 1.7, n = 24), data collection phase/project
implementation (M = 1.5, SD = 1.8, n = 24), interpretation of
results (M =1.7, SD = 1.6, n = 24), and KT activities (M = 2.1,
SD = 1.8, n = 24).

providing more clear
directives on where patient
engagement needs to be.”
- Knowledge User

Despite reporting being engaged at the lowest levels (inform/consult), over half of stakeholders
surveyed felt that their involvement in the SPOR research team(s) had an impact on the research
to a moderate to great extent (M = 3.7, SD = 1.2, n = 148), with patient partners reporting the
impact of their involvement to a similar extent (M = 3.4, SD = 1.0, n = 34). Some patient key
informants (3/9) even reflected on how their experiences had a positive impact on their well-being,
empowerment, and ability to self-advocate. They conveyed that patient partnership has had a
significant impact not only on the knowledge gained about research but on their own sense of
confidence and empowerment to ask questions and be able to advocate on behalf of patients.

I e o i At the same time, key informants highlighted
: I'm seeing more m(_ean/ngful outcomes. : challenges to patient engagement strategies. They
: And I think it's going to lead toreal  § expressed the need to support meaningful
1 positive change... [bu] | don’_t think that : involvement of patient partners in all aspects of the
! ClHRor SPOR has effectively or - I research as opposed to tokenistic roles (7/27), the
! meaningfully engaged patients in their | need to further train both researchers and patients
I decision making.” : on meaningful patient engagement in research
I - Knowledge User/Patient Partner — j (7/29) and the need to align researcher and

patient partner needs (2/27). Other observations
included a SPOR entity lead indicating the importance of evaluating patient engagement at the
end of each funded grant and two patients commenting on how researchers or investigators have
been enriched by the patient engagement experience. In addition, a knowledge user reflected
that patient engagement could be brought to the next level by integrating it into the overall grant
application process with guidance on reaching out to SPOR SUPPORT Units as needed. Some
patients (3/9) highlighted challenges with patient compensation.

Stakeholders are being engaged.

Program documentation, surveys, and key informant interviews indicate that stakeholders are
engaged in SPOR. Program documentation from the SPOR core elements revealed engagement
with a variety of different key stakeholders, with more than half of the core elements reporting
having engaged with the following types of stakeholders: health system/care practitioners, health
system/care managers, health organizations, federal and provincial representatives (including

policy-makers), community organizations (including policy-makers), charitable organizations,
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industry, the media, researchers and academics, and research funding organizations. Similarly,
surveyed SPOR researchers indicated having involved a variety of different key stakeholders in
their research projects. For example, SPOR researchers reported an average of ten academic
partners (SD = 18.0, n = 63), four public sector partners (SD = 6.0, n = 44), three non-profit sector
partners (SD = 4.3, n = 44), two government partners (SD = 3.5, n = 41), and one private sector
partner (SD = 1.6, n = 44) on their research project(s). Further, stakeholders reported that the
SPOR research project(s) they were involved in were interdisciplinary to a moderate to great
extent (M = 3.7, SD = 1.1, n = 145), and some key informants (3/9) indicated that stakeholders
were engaged in forums such as policy roundtables and/or research relevance committees.

SPOR’s core elements are contributing to the achievement of intermediate
outcomes.

SPOR’s core elements are contributing to the achievement of intermediate outcomes, however,
there are opportunities to strengthen contributions.

Research evidence is being applied.

Research evidence is being applied, as illustrated by guidelines, clinical practice, managerial
decision-making, and policy documents citing SPOR-funded research. Several projects across
the SUPPORT Units and Networks achieved impacts in primary care reform, cost avoidance, and
re-design of services, whereas other projects were on the pathway to impact through expected
scale and spread or development of new partnerships that were leveraged going forward.
Furthermore, the case studies found strong evidence to suggest that the pan-Canadian
infrastructure offered by the SEA is generating relevant and timely knowledge products, which
are influencing practice, policy, and public health guidelines in a range of settings (e.g.,
international organizations, federal/provincial/territorial governments, health systems) and have
potential to positively impact health outcomes. There is also evidence of SPOR research
informing policy with SPOR publications published between 2011 and 2019 being cited within
policy documents approximately 2.7 times more than the global average. The analysis revealed
that SPOR publications had been cited by government reports (e.g., the Public Health Agency of
Canada [PHAC]) and grey literature. Findings across these activities/projects point to promising
impacts of research generated through SPOR, however, it was not always possible to assess the
resulting impacts from practice and policy change, which may point to the need for more time to
realize this impact.

There were several examples of SPOR research informing guidelines, clinical practice, and/or
managerial decision-making also found within program documentation. The B.C. SUPPORT Unit
supported the evaluation and implementation of a clinical toolkit for patients on clozapine at the
Vancouver General Hospital. In the Maritimes, the New Brunswick Department of Health required
help from the Maritimes SUPPORT Unit to inform their response to COVID-19. The Northwest
Territories SUPPORT Unit was requested by the Government of Northwest Territories
Department of Health and Social Services to develop culturally safe communications on the
history of pandemics on Indigenous Peoples in the Northwest Territories for front line staff.
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Furthermore, most SPOR researchers surveyed (70%, n = 79) reported participating in decision-
making bodies (e.g., policy networks, boards, advisory groups) to at least some extent (M = 3.0,
SD =1.2, n = 76) and surveyed stakeholders reported that the SPOR research they were involved
in has been used to inform guidelines, clinical practice, or decision-making to a moderate to great
extent (M = 3.4, SD = 1.2, n = 141).

f Project Highlight: Comparative Analysis of Centralized Waiting Lists (PIHCI) \

Findings from a SPOR-funded comparative analysis of centralized waiting lists in seven
provinces informed the redesign of centralized waiting lists in Quebec, Nova Scotia, and
British Columbia. Decision-makers across participating provinces were engaged to describe
the characteristics of existing models implemented in each province, identify best practices,
and share information with decision makers in each province. Decision-makers were provided
with preliminary results in real time and the results were disseminated at an-person
symposium with key stakeholders from each province. The study findings were shared with
Qolicy makers in real-time, published in four publications and led to two subsequent projects./

=

This finding is supported by several case study key informants across SPOR entities, who
generally agreed that SPOR projects/initiatives are providing valuable evidence to decision
makers in-line with their needs, however more time may be needed to assess tangible impacts.
To illustrate, case study key informants with the SEA outlined several projects across a range of
topic areas that supported knowledge users at provincial, federal, and international levels to
address evidence needs. Furthermore, there was evidence from PIHCI Network projects that
research findings are supporting knowledge users with policy redesign in areas such as
centralized waiting lists for primary care and reimagining health care delivery to reduce health
care costs. At this time, the outcomes of these policy designs are unknown, however projects
such as these outline the potential for SPOR projects to improve patient care outcomes through
health system change (see project highlight box).

Some examples from the SUPPORT Units (e.g., Newfoundland and Labrador SUPPORT Unit,
Northwest Territories SUPPORT Unit, Maritimes SUPPORT Unit) were provided within the case
studies where support was provided to local governments to re-imagine health service and
program delivery in-line with population needs. As an example, the Northwest Territories Healthy
Family Program Renewal Project led by Hotii ts'eeda and supported the Northwest Territories
Department of Health and Social Services will implement a new parenting and childhood program
that is rooted in community-connected, Indigenous strengths-based, and culturally competent
programming. Findings since the renewed implementation are unknown, though key informants
indicated that the project recommendations were well-received (e.g., findings were relevant and
logical) and supportive of the department’s needs.

Infrastructure and support services are responding to the needs of stakeholders.

SPOR advanced an expansive range of infrastructure based on the priorities/mandates of the
respective entities and needs of stakeholders. Findings across program documentation, surveys,
and activities/services examined as part of the case studies indicate that SPOR infrastructure is
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generally aligned with stakeholder needs, particularly with respect to addressing barriers to data
access (e.g., across and within jurisdictions), meeting routine and priority evidence needs to drive
decision making, supporting coordination across partners (e.g., across jurisdictions, SPOR
entities, stakeholder groups), and meeting stakeholder-specific needs.

Based on program documentation and survey findings, stakeholders’ views were mostly positive
regarding the extent to which their needs have been met by infrastructure and support services;
however, there were some noted reservations. Specifically, SPOR stakeholders surveyed report
that the SPOR research project(s) they were involved in are responding to their needs as a
stakeholder to a moderate to great extent (M = 3.8, SD = 1.1, n = 155); the same was true for the
needs of their organization (M = 3.8, SD = 1.1, n = 120), and patients (M = 3.8, SD = 1.2, n = 37).
This aligns with findings from the document review, for example, in the Alberta SUPPORT Unit
annual report, stakeholders agreed that infrastructure and support services respond to
stakeholder needs, while others noted more time is needed to meet health system needs and that
Alberta SUPPORT Unit serves clients on an as-needed basis rather than an overall health system
focus. Several types of research infrastructure and support services (e.g., clinical trials, KT) have
been established through SPOR, however, the growing demand for SPOR data may be
exceeding the capacity of the existing infrastructure.

Case study findings related to infrastructure (e.g., SUPPORT Units, Networks, CDP, SEA, NTE)
suggest that these services are streamlining/facilitating data access, supporting knowledge users
to access high-quality evidence, and building new linkages between stakeholder groups,
jurisdictions, and SPOR entities. While some infrastructure is newly developed/launched (e.g.,
NTE, CDP, SEA), findings to date suggest that these services are aligned with stakeholder needs
and are expected to address known gaps (e.g., coordinated capacity for evidence synthesis, data
access, and training and capacity building). Furthermore, SPOR developed and advanced several
pan-Canadian initiatives to support collaboration and shared learning, reduce duplication, and
streamline processes through the CDP, SEA, NTE, and PIHCI.

While case study key informants highlighted the ongoing complexities to accessing data from
other jurisdictions, there is evidence that SPOR infrastructure is addressing gaps in data access
through building capacity within SUPPORT Units and supporting collaboration across
jurisdictions. Evidence from case studies show that SPOR has also developed supportive
infrastructure to effectively meet the routine and priority evidence needs of knowledge users. For
instance, several SUPPORT Units led priority research projects and/or responded to knowledge
synthesis requests, which supported knowledge users to re-design or adjust government policies
and social programs. In addition, the SEA research query service provided national-level support
in knowledge synthesis, guideline development, and KT for both knowledge users and patient
partners in-line with evidence needs. Overall, evidence from case study key informants across
projects/activities indicate that services are generally aligned with the needs of knowledge users
as they are generating timely and relevant evidence to support decision-making as well as
integrating knowledge users throughout the research process.

With respect to delivering responsive and relevant infrastructure and support services, some gaps
and/or unmet needs were identified across case studies. First, engaging and diversifying
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expertise outside of the ‘traditional research model’ will further support researchers to engage in
POR. For example, a researcher involved with PIHCI spoke to the need for PIHCI to continue to
move beyond the traditional model of research in order to realize the full vision of SPOR. Second,
the broad range of research projects can limit relevance to knowledge users. Key informants in
one case study noted that the differing priorities and needs between knowledge users,
researchers, and other team members can lead to projects that are out of scope for knowledge
users. Finally, differing priorities, mandates, and readiness across SPOR entities created some
challenges for building linkages and aligning needs/priorities for coordinated initiatives. However,
key informants emphasized that establishing mechanisms to support discussion and
transparency (e.g., through the CDP, NTE) is important to improve coordinated and sustainable
action. Findings from the CDP case study identify the unprecedented complexity of the data
landscape and the limitations to the CDP as a result of legislative and procedural barriers as well
as the differences in data infrastructure across Canada. While key informants indicated that
progress had been made, navigating these barriers will be an important challenge going forward.

Progress is being made to improve the Canadian clinical trials environment.

Available evidence suggests that progress has been made in improving the clinical trials
environment in Canada including the development of infrastructure for clinical trials. Services,
infrastructure, and activities funded through the SUPPORT Units, Networks, CCTCC, and iCT
funding opportunities examined in case studies were considered the key SPOR’s investment into
the clinical trials environment. Evidence from these initiatives suggest that SPOR has made some
progress toward this outcome, though more data is needed to fully assess impact. To illustrate,
SPOR has developed supportive infrastructure for clinical trials (e.g., research and data services
offered by several SUPPORT Units, research networks and recruitment platforms developed
across Networks, CTO research ethics harmonization), which are supporting data access and
addressing cost, capacity, and efficiency barriers among projects/services explored as part of the
case studies. For example, Clinical Trials Ontario (CTO), an Ontario SUPPORT Unit partner, has
used the SUPPORT Unit investment to create a single point of access ethics system that
continued to grow in reach and use, for example, supporting 235 new studies and 662 center
applications in 2018-19. This investment has led to a streamlined single point of access for clinical
trials ethics approval in Ontario. The Can-SOLVE CKD Network also launched a re-imagined
Canadian Nephrology Trials Network that in 2019 reviewed 11 clinical research study protocols.
This national hub for enhancing clinical research in nephrology has a refreshed vision,
governance structure, and set of priorities, which placed increased emphasis on patient partners
following a 2018 workshop coordinated by Can-SOLVE CKD.

Evidence from an iCT project suggests that SPOR funding is supporting trialists to develop new
methods that are low-cost, expected to generate relevant evidence, and that catalyze new
partnerships and projects going forward. In addition to this, several activities to support and
advance patient engagement in clinical trials were noted (e.g., CTO Decision Aid project, Alberta
SUPPORT Unit Pragmatic Clinical Trials Certificate, Can-SOLVE CKD Nephrology Trials
Network).
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Together, these activities point to some improvements to the clinical trials environment, however
there was significant variation across SUPPORT Units with respect to capacity to support trialists.
Infrastructure and capacity to support clinical trials varied across SUPPORT Units and over the
course of Phase |, with capacity already existing within Ontario, Alberta, and Québec, and growing
within Manitoba, Saskatchewan, Newfoundland and Labrador, and the Maritimes. There were
gaps in evidence that has resulted in the inability to assess actual improvement in the Canadian
clinical trial environment.

Canadian capacity in POR is being strengthened and maintained.

Canadian capacity in POR is being strengthened and maintained however, there are opportunities
for SPOR to strengthen the capacity for engaging with representative, equitable, and diverse
patient populations (e.g., by re-establishing a governance structure with representation from
patients, partners, and funders). The MSSU’s Associate Scientist program, which launched in
2018-19, continued to grow and establish itself within the MSSU community, with a 33% increase
in members in 2019-20, and the NTE is expected to advance a more comprehensive approach to
capacity development, including by offering learning, mentorship, and funding opportunities. The
MSSU has also explored additional mentoring opportunities such as creating an inventory of
existing mentorship programs in SPOR entities and partner organizations (e.g., Diabetes Action
Canada, Beatrice Hunger Cancer Research Institute) and conducted an environmental scan of
literature to identify barriers and enablers to mentorship programs that exist around POR.

Similarly, the Alberta SUPPORT Unit's PaCER Training
Program (see project highlight box), launched in 2012, is
a certificate based, three-course training program aimed
at teaching patients how to conduct research projects by,
for and with patients.

: “...the preparation that you get in
1 PaCER is more than | could have
: ever imagined in terms of being a
I researcher professionally. You
: get into the PaCER practicum
I
|
I
|
I
|

Case studies found that trainees who completed the
PaCER program were engaged in projects that spanned
a range of topic areas, including kidney health, youth and
e-mental health, and intensive care. All trainees agreed
that PaCER prepared them with the necessary skills and
expertise to conduct qualitative patient-oriented research, including qualitative research
techniques, data management, and ethics protocols. Furthermore, trainees in the case studies
spoke to the value of being involved in research projects that aligned with their lived experience
and/or interests, some of which led to publications or further opportunities to inform research
within their interest area. For example, one trainee explained that their internship project, focused
on transfer from ICUs to the hospital, was subsequently leveraged in a CIHR multi-year grant to
further investigate transfer experiences. Similarly, a SPOR entity lead noted that some PaCER
teams continued to collaborate with the research sponsor (e.g., Alberta Health Services) after
completion of the program to further develop and disseminate their research, whereas other
graduates were later engaged in governance and patient advisory roles within the health system
(e.g., health quality councils, health safety organizations).

and you’re designing and running
your own project...”
- Researcher Case Study
Respondent
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The case studies also found that Networks contributed to strengthening capacity building. For
example, the Can-SOLVE CKD Network developed the Wabishki Bizhiko Skaanj Learning
Pathway. This learning pathway is comprised of five training programs to support patient-oriented
kidney research: a toolkit for helping teams do patient-oriented research; Indigenous cultural
competency training; storytelling; knowledge mobilization principles; and a general overview of
kidney health research in Canada. The programs were developed based on findings from a 2017
needs assessment survey and are rooted in the core values of Respect, Reciprocity, Relevance,
Relationships, and Reflection.

Program development is driven by a Training and Mentorship Committee, with representation
from researchers, Indigenous and non-Indigenous partners, Can-SOLVE CKD staff, and
representatives from the Kidney Foundation of Canada. In addition to this, the Network also
offered thesis supervision, mentorship and collaborated with kidney research fellowship trainees
(i.e., KRESCENT) to support career development and capacity in conducting POR with attention
to culturally safe research (see project highlight box).

Ny

[ Project Highlight: PaCER Training Program (Alberta SUPPORT Unit) \
PaCER is a training program that teaches patients how to conduct research projects by, for and
with patients, and is delivered in partnership between the University of Calgary Continuing
Education and Alberta SUPPORT Unit Patient Engagement Platform. The primary goal is to
incorporate research-informed patient voices into health system research, planning, and policy.
Trainees agreed that PaCER prepared them with the necessary skills and expertise in order to
conduct qualitative patient-oriented research. Completion of the course led to opportunities for
publications, involvement in subsequent POR projects, and participation in governance and
\patient advisory roles within the health system. )

Despite evidence from the case studies that the SUPPORT Units are developing resources and
training for researchers and patient partners to collaborate in POR (e.g., through workshops,
patient skill building), there are ongoing challenges with the level of engagement and readiness
for true patient engagement in research. This impedes the strength and maintenance of POR
capacity in Canada and indicates that there may be a need to expand the reach of SUPPORT
Unit activities to new research communities. Furthermore, it was noted that increasing the
diversity of the BC SUPPORT Unit team that is interfacing with the academic community (i.e.,
increasing patient partner representation, increasing racial diversity) is also an opportunity going
forward.

Patient and stakeholder engagement is contributing to the achievement of intermediate
outcomes.

Several examples of patient engagement contributing to the achievement of SPOR'’s intended
intermediate outcomes were presented within program documentation and key informant
interviews. Many SUPPORT Units and Networks cited meaningful participation of patients in
projects. The CPN reported their patient partners have impact on federal and provincial policy by
sitting on the federal government’s Canadian Pain Task Force, and patient partners are involved

in various engagement activities to inform reports to the Minister of Health. IMAGINE’s patient
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partners engaged with healthcare policy advisors and health system administrators to explore the
value of results from their projects on rapid learning health systems. The Ontario SUPPORT Unit
contributed to a catalogue of organizations in Ontario that are placing patient partnership in
research in their organizational structures and have placed patients as decision makers at policy
roundtables. The Newfoundland and Labrador SUPPORT Unit has been involved in supporting a
key provincial health information custodian in developing a patient engagement plan for their
organization that includes basic patient engagement guidelines to their staff.

Some partner, patient and knowledge user key informants (5/22) reported that patient involvement
in research is key and that patients had impacted the research through influence on research
priorities, outcome measures and applicability of findings. In addition, key informants (5/22)
acknowledged that progress has been made to increase the involvement of patients in the
selection of research outcomes and the meaningfulness of research; however as noted above, in
the context of CIHR the view that patients were not active in decision-making was expressed.
Regarding the level of involvement of stakeholders, many partner key informants (4/9) indicated
that partners were generally actively involved in research as well as helping to formulate SPOR
policy and on occasion treated as funders rather than full partners and that there should be greater
partnership accountability.

Project Highlight: Indigenous Youth Mentorship Program (DAC) \
The Indigenous Youth Mentorship Program is a pan-Canadian, peer-led health promotion

program delivered in partnership with Indigenous Communities across Canada and developed
for elementary school students. The program is grounded in the principles of the Four R’s —
respect, relevance, reciprocal, responsibility and based on the teachings of the Circle of
courage (generosity, independence, belonging, mastery). Originally a pilot project, it has since
rippled out from 5 sites in Manitoba to 49 sites across Manitoba, Québec, Saskatchewan, and
Ontario in both rural and urban community settings. Key informants reported that the project
had many important impacts on the communities, including increased engagement and
participation in other aspects of community, strengthened connections with youth and sense

Qbelonging, and enhanced skill-building and leadership skills. /

In order to assess SPOR’s engagement with Indigenous communities, one case study focused
specifically on the extent to which Indigenous stakeholders were active partners in both research
and implementation of evidence-based improvements. This case study found that most SPOR
entities involved and/or actively partnered with Indigenous peoples (e.g., researchers, patients,
community members, Elders, Knowledge Keepers) in governance activities as well as in the
design, delivery, and/or implementation of relevant projects, with a noted increase in capacity to
engage Indigenous partners over time. Findings from key informants involved in some
Indigenous-focused initiatives suggest that SPOR projects are supporting positive outcomes for
individuals, families, and communities when initiatives are community-driven, flexible, and self-
determined. To further support meaningful partnerships and generate relevant knowledge, key
informants saw opportunities to improve ongoing and meaningful inclusion of Indigenous partners
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(e.g., reducing one-time engagement), reduce engagement burden, and support self-
determination in Indigenous POR as priorities going forward.

SPOR is contributing to the achievement of a cultural shift towards POR.

SPOR’s core elements are contributing to the achievement of a cultural shift towards POR — a
key expected ultimate outcome that should be maintained. For example, case studies found
patient partners and/or community members feeling empowered as a result of involvement in
SPOR projects, which improves their ability to advocate in the health system and increase self-
efficacy. Research is being informed by, and relevant to, patient priorities, which ultimately
generates applicable evidence to improve patient care. Case study key informants were generally
most equipped and able to assess progress toward this ultimate outcome and almost all agreed
that the projects, initiatives, and/or services in question had contributed to a cultural shift within
their research teams, organizations/networks, and/or in local institutions.

“l think the whole
research culture has
changed for the better in
that way. And you know
how research is done
now is, | think, a lot more
relevant and better...”

- SPOR Entity Lead

For example, key informants involved in the Maritimes SPOR |
SUPPORT Unit highlighted that the SUPPORT Unit activities :
supported diffusion and uptake of POR in local government and :
in other institutions (e.g., universities). Similarly, key informants in
the Can-SOLVE CKD Network indicated that researchers trained :
in POR through the Network were modelling POR in other 1|
research networks/institutions (e.g., IC/ES, Canadian Nephrology :
Trials Network), which had led to uptake of patient engagement :
practices in research outside of SPOR.

Case study key informants (in particular, patient partners) in two SPOR entities suggested that
there are opportunities to improve patient engagement practices and that not all
researchers/leadership have wholly embraced POR. To illustrate, a patient partner in one
SUPPORT Unit felt that patients were still minimally involved or excluded from some activities,
and another patient partner noted that staff turnover between Phase | and Il had resulted in lost
progress and reversion to tokenistic engagement practices. However, patient partners generally
agreed that patient engagement had improved over time.

Most key informants (27/35) provided examples of how SPOR was contributing to the
achievement of the ultimate outcome of a cultural shift toward POR including patient involvement
in the design of research and POR being adopted by researchers outside of SPOR. Given the
success of patient involvement in research, some key informants (3/27) expressed that the pace
was not fast enough for the goal of culture change and that in the end there should not be the
need for SPOR if culture change has been reached. Other comments from key informants related
to culture change included a SPOR entity lead reflecting on the growing interest in POR, two
partners mentioning SPOR contributing towards building a learning health system, and a
knowledge user identifying implementation science and KT barriers within the health system.
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There is little evidence of improvement of patient health care experiences,
health outcomes or health system outcomes.

At this point in time there is little evidence to demonstrate
that SPOR has contributed to the expected ultimate
outcomes to improve patient health care experiences,
health outcomes or health system outcomes.

: “There are some really amazing
I breakthrough developments that
: are on the cusp of coming to
: market ... the developments
Many key informants (17/35) provided insights on the that have made the biggest
impact of SPOR on improving patient health care : ground in the last four or five
experiences and health outcomes. However, 1 years have all had highly
approximately half of key informants who responded (9/17) : integrated patient partners.”
indicated that it was too early to expect overall : - Knowledge User
improvements in patient health care experiences and =====—=—=—=————————————
health outcomes from SPOR funded research as it can take as long as 20 years for change to
take place in the health system. At the same time, one key informant indicated that breakthroughs
were on the cusp of coming to market, another identified quality of life improvements, one
identified practice and health policy changes, one identified improvements to emergency practice,
and another identified kidney screening improvements for Indigenous communities.

Evidence from case study key informants, which was supported by document review, suggests
that several projects are on the pathway to achieving impact, but more time may be needed to
assess achievements. To illustrate, an analysis of projects within the PIHCI Network suggests
that some projects will see spread and scale (e.g., PriCare project, SPIDER project), increase
capacity for data access and use (e.g., Children's Health Profile and Trajectory Initiative in New
Brunswick and Prince Edward Island), or are expected to inform policy/practice changes due to
engagement of relevant knowledge users (e.g., Evaluating Older Adult Care Continuums in
Alberta and Manitoba, Identification of frailty using administrative and electronic medical record
data); however, concrete evidence was not yet captured.

SPOR researchers surveyed reported that their research resulted in improved health system
outcomes to a moderate extent (M = 2.7, SD = 1.1, n = 66), and SPOR stakeholders surveyed
reported that the SPOR research they were involved in positively impacted health system
outcomes to a slightly greater extent (M = 3.5, SD = 1.2, n = 137). Notably, patients surveyed
reported that the SPOR research they were involved in had a more positive impact on health
system outcomes (M = 3.5, SD = 1.2, n = 30) than SPOR researchers reported. However, just
over half of SPOR researchers stated that it is too early in their research to accurately report on
ultimate outcomes such as improved health system outcomes (n = 16). Of these recipients, some
stated that the COVID-19 pandemic contributed to project outcomes not being at the stage they
anticipated (n = 3). A few others stated that their research has successfully resulted in
improvements to POR in general, such as new POR research guidelines (n = 2). A few surveyed
grant recipients cited research contributing to improvements in patients’ health outcomes (n = 3
such as informing cerebral venous thrombosis management guidelines (n = 1), improved
awareness of signs of delirium for critically ill patients (n = 1), and the development of WHO
guidelines on the “Clinical Characterization and Management of COVID-19” (n = 1).
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For improved health system outcomes through evidence-based practice, many key informants
(15/35) indicated that translating evidence into practice was challenged by implementation
roadblocks (2/15), difficulties engaging policymakers and decision-makers (2/15), and difficulty in
determining SPOR’s contribution to ultimate outcomes (2/15). Regarding implementation
roadblocks, patients expressed how the implementation of research findings is challenged by how
overwhelmed front-line health care workers are. One SPOR entity lead and one partner
summarized difficulties in engaging decision-makers in terms of willingness and capacity to
engage. Key informants generally felt that SPOR has made progress, but that assessing ultimate
outcomes was a challenge.

Given that only 14% of knowledge products were considered ready for real-world application
based on the Delphi panel of experts for the KRL assessment, SPOR funded research needs to
mature, advance and be taken up to achieve the expected ultimate outcomes to improve patient
health care experiences, health outcomes or health system outcomes.

The COVID-19 pandemic has had a negative impact on recipients’ ability to
conduct research.

: “I think many of the SPOR :
1 entities were good at pivoting |
: to COVID related research :
: like | think they proved :
I I
I I
I I
I I
I I

As expected, the COVID-19 pandemic has had a negative
impact overall on recipients’ ability to conduct research
including reduced laboratory access and opportunities for
collaboration. Case studies, surveys and key informant
interviews provided evidence of the impact of COVID-19 on
SPOR. Many of the SPOR entities (e.g., SUPPORT Units,
SEA, Networks) were leveraged to meet urgent evidence
needs to inform provincial policy, guidelines, and public
health measures. To illustrate, the SEA was a key asset
during the COVID-19 pandemic to support decision-makers with time-sensitive evidence needs,
at times in as little as five days. In 2020-21, SEA delivered three COVID-19 rapid reviews for the
Ontario Ministry of Health and Long-Term Care COVID-19 Evidence Synthesis Table and 12 rapid
reviews for decision-makers in high-impact organizations such as the World Health Organization
(WHO), Health Canada, PHAC, and others. For example, the SEA responded to the evidence
needs of WHO through a rapid review of COVID-19 transmission in long-term care facilities. The
evidence generated from the review informed the publication of a clinical practice guideline by
WHO and was used by clinicians and organizations internationally. Similarly, some of the
SUPPORT Units were engaged by local government, federal agencies, and organizations to
provide timely evidence for decision-making. The Maritimes SPOR SUPPORT Unit produced
rapid response reports for the provincial Department of Health, rapid reviews on COVID-19
related concerns for the Vitalité Health Network, Health Canada, the PHAC, and nine background
summaries for the Nova Scotia COVID-19 Therapeutics and Prophylactics Advisory Group.

themselves to be quite
nimble in being able to pivot.”
- SPOR Working Group
L Member I

Many SPOR researchers surveyed (55%, n = 53) and most SPOR stakeholders surveyed (76%,
n = 116) indicated that the COVID-19 pandemic had a negative impact on their research or their
involvement with SPOR research. Many SPOR researchers (42%, n = 41) and stakeholders (n =
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“... it certainly impacted my
participation in the SPOR projects
because of who could attend, who

had COVID and so there were
teams missing members ... and the

90, 58.8%) reported adapting or pivoting their :
I
1
I
1
I
1
I
burnout you saw in people, they :
1
I
1
I
1
I
1
]

r
I
research to COVID-19 related research activities. :
Examples of impacts of COVID-19 on researchers’ |
SPOR projects were delays in research progress, :
experiencing staffing challenges, competing caregiver 1
demands, and barriers to engaging with healthcare :
providers or conducting research in healthcare :
settings. The most frequently cited implication of 1
pivoting to COVID-19 related activities were shifting :
actlv.lt?es from m—person to virtual (n = 11).and : involved couldn't be involved.”
requiring more time to complete research projects | - Patient Partner

than initially anticipated (n = 7). One-third of SPOR L e ]
researchers (33%, n = 32) anticipate future impacts to

their research as a consequence of COVID-19.

weren't as energetic [or] able to get
things done, so things moved a lot
slower and people who were

Almost all key informants (31/33) provided insights into both the positive and negative
consequences of the COVID-19 pandemic. Negative consequences were identified more often
than the positive and included: research projects having been cancelled or delayed and the
pandemic induced inability to spend project funding (12/33); staff turnover and burn-out (8/33);
impacts on the health of individuals, particularly certain population groups, and the health system
overall (8/33); challenges with recruitment and maintaining partnerships (7/33); and the challenge
of a digital divide with some groups not having equal access to online technologies (1/33). Positive
consequences and observations included: how research teams were able to quickly pivot to
COVID-19 (6/33); the ability to continue working virtually and online (10/33); for some the
impression that access and participation in research improved (4/33); savings of time and money
(1/33); and that the pandemic interrupted but did not end POR (2/33).

Many key informants (18/33) provided insights into future anticipated changes to SPOR as a
consequence of the COVID-19 pandemic and a few key informants did not anticipate any future
changes (3/33). For those key informants that did anticipate changes, increased access to
patients due to virtual communications (3/33) and anticipated impacts to the health system (2/33)
were identified. A few key informants also thought that patients at risk and living with health
conditions (2/33) will be impacted for the future. Finally, key informants (2/33) thought about the
future in the context of COVID-19 and the health system and reflected on the need for post
COVID-related research such as post-COVID-19 condition and accessibility of needed health
services.
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Conclusions and Recommendations

Conclusions

Relevance

The evaluation concludes that there is a continued need to prioritize and foster patient-oriented
evidence-informed health care in Canada, with evidence of the relevance and benefits of patient
engagement on the research process.

SPOR is well aligned with the roles and responsibilities of both the Government of Canada and
CIHR. SPOR's objectives are aligned with CIHR’s mandate of supporting initiatives that will lead
to the improved health of Canadians and a strengthened healthcare system, as well as several
priorities outlined in CIHR's previous and current Strategic Plans. SPOR also aligns with
government priorities to continuously strengthen the healthcare system outlined in a Mandate
Letter from the Minister of Health and the 2021 Speech from the Throne.

The evaluation found that CIHR is well positioned to continue to play a leadership role in SPOR,
particularly as a research funder and as a coordinating body or convener. To maximize CIHR's
investments in SPOR, it would be beneficial to further increase awareness of both POR and
SPOR among members of the health research community, patients, and decision-makers,
including a shared understanding of the benefits, challenges, and strategies for effective POR.

Design and Delivery

The evaluation found that SPOR has largely been implemented as planned, with the
implementation of SPOR elements evolving with a focus on strategic planning, the development
and delivery of new programs and services, and phase Il planning for SPOR SUPPORT Units
and Networks. Interviewees noted several opportunities to enhance the implementation SPOR,
such as increased guidance from CIHR on patient engagement and harmonized patient
compensation guidelines.

Monitoring of SPOR’s implementation continues to be challenged by gaps in financial monitoring
of grants and awards (G&A) expenditures, specifically the absence of unique coding for core
elements as well as a lack of documentation for the Foundational Investments reported in the first
evaluation, and operational spending, specifically a lack of information regarding direct salary.

While the evaluation found that the design features of SPOR generally support the achievement
of intended outcomes, several opportunities to improve the design of SPOR were noted. The
current evaluation found that SPOR's governance structure is not meeting its current objectives
and lacks adequate patient representation. The NSC has not met in recent years and generally
provided advice rather than steering the SPOR program. There is an opportunity for CIHR to re-
establish a governance structure to improve SPOR's decision-making on POR.
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There is also an opportunity to improve the management and utility of performance measurement
data regarding clarity and consistency of performance indicators, streamlining data collection,
ensuring alignment of Network and SUPPORT Unit work plans with CIHR’s reporting
requirements. These improvements could better inform decision-making to ensure CIHR's
optimization of the implementation of SPOR.

Further, a comparative review of international POR organizations suggests that using SPOR to
inform an organization-wide patient engagement research funding model, in which patient and
public engagement in all research programs is either encouraged or mandated, could optimize
CIHR’s investments in SPOR.

Performance

SPOR met or exceeded the 1:1 matching requirement by leveraging $1.16 in planned partner
dollars for every CIHR dollar. However, it was not possible to determine if actual applicant partner
investments met the matching requirement as applicant partner investments are not captured by
CIHR’s data systems nor were they systematically compiled from grant reports during the period
covered by this evaluation.

SPOR is currently achieving its immediate outcomes, particularly in the generation of new
knowledge, infrastructure, and capacity development. The evaluation found SPOR is generating
and disseminating new knowledge as evidenced by the number of KT products produced by the
core elements and found that SPOR core elements develop capacity for POR in Canada while
being responsive to stakeholders to provide evidence necessary to drive decision making. While
there is evidence of engagement of patient partners in all aspects of research, there are
opportunities to improve the level of patient engagement in research to avoid the perception of
tokenism.

The evaluation also found evidence that SPOR is making progress towards achieving its
intermediate outcomes. There were examples of SPOR research informing guidelines, clinical
practice, and/or managerial decision-making found within program documentation. Available
evidence suggests that progress has been made in improving the clinical trials environment in
Canada; however, more data regarding the outcomes of these engagement activities is needed
to fully assess impact of participation in trials on patients.

SPOR’s core elements are contributing to the achievement of a cultural shift towards POR. Almost
all case study key informants agreed that the projects, initiatives, and/or services in question had
contributed to a cultural shift within their research teams, organizations/networks, and/or in local
institutions. However, more time is needed to assess how SPOR has contributed to the expected
ultimate outcomes to improve patient health care experiences, health outcomes and health
system outcomes.
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Recommendations

The evaluation makes six recommendations aimed at improving the performance of SPOR to
achieve its expected results.

Recommendation 1:

CIHR should use SPOR to inform an organization-wide approach to patient engagement in
research to continue its leadership role, further investment and sustain progress on the outcome
of a cultural shift toward POR.

Recommendation 2:

CIHR needs to do the following to improve the program design and delivery of SPOR:

e Increase awareness of the benefits of POR among members of the health research
community, patients, and decision-makers.

¢ Enhance communications among and across SPOR core elements and CIHR institutes to
avoid duplicative efforts, promote cohesion, and enhance partnerships.

e Improve overall program monitoring to ensure that research is delivering on intended
objectives, such as the engagement of communities and patients in research and provide
feedback.

e Establish consistent priorities, mandates and readiness across SPOR core elements to
support linkages, alignment and coordination of initiatives.

Recommendation 3:

CIHR should re-establish an external and internal governance structure for SPOR with defined
roles and responsibilities, including better representation from patients, partners, and funders, to
improve CIHR'’s decision-making on SPOR.

Recommendation 4:

CIHR needs to improve patient and community engagement both in SPOR and in research in
the following manner:

e Embed equity, diversity and inclusion considerations into the recruitment of patient
partners to address the underrepresentation of important patient partner groups in
research.

¢ Harmonize patient compensation standards across SPOR.

e Enhance accountability for meaningful patient engagement.

e Ensure consistency in engagement of Indigenous community members across SPOR
core elements.
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Recommendation 5:

CIHR should improve the management and reporting of SPOR performance measurement data
to better inform decision-making by establishing a clear set of measures to track progress
expected outcomes related to patient health care experiences, health, and health system.

Recommendation 6:

CIHR needs to further improve the following aspects of its financial monitoring and coding for
SPOR:

e Grants and awards expenditures, especially coding of core elements and tracking of
partner contributions.
¢ Operating and maintenance expenditures, specifically direct salary costs.
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Appendix A: Tables

Table 1: CIHR Annual G&A Expenditures on SPOR by Core Element and Unspent Funds, 2010-11 to 2020-
2021

Data from 2016 Evaluation Data for the 2022-23 Evaluation

SPOR Element 2010-11 2016-17 Total
SUPPORT Units | $0 $0 $0 $13,554,918 | $21,087,625 | $33,291,588 | $41,617,319 | $43,168,597 | $30,890,581 | $24,256,556 | $20,720,447 | $228,587,631
SPOR Networks | $0 $0 $0 $75,000 $3,472,925 | $8,244,148 | $18,345413 | $17,102,104 | $17,443,818 | $13,663,861 | $9,817,048 | $88,164,317
Clinical Trials $0 $0 $0 $62,500 $250,000 $250,000 $2,799,195 $5,254,772 $8,333,462 $10,328,941 | $12,921,742 | $40,200,612
Capacity $0 $0 $0 $0 $0 $0 $0 $0 $0 $6,853,345 | $3,822501 | $10,675846
Development
Patient

$0 $0 $0 $0 $164,796 $284,424 $1,133,193 $1,078,051 $178,162 $0 $0 $2,838,626
Engagement
Enabl_lng $0 $0 $0 $0 $0 $0 $0 $749,697 $2,748,797 | $4,582,959 | $5582,433 | $13,663,885
Functions
Rlng-Fenced $0 $0 $0 $6,183,211 $3,531,916 | $1,913,333 | $707,500 $656,576 $0 $0 $0 $12,992,536
Foundational
Foun_datlonal $63,561,791 $54,927,762 $48,616,376 $35,955,187 | $31,635,084 | $26,235849 | $0 $0 $0 $0 $0
Outside SPOR
Al rlng—_fenced $0 $0 $0 $19,875,629 | $28,507,262 | $43,983,493 | $64,602,620 | $68,009,797 | $59,594,819 | $59,685,662 | $52,864,171 | $397,123,453
expenditures
Unspent funds $6,000,000 $15,000,000 $28,936,000 $23,060,371 | $19,428,738 | $3,952,507 ($4,916,620) | ($8,323,797) | $91,181 $338 $6,821,829 | $90,050,547
Total $6,000,000 $15,000,000 $28,940,000 $42,940,000 | $47,940,000 | $49,237,355 | $69,145337 | $68,009,798 | $59,595,000 | $59,650,001 | $52,864,171 | $499,321,662

Source: CIHR Electronic Information System Data
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Table 2: CIHR Planned (based on TB submissions) and Actual Operating Costs on SPOR, 2010-11 to 2020-
21

Data from 2016 Evaluation Data for the 2022-23 Evaluation

PLANNED
SPENDING

Total Annual G&A $6,000,000 $15,000,000 $28,936,000 | $42,936,000 | $47,936,000 $47,936,000 | $59,686,000 | $59,686,000 | $59,686,000 $59,686,000 | $59,686,000 | $487,174,000

2010-11 2011-12 2015-16  2016-17 2017-18 2018-19 2019-20 2020-21

TOEL’:?;;%' $455,000 | $1,275,000 | $2,339,000 | $3,339,000 | $3,339,000 $3,339,000 | $4,589,000 | $4,589,000 | $4,589,000 | $4,589,000 | $4,589,000 | $37,031,000
TOTAL FTEs 2 4 6 16.75 20.75 27.75 27.75 27.75 27.75 27.75 27.75
PLANNED
OPERATIONAL 7.6% 8.5% 8.1% 7.8% 7.0% 7.0% 7.7% 7.7% 7.7% 7.7% 7.7% | 7.6%
EFFICIENCY
OPERATING AND
MAINTENANCE 2010-11 2011-12 2012-13 2013-14 2014-15 2015-16  2016-17 2017-18 2018-19 2019-20 2020-21
COSTS R I I I T T e
Reported FTEs N/A N/A N/A N/A N/A N/A 23.1 20.05 20.9 21.7 20.8
Direct Salary $259,029 $604,402 $949,774 | $1,791,620 | $1,893,393 $1,923,264 | $2,024,901 | $1,834,896 | $1,930,348 | $2,050,745 | $1,982,351 | $17,244,723
- 0, 0,
. EB.P 20% (27% $51,806 $120,880 $189,955 $358,324 $378,679 $384,653 $404,980 $366,979 $386,070 $553,701 $535,235 $3,731,262
starting in FY2019-20)
Accommodatllosr:’ /0 $33,674 $78,572 $123,471 $232,911 $246,141 $250,024 $263,237 $238,536 $250,945 $266,597 $257,706 $2,241,814
Direct Operating and $187,445 $95,710 $309,529 $286,592 $270,230 $213,403 $278,780 $205,360 $312,453 $194,859 $18,113 $2,372,473

Maintenance
Internal Services
(Indirect | $2536,115 | $2,191,618 | $1955820 | $2,297,493 | $2,434,783 | $2,822,267 | $2,007,082 | $1,881,481 | $1,836,324 | $1,754930 | $1,425811 | $23,143,724
Administration Costs)
Total Operating
Costs (Direct + $3,068,069 | $3,091,182 | $3528,549 | $4,966,940 | $5223226 | $5593,611 | $4,978,981 | $4,527,252 | $4,716,140 | $4,820,832 | $4,219,215 | $48,733,996
Indirect)
Total G&A
Expenditures

$63,561,791 | $54,927,762 | $49,018,043 | $57,581,279 | $61,022,134 | $70,733,508 | $64,602,620 | $68,009,797 | $59,594,819 | $59,685,662 | $52,864,171 | $661,601,586

Total Expenditures $66,629,860 | $58,018,944 | $52,546,592 | $62,548,219 | $66,245,360 | $76,327,119 | $69,581,601 | $72,537,049 | $64,310,959 | $64,506,494 | $57,083,386 | $710,335,582
ACTUAL

OPERATIONAL 4.6% 5.3% 6.7% 7.9% 7.9% 7.3% 7.2% 6.2% 7.3% 7.5% 7.4% 6.9%
EFFICIENCY

Source: Treasury Board Submissions and CIHR Electronic Information System Data
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Table 3: SPOR Partners Commitments for Funded Projects

Competition

CIHR partner Applicant partner All partner

SPOR Element Commitments commitments commitments commitments Ratio

SUPPORT Units ~ $233,318551 $6,109,682 $247,192,945  $253,302,627 $1.09
SPOR Networks $89,545,328 $11,946,000 $121,018,077 $132,964,077 $1.48
Clinical Trials $59,954,891 $3,843,990 $76,454,718 $80,298,708 $1.34
Capacity Development $18,786,150 $0 $3,000 $3,000 $0.00
Patient Engagement $2,838,626 $200,000 $1,810,884 $2,010,884 $0.71
Enabling Functions $46,626,876 $0 $52,479,000 $52,479,000 $1.13
SPOR Total $451,070,422 $22,099,672 $498,958,624 $521,058,296 $1.16

Source: CIHR Electronic Information System and Matching Contribution Verification Tables
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Appendix B: Figures

Figure 1: SPOR Logic Model

Roadmap Il Expected Outcome: To promote excellence, creativity and breadth in health research;
and, mobilize health research for transformation and impact

SPOR Vision: Demonstrably improve health outcomes and enhance patients’ health care experience
through integration of evidence at all levels in the health care system.
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Source: Program Documents
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Figure 2: SPOR Evolution by Core Elements
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Figure 3: Annual Allocations from TB and Annual SPOR G&A Expenditures by
Core Element
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Figure 4: Needs Not Addressed by SPOR Reported by Researchers
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Figure 5: Number of PE Training or Mentoring Activities Offered by SUPPORT
Units, Networks, and SEA, 2016-17 to 2019-20
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Figure 6: Number of Individuals Receiving Training or Mentoring in PE by
SUPPORT Units, Networks, and SEA, 2016-17 to 2019-20
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Figure 7: Number and Type of Trainees Reported by SPOR Recipients
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Figure 8: Patient Involvement Reported by Patients vs. SPOR Recipients
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Appendix C: Detailed Descriptions of Core Elements

This section provides a detailed description of each of the SPOR core elements.
Support for People and Patient-Oriented Research and Trials (SUPPORT) Units

SUPPORT Units are specialized, multidisciplinary research service centers located in provinces
and territories across Canada. SUPPORT Units were created to provide the necessary expertise
to pursue POR and help lead reforms in response to locally-driven health care needs. Additionally,
they are tasked with facilitating decision-making within the health services setting, fostering the
implementation of best practices, and promoting collaboration among researchers engaged in
POR. SUPPORT Units provide decision-makers and health care providers with the means to
connect research with patient needs so that evidence-based solutions can be applied to health
care and then shared throughout the country.

SUPPORT Units are a collaborative effort between CIHR and the provinces and territories, which
have a significant role in directing the work carried out by the Units. The SUPPORT Units have
dual priorities, in that they align with the provincial and territorial priorities, as well as support the
research needs of the other SPOR-funded entities. The SUPPORT units are at varying stages of
implementation:

e SUPPORT Units implemented:
o 2013-14: Alberta, Manitoba, Maritimes, Ontario
o 2014-15: Newfoundland & Labrador, Quebec
o 2015-16: British Columbia, Saskatchewan
o 2016-17: Northwest Territories

e SUPPORT Unit in review stage:

o Yukon
e SUPPORT Unit in development:
o Nunavut

Phase | SUPPORT Units are made up of six component areas in addition to the cross-cutting
theme of patient engagement:

1. Data Platforms and Services providing access to administrative datasets, data analysts,
a central platform for primary data collection, and data ambassadors (e.g., data sharing
agreements);

2. Methods for Support and Development providing access to expertise such as biostatistics,
epidemiology, and clinical trial design;

3. Applied Health Systems Research, Knowledge Translation, and Implementation Science
via activities that put knowledge into action and enhance uptake;

4. Real-World Clinical Trials providing assistance in areas such as innovative design, data
management, statistical analysis, ethics approvals and multi-site management;
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5. Training and Capacity Development providing training, mentoring and career development
for clinical, health services and systems research and methodological patient-oriented
researchers; and

6. Consultation and Research Services supporting researchers in areas such as design,
measurement, methods development, data analysis, economic evaluation, literature
review and scientific writing.

Each SUPPORT Unit has a governance structure, which includes appropriate mechanisms for
Patient Engagement. Each SUPPORT Unit must also undertake a demonstration project(s).
These are intended to show the benefits of POR, and demonstrate the effectiveness of the model.

In 2013, the SPOR SUPPORT Unit Council (SSUC) was created with the mandate to provide an
opportunity for information sharing and collaboration among SUPPORT Units. It does not have
powers to compel actions. In addition, the following Working Groups (WGSs) that report to the
SSUC were established:

o Performance Measurement Working Group (2014);
¢ Knowledge Translation Working Group (2014);

e Patient Engagement Working Group (2014);

o Capacity Development Working Group (2015);

¢ Data Working Group (2015); and

¢ Communications Working Group (2017).

Networks

Networks are pan-Canadian research teams that represent a collaboration of patients, health
service providers, policy/decision makers, and health researchers. Networks focus on specific
health challenges identified as priorities in multiple provinces and territories, and are intended to
pursue research and generate evidence and innovations designed to improve patient health and
health care systems.

Each SPOR Network has a governance structure, which includes appropriate mechanisms for
Patient Engagement. There are currently seven funded Networks: The ACCESS Open Minds
Network, announced in 2014, is the result of a funding partnership between CIHR and the Graham
Boeckh Foundation. AOM seeks to improve the care provided to young Canadians (aged 11 to
25 years) with mental iliness, by assisting in connecting patients and youth with researchers,
health care professionals, and decision-makers in order to foster the translation of research
findings into practice and policy. ACCESS Open Minds aims to bring about transformational
change in 14 service-delivery sites in communities across Canada, giving youth faster access to
services and addressing adolescent and youth mental health and well-being.

The Primary Care Research Network (formerly the Primary and Integrated Health Care
Innovations (PIHCI) Network) funded in 2014, is a key CIHR initiative under both SPOR and the
CIHR Community-Based Primary Health Care Signature Initiative. As a Network of networks,
PIHCI builds on regional and national assets in community-based primary and integrated health
care; and is overseen at a pan-Canadian level by a Network Leadership Council (NLC) and
supported by a Network Coordinating Office. It aims to foster a new alliance between research,
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policy and practice to create dynamic and responsive learning systems across the country that
develop, evaluate and scale up new approaches to the delivery of horizontally and vertically
integrated services within and across sectors of health care (e.g., public health, home and
community care, primary, secondary, and tertiary care) as well as outside the health sector (e.g.,
education, social services, housing). In 2022, the Primary and Integrated Health Care Innovations
Network adopted a new name, the Canadian Primary Care Research Network (CPCRN). The
new SPOR Primary Care Research Network will integrate and build upon PICHI to expand
patient-oriented primary care innovations to new sites, settings, and populations.

Five SPOR Chronic Disease Networks (CDNs) were funded in early 2016 with the objective of
translating existing and new knowledge generated by basic biomedical, clinical, and population
health research into testing of innovations that can improve clinical science and practice. These
Networks also aim to foster policy changes, leading to transformative and measurable
improvements in patient health outcomes and improvements in efficiency and effectiveness of
healthcare delivery within five years. The CDNs consist of CHILD-BRIGHT, CPN, DAC, IMAGINE,
and Can-SOLVE CKD.

The PIHCI member networks, each representing a unique jurisdiction in Canada (including ten
provinces and one territory), were funded in three cohorts with start dates between January and
September 2015. The first of these cohorts saw the end of their grant term on December 31,
20109.

CIHR offered funding extensions in December 2019 to all PIHCI member networks, as needed,
enabling continued operations until September 30, 2021. It is anticipated that the CDNs will have
access to funds, because of the slow ramp up and the extended Authority To Use Funds period,
into 2022-23 and AOM has been approved for a no-cost extension until March 31, 2024.

The development of the Phase Il Network Funding Opportunity was a major focus for CIHR in the
second half of 2019-20, with expected launch of a funding opportunity s in early 2021 and funding
release as early as fall 2021 (this is anticipatory, as the competition timeline will be developed in
collaboration with the CIHR Program Design and Delivery team).

Capacity Development

Capacity Development aims to build capacity for researchers, patients, health care professionals,
health system administrators/decision-makers and other stakeholders to work together to conduct
POR and to apply the results. It is intended to bring about culture change, link partners together,
and effectively support training and career development in POR.

The SPOR Capacity Development Framework was designed in 2015 to encourage a shared
vision, key principles, and considerations for capacity development in SPOR. In alignment with
this framework, training, mentoring, and career support is to be integrated into the SPOR
Networks and SUPPORT Units, with each Network and SUPPORT Unit being required to
articulate a training and capacity development strategy. The SEA and the iCT Initiative are also
required to articulate a training and capacity development strategy.
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To date, most capacity development activities have been carried out by SPOR-funded entities
such as the SUPPORT Units and the Networks. Beginning in 2019, CIHR launched the SPOR
Capacity Development Initiative and the first of the CDI funding streams to lead a coordinated
approach to training and capacity development.

The SPOR Capacity Development Initiative is intended to address gaps and areas of opportunity
identified in POR capacity development in Canada. The Initiative is expected to increase capacity
in POR and support viable career paths in POR by:

1.

Coalescing the community of POR leaders, mentors, coaches and trainees to share and
innovate approaches to POR capacity building;

Positioning future leaders in the POR community;

Integrating POR principles, practices, and findings within Canadian health care contexts;
and

Incorporating Indigenous, Western, and other paradigms of POR, training, mentoring, and
leadership to enrich training opportunities and career development in a culturally safe
manner.

The Initiative consists of:

1.

2.

A National Training Entity (NTE) (funding opportunity launched in 2019 and funding started
in March 2021) to serve as a central body for systematic training and mentoring of POR
leaders in Canada. The NTE aims to ensure a more comprehensive, national strategy to
building capacity that supports inclusive approaches appropriate to the specific learning
needs of various communities and populations in Canada. This work involves moving
beyond common and/or siloed approaches to training by engaging stakeholders and/or
community members from all relevant disciplines, sectors, geographies and cultural
perspectives. Core functions will include:

a. Serve as a central body for systematic POR training and mentoring in Canada;

b. Cultivate a community in POR capacity development;

c. Support mentors and trainees, including Patient-Oriented Research Award
recipients and trainees from other SPOR-funded entities; and

d. Develop collaborations and partnerships in capacity development.

A suite of Patient-Oriented Research Awards to support trainees transitioning into
independent careers and to assist health systems organizations in integrating POR
principles and findings into Canadian health care contexts by developing in-house
‘implementation specialists’ (i.e., individuals who bring a spectrum of influence in health
policy or practices, for example, policy analysts or nurse managers). Recipients of this
funding will have the opportunity to collaborate with the NTE and with existing SPOR-
funded entities. These awards include:

a. Transition to Leadership Stream (funding started April 2020): These two-phased,
six-year awards aim to support the timely transition of individuals in a research
fellowship into an independent research career. Phase 1 of the award provides a
stipend and an allowance for professional development and research. Phase 2 of
the award will provide recipients of Phase 1 with salary support and a research
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allowance to launch their POR career. The competition is complete and the 22
Award recipients are starting their Phase 1 Award during the period of April 1, 2020
to January 1, 2021, and transition to Phase 2 is underway.

b. Health System Stream (funding opportunity Winter/Spring 2020): These two-year
grants aim to build capacity for the uptake of POR in the health system by providing
health systems or related organizations with an opportunity to embed POR
principles, practices and findings within Canadian health care contexts. This will
be accomplished by implementation specialists (individuals who bring a spectrum
of influence in health policy or practices) employed by these health systems or
related organizations, who will receive training, mentorship, and a practical
opportunity to embed patient-oriented research within their organization. These
grants will be flexible and tailorable to the specific needs of the host organization,
implementation specialist, and relevant community and stakeholders. In addition,
there are other capacity building funding opportunities including: the POR Catalyst
Grants, the SPOR-sponsored ICS Planning and Dissemination Grants, and the
POR Impact Assessment Grants, which were all funded toward the end of FY
2019-20.

Patient Engagement

Patient engagement supports efforts to engage patients in a meaningful way through active
collaboration in governance, priority setting, and the conduct of research, as well as in
summarizing, distributing, sharing, and applying its resulting knowledge. Patient engagement in
research will ensure the relevance of the research and improve its translation into policy and
practice, contribute to more effective health services and products, and ultimately, enhance the
quality of life of Canadians. A key objective of SPOR is for patients, researchers, health care
providers, and decision-makers to actively collaborate to build a sustainable, accessible and
equitable health care system.

Patient engagement is a key component of all SPOR funded activities including patients in their
governance structures, engaging patients in their range of activities, contributing to the literature
on patient engagement methods and evaluation, and creating resources/training for patient
engagement. A SPOR Patient Engagement Framework was designed in 2014 to establish key
concepts, principles and areas for patient engagement to be adopted by all SPOR partners. The
core areas for engagement outlined in the framework include:

1. Patient engagement in governance and decision-making (patient representation on all
SPOR funding opportunity peer reviews, boards/committees such as the SPOR National
Steering Committee (NSC), SUPPORT Units, and Networks);

2. Capacity building for patient engagement (via research funding mechanisms; training
strategies; partnerships with other organizations/networks; shared-responsibility with
patients); and

3. Tools and resources (pool of diverse patient participants; education, orientation, and
training; best practices for engagement approaches and role definitions).

70



In alignment with the framework, CIHR funded some small-scale SPOR patient engagement
grants, co-developed a POR curriculum with relevant stakeholder groups, and identified key
considerations for compensating patient partners.

Patient Engagement Grants: The Patient Engagement Collaboration Grants were
launched in 2014 and 2015 with a focus on implementing patient engagement into
research projects. As of March 31, 2016, 11 projects were funded with objectives to:
identify and implement inclusive engagement mechanisms, processes and approaches
that value patient perspectives, experiences and skills throughout the research process;
and facilitate opportunities for researchers and knowledge users, including patients, to
work together to identify problems and gaps, set priorities for research, and produce and
implement solutions. This funding opportunity was subsequently retooled and offered
twice more in 2017 and 2018 as the Patient-Oriented Research Collaboration Grants. This
version increased the funding amount and the scope of the grant, which focused more on
conducting POR studies or projects as opposed to simply implementing patient
engagement into a study or project. To date, end of grant reports have been received for
the Patient Engagement Collaboration Grants, and end of grant reports for the Patient-
Oriented Research Collaboration Grants are still being received.

POR Curriculum: CIHR developed a national-scope curriculum that could be delivered by
SUPPORT Units and/or Networks to create a common, standardized set of materials and
to bring alignment in understanding of patient engagement across different organizations.
The Foundations in Patient-Oriented Research curriculum was designed to build mutually
beneficial relationships for conducting POR by ensuring that relevant stakeholders (i.e.,
patients, researchers, health care professionals and health system decision-makers) have
a common foundational understanding of POR, the research enterprise, and team
dynamics. 3 Several SUPPORT Units and Networks continue to deliver and adapt the
curriculum, including efforts to build and maintain capacity within their staff to deliver the
workshops.

Patient Compensation: CIHR led the development of a framework document on patient
compensation, which provides general guiding principles that can be used when offering
payment to patient partners engaged in research and research-related activities. This
framework document promotes the view that, whenever possible, patients should be
offered appropriate payment for their added value to the research activity to which they
are contributing.

Clinical Trials

An important goal of SPOR is to strengthen organizational, regulatory, and financial support for,
and enhance patient and clinician engagement in, clinical trials in Canada. SPOR has developed
the following components to improve Canada's clinical trials environment:

Canadian Clinical Trials Coordinating Centre

The Canadian Clinical Trials Coordinating Centre (CCTCC), launched in 2014, was a body that
brought stakeholders together to strengthen the Canadian clinical trials environment and promote
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Canada as a leading destination for clinical trials globally through policy development, advocacy,
standardization, and evaluation. Funding for CCTCC was not renewed as of 2019-20. Some
initiatives to date include:

e Canadian Clinical Trials Asset Map, a unique, robust, searchable web-based database
designed to showcase Canada’s clinical research strengths to all stakeholders, including
clinical trial sponsors and position Canada as an attractive global destination for the
conduct of clinical trials.

¢ Model Clinical Trial Template Agreement which provides a standard model contract for
use by clinical trial sites and sponsors in negotiating phase Il and phase Il clinical trial
agreements.

e Streamlining Research Ethics Review for Multi-Centre Trials, a SPOR initiative to gather
information on streamlining initiatives in Canada and making recommendations for
improving the process of ethics review for multi-centre patient-oriented research.

Innovative Clinical Trials

In response to the evolving Clinical Trials environment, the iCT Initiative was created to build
capacity in innovative clinical research methodologies and increase the amount of clinical
research undertaken in Canada. The iCT Initiative was designed to increase Canadian
competitiveness in innovative clinical research and provides a stimulus for trialists to adopt new
methodologies. The objectives of the SPOR iCT Initiative are to:

1. Build capacity in iCT by:

a. Attracting Canadian clinical investigators with a focus on shifting their research
programs to include innovative methodologies and adopt the principles of SPOR,;
and,

b. Enhancing Canada’s capacity and expertise in innovative and cost-effective trial
methodologies.

2. Increase the intensity of iCT research nationally.

Phase | of the iCT Initiative includes three types of grants, with a focus on pragmatic real world
studies of comparative effectiveness and implementation science:

1. Catalyst Grants to provide seed funding for novel research perspectives;

2. Mentorship Chairs to develop capacity in iCT through provision of salary and operating
funds; and

3. Multi-Year Grants to support innovative clinical trials and allow researchers to
build/develop/improve leadership and research planning.

Also funded as part of the iCT Initiative was the Rewarding Success Initiative a new funding model
that will reward success as a means of incentivizing research teams and their healthcare partners
to enhance value-based care, health system sustainability, and health outcomes. The research
teams and their partners designed, implemented, and evaluated interventions in healthcare
organization(s) that aim to produce healthcare cost savings and/or improved health system
efficiency. Teams use iCT design to institute complex interventions that will allow them to fail fast
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and iterate to improve the likelihood of success. Use of an iCT design enables unambiguous
attribution of the effect of the intervention(s) employed to improve value and efficiency in health
care.

Enabling Functions

Enabling Functions support the development of national platforms, including data and systematic
reviews and guidelines development, with the aim of providing national-level support for POR. To
date, this element consists of two initiatives.

SPOR Evidence Alliance

The SEA (funded in 2017) was established to provide national-level support in knowledge
synthesis, systematic reviews, clinical practice guidelines development, KT, and POR. This
Canada-wide alliance of researchers, research trainees, patients, healthcare providers, policy
makers and organizations aims to provide evidence-based answers through research to ensure
high-quality information is available to inform decisions.

SEA is committed to building a Canadian health system that is increasingly informed and
improved using best available evidence and innovations uncovered by the health research
community. The goal of SEA is to respond to at least 100 questions over its five-year term of
funding, conduct systematic reviews, develop guidelines, provide mentorship and training
opportunities, and engage in knowledge translation to ensure health care providers have the
evidence to provide patients with the right care at the right time. SEA areas of focus presented in
the 2018-19 SEA Performance Report pertain to the following categories:

o Query Services

e Canadian Clinical Practice Guidelines developers Asset Map
e Stakeholder Engagement

e Advancing Knowledge

e Training and Capacity Development

e Governance

e Sex and Gender

¢ Relevance to Indigenous Peoples

¢ Financials

SPOR Canadian Data Platform

The objective of the SPOR CDP, funded in October 2018, is to develop a distributed network that
facilitates and accelerates multi-jurisdictional research by connecting existing Canadian centers
of excellence that already collect and work with health and health-related data across Canada.
SPOR CDP aims to address major barriers and inefficiencies in accessing or using multi-
jurisdictional or national data for POR.

The SPOR CDP is establishing a single stop for researchers to request access to rich health and
social data from various sources across the country. Currently, the data access process differs
across jurisdictions in terms of the forms required, the fees charged, the physical location of the
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data, and more. By reducing barriers to information access, the CDP will enable investigators to
conduct multi-jurisdictional, people and patient-focused research more efficiently.
Communications with key stakeholders including the SPOR SUPPORT Units and other SPOR
funded entities are being established to clarify the objectives and role of the SPOR CDP and
understand the needs of other stakeholders. The SPOR CDP has developed its Data Access
Support Hub (DASH), which was launched in early 2020 and serves as the data access portal for
the platform.

As these two initiatives have only recently been established, the evaluation will consider SEA and
the SPOR CDP from an implementation evaluation perspective only.
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Appendix D: Methodology — Additional Details

Additional details about the multiple lines of evidence and methodology used in the evaluation are
presented in this appendix.

Administrative and Financial Data Analysis

The review of SPOR program records and administrative data included EIS data from the period
2010-2021, partnership data for planned contributions for the period 2010-2017 from SPOR
program based on EIS/SSRE, InfoNet, ResearchNet, and online data, and partnership data for
planned contributions for the period 2018-2021 from SPOR program based on InfoNet and
ResearchNet. The administrative and financial data analysis provided information about the
program’s descriptive and performance (e.g., number of grants and awards funded, the financial
investments, etc.), descriptive data for GBA+ analysis, data for the edge lists necessary for the
SNA, and sampling frames for the surveys, case studies, and interviews with various stakeholders
involved in the program.

Document and Literature Review

The document review component involved the analysis of relevant SPOR documents including
SPOR performance reports (e.g., annual reports, summary reports, previous evaluations,
newsletters), SPOR general documentation (e.g., strategies, TB submissions, SPOR committee
and sub-committee materials), partner documentation, federal and provincial policy documents,
and other relevant federal government documents. The specific documents reviewed (n = 82)
were selected based on recency, relevance, maturity, and materiality of available documents
provided to the Evaluation Unit from the SPOR program.

The literature review focused on academic and professional sources at the national and
international level to assess the extent to which POR is addressing the ongoing need in Canada
to prioritize evidence-informed health care. A comparative review examining the experience of
other countries such as the U.S., U.K., and Australia in implementing POR strategies was also
conducted. The review focused on recently published documents that are high level narrative or
systematic reviews of POR. If reviews were not available, then the review searched recently
published editorial or opinion pieces in highly cited journals such as The New England Journal of
Medicine or Lancet, etc.

Bibliometric and Altmetric Analysis

Bibliometric indicators are recognized as valuable measures of scientific productivity and quality.
The bibliometric and altmetric analysis was completed by Science-Metrix to evaluate the
performance of POR publications in Canada and globally. The bibliometric database was mainly
built on Scopus data and complemented by other sources such as Unpaywall, PlumX, Overton,
PatentSight, ClinicalTrials.gov, and PubMed.

Surveys of Researchers and Stakeholders

The SPOR researcher survey targeted all researchers who have either received (i.e., recipients)
or applied (i.e., applicants) for a SPOR funding opportunity associated with a research project
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between January 2015 and December 2020. The researcher sample frame was constructed from
CIHR grant data. Recipients of SPOR funding or applicants to SPOR funding opportunities which
were not associated with a defined research project (e.qg., travel awards, funding for a SPOR core
element, training grants and awards, fellowship grants and awards) were removed from the
sample for the purposes of this survey. The final sample was comprised of 506 researchers, 245
recipients and 259 applicants, with a 36% response rate for recipients (n = 89) and 18% for
applicants (n = 47). The inclusion of applicants allowed for counterfactual comparison, explored
whether alternative funding was obtained and the extent to which patient engagement, capacity
development and research outcomes were impacted by not obtaining SPOR funding. Forty-one
percent of SPOR recipients surveyed received their funding from collaboration grants (n = 100),
30% from operating grants (n = 77), 29% from catalyst grants (n = 74), 11% from project grants
(n = 27), and 5% from other iCT grants (n = 10).

The SPOR stakeholder survey targeted stakeholders who have been involved in SPOR in some
capacity (e.g., co-applicants, trainees, patient partners, other partners, knowledge users).
However, the current stakeholder lists from SPOR program and SPIR consultations did not
include the entire population of stakeholders. Therefore, a respondent-driven sampling approach
was taken, in which SPOR researchers received a link to a short survey to forward on to any
individual involved in SPOR. This allowed the Evaluation Team to collect full names and email
addresses of additional SPOR stakeholders. Data obtained from the respondent-driven sampling
approach were combined with the lists obtained from the SPOR program and SPIR consultations.
The final sample was comprised of 738 stakeholders, with a 24% response rate (n = 179). SPOR
stakeholders surveyed consisted of 28% co-applicants (n = 50), 22% patient partners (n = 39),
22% trainees (n = 39), 13% other (employees of SPOR Networks or SUPPORT Units, lead of a
training committee, institutional authority, institutional partners, research staff; n = 24), 9% other
partners (n = 16), and 6% knowledge users (n = 11).

Key Informant Interviews

Key informant interviews provided insights concerning the relevance of the SPOR program, in
terms of its alignment with the Canadian need for POR and assessed performance of the program
by assessing the achievement of the program’s immediate, intermediate, and ultimate outcomes.
They also helped evaluators assess how the design and delivery of the program supports the
achievement of these intended outcomes.

In total, 38 key informant interviews were conducted from seven respondent groups:

e CIHR staff (VP LHS, SPOR WG Chairs; n = 5);
e POR experts (n = 3);

e SPOR funded entities (n = 6);

e Knowledge users (n = 4);

e NSC members (n = 2);

e Partners (n =9);

e Patient partners (n = 9).
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The interviews were approximately 45-60 minutes long, fully confidential and semi-structured.
Respondents received an interview guide prior to the interview, to allow them to consider the
guestions in advance.

Knowledge Readiness Levels Analysis

The Knowledge Readiness Levels (KRLs) allow a classification of the research results’ scope
from basic bench and lab work to the establishment of policies or tools for prevention, screening,
diagnosis, or treatment. Research results were identified as Knowledge Products (KPs),
specifically peer-reviewed publications, for the purposes of the evaluation. There are three
descriptive ranges of knowledge products: scientific foundations, applications, and real-world
contexts. Each range consists of three knowledge readiness levels within that range.

The CIHR evaluation team leveraged existing databases from the College of Reviewers as the
primary and key source of contacts for this exercise. The invitation was sent to 200 experts that
had relevant clinical and/or academic expertise in POR, clinical trials, systematic reviews,
epidemiology, or qualitative research, of whom 47 responded they were interested. Those experts
who demonstrated interest were arranged into 4 groups of 11-12 each for the Delphi process.
The Delphi process involved a facilitator who sought individual assessments from the pool of
experts in several rounds until a consensus was reached to classify the KPs into their KRL.

Case Studies

The aim of the case studies was to collect evidence as to what extent SPOR is achieving its
intermediate outcomes, provide a rich narrative of qualitative data from stakeholders of the
program, and describe impact, results, challenges, lessons learned and contributions of the
different aspects of SPOR studied in the case studies. The five case studies were selected around
SPOR’s intermediate outcomes and used combinations of SPOR core elements as units (e.g.,
SUPPORT Units, Networks) and/or sub-units (e.g., projects, researchers, trainees) of analysis for
the larger cases. The case study for the intermediate outcome of patients and stakeholders are
active partners in both research and implementation of evidence-based improvements focused
on Indigenous. The selection of units and sub-units for each case were determined based on the
duration of funding/project, the material investment, the innovation within collaboration or
research, the topic area, the regional representation, and the extent of patient engagement within
the example.
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Evaluation Limitations and Mitigation Strategies

Limitations

Challenges and Mitigation Strategies

Contribution vs. attribution

The SPOR initiative and the health research
funding landscape are complex, with funding by
various partners and multiple inputs that contribute
to evidence-based care. It is difficult to attribute
changes at the intermediate and ultimate outcome
level to SPOR and specifically CIHR’s role in
SPOR. Thus, conclusions from this evaluation
speak to CIHR’s contribution to outcomes and
impacts.

Staggered timelines of implementation of the
SPOR elements

While over ten years have elapsed since SPOR
funding was first distributed to the research
community to support foundational components of
SPOR and some elements received this funding
early in the Strategy’s life cycle, other elements
received funding more recently and are in the early
phases of implementation. The evaluation scope
and methodology was mindful of this in the
selection of case studies, for instance, and in
framing the outcomes of SPOR.

Developing complete sampling frames for surveys
of researchers, trainees, patients, partners, and
other stakeholders (e.g., decision makers,
healthcare practitioners)

Researchers, trainees, patients, partners, and
other stakeholders (e.g., decision makers, health
care practitioners) may participate in SPOR
through a number of funding opportunities
available directly from CIHR or through SPOR-
funded entities. It was challenging to develop a
complete listing of researchers, trainees, patients,
partners and other stakeholders in order to conduct
a survey. A snow-ball approach was used to obtain
contact information for SPOR trainees, patients,
partners, and other stakeholders, and may not
represent the entire population of SPOR
stakeholders.

Capturing the perspective of research partners and
patients

While partners who are involved in co-funding
SPOR or involved in its governance were included
in the evaluation, information on partners at the
level of the research projects is not systematically
available to CIHR. Similarly, there is no listing of
patients who are engaged in SPOR-funded
research. These perspectives were gathered
through the interviews and case studies.

Analysing performance and other secondary data
sources

Some secondary data were not collected for the
purposes of this evaluation specifically (e.g., there
may be incomplete/dated information). As an
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example, there was variability between the PM
strategies of SPOR funded entities and the PM
strategy for SPOR overall. Annual reports for and
evaluations of the SPOR elements (SUPPORT
Units and Networks) were highly variable and,
therefore, difficult to roll up. To mitigate this
challenge, multiple sources of data were used to
triangulate findings and limitations in interpreting
findings were recognized.

Counterfactual comparison

Given the fact that there is no other similar
Canadian program that is comparable to SPOR,
the only population that can be used for a
counterfactual approach is researchers who
applied for SPOR funding and have not been
funded. The evaluation used the survey with
unfunded researchers considered eligible to help
with the counterfactual comparison. In addition,
triangulation of data from multiple lines of evidence,
as well as temporal analysis of the data over the
years were used to strengthen the design of the
evaluation.
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End Notes

1 KT products are defined as: peer-reviewed publications; conference presentations; evidence synthesis; summary briefings to
stakeholders; interactive educational sessions with patients, practitioners and/or policy makers; KT events; media engagement, etc.
KT products could also include commercial outcomes: patents, licenses, formation of new companies, other spin-offs, technology or
knowledge readiness levels of research products/processes.

2 What is the Strategy for Patient- Oriented Research? Retrieved from: https://cihr-irsc.gc.ca/e/51141.html

3 See for instance McDavid, J C. and Hawthorne, L.R.L. (2006). Program Evaluation and Performance Measurement: An Introduction
to Practice. Thousand Oaks, CA: Sage Publications.

4 Patient Partner: a patient that is involved in a research project in any manner other than as a research participant. Some examples
of the patient partner role may include participation on governing boards or committees, being consulted on survey design for a study,
co-developing the research methodology with a researcher, taking part in priority-setting activities to determine new areas of research,
and collecting and/or analyzing data and knowledge translation.

5 Other Partner: individuals and/or organizations operating independently (at arm’s length) in the private sector, public sector, non-
profit sector, academia, and/or government, that contribute knowledge, expertise, cash and/or in-kind contributions to support the
successful completion of a SPOR-funded research project.

6 The first SPOR evaluation reported Foundational Investments (e.g., operating grants, catalyst grants, knowledge synthesis grants)
that were defined therein as investments aligned with SPOR that may have begun prior to SPOR being announced, maintained during
the design and implementation of SPOR, or were sunsetted post-SPOR implementation. While these were considered out of scope
for the first Evaluation, they were included in the cost efficiency analysis to help ensure a complete accounting of resources used to
deliver on SPOR.

”The SPOR’s high average relative citation score is somewhat driven by eight papers that received an extreme citation score. These
papers are typically highly collaborative, involving large-scale studies with many institutions and large groups of researchers, and
consequently receive a disproportionate number of citations. Given the relatively small size of the SPOR'’s publication set compared
to the POR data set, these outliers exerted a sizable bias on its overall performance. Indeed, by removing these papers from the
analysis, the average relative citation score of the remaining publications is reduced to 2.26, which is comparable to that of the
PCORI’s portfolio of publications (2.00). An example like this one highlights the importance of complementing the average relative
citation with other indicators, such as the share of highly cited papers. The SPOR nevertheless outperformed the PCORI in all shares
of highly cited papers.

8 Note that all data within this section have been self-reported by the SPOR core elements and should be interpreted as estimates.

9 SPOR annual reports use the Saskatchewan Centre for Patient Oriented Research Level of Engagement Tool to classify the level
of engagement of each type of stakeholder. The tool scores criteria on a continuum from 1 to 5. 1) Inform — To provide balanced and
objective information to assist in understanding the problem, alternatives, opportunities and/or solutions. 2) Consult — To obtain
feedback on analysis, alternatives and/or decisions. 3) Involve — To work directly with stakeholders throughout the process to ensure
that concerns and aspirations are consistently understood and considered. 4) Collaborate — To partner with stakeholders in each
aspect of the decision including the development of alternatives and the identification of the preferred solution. 5) Empower — To place
final decision-making in the hands of stakeholders. (Saskatchewan Centre for Patient-Oriented Research, 2018).
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