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Executive Summary

The NL SUPPORT Unit is a research support center funded by the Canadian Institutes of Health
Research (CIHR) and the Newfoundland and Labrador Department of Health and Community Services
(HCS). It is one of 11 units under CIHR's Strategy for Patient-Oriented Research (SPOR) Initiative. The
Unit's goal is to improve health care outcomes by applying research knowledge to health care systems
and practices. This reportis a formative evaluation conducted to gather and synthesize data, which will
be used to assess the relevance and performance of the Unit.

The NL SUPPORT Unit, established in 2014, is dedicated to advancing patient-oriented research in
Newfoundland and Labrador. The Unit consists of Quality of Care NL (QCNL) and the Centre for
Analytics, Informatics, and Research (CAIR). QCNL focuses on enhancing health and social outcomes,
while CAIR provides analytical and computing support. In Phase Il, the Unit's work was organized into
four core functions: Data Platforms and Services, Learning Health and Social Systems, Capacity
Development, and Patient Engagement.

This evaluation is a collaboration between MQO Research and NL SUPPORT. The evaluation was
designed to assesses the relevance, implementation, and performance of the NL SUPPORT Unit's
second phase. The evaluation covers the initial 2.5 years of Phase I, from April 2021 to November 2023.
The evaluation includes four main questions and utilizes various data sources including a document
review, jurisdictional scans of other SPOR Units and similar initiatives, literature review, observation at
the SHARE Summit, as well as stakeholder engagement through interviews, focus groups, and surveys.
The overarching goal of this evaluation is to provide valuable insights and recommendations to enhance
the effectiveness of NL SUPPORT.

Key Findings
= NL SUPPORT demonstrated close alignment with funders' (CIHR and HCS) goals and priorities.

= NL SUPPORT is aligned with the needs of participants: most surveyed participants expressed
high levels of satisfaction with their involvement in the program and indicated a positive impact
on their research or work.

®  |Implementation progress has been made across all four core function areas: patient
engagement, capacity development, data platforms and services, and the learning health and
social system. Despite this noted progress, the documentation of this progress itself can be
enhanced. Key challenges include collaboration with other SPOR entities and engagement with
Indigenous communities.

= The development and maintenance of data infrastructure, including CAIR and Newfoundland
Health Services (NLHS)'s Digital Health Division, enhanced data accessibility. The
operationalization of a new data warehouse and data lab simplified the process of accessing,
cleaning, and de-identifying data, reducing time lag and ensuring secure handling of sensitive
information. NL SUPPORT has been successfulin increasing data access through collaboration
with NLHS.
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= NL SUPPORT is actively collaborating with NLHS to determine the optimal approach for
implementing the Learning Health and Social System (LHSS) framework. Educational initiatives
offered by NL SUPPORT have laid the groundwork for LHSS implementation and created a
foundation critical for its success. NL SUPPORT plays a key role in translating complex health
data into actionable knowledge and enhancing learning cycles within the LHSS. Roles and
responsibilities among NL SUPPORT, NLHS, and the government should be clarified to
streamline efforts and enhance accountability on LHSS.

= NLSUPPORT has made significant progress in knowledge translation (KT) efforts, disseminating
448 KT products during the evaluation period and bridging the gap between research knowledge
and practical application. Almost half of all participants surveyed had received KT products,
and most of these participants reported actively using them in research or professional
activities. These findings highlight the practical relevance and value of NL SUPPORT's KT
materials.

®  NL SUPPORT conducted a variety of capacity development activities during the evaluation
period, including training events, specialized training in Equity, Diversity, and Inclusion (EDI)
and Sex and Gender-Based Analysis (SGBA), support for post-secondary and industry research,
and support grants for students and professionals. A total of 65 training events were facilitated,
reaching a broad audience and attracting an estimated 1,580 individuals in total. In addition to
these events, NL SUPPORT staff and patient partners delivered POR training across 110
additional sessions and events. Nine specialized training events were conducted in the areas of
EDIl and SGBA. The Unit also supported events to raise public awareness of the health and social
care agenda, including a vast array of events that were conducted as part of engagement
initiatives for the Health Accord NL (HANL).

®  Capacity building activities were considered pivotal in influencing clinical practices, career
paths, and policy development. Stakeholders highlighted the impact and effectiveness of NL
SUPPORT's support activities in fostering POR, enhancing patient engagement, and equipping
researchers with necessary skills and knowledge.

= Duringthe evaluation period, an average of 21 patient partners were engaged with NL SUPPORT
per year, with 76% of patient partners involved in research or related projects. Patient partner
engagement within NL SUPPORT has positively impacted research processes and governance.
Patient partners are recognized as essential contributors whose insights steer research and
policy in relevant and meaningful directions.

= Stakeholders emphasized the impact of patient partner engagement in research, altering the
trajectory of projects towards a more community-centered and impactful approach. Engaging
patient partners allows researchers to gain deeper understanding of patient needs, improve
research methodologies, and ensure practical relevance to patient care.

= Patient engagement challenges include recruiting and sustaining diverse patient partners.

Concerns were also raised regarding the lack of financial incentives for patient partners, which
can hinder meaningful engagement. Stakeholders suggested allocating specific funding for
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patient engagement or compensating patient partners with cash equivalent payments or in-kind
support.

= Stakeholders agreed that NL SUPPORT effectively shared research and evaluation knowledge
with the health care system and had a positive impact on improving health care systems and
practices. A significant contribution of NL SUPPORT was supporting the creation of the HANL
and its direct impact on health care systems and practices.

= Qverall, stakeholders felt that NL SUPPORT has had a positive impact on health outcomes, but
there is a need for more robust metrics to measure the true impact on the ground. Future
research could focus on developing metrics to assess health care outcomes from campaigns,
such as Choosing Wisely and stroke care, as well as supporting the transition to Family Care
Teams. Webinar series and knowledge translation products also impact health care delivery
and efficiency.

Recommendations

1. NL SUPPORT should continue prioritizing the engagement of Indigenous communities and
other diverse groups.
This includes reviewing best practices from other SPOR units and assessing their applicability
in the NL context. Partnerships with Indigenous Patient Navigators, Memorial's Research
Exchange Group on Indigenous Health, Indigenous governing bodies, and cultural leaders
should be explored to enhance engagement. Efforts should align with best practices in
Indigenous patient, family, and community engagement.

2. NL SUPPORT should prioritize the recruitment and retention of staff and patient partners.
This can be achieved by establishing transparent and stable financial arrangements with
funders, issuing contract extensions well in advance, and implementing strategic succession
planning. Recruitment strategies should be expanded to reach diverse groups and ensure
patient compensation strategies are aligned with other SPOR practices.

3. NL SUPPORT should continue improving the implementation of the Learning Health and
Social System (LHSS).
This involves clarifying roles and responsibilities, promoting common language and education,
increasing transparency with the public, fostering connections between health and social
stakeholders, and engaging in continuous evaluation and adaptation. Collaboration with NLHS,
HCS, and other stakeholders is crucial for successful and sustainable implementation.

4. NL SUPPORT should clarify its role within the provincial health system, particularly in the
context of the LHSS.
While NL SUPPORT and QCNL play a supportive role, the responsibility for implementing the
LHSS lies with HCS and NLHS. Clear and concise messaging is needed to explain NL SUPPORT's
role and responsibilities to stakeholders. The Phase Il objectives should be reviewed and refined
to ensure clarity.
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5. NL SUPPORT should increase public engagement and the reach of its knowledge
translation products.
Strategies to achieve this include continuing existing KT efforts, creating accessible and visually
appealing content, partnering with medical associations, optimizing content for search
engines, leveraging news outlets and social media platforms, and implementing consistent
tracking of analytics and engagement levels.

6. NL SUPPORT should track data on SPOR metrics and implement consistent tracking of all
program indicators.
A performance measurement framework should be developed to identify metrics, timing, and
responsibilities for collection. Consistency in documentation and the use of a dashboard to
consolidate indicators from multiple data sources can enhance tracking efforts.

7. NL SUPPORT should improve collaboration with other SPOR entities.
This can be achieved by fostering a culture of collaboration, establishing common goals,
encouraging open communication and networking opportunities, investing in collaborative
tools and technologies, leading by example, and regularly evaluating and assessing
collaboration efforts. Documenting specific collaboration activities and their outcomes is
important for tracking and reporting purposes.

Overall, the NL SUPPORT Unit plays a crucialrole in facilitating patient-oriented research and improving
healthcare outcomes in Newfoundland and Labrador.
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List of Acronyms

Acronym
AbSPORU
ACCESS
AOM Network
Can-SOLVE CKD
CAPE

CDP
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CPCRN
CPN
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IMAGINE
KT
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SUPPORT
TPMI
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Meaning

Alberta SPOR SUPPORT Unit

Adolescent Connections to Community-Driven Early Strengths-Based Stigma-Free Services
ACCESS Open Minds Network

Canadians Seeking Solutions and Innovations to Overcome Chronic Kidney Disease
Canadian Association of Physicians for the Environment

Canadian Data Platform

Canadian Institutes of Health Research

Canadian Primary Care Research Network

Chronic Pain Network

Community of Practice

Diabetes Action Canada

Equity, Diversity and Inclusion

Gender-Based Analysis Plus

Health Accord Newfoundland and Labrador

Newfoundland and Labrador Department of Health and Community Services
Inclusion, Diversity, Equity, and Accessibility

Inflammation, Microbiome and Alimentation: Gastro-intestinal and Neuropsychiatric Effects
Knowledge Translation

Learning Health System

Learning Health and Social System

National Health Services

Newfoundland and Labrador Centre for Health Information

NL Health Services

Newfoundland and Labrador's SPOR SUPPORT unit

National Training Entity

Patient Advisory Council

Primary and Integrated Health Care Innovations

Patient-Oriented Research

Ontario SPOR SUPPORT Unit

Quality Care Newfoundland and Labrador

SPOR Evidence Alliance

Sex and Gender-Based Analysis

Strategy for Patient-Oriented Research

Strategy for Patient Oriented Research Chronic Disease Networks

Strategy for Patient-Oriented Research Working Group

Support for People and Patient-Oriented Research and Trials

Translational and Personalized Medicine Initiative
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1.0 Introduction and Background
The NL SUPPORT Unit is a research support centre jointly
funded by the Canadian Institutes of Health Research (CIHR) SPOR Refresh Themes
and the Newfoundland and Labrador Department of Health 1. Strengths and challenges for the
and Community Services (HCS). The NL SUPPPORT unit (the program overall
Unit) is one of 11 units under CIHR’s Strategy for Patient- 2. Important trends and emerging
Oriented Research (SPOR) Initiative. needs of the future

3. Supporting Indigenous self-
The Unit is dedicated to improving outcomes for all users of determination in health research
the health care system through work by multidisciplinary through SPOR
teams to apply the knowledge generated at the Unit to 4. Strengthening equity, diversity and
improve health care systems, practices, and outcomes. inclusion in patient engagement

and patient-oriented research

This formative evaluation was conducted to gather data, 5. Building capacity for excellence in
interpret, and synthesize findings into a comprehensive patient-oriented research
report. Key findings will be used to assess the relevancy and 6. Strengthening collaboration with
performance of the Unit to demonstrate the value of NL policymakers and health services
SUPPORT. to increase research impact

7. Strengthening governance for
11 SPOR Canada’s Strategy for Patient
The Canadian Institutes of Health Research (CIHR) launched Oriented Research
its Strategy for Patient-Oriented Research (SPOR) in 2011 to

address the gap between health research and health care in clinical settings by engaging with patients
as part of the research.” SPOR has evolved over the past decade and is currently undergoing a refresh.

Currently, SPOR consists of the following elements?:

Support for People and Patient-Oriented Research and Trials (SUPPORT) Units: Eleven nationwide
units aimed to aid researchers, clinicians, policy makers, and patients in conducting patient-oriented
research by providing specialized services. The 11" unit in Nunavut is a recent addition, whereas NL
was an early adopter, implementing NL SUPPORT in 2014.

SPOR Networks: Pan-Canadian research teams focused on specific health challenges.?

®  ACCESS Open Minds (AOM) Network: aims to improve care of young Canadians with mental
illness.

®  Canadian Primary Care Research Network (CPCRN), formerly the Primary and Integrated Health
Care innovations (PIHCI) Network: aims to improve community-based primary and integrated
health care.

= SPOR Chronic Disease Networks (CDNs): five networks aimed at driving policy change,
improvements in patient health outcomes and improvement in efficiency and effectiveness of
healthcare delivery for chronic diseases.

" Collier, R. (2011). Federal government unveils patient-oriented research strategy. Canadian Medical Association Journal, 183 (3) E993-E994.
https://doi.org/10.1503%2Fcmaj.109-3978

2 https://cihr-irsc.gc.ca/e/51037.html ; https://cihr-irsc.gc.ca/e/53635.html

8 https://cihr-irsc.gc.ca/e/45854.html
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CHILD-BRIGHT for children with brain-based
developmental disabilities and their families
Chronic Pain Network (CPN)

Diabetes Action Canada (DAC)

Inflammation, Microbiome, and
Alimentation: Gastro-Intestinal and
Neuropsychiatric Effects: the IMAGINE-

SPOR Chronic Disease Network

Listening, Learning, Leading: Canadians
Seeking Solutions and Innovations to
Overcome Chronic Kidney Disease (Can-
SOLVE CKD)

SPOR Evidence Alliance: developed to provide
national-level support in knowledge synthesis and
translation. It is a partnership between researchers,
patients and members of the public, health care
providers, health system managers, policy-makers,
and other decision-makers across Canada who are
committed to strengthening the health system to
incorporate best available evidence from health
research.?

SPOR National Training Entity (NTE): part of the
SPOR Capacity Development Initiative. NTE is a
national platform for training that aims to:

SPOR

network of data centres to

Support more systematic training in POR
Cultivate a community in POR capacity
development

Support mentors and trainees

Develop collaboration.®

Canadian Data Platform: A distributed
facilitate multi-

jurisdictional research.®

4

https://sporevidencealliance.ca/
® https://cihr-irsc.gc.ca/e/51465.html

6

https://www.hdrn.ca/en/about/initiatives/spor-cdp/
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TIMELINE

Key Events for SPOR and NL SUPPORT

CIHR announced its
Strategy for Patient-
Oriented Research
(SPOR)

NLSUPPORT =~~~
implemented

NL SUPPORT begins
Phase 1: 2014 - 2021

SSUCWorking
Groups Established

Six working groups
created that report back
to SSUC on key areas

SPOR Capacity
Development
Framework / Initiative

Framework: Designed to
support cohesive approach
to capacity development. In
2017 evolved into CDI,
including: National Training
Entity & Patient-Oriented
Research Awards

SPOR CanadianData
Platform

Distributed network of
data centres to facilitate
multi-jurisdictional
research

SSUC Created
————— & 1st SUPPORT Units
Implemented

SPOR SUPPORT Unit
Council (SSUC) created to
support sharing and
collaboration

SPOR Patient
Engagement
Framework

Framework provides
guidance on patient
engagement in decision-
making, as well as
capacity building, and
tools and resources..

2014-2016

Series of pan-Canadian
research teams
developed as networks
to focus on specific
health challenge

SPOR Evidence
Alliance

Developed to provide
national-level support in
knowledge synthesis,
systematic reviews,
clinical practice
guidelines development,
KT, and POR

NL SUPPORT Phase 2

Key changes include the
restructuring of core
functions and
governance structure
from Phase 1to Phase 2


https://sporevidencealliance.ca/
https://cihr-irsc.gc.ca/e/51465.html
https://www.hdrn.ca/en/about/initiatives/spor-cdp/
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1.2 NL SUPPORT Unit

NL SUPPORT, Newfoundland and Labrador's SPOR SUPPORT unit (the Unit), plays a pivotal role in
advancing patient-oriented research across the region. Established in 2014, NL SUPPORT is one of 11
nationwide units working collaboratively to assist researchers, clinicians, policy makers, and patients
in conducting impactful research.

Jointly funded by the Canadian Institutes of Health Research (CIHR) and the NL Department of Health
and Community Services (HCS), this research support center focuses on improving health care
outcomes for all users of the system. NL SUPPORT is currently in its second phase with key changes
from Phase | to Phase Il including the restructuring of core functions and
governance structures.

NL SUPPORT Phasel I

See Appendix B for NL SUPPORT’s Phase Il logic model. April 2021 - 2026

Unit’s Structure

The Unit comprises two main segments: Quality of Care NL (QCNL), which includes initiatives like
Choosing Wisely NL, and the Centre for Analytics, Informatics, and Research (CAIR).

QUALITY OF CARE NL (QCNL)

QCNL, an applied health and social systems
research and evaluation program within NL
SUPPORT, is dedicated to enhancing social and
health outcomes in Newfoundland and Labrador.
Through a strategic partnership with Choosing
Wisely Canada (Choosing Wisely NL), QCNL
actively promotes established national guidelines
across disciplines to minimize low-value health
care, particularly in cases where potential harms
outweigh benefits. Notably, QCNL spearheads the
Learning Health and Social System core
component of NL SUPPORT.

M
S(Ippo
Rr

Data Platform and
Services

CENTRE FOR ANALYTICS, INFORMATICS, AND
RESEARCH (CAIR)

CAIR serves as a high-performance computing
centre with the capability to efficiently process
and analyze extensive datasets, offering secure
storage with off-site backups. CAIR's experienced GP\\R

staff collaborates with researchers to identify

optimal analysis tools, troubleshoot issues,

ensure secure data transfer, and manage backups

and storage. Memorial researchers across diverse fields can avail themselves of CAIR's resources
through a cost recovery model. Additionally, CAIR plays a crucial role in supporting the Data Platform
and Services core component of NL SUPPORT, contributing to the overall mission of leveraging
advanced computing and analytics infrastructure to facilitate impactful research and evaluation
efforts.

Other Memorial
researchers utilizing
CAIR, outside of NL
SUPPORT

10
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Unit’s Work: Core Functions
NL SUPPORT’s work is executed across four core functions:

Data Platforms and Services
Learning Health and Social Systems
Capacity Development

Patient Engagement

PoODd=

Data
Platforms
and Services

Patient
Engagement

Learning
Health
Systems

Capacity
Development

Objectives and activities are associated with each core function. See Appendix H for details.

DATA PLATFORMS AND SERVICES

The Data Platform core of the NL SUPPORT Unit comprises the Newfoundland and Labrador Health
Services Digital Health Division and Memorial University's Centre for Analytics, Informatics, and
Research (CAIR). This collaboration facilitates access to data and in-kind support, particularly through
an Agreement for Services between Quality of Care NL and the Digital Health Division.

In Phase I, the NLHS operationalized a new data warehouse with a Data Lab to streamline access,
cleaning, and de-identification of data, enhancing security and efficiency. NL SUPPORT utilizes data
sharing and other agreements to foster joint working with provincial stakeholders and intends to
manage future joint work with other SPOR entities through the SPOR Canadian Data Platform.

The objectives of Phase Il include expanding data holdings for researchers, enabling multi-jurisdictional
research, applying machine learning and Al tools, developing virtual care services, and securely
maintaining healthcare data for research and evaluation purposes.

LEARNING HEALTH & SOCIAL SYSTEMS

NL SUPPORT serves as a catalyst for the development of Learning Health and Social System,
emphasizing engagement with the public, knowledge users, professional groups, and patient partners.
In partnership with QCNL and Choosing Wisely Canada, NL SUPPORT utilizes diverse data sources for
decision-making within its Learning Health and Social System. QCNL takes the lead in identifying areas
for improvement, proposing solutions, and evaluating interventions. In Phase Il, NL SUPPORT will
analyze approved project datasets to ensure integrated Knowledge Translation (KT) and communicate
results to target audiences. Collaboration with the Digital Health Division enhances data analysis,
ensuring timely access through regular integration from the NL health authority (NLHS).

11
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The objectives of Phase Il include enhancing the work of the QCNL and CAIR teams to meet the
requirements of a Learning Health and Social System, facilitating the development and implementation
of Health Accord NL (HANL) recommendations, engaging patients and the public in determining health
research priority areas, applying EDI and SGBA lenses to all research and evaluation work, and ensuring
effective and coordinated knowledge translation of research findings and knowledge synthesis outputs.

CAPACITY DEVELOPMENT

NL SUPPORT's capacity development program focuses on patient engagement, utilizing existing
expertise, career development, and collaboration. The program conducts annual needs assessments
to inform training plans, which include virtual webinars, conferences, workshops, mentorship, and
university courses. Collaboration with other SPOR entities ensures that training efforts are coordinated
to avoid duplication.

Phase Il prioritizes collaborative efforts with local Indigenous communities and newcomers,
emphasizing culturally sensitive training to address patient training needs for meaningful engagement
in governance and research. NL SUPPORT remains committed to providing graduate awards and
funding opportunities for health care professional researchers.

Objectives of Phase Il include determining the POR training needs, addressing POR training needs,
further development of POR skills, raising awareness of POR and supporting development of POR skills
with local indigenous communities, and building capacity for patient engagement.

PATIENT ENGAGEMENT

NL SUPPORT envisions patients as active partners in health research, contributing to improved health
outcomes. Phase Il will focus on patient engagement within the local research environment, building
on early successes and aligning with the SPOR framework. Patients will continue to be represented at
all levels of governance and decision-making. The Patient and Public Advisory Council (PPAC) will meet
regularly to advise and collaborate on research stages, with patients receiving annual appreciation
payments based on their level of involvement. Training and support services will be available for
stakeholders to gain knowledge and skills in patient engagement.

Objectives for Phase Il include ensuring meaningful engagement of a diverse group of patients,
facilitating their active engagement in research and evaluation, developing local capacity for patient
engagement and POR, and building a strong body of evidence to support ongoing POR and patient
engagement post-2026.

12
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Unit’s Governance Structure

The Unit’s governance includes an oversight committee, executive committee, committee for each
core function, and advisors.

ATDNOAAND N0 ARIOO LSO

Governance Structure SUPPGRT

Quality of
Care NL
Oversight Committee

Executive Committee

I I I I Advisors:

CORE1 CORE 2
Social & Health
Data Platform & Services Learning Health Systems System Clinical Leads

| | Patient Advisory
Council

Implementation
Committee:
Communications;
Knowledge Translation:
Learning Health & Social
System

Project Committee:

Data Management.
Analysis & Measurement

Oversight Committee: Responsible for strategic direction and funding accountability.

Executive Committee: Responsible for providing operational direction and support to program
activities.

Core Component Committees: Meet regularly and are responsible for determining the draft work plan
for the specific core, managing day-to-day operations, taking remedial actions where necessary and
providing updates to the Executive Committee.

Advisors

= The Patient Advisory Council (PAC) provides advice and guidance on the work of NL SUPPORT
and Quality of Care NL in the determination of patient-oriented research priorities, the
engagement of patients in research projects, and public outreach activities, such as antibiotics
awareness week. Patients are embedded in a number of committees to link the PAC to the
ongoing work of the unit.

B Social & Health System Clinical Leads are embedded in the implementation committee.

13
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2.0 Evaluation Purpose and Methodology

This evaluation is a collaboration between the external consultant, MQO, and NL SUPPORT, led by NL
SUPPORT’S Director and Principal Investigator. A collaborative approach helps to ensure that the
evaluation and its results are focused on utility.

2.1 Evaluation Purpose & Scope

The formative evaluation of the NL SUPPORT Unit's second phase is geared towards assessing its
relevance, implementation progress, and overall performance. This evaluation builds on insights
gained from the first phase, aiming to ensure the Unit alighs with current needs, organizational
objectives, and effective delivery.

The evaluation will closely examine the NL SUPPORT Unit's relevance with current priorities, its
responsiveness to emerging challenges, and its contribution to the broader goals of the initiative. In the
implementation aspect, the focus lies on evaluating the Unit's development and effectiveness in
translating goals into tangible initiatives. This includes examining milestone achievement, strategies
employed, and challenges faced during implementation. Additionally, the evaluation will delve into
performance measurement, assessing the Unit's impact on stakeholders and health care outcomes.
Early indicators of success will be carefully analyzed to identify areas for improvement or necessary
course corrections, ensuring the Unit's continued effectiveness.

Demonstrating the value of the NL SUPPORT Unit is a crucial aspect of the evaluation. This involves
assessing contributions to overarching project objectives, stakeholder perceptions of value, and
opportunities for enhancing the Unit's role within the initiative. The evaluation will cover the initial 2.5
years of Phase Il, from April 2021 to November 2023. It aims to provide timely insights into outcomes,
allowing for adjustments and recommendations to enhance the Unit's effectiveness in the dynamic
field of patient-oriented research.

2.2 Evaluation Approach

A collaborative approach was used to develop the evaluation plan, including the evaluation framework
and corresponding tools. A combination of interviews, focus groups, and surveys were used to collect
data from key stakeholders in accordance with the evaluation framework. Data from all sources (input
from stakeholders, program documents and data, observation, as well as a jurisdictional scan and
additional secondary research, as needed) were synthesized and analyzed to assess the Unit.

We used Gender-based Analysis Plus (GBA+) as a key tool
in our evaluation of project activities and outcomes. GBA+ is

GBA;: i ‘;;a...-"'. 7:- an analysis technique that adopts an intersectional

GENDER-BASED ANALYSISr PLUS approach, going beyond gender, to consider other identity
factors such as race, ethnicity, religion, age, mental and

physical disability. Widely used by the Government of Canada as a best practice analytical technique,
GBA+ encourages the consideration of diverse perspectives and experiences through challenging

14
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assumptions and identifying potential impacts. It supports the development of responsive and
inclusive policies, programs, and other initiatives.”

2.3 Evaluation Objectives & Questions

This evaluation focuses on four questions centered on issues of program relevance, implementation
and performance.

RELEVANCE
1. How relevant is NL SUPPORT to the needs of all its stakeholders?
Ox a) How wellis NL SUPPORT aligned with the goals of CIHR, the SPOR
strategy, and NL’s health priorities?

b) How wellis NL SUPPORT aligned with the needs of participants?
IMPLEMENTATION

2. To what extent has the implementation of NL SUPPORT’s Phase Il
activities been successful?
[ ] a) Towhat extent have NL SUPPORT activities been implemented as
designed?
@ b) How effective is NL SUPPORT’s governance structure?
c) What are the best practices and lessons learned in design and

delivery from stakeholders, other SPOR units, and similar
initiatives?

PERFORMANCE

3. To what extent has NL SUPPORT made progress on its early objectives
across its four core functions?
i. Data platform and services
V— ii. Learning health systems
iii. Capacity development
iv. Patient engagement

4.Towhat extent has NL SUPPORT facilitated improvements in health care
systems, practices, and outcomes?

Key indicators were identified for each evaluation question, as identified in the evaluation framework
(see Appendix C).

2.4 Work Plan and Methodology
Data sources to inform the evaluation include existing data and documents, as well as new data
collected for the purposes of evaluation. Key data sources utilized for this evaluation include:

= Document Review - review of documents related to the operational and strategic aspects of the
Unit's efforts in engagement, governance and oversight, and implementation of core functions.
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= Jurisdictional Scan - scan of other SPOR units and similar initiatives
= Literature Review/ Secondary Research — as needed to supplement the documents supplied by
NL SUPPORT
®  SHARE Summit — observation and online survey distributed to attendees
= Stakeholder Engagement - engagement through interviews, focus groups, and an online survey

Document Review

The Unit Director provided a total of 42 program documents for the review; a detailed list of these
documents is provided in Appendix A.

Key documents include:

= Performance measurement data

B Program documents, including application forms, governance documents (e.g., terms of
reference, guiding principles), reports, etc.; and

= SPOR refresh themes.

Jurisdictional Scan

A jurisdictional scan of SPOR SUPPORT Units was conducted through a comprehensive search of
publicly available data from jurisdictions across Canada, as well as the Patient and Public Involvement
Strategy from the National Health Service (NHS) in the UK as an example of a relevant international
initiatives.

Key themes identified in the scan include a focus on EDI and meaningful partnerships, especially with
Indigenous communities and groups, transparency in reporting their work, and best practices across

SPOR units. The scan identifies how Indigenous partners and communities are incorporated into SPOR
Units and also highlights compensation for patient partners.

Case studies were developed to highlight best practices from:

= Alberta SPOR SUPPORT Unit (AbSPORU)
= Ontario SPOR SUPPORT Unit (OSSU)
= National Health Service (NHS), UK

The jurisdictional scan and case studies are provided in Appendix G.
Literature Review / Secondary Research

Throughout the jurisdictional scan and document review, additional documents and sources were
reviewed, as needed.

Key documents include:

= CIHR Strategy for Patient-Oriented Research
= Government of NL/ NL Health Service’s strategic objectives and priorities; and
= Publicly available data from other SPOR units and similar initiatives.

16
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SHARE Summit

On Nov 10™, 2023, the MQO Team attended the SHARE Summit, an event held by NL SUPPORT which
showcases applied health research in Newfoundland and Labrador. An overview of our observations
from the SHARE Summit is provided in Appendix F.

At the event, MQO promoted an online survey for attendees that provided data for the evaluation. Key
questions included satisfaction with the Summit and the Unit overall, the Unit’s effectiveness in
promoting research and evaluation knowledge, as well as strengths and areas for improvement. The
survey received a total of 19 completes. The survey questionnaire is included in Appendix D and survey
highlights are presented in Appendix E.

Stakeholder Engagement

Stakeholder engagement included a combination of focus groups, one-on-one interviews, and online
surveys (participant survey and SHARE Summit survey). Based on the contact lists provided by the Unit
Director, stakeholders were divided into two groups — internal and external stakeholders.

= |nternal stakeholders included both management and non-management employees.

= External stakeholders included representatives from Memorial University, the Government of
Newfoundland and Labrador, NL Health Services, health professionals, graduate students, the
Patient and Public Advisory Council, and Indigenous community contacts.

The following table summarizes the key stakeholder groups and their engagement rates.

# Participants Total # of Engagement
Engaged* Contacts Rate

Stakeholder Group

External Stakeholders
Memorial, Student Supervisors,

Health Professionals R 22 >0%

Graduate Students, Other Organizations 5 11 45%
Government, NL Health Services 6 9 67%

Patient and Public Advisory Council 5 11 45%
Indigenous Community Contacts 1 5 20%

Total 28 58 48%

Internal Stakeholders ‘
Non-management 11 14 79%
Management 5 5 100%

Total 16 19 84%

Surveys ‘
Participant Survey 29 82 35%

Summit Survey 19 N/A N/A

All Stakeholder Groups**

Total 73 159 46%
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*Participants engaged include those who requested an online feedback form in place of attending a virtual
session. As feedback forms were anonymous, MQO cannot track specific respondents; therefore an
engagement rate is listed instead of a response rate.

** Note that there may have been some overlap in participants who engaged in the consultation sessions and
the surveys. In addition, the engagement rate for the Summit survey cannot be calculated as it was an open link
survey, thus it is not included in the overall calculation; therefore, overall engagement rates should be
interpreted with caution.

SURVEY

An online participant survey was disseminated to external stakeholders of NL SUPPORT or Quality of
Care NL, including health professionals, students, researchers, patient and public advisors, award
recipients, and social and health system clinical leads. The survey was conducted from January 17" to
February 7", 2024. Responses were received from 29 out of a total 82 contacts, yielding a 35% response
rate. This survey is in addition to the SHARE Summit survey.

The survey questionnaire is included in Appendix D and survey highlights are presented in Appendix E.

INTERVIEWS AND FOCUS GROUPS

Two discussion guides were created, one for internal stakeholders and one for external stakeholders,
with some customization for specific stakeholder groups. In total seven groups, five one-on-one
interviews and eight online feedback forms were completed with a total of 36 stakeholders providing
input.

Discussion guides are included in Appendix D.

2.5 Limitations and Considerations

Evaluation limitations and considerations are highlighted below:

Stakeholder engagement uptake: As noted in Section 2.4, engagement across stakeholder groups
was high overall; however, engagement uptake was not consistent across all groups.

B Survey responses: 35% of individuals identified as ‘participants’ by the NL SUPPORT team
completed the evaluation survey and less than 30%°® of SHARE Summit attendees completed
the summit survey. While survey response rates are on par with other evaluation work, they
were lower than ideal. Responses from half of the eligible participants would enable more
confidence in the results.

®  Indigenous community contacts provided by NL SUPPORT were contacted for this evaluation;
however, only NL SUPPORT’s Indigenous Lead provided input into this evaluation.

Data availability, quality, and quantity: In reviewing data provided by NL SUPPORT, there were data
gaps in indicators and metrics, including but not limited to:

®  Data collected not covering the full evaluation period (e.g., Newsletter/website analytic data)
®  Training session data were missing due to unavailability of attendance data and the omission of
names for privacy reasons.; and

8 Based on at least 70 attendees, total number of unique attendees is unknown. See Appendix F for more details
on the SHARE Summit.

Yy~ 4
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®  Incomplete and possible data entry errors.
Data quality has also been noted in Section 3.2 in connection with key indicator reporting.

Furthermore, the quantity of documents and data provided for this evaluation was quite extensive. NL
SUPPORT should consider consolidating some documents and datasets to ensure that key indicators
are documented and tracked consistently, and that program documents can be assessed easily.

In preparation for future evaluations, NL SUPPORT should compile all internal data and documents in
advance. These documents should be provided to the evaluator at the same time, if at all possible, to
increase the efficiency of document review and assessment. Requests for Proposals should also
include a description of program documents and data so that external evaluators can allocate
sufficient resources for document review in their planning and budgeting.
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3.0 Evaluation Findings

This section provides the evaluation findings, reporting on indicators under each evaluation questi
as identified in the evaluation framework (see Appendix C).

3.1 How relevant is NL SUPPORT to the needs of all its stakeholders?

How wellis NL SUPPORT aligned with the

goals of CIHR, the SPOR strategy, and

NL's health priorities?

1. Proportion of program activities that align
with CIHR and the SPOR strategy’s
strategic objectives and priorities.

T Document 2. Opinions of key stakeholder groups on
/Focus Review program alignment with CIHR and the
Croups / SPOR strategy.

Surveys 3. Proportion of program activities that align
Literature with GovNL / NL Health Service’s strategic
Szg‘é':;‘;/ry objectives and priorities.

Research 4. Opinions of key stakeholder groups on
program alignment with NL’s health
priorities.

How well is NL SUPPORT aligned with
the needs of participants?
How relevantis NL SUPPORT to the 5. #and % of program participants who

needs of all its stakeholders? report satisfaction with their involvement
in the program.

6. # and % of program participants who
report the program has had a positive
impact on their research / work.

SUMMARY

Evidence from this evaluation demonstrates that NL SUPPORT is relevant to the needs of all its
stakeholders, including its funders and participants. The Unit has adapted its operational and
governance structures to align with CIHR requirements and frequently supports initiatives that
directly benefit patient care. Alighment with provincial government priorities is also demonstrated
through the Unit’s knowledge translation activities and its foundational role in shaping the Health
Accord NL. Feedback from participants indicates that NL SUPPORT is well aligned with participant
needs, demonstrated by high levels of satisfaction among participants and evidence of the Unit's
positive impact on their research or work.

on

The relevance of NL SUPPORT to the needs of its stakeholders was assessed through a review of key

documents and stakeholder engagement through surveys, interviews, and focus groups.

Alignment with Goals of Key Funders

The Canadian Institutes of Health Research (CIHR)'s Strategy for Patient-Oriented Research (SPOR)

aims to significantly improve patient care and health outcomes by embedding evidence-bas
practices at all levels of the health care system. CIHR's goals include identifying and addressi
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patient-oriented research priorities, establishing
a national patient-oriented research
infrastructure, enhancing capacities for training
health care professionals and researchers, and
streamlining the adoption of best practices into
patient care guidelines.

Feedback from consultations revealed that
internal stakeholders feel NL SUPPORT is strongly
aligned with the vision and goals of the CIHR SPOR
strategy. In Phase |Il, the Unit adapted its
operational and governance structures to meet
the strategy's evolving requirements: specifically,
arenewed focus on four revised core components
— patient engagement, capacity development,
data platforms and services, and the learning
health and social system. To meet these
requirements, the Unit effectively realigned its
organizational structure and committees with a
focus on these core areas. This demonstrates a
proactive approach to not only meet the SPOR
strategy’s objectives, but to internalize these
elements within the Unit's structure.

Stakeholders also discussed how the types of
projects funded by NL SUPPORT align with the
SPOR’s goals and demonstrate a commitment to
research that impacts patient care and health
outcomes. Furthermore, operational activities
within NL SUPPORT, such as supporting the
implementation of a learning health and social
system and making research data accessible for
researchers, also demonstrate alignment.

An additional funder of NL SUPPORT is the
Government of Newfoundland and Labrador’s
Department of Health and Community Services
(HCS). Guided by the Health Accord NL, a 10-year
blueprint to revamp the provincial health care
system, HCS is currently focused on three
strategic population health through
implementing and supporting health and wellness
initiatives, recruitment and retention of a stable
workforce, and system transformation to a more

issues:
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ASSESSMENT OF KEY STRATEGIES
CIHR & SPOR

NL SUPPORT’s Phase Il objectives and activities
align with SPOR’s goals and principles, highlighting
its strong focus on innovation and excellence in
POR to support public interest. The Health Accord
(HANL) and its complementary Blueprint document
provide the NL Government with direction for
health transformation in the province.

While its objectives and activities are aligned with
SPOR’s principle of strategy, NL SUPPORT has
faced challenges in engaging with diverse
communities and has identified that area as a
priority to further align with its own objectives and
with SPOR’s principle of inclusivity.

Government of Newfoundland & Labrador

The Government of NL’s Health portfolio has
undergone major changes during NL SUPPORT’s
Phase Il, including consolidation of regional health
authorities and NLCHI into NL Health Services
(NLHS). Strategic plans for both HCS and NLHS
were reviewed.

HCS Strategic Plan 2023-2026 identifies three
strategic issues: Population Health, Recruitment
and Retention, and System Transformation. These
priorities are well-aligned with NL SUPPORT Phase
Il objectives and activities — especially system
transformation and population health.

NL Health Services 2023-2024 Strategic Plan
identifies key priority areas: Transformation,
People, Access, and Quality. These priorities are
well-aligned with NL SUPPORT Phase Il objectives
and activities — especially transformation and
quality priorities which specify developing:
e Health System Innovation Framework aimed at
improving outcomes for patients; and
e Integrated Quality and Learning Health and
Social System Framework.

See Appendix H for further details.

21



MQo

RESEARCH
efficient system in which individuals have access to the services they need and provincial financial
investments make the most impact.®

Consultations with both internal and external stakeholders revealed that participants feel NL SUPPORT
is well aligned with provincial government priorities. First, in terms of population health, stakeholders
emphasized that the Unit has been integral in supporting initiatives that target the health and wellness
of the population. These include providing knowledge translation products to decision-makers by
aggregating and deciphering data sets and laying the groundwork for the implementation of a learning
health system approach that goes beyond traditional health care to include the social determinants of
health. This points to a more holistic view of health care that can lead to sustainable health
improvements across the population. The Unit’s efforts in knowledge translation and LHSS
implementation are further discussed in Section 3.3.

Government stakeholders further emphasized alignment by pointing out the foundational role that the
Unit has played in shaping the shaping the strategic directions of the Health Accord. Specifically, NL
SUPPORT, including Quality of Care NL, were instrumental in identifying key areas of need within the
health system and subsequently influenced strategic planning and priorities. The Unit’s contributions,
from evidence-based research and knowledge translation to strategic consultation, not only helped to
define the priorities of the plan but also set the stage for its successful implementation. It is clear from
these contributions that the activities of the Unit are well aligned with system transformation. The Unit’s
contributions to the Health Accord are further discussed in_Section 3.4.

In their own words...

“The leadership here in the organization has done a really good job of making sure
that we are aligned with [CIHR’s] goals.”

“Beginning of 2020 the core elements of the support units were reduced down to the four core
elements... NL SUPPORT at that point in consultation with the oversight committee agreed that
we should restructure the way that we are set up.”

“The Health Accord and the ... whole strategy for the province that everyone has
followed along with came out of Quality of Care NL.”

“NL SUPPORT has been looking at primary care health initiatives.. and | think that that will feed
hopefully, into efforts for recruitment and retention policy making.”

— Comments from internal stakeholders

While recruitment and retention isn't a primary focus of NL SUPPORT, stakeholders felt the Unit
indirectly contributes to this area through its work in supporting primary health care initiatives such as
Family Care Teams, which may feed into relevant policy making. In addition, the Unit’s contributions to
knowledge translation can inform and influence strategies for health system recruitment and retention.
Furthermore, the Unit plays a critical role in the recruitment of patient partners through its support of

% https://www.gov.nl.ca/hcs/files/Health-and-Community-Services-Strategic-Plan-2023-2026. pdf
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the Patient and Public Advisory Council, and regularly facilitates connections of patient partners with
researchers in the field.

Overall, evaluation data indicates that NL SUPPORT aligns closely with CIHR's Strategy for Patient-
Oriented Research (SPOR) and the Newfoundland and Labrador provincial government's health
priorities. The Unit has adapted its operational and governance structures to align with SPOR
requirements and frequently supports initiatives that directly benefit patient care. Alignment with
provincial government priorities is seen through the Unit’s knowledge translation activities and its
foundational role in shaping the Health Accord NL. Although addressing recruitment and retention is
not a primary focus, the Unit’s efforts in recruiting patient partners and supporting primary health care
initiatives indirectly support this area.

Alignment with Participant Needs

Alignment of NL SUPPORT with the needs of participants was assessed through two key indicators: the
percentage of program participants who reported satisfaction with their involvement with the Unit and
the percentage who reported the Unit has had a positive impact on their research or work. Satisfaction
levels with the program were assessed in both the participant survey and the SHARE Summit survey,
while the program’s impact on research or work was assessed in the participant survey only.

As shown in the table below, respondents to the participant survey were highly satisfied with their
involvement with the Unit, with 97% (n=28) indicating they were very satisfied (66%), n=19) or satisfied
(31%, n=9). Meanwhile, the Summit Survey presented a slightly more varied picture: 78% (n=14)
reported overall satisfaction with their involvement in the Unit (50%, n=9 very satisfied, 28%, n=5
satisfied), while another 22% (n=4) reported that they were neither satisfied nor dissatisfied. This more
neutral response could be attributed to a limited or brief engagement with the Unit.

Regarding the Unit's influence on participants' research or work, the participant survey revealed that
the majority of respondents (96%, n=27), experienced a positive impact through their involvement with
the Unit. This feedback underscores the Unit's efficacy in not only engaging participants but also
contributing to their professional or academic pursuits.

Alignment with Participant Needs ‘ Participant Survey Summit Survey
on
Overall satisfaction with involvement with the Unit 28 97% 14 78%*°
Positive impact on research / work 27 96% - -

#/% satisfied/very satisfied with each statement, excluding ‘don’t know’ and ‘prefer not to answer’ responses

Overall, our assessment of these indicators indicates that NL SUPPORT is well aligned with participant
needs, demonstrated by high levels of satisfaction among participants and evidence of the Unit's
positive impact on their research or work.

10 Additional 22% reported that they were “neither satisfied nor dissatisfied” with their involvement in the program.

Yy~ 4
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3.2 To what extent has the implementation of NL SUPPORT’s Phase Il activities
been successful?

To what extent have NL SUPPORT

activities been implemented as designed?

1. Implementation status for each activity (not
started/ underway/ completed).

2. Opinions on the implementation (and any
changes to the implementation) of the

Interviews T project.
/i Fosue Review 3. Evidence of the incorporation of EDI and
C;OU,Ds/ SGBA principles in relevant activities.
urveys . .
How effective is NL SUPPPORT’s
Jurisdictional 2
Scan/ Case gover.nance structure..
Studies 4. Evidence of the effectiveness of NL
SUPPORT’s planning and governance
processes.

5. Opinions on the effectiveness of NL
SUPPORT’s planning and governance
processes.

What are the best practices and lessons

learned in design and delivery from

stakeholders, other SPOR units, and
similar initiatives?

6. Opinions on the major strengths or
opportunities of this project.

7. Opinions on the limitations or challenges
facing the project.

8. Evidence of best practices / key learnings in
the implementation of similar programs and
initiatives.

To what extent has the
implementation of NL SUPPORT’s
Phase Il activities been successful?

SUMMARY

Evaluation data indicates that the implementation of Phase Il of the Unit has been successful , with
some areas for improvement. Most (14 of 19) Phase Il objectives were considered evergreen —
accomplished and to be continued/maintained. The Unit regularly submits implementation plans to
key funders to report on implementation progress; however, tracking for specific indicators can be
enhanced. Successes in Phase Il include the establishment of an implementation committee,
support activities for stakeholders, and strategic partnerships with community organizations. Efforts
are on-going to increase engagement with Indigenous communities. Governance structure changes
have been well-received and are effective in aligning operations with strategic goals.

Key strengths of the Unit include true patient integration in research, capacity building, credibility and
trust, and goal-oriented outputs. Areas for improvement are primarily centered around operational
and external challenges such as funding uncertainty and siloes within the health system. Best
practices in the implementation of similar SPOR entities are also explored.

The extent to which the implementation of NL SUPPORT’s Phase Il activities have been successful was
assessed through a review of key documents; stakeholder engagement through surveys, interviews,
and focus groups; and a scan of best practices in other jurisdictions.

24
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Implementation

Evaluation data indicates that the implementation IMPLEMENTATION STATUS

of Phase Il of the Unit has been successful thus Most (14 of 19) NL SUPPORT Phase Il objectives
far, with some areas for improvement. were considered evergreen — accomplished and to
Implementation progress has been made across be continued/maintained.

all four core function areas — patient engagement,
capacity development, data platforms and
services, and the learning health (and social)
system. Specific progress in these areas is
discussed further in Section 3.3.

The only objective that had not been advanced was:
1.3 Apply machine learning and artificial
intelligence tools to progress research and
evaluation.

Tracking Implementation Progress However, it isimportant to note that the application
of machine learning and Al to advance research and

evaluation was not a requirement by NL SUPPORT’s
funders —itwas identified as an objective by the Unit
itself. As aresult, itis not a focus of this evaluation.

To track implementation progress, the Unit
regularly submits implementation plans to key
funders including CIHR and HCS. While progress
related to Unit objectives is intended to be
regularly tracked through a performance
measurement framework, the evaluation revealed

A
3

that tracking for specific indicators can be thaplatfﬂmsli‘ge“’ices ; 1 1
s earning Health Systems

enhanced. NL  SUPPORT’s performance Capacity Development 4 1

measurement framework currently tracks the Patient Engagement 3 1

following:

See Appendix H for further details.

= LHSS: Number and influence of academic
publications as knowledge transfer (KT) metric

= Patient Engagement: Number of patient partners engaged in research or related projects

= Patient Engagement: Number of requests for patient partners received from projects outside
SPOR entities

= Patient Engagement: Numbers of requests for letters of support for grant applications with a
patient-oriented research focus

= Patient Engagement: Number of received service requests

= Patient Engagement: Number of completed service requests

= Working with other SPOR: Total number of hours spent working with SPOR entities

= Working with other SPOR: Total number of hours spent working across SUPPORT Units

®  Training: Number of service requests received

®  Training: Number of completed service requests

However, information in the database is incomplete and contains possible data entry errors.
Fortunately, NL SUPPORT is in the process of developing improved tracking capabilities. In
collaboration with other SPOR units, NL SUPPORT is developing KPIs that will enable
comprehensive monitoring of performance across all areas. These ongoing efforts aim to enhance
collaboration and elevate unit performance. A list of information tracked related to work with other
SPOR units include:

= Reporting month and year
= Employee and role on project

25
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= Title of project/initiative
=PI (Principle Investigator)
®  Geographical area covered
= Details of work completed which include breakdown time (rounded up to nearest half hour) and
task performed
= Details on additional cost incurred
o Travel(include dates, destination, meeting title)
Travel Total (all costs claimed on travel claims
Purchases (include details like item purchased)
Purchase total
Other costs (include all relevant details)
o Total other cost
= For NL SUPPORT use
o Month
o Billable employee time (calculated at 4150/hr)
o Total additional Costs
o Totalfor Project

O O O O

All staff complete this information on a monthly basis and a combined responses are submitted in the
fiscal return to CIHR.

In addition to this database, NL SUPPORT tracks KT products, including:

= Peerreviewed journal articles
®  Reports, technical reports

=  Books, book chapters

= Conferences, presentations
®  KT-related workshops

= KT-related webinars

®  Education materials

= Social media campaign

= Plain language publications (news articles, newsletter, video, poster, etc.)
®  KT-related meetings

®  Online KT tools

®  QOther KT strategies

= KT-related interviews

The cataloguing of KT products appears to be comprehensive, including KT products from 2021, 2022
and 2023.

In addition to these databases, the progress reports provided to CIHR provide an update on the
implementation of NL SUPPORT’s Phase Il activities. However, some of the information identified in
those documents does not appear to be tracked as key metrics.

Implementation of Phase Il

Phase Il of the Unit introduced an implementation committee into the governance structure, which
focuses on communication mechanisms, raising public awareness, hosting events, and other activities
aimed at building capacities within the health care system. Internal stakeholders feel this committee is

26
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well aligned with implementation of the core components, with some areas forimprovementin aligning
the committee's work with the specific objectives of the LHSS pillar.!

Consultations with external stakeholders revealed that the implementation of key project activities,
such as the dissemination of knowledge translation products, funding for academic and professional
research, and conferences like the SHARE Summit have been overwhelmingly successful for
stakeholders in the patient-oriented research (POR) community. These activities should continue
across Phase Il and into future iterations of the Unit to continue to build POR capacity among program
participants. Another positive aspect of implementation in Phase Il is an increased focus on
sustainability through partnerships with external organizations, such as Canadian Association of
Physicians for the Environment (CAPE) NL, to address the impact of the health care system on the
environment.

An implementation goal identified by CIHR is to enhance collaboration among SPOR-funded units
across Canada. While NL SUPPORT has made substantial efforts in this area, internal stakeholders
acknowledged challenges due to discrepancies in geography and unit-based priorities — issues which
have been experienced nation-wide. Despite these challenges, attempts at national collaboration and
knowledge sharing have been persistent, and efforts are ongoing to continually enhance collaboration.
Collaboration with other SPOR units is discussed further in Section 3.3.

A key implementation challenge identified in this evaluation is the engagement of Indigenous
communities. Internal stakeholders shared that the Unit has not fully met its desired objectives in this
area, despite persistent efforts over time. In a consultation session with an internal stakeholder directly
involved with Indigenous community engagement, the complexities of effective engagement were
highlighted, including the significant paradigm differences between the academic community and
Indigenous groups. Recognizing these differences, the Unit has attempted to engage on the
communities’ own terms and to integrate their worldview into the engagement process. This approach
highlights the Unit’s commitment to a respectful and culturally sensitive approach thatis both inclusive
and participatory in nature.

Despite challenges with limited engagement and uptake in various research initiatives, NL SUPPORT
has been consistent in documenting engagement efforts since 2017 to identify patterns or gaps in their

In their own words...

“I think we've learned a lot of good things about, you know, meeting people where they are. |
think it makes a big difference to actually travel and go see folks in their communities.”

“Our previous reach outs were a lot more formal with leaders in the community...but our efforts
lately have been more from the community up and that's been more successful.”

“We're hoping to find some harmonies and areas for collaboration going forward because...it's
the fatigue from the community's perspective, because we're all coming from the university.”

— Comments from internal stakeholders

11 Internal stakeholders shared that this alignment may be improved by enhancing collaboration between the implementation
committee and stakeholders involved in the implementation of the LHSS.
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approach. Efforts to date include extensive outreach activities including snowball sampling, cold
calling, and co-creating funding opportunities aimed at Indigenous-led health research. Moreover, the
Unit has conducted various engagement activities in collaboration with personnel working in the
Indigenous community space. In addition, we have held training activities relevant to working with
Indigenous Communities for local stakeholders and partners. The Unit has also conducted
engagement activities within Labrador Indigenous Communities and is working with local researchers
to collaborate with the Flat Bay band. The Unit's engagement strategy has also evolved, from formal
approaches targeting community leaders to a more community-up approach, finding it more effective
to travel onsite and build relationships from within the communities themselves.

Intermittent successes have been reported, such as valuable connections made through individual
community members and involvement in community events, which have opened new pathways for
engagement. The Unit has also consulted with the University and external advisors to ensure their
methods align with broader institutional goals and Indigenous engagement policies. Further, the Unit
was open to including Indigenous representation in their revised governance structure by creating an
Indigenous Community Council, similar to Patient and Public Advisory Council. However, due to limited
interest and uptake by community members, the council has not been created in Phase Il thus far.

Overall, the documentation of engagement efforts revealed no specific patterns or preferred methods
for engagement, suggesting there is no one-size-fits-all approach in this area. Rather, engaging with
communities on their own terms and based on their interest and capacity is considered to be a more
effective strategy. The Unit recognizes that Indigenous community contacts have multiple
commitments to their own communities and various other stakeholder groups, and they may
experience fatigue due to repeated engagement requests from University departments. It is clear that
NL SUPPORT has maintained a reflective stance on their engagement efforts, acknowledging both their
successes and areas needing improvement. They have also demonstrated a willingness to adapt their
approaches based on community feedback and participation levels.

Notable initiatives are taken in other SPOR units that emphasized various facets of Indigenous
community engagement. Initiatives range from embedding and highlighting Indigenous knowledge and
ways of knowing into their Unit (Northwest Territories SPOR Unit and Yukon SPOR Unit), designhating
Indigenous patient partners for consultation (e.g., Quebec’s Indigenous Patient Partners Circle), and
fostering strategic partnerships with Indigenous health institutions (e.g., Manitoba's SPOR Unit’s
strategic partnership with the Ongomizwin Indigenous Institute of Health and Healing). In the Atlantic,
the Maritime SPOR SUPPORT Unit (MSSU) has a strategic focus on Indigenous allyship and engagement
which includes goals and initiatives that aim to enhance the involvement of Indigenous voices in MSSU
planning and decision-making procedures, facilitate safe platforms for discussing Indigenous
perspectives, and foster opportunities for establishing connections and building relationships with
Indigenous communities. Further details about Indigenous engagement are included in Appendix G.

The Unit’s efforts to incorporate Equity, Diversity and Inclusion (EDI), Inclusion, Diversity, Equity, and
Accessibility (IDEA), and Sex and Gender-Based Analysis (SGBA) include:

®  The IDEA/EDI committee has been established to work on various initiatives; their workplan
includes the following activities:
o |IDEATraining for Staff
o IDEATraining for the Patient and Public Advisory Council (PPAC)
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IDEA Training for General Public interested in the work of the Unit
Targeted IDEA Training
IDEA toolkit/webpage
IDEA included in application processes for CAIR and QCNL
o Embed IDEAtraining in relevant training already offered
= Nine EDI training topics were offered in 2023.
®  NL SUPPORT has identified an additional 12 potential EDI training topics.
= The Unit Director and Training and Capacity Lead were active members of HDRN Canada's IDEA
team and continue to be members of the Community of Practice
= Allprojects supported by NL SUPPORT must outline how they willaddress EDI and SGBA issues.

o O O O

Governance

The governance structure of NL SUPPORT underwent changes from Phase | to Phase I, marked by the
creation of the Oversight Committee for operational guidance and the addition of a patient
representative to the Executive Committee. In addition, four specialized committees were established,
targeting core component areas including: Data Management, Implementation, Training & Patient-
Oriented Research Skills, and Patient Engagement. This revamped structure promotes engagement
from a wide range of stakeholders and continues the integration of patient perspectives into the
decision-making process.

Consultations with internal stakeholders indicated a positive reception to the changes, with the
restructuring seen as a strategic move to align daily operations with the SPOR priorities identified for
Phase Il. Stakeholders feel the new structure facilitates progress and doesn’t introduce unnecessary
hurdles. Moreover, the integration of patient partners and professional associations like NLHS into
governance committees was praised for adding depth to discussions and enhancing knowledge

In their own words...

"The core component committee structure has...brought the patient partners
front and centre in those core component committees “

“It functions in a way that allows everyone on the team to move projects forward like it
facilitates all of that that process... It doesn't create any hurdles.”

“So | think that really feeds into like what we promote, we also practice... So | think that's a
really important component that we do...We also do it ourselves. | think that's very impactful.”

— Comments from internal stakeholders

translation efforts. Additionally, the current Oversight Committee is preferred for its more focused
approach compared to its predecessor (the Translational and Personalized Medicine Initiative (TPMI)
Steering Committee), highlighting improved efficiency in decision-making.

Patient partners also expressed satisfaction with the updated governance structure. Through
committee participation, they perceive an upward movement along the engagement ladder, moving
from simple informing to a more collaborative role. While the introduction of a more complex committee
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structure had the potential to introduce complexities, the feedback received unanimously suggests that
the changes have instead streamlined operations, ensured better alignment with strategic goals, and
reinforced the Unit's commitment to patient-oriented research. Moreover, the active involvement of
patient representatives not only in advisory but also in decision-making roles underscores the Unit's
resolve to "practice what they promote".

The Unit’s documentation

oo

supports its current Governance Structure PLRT
Quality of
governance structure and Care NL

Oversight Committee

planning processes. The
Patient and Public Advisory

Council Onboarding and COLEI COLEZ ! ! Adiises
Mentorship document Data Platform & Services LcammgHe‘ahhSyStCms System Clinical Leacis
provides an  excellent | | o
overview of the Unit and its Project Committee:

supports. Additionally, NL SreteRstesene
SUPPORT and QCNLs

Governance document is

Executive Committee

Social & Health

Implementation

Committee:
Communications;
Knowledge Translation;
Learning Health & Social
System

) ) Contents

foundational to the Unit’s Who We Are 1
work, including Terms of Terms of Reference 3
Reference for each Oversight Committee 4
committee and the Terms of Executive Committee l
Reference for the Patient and Data Management, Analysis & Measurement Committee 9

. . . Implementation Committee 11
Public Advisory Council. The P

. Training & Patient-Oriented Research Skills Committee 13
Social & Health System _ .

o Patient Engagement Committee 15

Clinical Leads are Patient Advisory Council 17
embedded in the

. . Excerpt from Governance document.
Implementation Committee P

and do not have their own
Terms of Reference. Providing further detail regarding how Social & Health System Clinical Leads are
incorporated in the Implementation Committee or through reconsidering their prominence in the
Governance Structure graphic would help provide clarity to NL SUPPORT’s governance structure.
Clarifying this aspect will further support the Unit’s effective planning and governance processes.

Best Practices and Lessons Learned

Consultation sessions revealed multiple strengths of the Unit as well as opportunities for further
improvement. Highlights of key strengths and opportunities include:

Key Strengths

®  True integration of patients: Multiple stakeholders acknowledged the Unit’s critical role in
embedding patient perspectives into research and evaluation processes. By engaging patients
in research, advisory, and decision-making roles, NL SUPPORT ensures active input of patients
at all levels of the Unit. Stakeholders feel these efforts have initiated a cultural shift towards
patient-centered research within the province.
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Capacity building and mentorship: Several external stakeholders highlighted the Unit’s role in
empowering young and early-career researchers through training, funding, and guidance in
patient-oriented research (POR). Their efforts extend to effective knowledge translation and
fostering PORin a variety of areas, such as basic biomedical lab science. These efforts regularly
assist researchers in navigating the complexities of integrating patients into the research
process.

Credibility and trust: The NL SUPPORT Unit is highly regarded for their contributions to health
care transformation, marked by their roles in advocacy, knowledge translation, and data
synthesis and analysis. It is clear the Unit is trusted by a wide range of stakeholders for their
expertise and neutral, unbiased guidance. Their proactive approach to public and patient
engagement has further solidified their reputation, making the Unit a key partner in advancing
health care in Newfoundland and Labrador.

Goal-oriented outputs: A variety of stakeholders commended the Unit for the enthusiastic
nature of their engagement, highlighting meaningful and goal-oriented outputs that have a
practical impact on health care practices. One stakeholder stated that the team’s genuine
interest, enthusiasm, and dedication are infectious and vital components of the program's
success in driving positive change within the health care system.

In their own words...

“They get high marks for keeping patients engaged in all their activities.. they provide a great
provincial and national (sometimes international) link between the public, researchers and
research organizations. They help put the patient in POR.”

“I think it's the work that we have done, people have valued and so we have a lot of credibility |
think.. and people value that work and trust the work that's being done.”

“The commitment and enthusiasm that they have is slightly infectious.. and really trying to
reach their target audience is impressive because | sit on a lot of committees and
a lot develop things ...just for the sake of developing them.”

— Comments from external and internal stakeholders

Opportunities for Improvement:

Internal stakeholders identified several limitations and challenges facing the Unit, primarily centered
around operational and external challenges. Key points include:

Operational challenges with siloes: Internal stakeholders noted a systemic issue with siloed
operations within the health system, leading to parallel work and duplicated efforts across
stakeholder groups. Despite efforts to bridge these gaps and foster collaboration, the Unit faces
challenges due to limitations in existing communication mechanisms. Internal stakeholders
also expressed concerns over their direct impact, especially when it comes to system change
and policy influence, given their perceived advisory and consultative role.
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= External perceptions and limitations: The Unit’s position as a trusted third-party sometimes
places them on the outside, leading to challenges in navigating bureaucracy and missed
conversations. One stakeholder emphasized the Unit’s position as an "arm's length" consulting
entity within the health system. While recognizing the positive aspect of being approached for
their known expertise, the organization does face challenges due to not being fully embedded
within the health and social systems they aim to influence. Clear and concise messaging that
explains NL SUPPORT’s current and possible roles within the health system may help to reduce
limitations in this area.

= Navigating information sensitivity: Two stakeholders mentioned encountering difficulty in
managing conversations where information is not yet public, acknowledging the sensitive
nature of their partnership with government and health services. This extends to sharing data
and findings that might cast certain aspects of the health care system in a negative light. This
careful balance often requires seeking approval from government entities before public
dissemination, complicating efforts to maintain transparency.

= Recruitment limitations and funding uncertainty: Some stakeholders expressed concern
over sustainable funding and career advancement for employees, noting the university’s
traditional structure can potentially impact staff retention due to limitations in career
progression. Uncertainty around future funding also presents challenges in maintaining
operations and effectively planning for future initiatives. Stakeholders emphasize the
importance of timely funding announcements to minimize disruptions and ensure retention of
staff.

B Succession planning: Given that some key members of the NL SUPPORT team are approaching
retirement, internal stakeholders highlighted the importance of proactively planning
succession to maintain the momentum of the project. Plans are underway to secure continued
contribution from essential personnel in the immediate term; however, a formal succession
planning process may be needed, focused on filling leadership roles and engaging interested
faculty members who might steer the future direction of the project.

In their own words...

““The major problem within the system right now is that we're all siloed, we're all doing some
great things, but nobody really knows what each person is doing.”

“Another challenge too is... the fact that we're still arm's length like
we're used as a consulting, program in a sense.”

»

“What I find challenging is that we're hearing things at tables that are not public yet.

“The need [for CIHR] to advise us of the availability of funding well before March 2026 because
understandably, people start to leave when they've only got 6 months on a contract, particularly

4

if they're good at the job because people want them.’

— Comments from internal stakeholders

Evidence of Best Practices

Yy~ 4

32




MQo

RESEARCH

Promising practices across SPOR Units, and National Health Services in the UK as an international
example, include practices in collaborative knowledge translation, meaningful and equitable
collaboration with patients, and best practices in measurement.

Collaborative Knowledge Translation

Strategic Clinical Networks (SCNs) in Alberta Health Services bring together clinicians,
researchers, patients, and policymakers to address specific health challenges. Each SCN
focuses on a different area such as cancer or cardiovascular health, aiming to develop
sustainable solutions and improve health outcomes for Albertans. These networks collaborate
with provincial health programs to drive initiatives related to primary care, mental health, senior
health, and more.

MSSU developed an effective ‘Bridge Process’ to facilitate integrated knowledge translation
across stakeholders. Researchers, policy-makers, clinicians, and patients/citizens come
together to pinpoint urgent health topics that require immediate attention, such as pressing
health system issues.

Meaningful and Equitable Collaboration with Patients and Persons with Lived Experience

The Ontario SPOR SUPPORT Unit (OSSU) developed the Equity Framework for advancing equity
in patient-oriented research. [temphasizes the concept of "Fairness is Excellence," highlighting
that health equity means fairness in health outcomes and within the health sector. The
framework provides guiding principles for addressing health equity in research and emphasizes
the importance of dedicated effort and resources. The Equity Framework is utilized not just by
Ontario’s SPOR unit, but other units as well.

The OSSU's Learning Health System (LHS) Action Framework is a dynamic model for improving
health outcomes with a focus on equity. It focuses on the equity-focused quadruple aim:
population health, good healthcare experiences, sustainable work life for providers, and
affordability. It integrates research and care delivery through 5 learning gears and 3 health
system gears, promoting continuous improvement. The framework prioritizes equity to
eliminate disparities and achieve inclusive, value-driven care, emphasizing outcomes like
affordability, integrated care, workforce sustainability, and population health.

The PaCER program at the University of Calgary trains patients in healthcare research, aiming
to integrate patient voices into health system research and policy. This aligns with the CIHR
SPOR engagement framework's principles of mutual respect, support, inclusivity, and co-
building.

The Accelerated Access Collaborative (AAC) in the UK involves industry, government,
regulators, patients, and the NHS in patient involvement'? research. They collaborate with
individuals and communities to ensure that research priorities and innovations are developed
with those who have lived experience. AAC's patient and public involvement strategy aims to
ensure diverse involvement, address equality and inclusion, embed a culture of patient
involvement, support positive experiences for patients and the public, understand impact and
outcomes, and communicate impact.

2 UK health system differentiates "patient engagement" (individual interactions) and "patient involvement"
(contributing to service planning). See Appendix G for further details.
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= Both the NWT and Yukon SPOR SUPPORT Units emphasize their collaboration with Indigenous
communities in their work, including recognizing Indigenous methodologies and ways of
knowing in their work.

Measurement

= The Alberta Quality Matrix for Health and EQUIP tool to assist in building robust evaluations that
incorporate each dimension of health service quality and standardized implementation
outcomes.

®  Some SPOR units provide guidance on patient reported measures and outcomes using
standardized, validated questionnaires (e.g., Manitoba, Quebec, Saskatchewan).
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3.3 Towhatextenthas NLSUPPORT made progress on its early objectives across
its four core functions?

NL SUPPORT's progress on early

Document

'”/t';;"c'i‘;"s Review objectives across its four core

Sroups / functions:
Surveys

1. Data Platforms and Services;
Jurisdictional

Scan/ Case 2. Learning Health & Social Systems;
Studies

3. Capacity Development; and
4. Patient Engagement?

Core Function 1: Data Platforms and Services

1. #and % of program participants working in the field of POR who report increased access to and
use of data through NL SUPPORT.

2. Evidence of collaboration with partner agencies/other SPOR units to facilitate multi-
jurisdictional research and evaluation.

SUMMARY

Evaluation data indicates that NL SUPPORT has positively impacted access to and use of research
data among program participants in the field of POR, and ratings for the effectiveness and utility of
the accessed data were notably high. Although the Unit does not manage health data directly and

some challenges remain in public trust around data security, strategic partnerships and
improvements in data infrastructure have enhanced data access for the Unit and its participants.
Over 700 hours of collaboration with SPOR entities or units were documented. However, the specifics
of those collaboration efforts were not identified in the document that tracked the hours, but were
documented in another document.

The Data Platforms and Services core function was assessed through two key indicators: the number
of program participants working in the field of patient- oriented research (POR) who report increased
access to and use of data through NL SUPPORT, and evidence of collaboration with partner agencies
or other SPOR units to facilitate multi-jurisdictional research and evaluation. Opinions of stakeholders
on the Unit’s efforts to expand data access for researchers and other program participants were also
assessed.

Access to and Use of Research Data
Among program participants working in the field of patient-oriented research (POR) who completed the

participant survey (n=29), the majority of respondents agreed that their involvement with the Unit
increased their access to and use of research data in their work:
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» 64% agreed that their involvement with NL SUPPORT had increased their access to research
data in their work (n=16); and

» 68% agreed that their involvement with NL SUPPORT had increased their use of research data
in their work (n=17)."

Access to and Use of Research Data Participant Survey
n %

Increased access to research data 16 64%

Increased use of research data 17 68%

#/% satisfied/very satisfied with each statement, excluding ‘don’t know’ and ‘prefer not to answer’ responses

Furthermore, ratings of the effectiveness and utility of the research data accessed through NL
SUPPORT were high. Among survey respondents (34%, n=10) who reported accessing research data
directly through NL SUPPORT:

» 100% reported that the research data accessed was very effective (70%, n=7) or effective
(830%, n=3) for their research and/or work; and

» 90% reported that they utilized the research data in their research and/or work, with 30% using
the data very frequently (n =3), 20% using the data frequently (n=2), and 40% using the data
occasionally (n=4)."*

In the consultation sessions, internal stakeholders highlighted the Unit’s efforts to expand data access
for researchers and other participants. These efforts include tasks such as data compilation, analysis,
and the translation of data into usable information for decision-makers. Unlike other SPOR entities, NL
SUPPORT does not directly manage health data for the region but collaborates with Newfoundland
Labrador Health Services (NLHS). This has led to some challenges in data access by the Unit, however
internal stakeholders shared that data accessibility has improved following the merger of the four
regional health authorities into one unit (NLHS) in 2023.

An additional challenge in data sharing relates to data security and the perception of risk among
patients and the public. A specific concern is cyber-attacks, following the breach of the former Eastern
Health authority in 2021. Stakeholders felt this may affect the public’s trust in sharing their data,
especially if they become aware of any additional breaches or risks. Thus, NL SUPPORT has the
responsibility of safeguarding data while maintaining its availability for research. In 2024, the
Government of Newfoundland and Labrador announced the creation of a new online health record for
patients, which will allow the public increased access and engagement with their medical data.
Stakeholders felt that this may lead to increased patient empowerment and trust, especially if they are
informed their data is being used for good.

The Unit’s development and maintenance of data infrastructure in Phase Il has also enhanced data
accessibility for program participants. This infrastructure includes Memorial University’s Centre for
Analytics, Informatics and Research (CAIR) and the NLHS Digital Health Division. In Phase ll, a new data
warehouse and data lab has been operationalized by NLHS. While this represents a change in

3 Percentage agreed or strongly agreed with the statement, “don’t know” and “prefer not to answer” responses were
excluded.
4 “Don’t know” and “prefer not to answer” responses were excluded.
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responsibilities between NLHS and NL SUPPORT, NL SUPPORT has been working with this change. This
infrastructure simplifies the process of accessing, cleaning, and de-identifying data. Automated
processes also reduce the time lag between data production and its availability for analysis, facilitating
remote data access by researchers and ensuring the secure handling of sensitive information.

In their own words...

“INL SUPPORT] works in a variety of ways through data access, data analysis, managing
projects, helping people run their projects.. and working with knowledge translation
to get information to decision makers.”

“Things have improved considerably with the move to Newfoundland Labrador

Health Services in terms of our timeliness of access to data.”

“But access to data is difficult and it's difficult for a number of reasons and ... sometimes
we run the risk of patients if they hear of any more cyber attacks or any more risks
to data, how they feel about their data being shared.”

— Comments from internal stakeholders

Overall, itis clear that NL SUPPORT has positively impacted access to and use of research data among
program participants in the field of patient-oriented research (POR). Although NL SUPPORT does not
manage health data directly and some challenges remain in public trust around data security, strategic
partnerships and improvements in infrastructure have enhanced data access for the Unit and its
participants. Additionally, the anticipated new online health record may enhance patient engagement
and trust if transparent and beneficial uses of their data are emphasized.

Collaboration with other SPOR Units

NL SUPPORT’s metrics identifies that the Unit spent over 600 hours and $90,000 in billable time
dedicated to collaboration between April 1, 2023 and March 1, 2024. This time was spent working with
COP and working groups, SPOR enabling functions, SPOR innovative clinical trials, SPOR SUPPORT unit
counciland other units (Quebec and Yukon). An additional 70 hours was spent working with other SPOR
entities between April 2023 and February, 2024, and 42 with other SPOR units. At minimum, this
equates to over 700 hours collaborating with SPOR Units and entities. However, given the possible data
gaps (see Section 2.5), this could be quite higher.

Additionally, the outcomes of this collaboration do not appear to be tracked in NL SUPPORT’s metrics.
While the collaboration initiatives were identified in the progress reports to CIHR in a broad sense, the
connection between the specific collaboration hours and those initiatives was less clear. NL SUPPORT
may want to consider identifying the specific tasks / projects driving their collaboration efforts and
whether any outputs were created such as a KT product, training module, etc.
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Core Function 2: Learning Health & Social Systems

3. Creation of a Learning Health (& Social) System annual work plan.

4. Opinions on the progress and effectiveness of implementing a Learning Health (& Social)
System.

5. # of Knowledge Translation products, communications, and syntheses products
disseminated.

6. #and % of program participants working in the field of POR who reported receiving and using
Knowledge Translation products in their research/work.

SUMMARY

The implementation of a Learning Health and Social System (LHSS) in the province is in active
development, marked by collaborative efforts across a range of stakeholders in the health and
social sectors. While challenges exist around the integration of social data and the system’s
abstract nature, stakeholders recognize NL SUPPORT’s pivotal role in laying the groundwork for

implementation and enhancing learning cycles. Developing common language around the LHSS
and clarifying the roles of NL SUPPORT, NLHS, and government may contribute to further
efficiency and success. The creation of an LHSS annual work plan is currently pending. Notable
efforts have been made in knowledge translation, with the Unit disseminating 448 KT products
during the evaluation period and 86% of program participants reporting use of these products in
their research and/or work.

The Learning Health and Social Systems (LHSS) core function was assessed through several key
indicators covering LHSS implementation and knowledge translation efforts. These include the
development of an annual work plan for LHSS implementation, stakeholders opinions on the progress
and effectiveness of implementing the LHSS, the number of knowledge translation (KT) products
disseminated by the Unit, and the number of program participants who reported receiving and using KT
products in their research or work.

Learning Health & Social System Implementation

The creation of a Learning Health and Social System (LHSS) annual work plan is currently pending, as
the program is actively collaborating with Newfoundland and Labrador Health Services (NLHS) to
determine the optimal approach for implementing the LHSS framework.

Discussions with stakeholders revealed that the implementation of the LHSS in the province is in active
development, marked by collaborative efforts across a range of stakeholders within the health and
social sectors. Both internal and external stakeholders recognized the pivotal engagement and
advocacy roles played by NL SUPPORT which have laid the groundwork for the implementing the
system. For example, NL SUPPORT has offered educational initiatives on the LHSS through workshops,
nano courses on rapid learning systems, and expressed willingness to support the SHNs in their LHSS
functions. These efforts have contributed to the development of a foundation that is critical for the
LHSS’s success.

NL SUPPORT also plays an important role in enhancing learning cycles within the LHSS by translating
complex health data into actionable knowledge for stakeholders. This involves collecting, analyzing,
and converting complex health data into formats that are easily understood by stakeholders. By
simplifying analytical complexities, the Unit ensures that research data is accessible and can be used
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to implement effective change. These efforts play a crucial role in translating "practice to data" and
"data to knowledge", which are key components in the implementation of the LHSS.

A unique approach in Newfoundland and Labrador is in not only focusing on health care data but also
incorporating social determinants of health into the learning system's framework. This will allow for a
more holistic understanding of health influenced by social factors. Stakeholders acknowledged that
the province is in the early stages of this integration process and is focusing on establishing effective
data pathways between the health and social sectors. A key challenge in this process involves the
linkage of social data with health data, which is complicated by diverse sources of social data, varying
data collection standards, and privacy concerns. Despite these challenges, there is a shared
motivation to bridge the gap, with stakeholders working collaboratively to build the necessary
frameworks and trust for data sharing across sectors.

Another challenge in implementation of the LHSS is its abstract nature, with stakeholders highlighting
the complexity and sometimes intangibility of the concept. Some stakeholders expressed that the
overarching idea of a LHSS, though innovative and promising, presents challenges in communication
and understanding. This makes it a difficult concept to grasp for both professionals and the general
public. One internal stakeholder acknowledged that even those deeply involved in the system’s
promotion struggle to communicate its essence into terms that are easily comprehendible. This
difficulty in conveying the conceptis not unique to Newfoundland and Labrador, butis a shared struggle
among various SUPPORT units nation-wide.

In their own words...

“INL SUPPORT] have been a really great support in these early days
and in laying that foundation.”

“I think it's very early days in that we do need to figure out some of our data pathways for social a
bit better, and how to make sure that health systems are integrating with social and vice versa.”

“The whole concept of it is a bit abstract for a lot of people ...It's even hard for us, the people
who are trying to promote it,, to be able to explain it in layman's terms.”

— Comments from internal and external stakeholders

Consultations also revealed that understanding and implementing the LHSS requires a shift in
perspective among stakeholders and a move away from a traditional health care model to a more
integrated approach. This can be challenging, as traditional health care frameworks do not neatly align
with the goals of a LHSS. Stakeholders described a learning curve and an iterative process in weaving
the principles of the LHSS across various areas of work, which is a continuous learning process for
those involved in its implementation. One health care stakeholder touched upon the crucial role of
creating common language around the LHSS to ensure stakeholders are aligned in their messaging and
understanding . This suggests that overcoming the abstract nature of the LHSS may involve concerted
efforts in education and the development of shared terminologies that resonate across sectors.

When evaluating the LHSS core component, the evaluation team recognized that the roles and
responsibilities among NL SUPPORT, Newfoundland and Labrador Health Services (NLHS), and the
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government were not always clear. Overall, it was determined that NL SUPPORT should not be judged
for any lack of progress in implementing the LHSS, as its influence is one part of a broader effort — with
NLHS and government playing key roles in implementation. Itis recommended to clarify these roles, as
this may help to streamline efforts, enhance accountability, and foster a more collaborative
environment conducive to the LHSS's success.

In summary, while the system isin its early stages and it's challenging to assign a specific "grade" to the
progress of implementation, the focus of the system as a major priority is evident. Efforts are actively
underway to bridge health care and social systems, and the push towards capacity building through
educational initiatives within health and social sectors is a key step forward. Despite the challenges in
integrating social data and in the abstract nature of the concept, it is clear that there is a collective
movement towards establishing the LHSS in Newfoundland and Labrador.

Knowledge Translation Dissemination

Another key aspect in the implementation of the LHSS is the dissemination of knowledge translation
(KT) products for stakeholders. By assessing key indicators in this area, the evaluation revealed that NL
SUPPORT has made significant strides in its KT efforts during the evaluation period.’® Specifically, the
Unit disseminated a total of 448 KT products from 2021 to November 2023.'® This underscores the
Unit's efforts in ensuring that patient-oriented research findings and resources are widely available to
a broad audience.

As shown in the table below, NL SUPPORT’s expansive KT output includes publications, conferences,
presentations, webinars, workshops, and peer-reviewed journal articles. In addition to these methods,
the Unit utilized a variety of other KT formats, including educational materials, social media campaigns,
online tools, and media interviews. This multifaceted approach demonstrates the Unit's strategy to
ensure that their knowledge translation materials tailored to meet the varied needs of their audiences.

KT Product Type Number
Disseminated
Peer-reviewed Journal Articles 35
Reports, technical reports 17
Books, book chapters 1
Conference presentations 101
POR Training Program* 2 iterations
Workshops* 12
Webinars* 65
Educational Materials 7
Social media campaigns 9
Plain language publications 114
KT-related meetings 15
Online KT Tools 10
Other KT Strategies 23
KT-related media interviews 8

" The knowledge translation (KT) data for this evaluation was collected from 2021 through to November 2, 2023.

"8 This number includes what was tracked by NL SUPPORT; there is a possibility data is missing from this total.
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KT Product Type Number
Disseminated
Practice Points publications 2 volumes
Practice Points infographics 5
Support Letters Newsletter 24 issues
Total 448

*Dedicated training events

The evaluation also assessed the impact of wider-reaching KT products, including Practice Points
publications, the Support Letters Newsletter, and the program’s dedicated websites. Practice Points,
a publication focused on disseminating insights in patient-oriented research, received significant
engagement during the evaluation period. As shown in the table below, Volumes 9 and 10 of Practice
Points reached a total of 1,980 and 2,066 recipients, respectively, with both digital and print formats
contributing to these figures.' The Practice Points website also received 426 views and 321 downloads
since May 2023, indicating active engagement with digital content as well."®

When assessing the impact of specific KT products, it is important to note that data was not available
for the entire evaluation period and is displayed as point-in-time progress only. Starting in September
2023, the program began developing monthly infographics derived from Practice Points articles, which
are hosted on the Practice Points landing page and featured in NL SUPPORT's monthly newsletter and
blog posts. Despite these efforts, the reach of the infographics has been lower than anticipated, with a
total of 165 views to date.’ Methods to improve their visibility and impact could be considered,
including partnering with medical organizations for dissemination, leveraging social media platforms to
increase reach, and optimizing content for search engines.

KT Product Total # Recipients Digital Access
Digital Print # Views #Downloads
Volume 9 1980 1316
. . 426 321
Practice Points Iy, 1yme 10 2066 137
Infographics™ - - 165 -
Support Letters Subscribers Open Rate # Views Click Rate
Newsletter 2023 Year 731 43.7% (319) 340 8.6% (63)
Unique users Top pages
Home, Funding
Program nlsupport.ca 2500 Opportunities, Resources
Websites** Home, Health Accord NL
qualityofcarenl.ca ~2,100 Checkpoint event,
Resources

*Launched in September 2023
**Analytics data for program websites from October 2023 - present

7 Volume 9 was published in November 2021 and Volume 10 was published in May 2023.

'8 Data doesn’t cover the entire evaluation period: analytics data was provided from May 2023 - present. Note that the Unit
launched a new Practice Points webpage with enhanced analytics in October 2023.
"9 Data doesn’t cover the entire evaluation period: infographics were launched in September 2023.
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In 2023, the Support Letters Newsletter effectively engaged 731 subscribers with updates and insights.
The newsletter demonstrated an open rate of 43.7%, or 319 subscribers, indicating an interest in its
content. *® Furthermore, it achieved a click rate of 8.6%, indicating that 63 subscribers went beyond
initial engagement and interacted further with the content by following links or taking actions suggested
within the newsletter. This level of interaction reflects the newsletter's success in not only capturing
the attention of its audience but also motivating them to explore the topics further.

The program's dedicated websites, nlsupport.ca and qualityofcarenl.ca, have served as central hubs
for information dissemination and resource sharing since their launch.?' With approximately 2,500 and
2,100 unique users since October 2023, respectively, these websites have facilitated access to
information such as Unit descriptions, resources for patient-oriented research, funding opportunities,
training, and event details. The home pages, funding opportunities, and resources were among the top
visited pages. Collectively, these wide-reaching KT products have played a vital role in enhancing the
visibility and impact of patient-oriented research efforts, and have extended the reach of the program's
resources to a broad audience, including researchers, students, and professionals.

Finally, the impact of the Unit’s knowledge translation efforts was assessed through the participant
survey. As shown in the table below, 48% (n=14) of survey respondents reported they received KT
products. Among those, 86% (n=12) actively used the KT products in their research or professional
activities. Despite a relatively low sample size, these metrics underscore the practical relevance of the
KT materials, and suggest that KT products are not only reaching the target audience but deemed
valuable enough to be applied within the recipients' own POR endeavors.

Knowledge Translation Dissemination Participant Survey
n %

Received Knowledge Translation products 14 48%

Used Knowledge Translation products in research/work 12 86%?22

Overall, NL SUPPORT's efforts in knowledge translation have been very successful, with a
comprehensive range of KT products successfully distributed over the evaluation period. This varied
output illustrates NL SUPPORT's commitment to bridge the gap between research knowledge and
practical application.

20 Data doesn’t cover the entire evaluation period: newsletter data was only available for the 2023 year.

21 Data doesn’t cover the entire evaluation period: analytics data was provided from October 2023 - present. Note that
nlsupport.ca launched in August 2022, however website analytics for the site were not available until October 2023;
qualityofcarenl.ca launched in October 2023.

2 Percentage of those who received knowledge translation products (n=14) that indicated they used KT products in their work
occasionally, frequently or very frequently.
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Core Function 3: Capacity Development

7. # of attendees at NL SUPPORT training events.

8. # of sessions and events to which Unit staff and patient partners attend to deliver POR training.
9. #oftraining events in the areas of EDI and SGBA.

10. # of students enrolled in graduate course on Patient Engagement.

11. # of grants (Student/Health Professional) awarded and # successfully completed.

12. Opinions on the effectiveness of training and other support activities.

SUMMARY

Evaluation data indicates that NL SUPPORT has been highly effective in enhancing POR capabilities
amongst program participants. Throughout the evaluation period, the Unit facilitated a total of 65
dedicated training events, of which 27 sessions with recorded data attracted a total of 831 attendees,
suggesting a potential total reach of up to 1,580 individuals. The Unit's staff and patient partners
further disseminated POR knowledge across an additional 110 sessions and events, and 9 training

events were held for staff in the areas of EDI and SGBA. A total of 11 students enrolled in a specialized
graduate course on patient engagement, and financial support was provided for research through 20
student grants and 8 professional grants, with 6 and 1 completion(s) to date, respectively. Finally,
feedback gathered from external stakeholders highlighted the effectiveness of Unit’s support
activities for both the academic and professional communities.

The Capacity Development core function was assessed through multiple key indicators, including
attendance at training events, the delivery of patient-oriented research (POR) training by Unit staff and
patient partners, and the delivery of training in the areas of Equity, Diversity, and Inclusion (EDI) and
Sex-and-Gender-Based Analysis (SGBA). Furthermore, the evaluation assessed student enrollment in
a specialized graduate course on Patient Engagement, as well as the Unit’s financial support for
research through grants awarded and research projects completed. Additionally, feedback on the
effectiveness of support activities was assessed to provide insights on their utility and impact.

Training Events

During the evaluation period, NL SUPPORT facilitated a total of 65 training events, including 51
webinars,12 workshops, and two iterations of a 5-week POR training program.?® These events reached
a broad audience including students, researchers, the general public, and staff. Attendance data was
available for 27 sessions, representing 53% of the total events organized. As shown in the table below,
these 27 sessions collectively attracted 831 attendees, averaging 31 participants per session. The
attendance per session varied widely, with the smallest session hosting 2 attendees and the largest
hosting 98. Extrapolation from the available data suggests that the total attendee count could have
reached up to 1,580 individuals. This estimate underscores the broad reach and significant influence
of NL SUPPORT's training programs in advancing POR skills.

2 This number includes events that were run by teams NL SUPPORT has worked with or supported. Attendance data was not
available for those events.
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Capacity Development (Training Events) n

Public Training Events

Total # of Events 51

Total # of Events with Attendance Data Available 27
Total # Attendees 831
Avg # Attendees per session 31
Min/Max per session 2/98

Sessions Attended by Unit Staff/Patient Partners
# of sessions and events to which Unit staff and patient partners attend to deliver
POR training

110

EDI/SGBA Training Events

# of training events in the areas of EDl and SGBA 9

The training provided by NL SUPPORT also went beyond these dedicated events. The Unit's staff and
patient partners further disseminated POR knowledge across 110 additional sessions and events,
including conference presentations, posters, and social media campaigns. The Unit also supported
events to raise public awareness of the health and social care agenda, including a vast array of events
that were conducted as part of engagement initiatives for the Health Accord NL (HANL). ?® Moreover,
the Unit’s initiative to focus on Equity, Diversity, and Inclusion (EDI) and Sex-and-Gender-Based
Analysis (SGBA) was demonstrated through 9 specialized training events for staff, highlighting efforts to
embed these critical perspectives within the Unit and align with broader needs of the public.

Post-secondary & Industry Support

NL SUPPORT made significant contributions to post-secondary and professional research efforts
during the evaluation period. As shown in the table below, a patient engagement graduate course at
Memorial University (MED6268), which explores how to partner with patients in health research and
health systems decision making, has seen an enrollment of 11 students from 2021-2023. This indicates
a tangible commitment to advance patient-oriented research from an academic perspective.
Stakeholders shared that this course is typically taken as an elective by students within the Population
Health and Applied Health Sciences field, although most years there will be at least one provider
specifically interested in patient-oriented research.

In terms of financial support for research, a total of 20 student grants have been awarded, out of which
6 have been successfully completed. It's important to note that many student projects initiated during
the evaluation period are designed to span 2-3 years, with multiple nearing completion at the end of the
current academic year. Additionally, the program has supported health professionals by awarding 8
professional grants, with 1 of these grants nearing successful completion at the time of writing. These
professional research projects often extend beyond a 12-month timeline, perhaps indicating the need
to accommodate the longer project durations without altering total funding allocations.

24 Avg # attendees per session = Total # attendees / Total # of events with attendance data available

25 The full record of engagement of HANL events can be found here:
https://www.healthaccordnl.ca/wp-content/uploads/2022/05/Health-Accord-NL_Record-of-Engagement_up-to-April-30-
2022.pdf
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Capacity Development (Post-secondary & Industry Support) n

Graduate Course

# of students enrolled in graduate course on Patient Engagement 11

Student Fellowships Awarded
# of student fellowships / assistantships awarded 20
# of student fellowships / assistantships successfully completed 6

Professional Grants Awarded

# of professional grants awarded
# of professional grants successfully completed 1

Effectiveness of Support Activities

In the consultation sessions with external stakeholders, participants reported utilizing a wide variety of
support activities offered by the Unit, including webinars, knowledge translation products, grants, and
conferences like the SHARE Summit. The consensus among stakeholders was that NL SUPPORT's
activities have been pivotal in fostering patient-oriented research (POR), enhancing public and patient
engagement, and equipping researchers with the necessary skills and knowledge to conduct research
in the field.

The impact of support activities was further highlighted by several stakeholders who emphasized their
role in not only facilitating patient-oriented research, but also influencing clinical practices and career
paths. One participant reflected that without the program’s support they would never have gotten
started with public engagement or patient-oriented research, indicating the depth of influence these
activities have on participants' professional journeys. Another stakeholder emphasized the utility of
Practice Points in delivering evidence-based insights that inform and improve patient care, sharing that
this type of knowledge translation is especially useful as the health care system is working on the
development family care teams. Furthermore, a government stakeholder highlighted that Practice
Points are regularly read and utilized by decision-makers in policy development.

In their own words...

“NL support is funding my research and providing supports and information in regards to
patient-oriented research. [This support] is essential for me to complete my research”

“Practice Points are useful...especially as family care teams start getting developed.”

“I don't think without them [support activities] | could even get into public engagement or
patient-oriented research.”

“The [Practice Points] document... is neat, tidy, it's concise, it's data-driven with
very pointed direction.”

— Comments from external stakeholders

The SHARE Summit was also cited as a valuable opportunity for learning and networking. Attendees
appreciated the conference for its role in facilitating interaction among researchers, clinicians, and
other stakeholders, and enriching the patient-oriented research community in the province.
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Feedback from the participant survey indicated that the most commonly accessed support activity was
training (i.e., webinars, courses), followed by the program website, conferences, and grants/funding.
Overall levels of satisfaction with the support activities accessed were very high, with ratings of
effectiveness ranging from 93%-100% (see Appendix E for further survey details). In summary, the
support activities from NL SUPPORT have undeniably fostered skill development and capacity building
among both researchers and professionals in the field of POR.

Core Function 4: Patient Engagement

13. # of patient partners engaged in research or related projects.

14. # of patient partners that identify as members of Indigenous or equity seeking groups.

15. # and % of patient partners who report satisfaction with their level of engagement with NL
SUPPORT.

16. Opinions on the level and impact of engagement with patient partners.

17. Evidence of on-going evaluation of POR and patient engagement initiatives.

SUMMARY

Patient engagement is hailed as key strength of NL SUPPORT. During the evaluation period, an average
of 21 patient partners per year were engaged with the Unit, and 76% (n=16) were involved in research or
related projects. The overall satisfaction of patient partners with the Unit was high, with 91% reporting
satisfaction with their level of engagement. Consultations revealed a substantial impact of patient
engagement on research direction and outcomes. Challenges were acknowledged, particularly in

the recruitment of diverse patient partners, providing compensation, and ensuring sustained
participation. Overall, patient partners are essential contributors to both research and governance
and planning processes within the Unit. The number of patient partners that identify as members of
Indigenous or equity seeking groups could not be assessed at this time due to lack of data. Evidence
of on-going evaluation of POR and patient engagement initiatives includes an evaluation of POR
training and plans to complete an annual patient satisfaction survey.

The patient engagement core function was assessed through several key indicators including the
number of patient partners actively participating in research or related projects, the number of patient
partners expressing satisfaction with their level of engagement with the Unit, and opinions from
stakeholders on the level and impact of engagement with patient partners. The evaluation also
assessed evidence of on-going evaluation of patient-oriented research and patient engagement
initiatives through a review of program documents.

Patient Engagement

During the evaluation period, an average of 21 patient partners were engaged with NL SUPPORT per
year, ?® and three-quarters of patient partners (76%, n=16) were involved in research or related

26 The number of patient partners fluctuated by year during the evaluation period. The numbers for each year were: 2021-2022:
19; 2022-2023: 21; 2023-2024: 23.
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projects.?” Specifically, patient partners were involved in 27 separate research projects, not including
other activities outside of research such as their engagement in the Unit’s governance structure.

The number of patient partners who identify as members of Indigenous or equity-seeking groups could
not be assessed at this time due to lack of data, as the Unit does not ask patient partners to disclose
whether they identify with equity seeking or Indigenous groups. Although Unit staff was aware of at least
one patient partner who is a member of an Indigenous community, they also shared they have been told
by patient partners to not assume their membership isn’t inclusive of equity seeking groups.

Patient Engagement

Average # of patient partners peryear 21 -
# of patient partners engaged in research or related projects 16 76%
Total # of research or related projects involving patient partners 27 -

# of patient partners that identify as members of Indigenous
or equity seeking groups
Participant Survey

%
Overall satisfaction with level of engagement with NL SUPPORT

The overall satisfaction of patient partners with their level of engagement with NL SUPPORT was high.
Among patient partners who responded to the participant survey, 91% (n=10) were very satisfied (73%,
n=8) or satisfied (18%, n =2) with their level of engagement with the Unit. Meanwhile one respondent
(9%, n=1) indicated they were neither satisfied nor dissatisfied with their level of engagement.

In a consultation session with the Patient and Public Advisory Council, two patient partners in
attendance shared positive experiences with their level of engagement with the Unit. Engagement
levels vary on a project basis, with each project being different in terms of involvement and
responsibility. A rewarding aspect of their involvement with the Unit has been the visibility and public
recognition of their work, especially through events like the SHARE Summit. One partner also shared
her key role in the recruitment and retention of younger patient partners. Overall, both partners
expressed high levels of satisfaction with the Unit and were optimistic about the future. Moving forward,
they envision NL SUPPORT continuing to grow and playing a significant role in public health advocacy,

In their own words...

“Since joining, I've had multiple opportunities to engage in research...multiple opportunities,
people have come up and been like, 'hey, you know, really cool what you're doing’.”

“I've been involved right up to the collaborate level...we were authors on that paper. We did lots
of work and it just really felt like we were valued members of that team.”

“l would say my biggest role...has been trying to keep up the recruitment of the young
crew...there is also a lot of young people who need their voices heard..”

— Comments from patient partners

27 This number only includes what patient partners have chosen to disclose with the Unit and what was documented; it is
possible there is information missing.
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with the potential for patient partners to take on planning roles in major events and to start their own
patient-led research projects.

Consultations with other stakeholders provided additional insights into the level and impact of patient
partner engagement. Multiple external stakeholders expressed that the involvement of patient partners
in theirresearch fundamentally altered the trajectory of their work, steering their projects toward a more
community-centered and impactful approach. Specifically, engaging patient partners allows
researchers to navigate their projects with a deeper understanding of patient needs and perspectives.
Incorporating patient insights also improves research methodologies and ensures that studies are not
only scientifically rigorous but practically relevant to patient care. Stakeholders appreciate the role of
NL SUPPORT in facilitating connections to patient partners, which ultimately contributes to a diversified
research approach and a better understanding of community health needs.

Despite the positive feedback on engagement with patient partners, external stakeholders also
expressed challenges, particularly in the recruitment of diverse patient partners and sustaining their
participation. It was acknowledged that most applicants for patient partnerships tend to be white
women; including more diverse groups, such as Indigenous peoples, non-Canadians, men, and
members of the LGBTQ+ community, is more challenging. However, stakeholders expressed that with
enough resources and time, it’s possible to engage a broader spectrum of patient partners. This may
be achieved through increased recruitment efforts and financial incentives.

In their own words...

“It's the most meaningful, seriously most meaningful work that I've ever done is
to work with the public and patient partners.”

“They [NL SUPPORT] put a lot of effort into keeping folks up to speed and making meaningful
connections with those groups [patient partners].”

“The fact that they've had such a priority on patients has really helped change the kind of the
culture of patient engagement | think in, in the research evaluation service delivery space.”

“It continues to be very difficult | think to engage patients in a way that they want to be engaged
and to be part of that research cycle given that they're often volunteers...it's just a lot of work.”

— Comments from external stakeholders

The current lack of financial incentives for patient partners was also raised as a concern. Stakeholders
expressed that the current structure of student grants and project funds do not account for
compensating patient partners, which is particularly problematic when trying to engage patient
partners in a meaningful way that respects their time and contributions. Additionally, stakeholders
emphasized that flexibility and empathy in working with patient partners is essential, as their
involvement in research is voluntary and often secondary to personal life circumstances. Suggestions
to better compensate patient partners included increased funding specifically for patient engagement,
or allocating a specific portion of student fellowships and grants to compensate patient partners.

48
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Other SPOR entities compensate patient partners based on level of engagement required, patient
partner role, etc. The SPOR Evidence Alliance?® also provides direction in guiding patient compensation
decisions and policies using evidence-informed methods. Rates are identified as:

®  $25 per hour in cash or cash equivalent payments (e.g., cheque / gift cards); or
= |n-kind supportif preferred by patient partner (e.g., free access to fee-based course, workshop,
etc.)

In their own words...

“We have such a good relationship and passionate patient partners
that have driven a lot of these projects forward.”

“One of our patient partners was on the interview panel at Newfoundland Labrador Health
Services and drew on his experiences of patient-oriented research for that position.”

“So it's not unusual to get an e-mail from patient partner on a Saturday morning and | ...consider
them as a member of the team not, oh they're the patient partners, they are part of the team.”

— Comments from internal stakeholders

Internal stakeholders noted that patient partners are deeply integrated and valued within the NL
SUPPORT Unit, and seen as part of the team rather than external contributors. Their engagement is not
limited to the level of consultation but also includes active participation in governance and planning
processes. For example, the Patient Advisory Council provides advice and guidance in the
determination of patient-oriented research priorities, the engagement of patients in research projects,
as well as public outreach activities. Additionally, in Phase Il a patient representative was added to the
Executive Committee, ensuring the integration of patient perspectives into the highest levels of program
decision-making.

The Unit also collaborates with patient partners to create knowledge translation materials. Partnering
with patients to create and disseminate these materials ensures a patient perspective is upheld
throughout the research community. Furthermore, stakeholders noted that patient partners have
actively contributed to government decision-making through their input into initiatives like the Health
Accord NL, indicating a high level of impact on the strategic directions of health policy in Newfoundland
and Labrador.

Similar to external stakeholders, internal stakeholders acknowledged the critical role of patients in the
research process. Multiple stakeholders noted that without the patient-oriented approach ingrained by
NL SUPPORT, some research projects would have faced challenges in shaping their research direction
and ensuring relevance. Meanwhile, challenges in broader public engagement and transforming
patients into active research practitioners were noted. While these challenges highlight areas for
growth, they also underscore on-going efforts to deepen and expand patient involvement within the
Unit. Overall, the team sees their engagement with patient partners as a foundational strength that has

28 patient and Public Partner Appreciation Policy and Protocol (sporevidencealliance.ca)
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fostered a culture within NL SUPPORT towards more patient-centered research initiatives and
outcomes.

In conclusion, the engagement of patient partners within the NL SUPPORT Unit has had a significantly
positive impact on research processes, governance and planning. Stakeholders view patient partners
as essential contributors whose insights and experiences are invaluable in steering research and policy
in relevant and meaningful directions. While challenges remain, the overall consensus is that the
collaboration between researchers and patient partners facilitated by NL SUPPORT is a critical element
in advancing patient-oriented research and health care innovation in Newfoundland and Labrador.

Evidence of Ongoing Evaluation

Evidence of ongoing evaluation of POR and patient engagement activities includes the following:

= Evaluation of POR Training through follow-up survey of participants completing POR training.
The report includes feedback on POR training sessions delivered in 2022.

= Program documents indicate that work is underway to create an annual patient partner
satisfaction survey; and

= Current formative evaluation of NL SUPPORT includes feedback on patient engagement.
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3.4 To what extent has NL SUPPORT facilitated improvements in health care
systems, practices, and outcomes?

1. #and % of program participants who agree
that NL SUPPORT and Quality of Care NL
has:

a. effectively shared research and
evaluation knowledge with the health
care system

b. had apositive impact onimproving
health care systems

c. had apositive impact onimproving
health care practices

d. had a positive impact on improving
outcomes for all users of the health
care system

2. Opinions on the impact of NL SUPPORT and

To what extent has NL SUPPORT Quality of Care NL on improving health care

facilitated improvements in health care systems, practices and outcomes

systems, practices, and outcomes?

Interviews

SUMMARY

Opinions on the impact of NL SUPPORT in facilitating improvements in health care systems and
practices were positive. The majority of respondents to both evaluation surveys agreed that the
program has effectively shared research and evaluation knowledge with the health care system and
had a positive impact on improving health care systems. Views of the program’s impact on health
care outcomes, while still positive, were more varied. Stakeholders acknowledged the program's
foundational role in developing the Health Accord and its direct contributions to service delivery
improvements through targeted campaigns. Despite these positive assessments, stakeholders also
pointed out challenges in measuring the program's direct impact due to limitations of current
evaluation metrics. A key consideration for the future is to develop more robust metrics that aim to
measure the true impact of the program on the ground.

The program’s overall impact on health care systems, practices, and outcomes was assessed through
quantitative data from evaluation surveys and qualitative data from stakeholder consultation sessions.
The program’s websites were also reviewed to explore key initiatives related to this evaluation question.

As shown in the table below, the majority of respondents to both evaluation surveys agreed that the
program has effectively shared research and evaluation knowledge with the health care system
(Participant survey: 93%, n=26; Summit Survey: 95%, n=18). Most participants also felt that the program
has had a positive impact on improving health care systems (Participant survey: 88%, n=23; Summit
Survey: 84%, n=16).

Meanwhile, views of the program’s impact on health care practices and outcomes were more varied.
Specifically, 97% (n=28) of respondents to the Participant survey and 79% (n=15) of respondents to the
Summit survey felt that the program had a positive impact on improving health care practices. Similarly,
92% (n=24) respondents to the Participant survey and 72% (n=13) of respondents to the Summit survey
felt that the program had a positive impact on improving health care outcomes. These more varied
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responses may be due to the fact that participants have varied outlooks on the current state of the
health care system, or may have more limited knowledge of the actions the program has taken in these
areas.

Program Impact on Health Care Systems, ‘ Participant Survey Summit Survey

Practices, & Outcomes ‘ n % n %

Effectively shared research and evaluation o o
knowledge with the health care system 26 93% 18 95%
Positive impact on improving health care systems 23 88% 16 84%
Positive impact on improving health care practices 28 97% 15 79%
Positive impact on improving outcomes for all users 24 92% 13 79%
of the health care system

#/% agree/strongly agree with each statement, excluding ‘don’t know’ and ‘prefer not to answer’ responses

Consultations revealed that the majority of stakeholders feel NL SUPPORT has had a positive impact
on improving health care systems and practices. First, stakeholders acknowledged the program’s
contributions to the creation of the Health Accord, a 10-year blueprint to revamp the provincial health
care system that was released in 2022. Several internal stakeholders mentioned that the inception of
the Health Accord was significantly influenced by the work of NL SUPPORT and Quality of Care NL
(QCNL), notably through the presentation of insights into how data can be utilized to enact change.
QCNL also served as Secretariat for the Health Accord, supported the work of the volunteer task force,
and served on various committees and working groups in the creation of the document. ?® This policy
document has led to significant changes in health care delivery, indicating that the program’s
foundational role in its creation has had a direct impact on health care systems and practices.

The program has also contributed more directly to health system improvement through campaigns
targeting service delivery. These include the Choosing Wisely campaign, which aims to reduce
unnecessary tests and treatments, a stroke care campaign aimed at enhancing stroke care services,
the Enhanced Recovery After Surgery Program, which focuses on improving surgical outcomes and
recovery, as well as regular campaigns on antibiotic utilization. QCNL also actively supports the
transition of the provincial health system to Family Care Teams by investigating barriers and enablers
to team-based primary health care. Finally, webinar series such as Healthy Discussions foster quality
conversations about health care systems in the province, and raise awareness on topics such as the
social determinants of health, mental health, the impact of climate change on health, and sexual
health. These discussions actively support practitioners in delivering health and social services.

Furthermore, themes discussed previously such as the dissemination of knowledge translation
products and supporting the implementation of the Learning Health and Social System (LHSS) also
impact health care delivery and efficiency. Specifically, stakeholders noted that the evidence-based
insights shared through Practice Points have had a direct impact on clinical practices and are regularly
read and utilized by decision-makers engaging in health policy development. Additionally, the
program’s contributions to the development of the LHSS and enhancing learning cycles play a crucial
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role in translating data into knowledge that is used to inform health care practices and improve
outcomes for users of the health care system.

In their own words...

“[He said] the Health Accord came about because Andrew Furey... and other
policy makers at the government read and saw Practice Points.”

“It's just the fact that they can consistently put data in front of us for consideration and food for
thought sometimes is enough of an impetus to say, well, jeez, maybe we should
guestion that or what is that actually telling us.”

“Everybody's struggling with this and some of the performance measures are really just
counting stuff as opposed to judging effect on the ground.”

— Comments from internal and external stakeholders

Despite these positive sentiments about overallimpact, other stakeholders felt that the “boots-on-the-
ground” impact of the program is harder to measure directly. Specifically, an internal stakeholder noted
that current evaluation metrics focus more on counting activities rather than assessing the true effects
of the program. This is complicated by factors such as the complexity of the health care system and the
long-term nature of most patient outcomes, highlighting the importance of considering both direct and
indirect impacts when evaluating performance.

Additionally, operational issues with the health care system, such as overcrowded emergency rooms
and a lack of resources for new patients, may lead to limitations in the program’s impact due to
providers focusing on more immediate concerns. This may lead to a reduced emphasis on learning,
collaboration, and other strategic activities, hindering the program's ability to contribute to improved
health system efficiency in the long term. However, it is important to note that these challenges are not
unique to the NL SUPPORT program but are part of a broader national problem.

Overall, the majority of stakeholders consulted for the evaluation feel that the program has effectively
shared research and evaluation knowledge with the health care system and had a positive impact on
health care systems and practices. However, the true impact of the program may be harder to ascertain
due to limitations of current evaluation metrics. A key consideration for the future is to develop more
robust metrics that aim to measure the true impact of the program on the ground, such as health
outcome measurements which quantify direct benefits to patient health and recovery, process
improvement measurements which assess efficiency in health care delivery, and quality of care
metrics that assess patient satisfaction with the health care system.
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4.0 Conclusions and Recommendations

This evaluation demonstrated that Phase Il of NL SUPPORT is on track, with its work viewed as relevant
to its stakeholders, its activities have been successfully implemented, and early evidence of the Unit’s
performance have been quite positive. A summary of the evaluation questions and findings discussed
throughout this report are outlined below.

Evaluation Question

Summary of Evaluation Findings

How relevantis NL
SUPPORT to the needs of
all its stakeholders?

Evidence from this evaluation demonstrates that NL SUPPORT is relevant to the

needs of all its stakeholders, including its funders and participants. The Unit has
adapted its operational and governance structures to align with CIHR
requirements and frequently supports initiatives that directly benefit patient
care. Alignment with provincial government priorities is also demonstrated
through the Unit’s knowledge translation activities and its foundational role in
shaping the Health Accord NL. Feedback from participants indicates that NL
SUPPORT is well aligned with participant needs, demonstrated by high levels of
satisfaction among participants and evidence of the Unit's positive impact on
their research or work.

To what extent has the
implementation of NL
SUPPORT’s Phasel ll
activities been
successful?

Evaluation data indicates that the implementation of Phase Il of the Unit has
been successful, with some areas for improvement. Most (14 of 19) Phase Il
objectives were considered evergreen - accomplished and to be
continued/maintained. The Unit regularly submits implementation plans to key
funders to report on implementation progress; however, tracking for specific
indicators can be enhanced. Successes in Phase Il include the establishment of
an implementation committee, support activities for stakeholders, and strategic
partnerships with community organizations. Efforts are on-going to increase
engagement with Indigenous communities. Governance structure changes have
been well-received and are effective in aligning operations with strategic goals.

Key strengths of the Unit include true patient integration in research, capacity
building, credibility and trust, and goal-oriented outputs. Areas for improvement
are primarily centered around operational and external challenges such as
funding uncertainty and siloes within the health system. Best practices in the
implementation of similar SPOR entities are also explored.

To what extent has NL
SUPPORT made progress
on its early objectives
across its four core
functions?

Core Function 1: Data
Platforms and Services

Evaluation data indicates that NL SUPPORT has positively impacted access to
and use of research data among program participants in the field of POR, and
ratings for the effectiveness and utility of the accessed data were notably high.
Although the Unit does not manage health data directly and some challenges
remain in public trust around data security, strategic partnerships and
improvements in data infrastructure have enhanced data access for the Unit and
its participants. Over 700 hours of collaboration with SPOR entities or units were
documented. However, the specifics of those collaboration efforts were not
identified in the document that tracked the hours, but were documented in
another document.

Core Function 2: Learning
Health & Social Systems

The implementation of a Learning Health and Social System (LHSS) in the
provinceisin active development, marked by collaborative efforts across arange
of stakeholders in the health and social sectors. While challenges exist around
the integration of social data and the system’s abstract nature, stakeholders
recognize NL SUPPORT’s pivotal role in laying the groundwork for
implementation and enhancing learning cycles. Developing common language
around the LHSS and clarifying the roles of NL SUPPORT, NLHS, and government
may contribute to further efficiency and success. The creation of an LHSS annual
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Summary of Evaluation Findings

work plan is currently pending. Notable efforts have been made in knowledge

translation, with the Unit disseminating 448 KT products during the evaluation
period and 86% of program participants reporting use of these products in their
research and/or work.

Core Function 3:
Capacity Development

Evaluation data indicates that NL SUPPORT has been highly effective in
enhancing POR capabilities amongst program participants. Throughout the
evaluation period, the Unit facilitated a total of 65 dedicated training events, of
which 27 sessions with recorded data attracted a total of 831 attendees,
suggesting a potential total reach of up to 1,580 individuals. The Unit's staff and
patient partners further disseminated POR knowledge across an additional 110
sessions and events, and 9 training events were held for staff in the areas of EDI
and SGBA. A total of 11 students enrolled in a specialized graduate course on
patient engagement, and financial support was provided for research through 20
student grants and 8 professional grants, with 6 and 1 completion(s) to date,
respectively. Finally, feedback gathered from external stakeholders highlighted
the effectiveness of Unit’s support activities for both the academic and
professional communities.

Core Function 4:
Patient Engagement

Patient engagement is hailed as key strength of NL SUPPORT. During the
evaluation period, an average of 21 patient partners per year were engaged with
the Unit, and 76% (n=16) were involved inresearch or related projects. The overall
satisfaction of patient partners with the Unit was high, with 91% reporting
satisfaction with their level of engagement. Consultations revealed a substantial
impact of patient engagement on research direction and outcomes. Challenges
were acknowledged, particularly in the recruitment of diverse patient partners,
providing compensation, and ensuring sustained participation. Overall, patient
partners are essential contributors to both research and governance and
planning processes within the Unit. The number of patient partners that identify
as members of Indigenous or equity seeking groups could not be assessed at this
time due to lack of data. Evidence of on-going evaluation of POR and patient
engagement initiatives includes an evaluation of POR training and plans to
complete an annual patient satisfaction survey.

To what extent has NL
SUPPORT facilitated
improvements in health
care systems, practices,
and outcomes?

Opinions on the impact of NL SUPPORT in facilitating improvements in health
care systems and practices were positive. The majority of respondents to both
evaluation surveys agreed that the program has effectively shared research and
evaluation knowledge with the health care system and had a positive impact on
improving health care systems. Views of the program’s impact on health care
outcomes, while still positive, were more varied. Stakeholders acknowledged the
program's foundational role in developing the Health Accord and its direct
contributions to service delivery improvements through targeted campaigns.
Despite these positive assessments, stakeholders also pointed out challenges
in measuring the program's directimpact due to limitations of current evaluation
metrics. A key consideration for the future is to develop more robust metrics that
aim to measure the true impact of the program on the ground.

Recommendations

Based on this evaluation, recommendations to further improve the NL SUPPORT program are provided

below.
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Recommendation #1. Continue to prioritize engagement of Indigenous communities and
other diverse groups.

While the engagement of Indigenous communities and other diverse groups is identified in NL
SUPPORT’s Phase Il objectives, the Unit has struggled to advance this initiative despite their efforts. As
discussed in Section 3.2, the Unit has attempted a wide variety of outreach initiatives, pivoting
strategies based on community feedback and participation levels.

NL SUPPORT should continue its efforts to prioritize engagement of Indigenous communities and other
diverse groups. Best practice research across SPOR units, highlighted their focus on EDI and
meaningful partnerships as an integral part of their Unit’s strategy, with a wide variety of strategies to
incorporate Indigenous partners and communities. NL SUPPORT should review these promising
practices and assess (see Appendix G) whether they could be incorporated in a NL context. Efforts
should align with best practices in Indigenous patient, family and community engagement, as identified
by the Indigenous Primary Health Care Council.*°

Additionally, other potential opportunities to engage with community members and individuals who
work with Indigenous communities should be explored as potential partnerships. Potential partners
include:

= Indigenous Patient Navigators®' through NL Health Services

= Partnership with Memorial’s Research Exchange Group on Indigenous Health®?

= Indigenous governing bodies, as well as cultural leaders and organizations®®

= Potential partners from initiatives designed to support Indigenous health and well-being in
NL34

= Potential partners from individuals involved in the development of Memorial’s continuing
education course “Providing Culturally Safe Health Care for Indigenous Patients in
Newfoundland and Labrador”?®

= Potential partners from Wabanaki-Labrador Indigenous Health Research Network?®

Recommendation #2. Prioritize recruitment and retention of NL SUPPORT staff and
patient partners.

As discussed in Section 3.2, the evaluation revealed some concerns around sustainable funding and
retention of Unit employees. To mitigate such concerns, NL SUPPORT should strive for more
transparent and stable financial arrangements with key funders. Engaging in discussions around the
importance of timely funding announcements and providing staff with regular financial updates could
enhance certainty in this area. In addition, the Unit should aim to issue contract extensions well in
advance — one year if possible. This approach would not only aid in staff retention but also enhance
planning and operational sustainability.

30 https://iphcc.ca/post_resources/indigenous-patient-family-and-community-engagement-toolkit/

3 https://www.easternhealth.ca/prc/indigenous-health/

%2 https://www.mun.ca/nlcahr/research-and-knowledge-exchange/indigenous-health/#activities

3 https://www.mun.ca/research/indigenous-research-at-memorial/indigenous-group-contacts/
34https://www.mun.ca/nlcahr/media/production/memorial/administrative/nl-centre-for-applied-health-research/media-
library/researchexchange/INDIGENOUS%20HEALTH%20COMPENDIUM%20SEPT%202022%20by%20Quinn%20McGettigan.pdf
% https://www.mdcme.ca/course_info/cultural_safety 2022

36 https://www.wabanaki-labradornetwork.ca/
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The approaching retirement of key NL SUPPORT team members also highlights the need for a strategic
succession planning process. Implementing a formal framework that identifies potential leadership
gaps, promotes upward mobility of internal talent, and engages interested faculty members at the
University should be developed. Incorporating interested employees and faculty members into future
planning efforts can also ensure the Unit remains on a positive leadership trajectory.

The recruitment of diverse patient and public partners was also identified as an issue, as discussed in
Section 3.3. To enhance engagement of diverse groups, including youth, marginalized populations, and
those in rural and remote areas, the Unit could explore untapped recruitment strategies. Examples
include advertising in clinics, utilizing local media such as radio, or promoting opportunities on social
media platforms. These strategies may capture the attention of potential partners not currently reached
through traditional channels.

Allocating specific funding for patient engagement and revising current patient compensation
strategies will also be important. Aligning with practices from other SPOR entities, NL SUPPORT could
adopt a flexible compensation model that respects the varying levels of engagement required.
Compensation could be standardized at $25 per hour in cash or cash equivalent payments, or offer in-
kind support, such as free access to workshops, depending on the preference of the partner. This
approach is supported by the SPOR Evidence Alliance's evidence-informed methods for guiding patient
compensation decisions.*’

Recommendation #3. Continue to improve implementation of the Learning Health and
Social System.

To further enhance the implementation of the Learning Health and Social System (LHSS), NL SUPPORT,
in collaboration with key stakeholders, can consider implementing the following steps:

B Clarify the roles and responsibilities of NL SUPPORT, Newfoundland and Labrador Health
Services (NLHS), and the Government of Newfoundland and Labrador (GovNL) in the
implementation of the system. Integral to this process will be finalizing an annual work plan.
This document will serve as aroadmap, outlining key objectives, responsibilities, timelines, and
metrics for success, ensuring all parties are aligned and progress can be monitored and
adapted as necessary.

B Continue to promote common language and education. Overcoming the abstract nature of the
LHSS and ensuring alignment among stakeholders will require the development and use of
shared terminologies, as well as a continued emphasis on education. NL SUPPORT can
continue to provide workshops and other knowledge translation products to promote common
language, consistent messaging, and an improved understanding of the LHSS.

®  |ncrease transparency with the public about the collection and use of their data by creating a
clear communication strategy to explain the benefits and privacy safeguards of the LHSS to the
wider community.

%7 patient and Public Partner Appreciation Policy and Protocol (sporevidencealliance.ca)
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= Continue to foster connections between health and social stakeholders. Active efforts to foster
connections between health and social sectors are needed to facilitate data sharing and create
effective data pathways. This will require ongoing dialogue, shared projects, and the promotion
of trust and mutual understanding among stakeholders.

®  Engage in continuous evaluation and adaptation. Given the complexity and novelty of
integrating social determinants into health data analytics, continuous evaluation of the LHSS’s
implementation process is essential. Feedback mechanisms should be established to allow for
regular assessment and adaptation of strategies based on what is working well and what needs
improvement.

By focusing on these key areas, NL SUPPORT, in collaboration with NLHS, GovNL, and other key
stakeholders, can continue to strengthen the foundation for a successful and sustainable LHSS,
ultimately leading to better health outcomes and more informed policy decisions in Newfoundland and
Labrador.

Recommendation #4. Clarify the role of NL SUPPORT within the provincial health system.

NL SUPPORT is focused on improving health care outcomes for all users of the system through work by
multidisciplinary teams to apply the knowledge generated at the Unit to improve health care systems,
practices, and outcomes. With this mandate, NL SUPPORT is inherently aligned with the objectives of
the provincial health system - including HCS and NLHS. This alignment is positive in supporting
knowledge-based health care transformation in the province; however, the distinction between the
entities, their roles and responsibilities could be better defined — especially with regards to the LHSS.

While NL SUPPORT and QCNL are supporting health care transformation in the province it is the
government’s role to develop policy and implement changes. Clear and concise messaging should be
developed that explains NL SUPPORT’s role in the health system and in the LHSS, including their roles,
responsibilities and limitations. This clarification should be provided to all NL SUPPORT and QCNL
stakeholders.

The Phase Il objectives should be reviewed and refined if necessary to further clarify NL SUPPORT’s
scope and responsibilities in developing and implementing the LHSS. Objective 2.2 under LHSS for the
first two years is:

Facilitate the development and oversee the implementation of the HANL recommendations to
reimagine health care in NL. (Year 1)

Oversee the implementation of the HANL recommendations to reimagine health care in NL.
(Years 2)

NL SUPPORT may want to reconsider the use of “oversee” since their involvement in developing and
implementing the LHSS depends on HCS continuing to involve the Unit. The implementation of LHSS is
the responsibility of HCS and NLHS. While NL SUPPORT and QCNL are instrumental in providing
expertise to help guide this work, they can not be held responsible for whether a LHSS is implemented
nor how long it takes. The use of the word “oversee” suggests more responsibility and authority. NL
SUPPORT should not be held accountable for what is outside their scope.
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Recommendation #5. Increase public engagement and reach of knowledge translation
products.

To elevate public awareness of NL SUPPORT and extend the reach of its knowledge translation (KT)
products, strategies that leverage both existing strengths and new channels is recommended. First,
existing KT efforts, such as Practice Points, newsletters, conferences like the SHARE Summit, grants,
and other resources, should continue in Phase Il and future iterations of the Unit. In addition, distilling
complex KT products like Practice Points into accessible, easy-to-digest infographics shows promise
and should be continued and expanded. These products cater to a broader audience by simplifying
dense research findings into appealing visual formats that take less time to read and comprehend.

Enhancing the visibility and reach of KT products can be achieved through targeted dissemination
strategies. The Unit could potentially partner with medical associations to increase reach among health
professionals, facilitating the distribution of materials through newsletters or at conferences or
meetings. Optimizing content for search engines can also elevate visibility and make it easier for people
searching for related information, such as researchers, to find and utilize NL SUPPORT's resources.

In addition to a focus on health professionals and researchers, the Unit may also consider broadening
their audience to the general public. This can be achieved by leveraging news outlets or social media
platforms to share and highlight the work of the Unit. The creation of engaging content, such as
infographics, short videos, compelling narratives around patient stories, or key findings from recent
studies, may resonate with a wide audience. This type of content is also more likely to be shared
organically by users, extending the reach naturally. Targeted social media ads or the promotion of
unique hashtags for NL SUPPORT campaignhs can also encourage engagement and reach among the
public.

To better understand engagement with KT products, implementing a consistent framework for tracking
analytics and engagement levels is important. This data will provide insights into which types of content
resonate with different audiences and which dissemination channels are most effective, informing
future content creation and distribution strategies.

Recommendation #6. Track data on SPOR metrics a ensure consistent tracking of all
program indicators.

For projects with large volume of work, like NL SUPPORT, consistent documentation can be a
challenge. A review of the main database for tracking key metrics appears to be incomplete, with
missing data and potential data entry errors.

As discussed in Section 3.2, the tracking of indicators can be enhanced by consistently tracking key
metrics. The documentation of KT products is impressive and could be used as a guide for other key
areas. For example, in tracking training NL SUPPORT should consider tracking training schedule,
including topic, number registration, and number attending.

A full performance measurement framework could be developed to identify these metrics, timing and
responsibility for collection. Best practices should be followed, including the use of zeros when
applicable rather than leaving a field blank, blanks should be reserved for missing data. NL SUPPORT
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may also want to consider developing a dashboard that consolidates indicators from multiple data
sources.

Recommendation #7. Improve collaboration (and documentation of that
collaboration) with other SPOR entities.

Collaboration challenges between CIHR and SPOR partners were identified in the recent evaluation of
SPOR, including infrequent meetings of SPOR Summit, communication and partnership challenges,
and lack of harmonization of patient compensation policies across SPOR entities.*® Furthermore,
COVID-19 and lack of support structures (e.g., CDP, SEA) would have hampered collaboration across
SPOR entities during Phase | and potentially early days of Phase Il of NL SUPPORT.

Feedback from stakeholders has been very positive on the benefits of collaboration across units,
sharing tools and resources and conducting POR together. As NL SUPPORT moves further into Phase
I, there is an opportunity to improve collaboration with other SPOR entities. So far in Phase Il, over 700
hours (at minimum) have been spent on collaboration with other SPOR Units and entities. However,
details of what exactly those collaboration hours consist of were not provided in this evaluation. NL
SUPPORT should consider documenting specific collaboration activities and their outcomes. For
example, if NL SUPPORT researchers collaborate with another Unit which results in publication, that
should be documented and tracked. Documentation is further discussed in Recommendation #6.

Strategies to support collaboration include:

= Foster a culture of collaboration: Encourage a collaborative culture by promoting the value and
benefits of cross-unit collaboration. Recognize and reward teamwork, and create an
environment where employees feel comfortable reaching out to other units for support and
collaboration. The SHARE Summit demonstrated an infectious culture of collaboration.
Carrying that enthusiasm to other SPOR units can help facilitate collaboration.

= Establish common goals: Ensure there are shared goals and objectives. Collaboration across
SPOR networks is one way to ensure that Units are aligned in their common goals. Cross-unit
projects also help foster collaboration and allows individuals from different units to learn from
each other's expertise.

®  Encourage open communication and promote networking opportunities: Facilitate
communication channels between Units, such as regular meetings, email updates, shared
documents, or collaborative software tools. The SSUC and Communities of Practice are
positive examples of communication and networking opportunities and should be continued.
examples Encourage open and transparent communication to promote knowledge sharing and
collaboration. Organize networking events or forums where employees from different Units can
interact and exchange ideas. The SPOR Summit is an opportunity for cross-unit communication
and networking.

®  Training and development: NL SUPPORT may want to consider whether CIHR offers, or could
develop, training opportunities that focus on collaboration, team-building, and inter-unit
communication. This helps individuals understand the importance of collaboration and equips
them with the necessary skills to work effectively with other units.

38 Canadian Institutes of Health Research (2023). Evaluation of the Strategy for Patient-Oriented Research (SPOR): Final Evaluation Report.
Government of Canada. https://cihr-irsc.gc.ca/e/53635.html
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®  Implement collaborative tools and technologies: Invest in collaboration tools and technologies
such as project management software, shared document repositories, or instant messaging
platforms. These tools facilitate seamless communication and collaboration between Units,
regardless of their physical locations.

®  |Lead by example: Senior leaders and managers should actively demonstrate and promote
collaboration by participating in cross-unit initiatives, encouraging teamwork, and setting
expectations for collaboration.

= Regularly evaluate and assess collaboration efforts: Continuously evaluate the effectiveness of
collaboration initiatives. Seek feedback from individuals and monitor key performance
indicators to identify areas for improvement and adjust strategies accordingly.

By implementing these strategies, NL SUPPORT can create an environment that fosters collaboration
between different SPOR Units and entities, leading to enhanced communication, knowledge exchange,
and overall success.

Concluding Statement

Focused on improving health care outcomes through POR, NL SUPPORT and QCNL are supporting
health care transformation in NL. The Unit should continue its ongoing work and consider the
recommendations provided in this evaluation to maximize its impact.
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Appendix A: List of Documents / Resources for Document Review

Formative Evaluation of NL SUPPORT 2023 - Background documents

Document Date.
received
1. Funding application — phase Il - Document 31/10
2. Implementation plan 2021 and appendices 31/10
3. Governance structure — check with Melissa for combined file or link 2/11
4. Oversight committee minutes April and July 2023 31/10
5. Exec minutes — Sept and Oct 2023 31/10
6. Performance reports 2021 2022 and 2022 2023 including financial 31/10
return
7. CIHR response to evaluation reports 2021-2022 31/10
8. Evaluation report 2019 31/10
9. Management action plan 2019 31/10
10. Evaluation report 2017 31/10
11. Management action plan 2017 31/10
12. Patient Advisory Council Terms of Reference 2023 1/11
13. Patient Advisory Council notes May and Sept 2023 1/11
14. Patient Advisory Council appreciation policy 1/11
15. Patient Advisory Council onboarding guide 1/11
16. Ethics and patient engagement guidelines 14/11
17. NUTRA award guidelines 1/11
18. Student stipend guidelines 1/11
19. Health professional guidelines 1/11
20. Development grant guidelines 1/11
21. Summary of funded projects 6/11
22. KT products summary 2/11
23. POR training evaluation 6/11
24. Indigenous communities work summary document 6/11
25. IDEA / EDI committee notes 6/11
26. IDEA / EDI summary of training to staff and future sessions 13;1;
27. CIHR SPOR refresh themes 1/11
28. National evaluation of SPOR if shareable — not shareable N/A
29. The strategy for Patient-Oriented Research Evaluation Summary 12/5
30. Patient initiated research reportin confidence 12/12
. - . Link
31. Sample of nurse practitioner and physician campaigns received
32. Social Determinants of health presentation 1/11
38. Recap of Social Determinants of Health meetings 2/11
34. NLCHI contract 1/11
35. NLMA ISA and amendment 1/11
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Document Date.
received
36. Choosing Wisely WorkPlan 2022- 2023 including Choosing Wisely 2/11
Annual Report 2022-2023
Choosing Wisely WorkPlan 2023 — 2024 to be submitted to CW on 10"
37. . . 12/12
Nov — will share once submitted
38. Patient Engagement Credit Course description 31/10
39. Communications work plan 1/11
40. Patient Advisory Council Travel Award Policy 1/11
41. NUTRA final reports 2022 and 2023 14/11
42, Results of the self-evaluation of the Oversight committee 10/1/24
43. LTC facility report 12/12
44, CWNL 2023-2024 Workplan NL (Krista Mahoney) 12/12
45. Through the look Glass_LC_KM 12/12
46. Award Inventory — Summary of Funded Projects 2021 - Present 3/14
47. Communication Workplan Fall 2023 1/11
48. KT Reporting 2021 to 2023 4/3
49. SPOR Joint Work Database Screenshot 4/18
50. NL SUPPORT Phase Il Budget Details Additional Requirement 2022-23 4/18
51. SPOR Snapshot Patient Engagement Compensation 4/23
Website links Date
received
a) SHARE registration link - https://qualityofcarenl.ca/events-training/share-summit/ | 31/10
b) Quality of Care NL (QCNL) Home - https://qualityofcarenl.ca/ 31/10
c) QCNL Practice points - https://qualityofcarenl.ca/practice-points/ 31/10
d) QCNL Healthy Discussions - https://qualityofcarenl.ca/events-training/healthy- 31/10
discussions/
e) QCNL You tube channel - https://www.youtube.com/@qualityofcarenl 1/11
f) NL SUPPORT Home - https://nlsupport.ca/ 31/10
g) NL SUPPORT Training page - https://nlsupport.ca/events-training/ 31/10
h) NL SUPPORT Newsletter - https://medium.com/support-letters 31/10
i Newsletter article - https://medium.com/support-letters/funding-patient- 14/11

oriented-research-fall-2022-2¢52933df73

i Newsletter article — https://medium.com/support-letters/health-professionals- 14/11
J working-on-patient-oriented-research-cc62d41dbca

Newsletter article — https://medium.com/support-letters/reflections-on-my-nl-
k) . 14/11
support-summer-research-position-7d50e9ceb0e2

Newsletter article - https://medium.com/support-letters/undergrads-working-on-

v patient-oriented-research-79460c2bceal 1471
m) NL SUPPORT You Tube Channel - www.youtube.com/@nlsupportunit 1/11

n) HANL website - https://www.healthaccordnl.ca/ 31/10
o) HANL reports - https://www.healthaccordnl.ca/final-reports/ 31/10
p) CIHR SPOR strategy link - https://cihr-irsc.gc.ca/e/41204.html 31/10
q) National evaluation of SPOR now shareable - https://cihr-irsc.gc.ca/e/53635.html | 12/12

Sample of nurse practitioner and physician campaigns - https://us20.campaign-
archive.com/?e=__test_email__&u=56dd8266672f3c0ec510f4139&id=34d1f217cc

=
—

12/12

64

Yy~ 4


https://qualityofcarenl.ca/events-training/share-summit/
https://qualityofcarenl.ca/
https://qualityofcarenl.ca/practice-points/
https://qualityofcarenl.ca/events-training/healthy-discussions/
https://qualityofcarenl.ca/events-training/healthy-discussions/
https://www.youtube.com/@qualityofcarenl
https://nlsupport.ca/
https://nlsupport.ca/events-training/
https://medium.com/support-letters
https://medium.com/support-letters/funding-patient-oriented-research-fall-2022-2c52933df73
https://medium.com/support-letters/funding-patient-oriented-research-fall-2022-2c52933df73
https://medium.com/support-letters/health-professionals-working-on-patient-oriented-research-cc62d41dbca
https://medium.com/support-letters/health-professionals-working-on-patient-oriented-research-cc62d41dbca
https://medium.com/support-letters/reflections-on-my-nl-support-summer-research-position-7d50e9ceb0e2
https://medium.com/support-letters/reflections-on-my-nl-support-summer-research-position-7d50e9ceb0e2
https://medium.com/support-letters/undergrads-working-on-patient-oriented-research-79460c2bcea0
https://medium.com/support-letters/undergrads-working-on-patient-oriented-research-79460c2bcea0
http://www.youtube.com/@nlsupportunit
https://www.healthaccordnl.ca/
https://www.healthaccordnl.ca/final-reports/
https://cihr-irsc.gc.ca/e/41204.html
https://cihr-irsc.gc.ca/e/53635.html
https://us20.campaign-archive.com/?e=__test_email__&u=56dd8266672f3c0ec510f4139&id=34d1f217cc
https://us20.campaign-archive.com/?e=__test_email__&u=56dd8266672f3c0ec510f4139&id=34d1f217cc

HEWFOUKDLAND AND LABRADOR {:3 o

Appendix B: Phase Il Logic Model

To enhance and refine an accessible, sustainable, specialized, multidisciplinary research evaluation and implementation service centre that co-provides training, research evaluation and

implementation expertize and services to strengthen a culture of non-biased, inclusive POR in Newfoundland and Labrador.

Funding:
— CIHR (over 5 years) —$4,5884,435
— NL government — £4,884,436

Leadership and

Governance:

— Owersight committee

—  Senior clinical leadership

— Senior management support
— Patient advisory council

- Management team

Infrastructure:
- Data management center at MLCHI
- Centre for Analytics, Informatics

and Research [CAIR)

QEmm  Outputs g

Management and Oversight
- Governance
- Resources

Data Platforms and Services

—  Operationalizing new data
warehouse.

- Expand researcher access to diverse
data haoldings for POR.

— Leverage machine learning and
advancing virtual care services.

Learning Health Systems

- Develop KT products

— Engage patients to determine health
research priority areas, ensuring EDI
and SGBA

- Implementation of the HAML
recommendations

- Effectively engage patients and
stakeholders

Capacity Development
— Provide consultation and research

services to other researchers for
PCR

Patient Engagement
— Develop local capacity for patient
engagement and POR

Core function committee
work plans

» Streamlined processes for
— secure data acquisition

POR conducted

—» POR training opportunities

—» Communications, marketing,
and KT materials

Immediate outcomes (1-2

yrs)

— Mext generation POR developed and
supported by advance methods

- POR involves indigenous, disabled
and low income residing in rural
areas

— Establishment of provincial and
Pan-Canadian) SPOR entities
partnership

- Informed PE and timely access to
health-related data

Intermediate Outcomes (2-5

yrs)

— Established Learning Health System

— Applied Research Evidence

— Patient Engagement as Research
Cornerstone

— Strengthened POR Capacity in NL

— Stakeholders as Active Research
Partners

— MNational Cohesive POR Approach
with SPOR NTE

Ultimate Outcomes (5+ yrs)

— Eguitable Health Service Delivery

— Meeting Diverse Provincial Health
Meeds

— Cultural Shift to Patient-Oriented
Research

—  Improved Health Outcomes with
Evidence-Based Practices
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The evaluation framework has been developed to assess project relevance, implementation, and performance (focusing on short- and

medium-term objectives).

Evaluation Questions

Indicators

Data Source(s)

Method

Question
Mapping

Relevance

1. How relevant is NL SUPPORT to the needs of all its stakeholders?

a) How well is NL SUPPORT
aligned with the goals of CIHR,
the SPOR strategy, and NL’s
health priorities?

Proportion of program activities that align with
CIHR and the SPOR strategy’s strategic objectives
and priorities.

CIHR Strategy for
Patient-Oriented Research

Document Review

Opinions of key stakeholder groups on program
alignment with CIHR and the SPOR strategy.

Key Stakeholder Groups®®

Kl Interviews /
Focus Groups

Q2-DG: Internal

Proportion of program activities that align with
GovNL / NL Health Service’s strategic objectives
and priorities.

GovNL / NL Health Service’s
strategic objectives and
priorities

Document Review

Literature Review /
Secondary Research

Opinions of key stakeholder groups on program
alignment with NL’s health priorities.

Key Stakeholder Groups'

Kl Interviews /
Focus Groups

Q3-DG: Internal
Q4’ Q7 -
DG: External

b) How well is NL SUPPORT
aligned with the needs of
participants?

Implementation

# and % of program participants who report

satisfaction with their involvement in the program.

Participants
engaged with NL SUPPORT

# and % of program participants who report the
program has had a positive impact on their
research/work.

2. To what extent has the implementation of NL SUPPORT’s Phase Il activities been suc

& Quality of Care NL (e.g.,
professionals, students,
patients, etc.)

cessful?

Online Survey

Q3b-SHARE
Summit Survey

Q6e & Q11 -NL
SUPPORT/QCNL
Participant Survey

a) To what extent have NL
SUPPORT activities been
implemented as designed?

Implementation status for each activity (not
started/ underway/ completed).

Performance
Measurement Data

Document Review

Opinions on the implementation (and any
changes to the implementation) of the project.

Key Stakeholder Groups'

Kl Interviews /
Focus Groups

Q4 -DG: Internal

3% Key stakeholder groups will include the NL SUPPORT team, including Quality of Care NL and the Patient Advisory Council; stakeholders at CIHR, HCS, NL Health
Services, etc. Final lists to be determined. Questionnaires / guides will be tailored for each stakeholder group to include relevant indicators and additional questions.
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Data Source(s)

Method
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Question

Indicators

Evidence of the incorporation of EDlI and SGBA
principles in relevant activities.

Performance
Measurement Data

Document Review

Mapping

b) How effective is NL
SUPPORT’s governance
structure?

Evidence of the effectiveness of NL SUPPORT’s
planning and governance processes.

Performance
Measurement Data

Document Review

Opinions on the effectiveness of NL SUPPORT’s
planning and governance processes.

Kl Interviews /

Q5b - DG: Internal

c) What are the best practices
and lessons learned in design
and delivery from stakeholders,
other SPOR units, and similar
initiatives?

Performance

Opinions on the major strengths or opportunities
of this project.

Opinions on the limitations or challenges facing
the project.

Key Stakeholder Groups' Focus Groups Q13 -DG: External
. Kl Interviews / Q6, Q7-DG:
Key Stakeholder Groups Focus Groups Internal
Q16 - DG: External
Q5,Q6, &Q7 -
Participants SHARE Summit
engaged with NL SUPPORT Survey

& Quality of Care NL (e.g.,
professionals, students,
patients, etc.)

Online Survey

Q8,Q9, Q12-NL
SUPPORT/QCNL
Participant Survey

Evidence of best practices / key learnings in the
implementation of similar programs and
initiatives.

Publicly available data from
other SPOR units and
similar initiatives

3. To what extent has NL SUPPORT made progress on its early objectives across its four core functions?

Jurisdictional Scan /
Case Study
Development

i. Data Platforms and Services

# and % of program participants working in the
field of POR who report increased access to and
use of data through NL SUPPORT.

Participants
engaged with NL SUPPORT
& Quality of Care NL (e.g.,
professionals, students,
patients, etc.)

Online Survey

Q6c & Q6d - NL
SUPPORT / QCNL
Participant Survey

Performance
Measurement Data

Document Review

Evidence of collaboration with partner
agencies/other SPOR units to facilitate multi-
jurisdictional research and evaluation.

Key Stakeholder Groups’

Kl Interviews /
Focus Groups

Q8 -DG: Internal

Performance
Measurement Data

Document Review

1 Key stakeholder groups willinclude the NL SUPPORT team, including Quality of Care NL and the Patient Advisory Council; stakeholders at CIHR, HCS, NL Health Services,
etc. Final lists to be determined. Questionnaires / guides will be tailored for each stakeholder group to include relevant indicators and additional questions.
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Indicators

Data Source(s)

Method
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Question

Publicly available data from
other SPOR units and
similar initiatives

Jurisdictional Scan /
Case Study
Development

Mapping

ii. Learning Health Systems

Creation of a Learning Health (& Social) System
annual work plan.

Program Documents

Document Review

Opinions on the progress and effectiveness of the

Kl Interviews /

Q11-DG: Internal

. . . . 1
implementation of a Learning Health (& Social) Key Stakeholder Groups Focus Groups Q6 - DG: External
System.
# of Knowledge Translation products,

Performance

communications, and syntheses products
disseminated.

Measurement Data

Document Review

# and % of program participants working in the
field of POR who report receiving and using
Knowledge Translation products in their
research/work.

Participants
engaged with NL SUPPORT
& Quality of Care NL(e.g.,
professionals, students,
patients, etc.)

Online Survey

Q3 &Q5-NL
SUPPORT / QCNL
Participant Survey

iii. Capacity Development

# of attendees at NL SUPPORT training events.

# of sessions and events to which Unit staff and
patient partners attend to deliver POR training.

# of students enrolled in graduate course on
Patient Engagement.

# of grants (Student/Health Professional) awarded
and # successfully completed.

# of training events in the areas of EDI and SGBA.

Performance
Measurement Data

Document Review

Opinions on effectiveness of training and other
support activities.

Key Stakeholder Groups'

Kl Interviews /
Focus Groups

Q10-DG: Internal
Q2,Q3-DG:
External

Participants
engaged with NL SUPPORT
& Quality of Care NL (e.g.,

Online Survey

Q4 - NL SUPPORT
/QCNL Participant
Survey

1 Key stakeholder groups willinclude the NL SUPPORT team, including Quality of Care NL and the Patient Advisory Council; stakeholders at CIHR, HCS, NL Health Services,
etc. Final lists to be determined. Questionnaires / guides will be tailored for each stakeholder group to include relevant indicators and additional questions.
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Indicators

Data Source(s)

Method
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Question

professionals, students,
patients, etc.)

Mapping

iv. Patient Engagement

# of patient partners engaged in research or
related projects.

# of patient partners that identify as members of
Indigenous or equity seeking groups.

Performance
Measurement Data

Document Review

Opinions on the level and impact of engagement
of patient partners.

Key Stakeholder Groups'

Kl Interviews /
Focus Groups

Q9-DG: Internal
Q9-Q12,Q14-DG:
External

# and % of patient partners who report
satisfaction with their level of engagement with NL
SUPPORT.

Patient Partners
engaged with NL SUPPORT

Online Survey

Q7 - NL SUPPORT
/QCNL Participant
Survey

Evidence of ongoing evaluation of POR and patient
engagement activities.

Program Documents

Document Review

4.To what extent has NL
SUPPORT facilitated
improvements in health care
systems, practices, and
outcomes?

# and % of program participants who agree that
NL SUPPORT and Quality of Care NL has:

a) effectively shared research and
evaluation knowledge with the health
care system

b) had a positive impact on improving
health care systems

c) had a positive impact on improving
health care practices

d) had a positive impact on improving
outcomes for all users of the health care
system

Participants
engaged with NL SUPPORT
& Quiality of Care (e.g.,
professionals, students,
patients, etc.)

Online Survey

Q4a-d - SHARE
Summit Survey

Q10a-d - NL
SUPPORT/QCNL
Participant Survey

Opinions on the impact of NL SUPPORT and
Quality of Care NL on improving health care
systems, practices and outcomes

Key Stakeholder Groups’

Kl Interviews /
Focus Groups

Q12 -DG: Internal
Q17 - DG: External

1 Key stakeholder groups willinclude the NLSUPPORT team, including Quality of Care NL and the Patient Advisory Council; stakeholders at CIHR, HCS, NL Health Services,
etc. Final lists to be determined. Questionnaires / guides will be tailored for each stakeholder group to include relevant indicators and additional questions.
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Appendix D: Evaluation Tools
NL SUPPORT / QCNL Participant Survey

SURVEY LANDING PAGE

As part of our evaluation of NL SUPPORT and Quality of Care NL, we are undertaking a short survey
with program participants. Please take a few minutes to complete this survey to provide feedback
on your experience with the program.

About the research:

MQO Research has been conducting research and evaluation studies in Canada and abroad for 30
years. We are a Member of the Canadian Research Insights Council (CRIC). We adhere to strict
standards of privacy and confidentiality from CRIC and the Canadian Evaluation Society. Our data is
presented to our clientin aggregate form. Information will never be released to our client or any other
third party in a manner that could be used to disclose your identity without your prior consent.

If you would like more information on MQO and this research, please visit the following website:
(https://www.canadianresearchinsightscouncil.ca/rvs/home/) and enter the project code:
20231220-MQ419

Your responses are very much appreciated. Your feedback in the survey is confidential and will be
used for evaluation and program improvement purposes only.

SECTION A: Please tell us about your connection to the program

Q1. Which of the following best describes your connection to NL SUPPORT and/or Quality of
Care NL?
Please select all that apply.

01. Health Professional
02. Student

03. Researcher

04. Patient Advisor

05. NL SUPPORT award recipient

06. Social & Health System Clinical Lead
07. Other (please describe):

98. Don’t know / Prefer not to say

Q1a. [If Q1=01 or 03] With which organization do you work?

01. NL Health Services

02. Government of NL

03. Memorial University

04. Other (please describe):

r~ 4
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98. Don’t know / Prefer not to say

Q1b. [If Q1=04] Are you a member of the Patient and Public Advisory Council?

01. Yes
02. No

98. Don’t know / Prefer not to say

Q2. How long have you known of or been involved with NL SUPPORT and/or Quality of Care NL?

01. Less than 1 year

02. 1 year to less than 3 years
03. 3years to less than 5 years
04. 5years to less than 7 years
05. 7 years to less than 9 years
06. 9 years to less than 10 years
07. 10 years or more

08. Other (please describe):
98. Don’t know / Prefer not to say

SECTION B: Please share your program experience

Q3. Which resources or support activities have you accessed through NL SUPPORT and/or
Quality of Care NL?
Please select all that apply.

01. Training (i.e., webinars, courses, etc.)
02. Practice Points

03. NL SUPPORT or QCNL website

04. Knowledge Translation products

05. Research data

06. Newsletter (Support Letters)

07. Grants/Funding

08. Conferences

09. Other (please describe):
98. Don’t know / Prefer not to say

Q4. Please rate your perceptions of the effectiveness of the resources or support activities you
have accessed through NL SUPPORT/QCNL from 1 to 5, where 1 is not at all effective and 5
is very effective.

PROGRAMMING NOTE: Grid, only include resources that were reported in Q3.
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Not at all effective Very effective Don’t Know/
Prefer not to say
1 2 3 4 5
Q5. [If Q3=04] How often do you use the Knowledge Translation products you received from NL

SUPPORT/QCNL in your research or work?

01. Never

02. Rarely

03. Occasionally

04. Frequently

05. Very frequently

06. Other (please describe):
98. Don’t know / Prefer not to say

Q5b. [If Q3=05] How often do you use the data you accessed through NL SUPPORT/QCNL in
your research or work?

01. Never

02. Rarely

03. Occasionally

04. Frequently

05. Very frequently

06. Other (please describe):
98. Don’t know / Prefer not to say

Q6. Towhat extent do you agree or disagree your involvement with NL SUPPORT and/or Quality
of Care NL has...

Increased your knowledge of patient-oriented research?
Increased your skills to conduct patient-oriented research?
Increased access to research data for your work?
Increased your use of research data in your work?

. Had a positive impact on your research and/or work?
RANDOMIZE LIST

®© O 0 T o

01. Strongly disagree

02. Disagree

03. Neither agree nor disagree
04. Agree

05. Strongly agree

98. Don’t know / Prefer not to say

Q7. [If Q1=04] As a patient advisor, how satisfied are you with your level of engagement with NL
SUPPORT and/or Quality of Care NL?

r~ 4
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01. Very dissatisfied

02. Dissatisfied

03. Neither satisfied nor dissatisfied
04. Satisfied

05. Very satisfied

98. Don’t know / Prefer not to say

Q7b. Feelfree to comment or expand on your ratings above:

PROGRAMMING NOTE: This question is optional, can skip. Place on same screen as Q7.

Q8. What do you feel are the strengths of NL SUPPORT and Quality of Care NL?

98. Don’t know / Prefer not to say

Q9. Do you have any suggestions for improvement of the services provided by NL SUPPORT and
Quality of Care NL?

98. Don’t know / Prefer not to say

SECTION C: Closing Questions

Q10. To what extent do you agree or disagree that NL SUPPORT and Quality of Care NL has ...

a. Effectively shared research and evaluation knowledge with the health care system?

b. Had a positive impact on improving health care systems?

c. Had a positive impact on improving health care practices?

d. Had a positive impact on improving outcomes for all users of the health care system?
01. Strongly disagree

02. Disagree

03. Neither agree nor disagree

04. Agree

05. Strongly agree

98. Don’t know / Prefer not to say

r~ 4
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Q11. Overall, how satisfied are you with your involvement with NL SUPPORT and/or Quality of
Care NL?

01. Very dissatisfied

02. Dissatisfied

03. Neither satisfied nor dissatisfied
04. Satisfied

05. Very satisfied

98. Don’t know / Prefer not to say

Q11b. Feelfree to comment or expand on your ratings above:

PROGRAMMING NOTE: This question is optional, can skip. Place on same screen as Q11.

Q12. Doyou have any further feedback, experiences, or comments on NL SUPPORT and Quality
of Care NL?

88. No additional comments
99. Prefer not to say
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Online Survey - SHARE Summit 2023

Survey distribution

- Survey access via QR code and shortened URL (e.g., www.NLSupportSurvey.com)
- Survey promotion poster to be created by MQO
- Melissa Ennis (Communications Lead) can reference survey in speaking notes

Introduction / Landing Page

As an attendee at SHARE Summit 2023 we are requesting that you please answer a few short
questions. Your answers will inform the formative evaluation of NL SUPPORT and Quality of Care
NL.

Please note a survey regarding the SHARE Summit will be sent by the NL SUPPORT team.

Survey Questions

Q1. Which of the following best describes your connection to NL SUPPORT and Quality of Care
NL?

Check all that apply

NL SUPPORT / Quality of Care NL / CAIR staff

NL SUPPORT award recipient

CIHR representative

NL government representative (Department of Health and Community Services,

etc.)

NL Health Services

Student

Researcher

Patient and Public Advisory Council member

Memorial staff
0 Other, please describe:
98 Don’t know / Prefer not to say

A OWODN -

= O 00 N O O

Q2. How long have you known of or been involved with NL SUPPORT and Quality of Care NL?

1
2
3
4
5
6
7
8
9
1

Less than 1 year

1year to less than 2 years

2 years to less than 3years
3yearsto lessthan 4 years
4 years to less than 5years
5yearsto less than 6 years
6 years to less than 7 years
7 years to less than 8 years
8 years to less than 9 years

0 9years to less than 10 years
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11 10 years or more
12 Other, please describe:
98 Don’t know / Prefer not to say

Q3. Overall, how satisfied are you with...

a. SHARE Summit 2023?
b. Yourinvolvement with NL SUPPORT and Quality of Care NL?

Very dissatisfied

Dissatisfied

Neither satisfied nor dissatisfied
Satisfied

Very satisfied

98 Don’t know / Prefer not to say

a b~ WODN =

Q4. To what extent do you agree or disagree that NL SUPPORT and Quality of Care NL...

a. Has effectively shared research and evaluation knowledge with the health care system?
b. Has had a positive impact on improving health care systems?
c. Has had a positive impact on improving health care practices?
d. Has had a positive impact on improving outcomes for all users of the health care system?
1 Strongly disagree
2 Disagree
3 Neither agree nor disagree
4 Agree
5 Strongly Agree
98 Don’t know / Prefer not to say

Q5. What do you feel are the strengths of NL SUPPORT and Quality of Care NL?

Q6. Do you have any suggestions for improvement of the services provided by NL SUPPORT and
Quality of Care NL?

Q7. Do you have any further feedback, experiences, or comments on NL SUPPORT and Quality
of Care NL?

CLOSING

Thank you for taking the time to provide feedback on NL SUPPORT/ Quality of Care NL.

May we contact you for future research as part of the evaluation of NL SUPPORT/ Quality of Care
NL?
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Note, your contact information will not be connected to your survey. All survey responses are

completely confidential and anonymous. Any and all contact information is stored separately and

will not be linked in any way to the responses provided in the survey.

1 Yes
2 No GO TO CLOSE

[IF YES] Please provide your:

Preferred Contact Name:

Email address:

Phone Number:

CLOSE: Thank you for participating!
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Internal Stakeholder Discussion Guide

Interview assumptions:
o Type of interview: Online Key-Informant or Group Interview
e Length of interview: 45 - 60 minutes
o Interview sample: NL SUPPORT team, including Quality of Care NL
Sample list to be provided by NL SUPPORT

SECTION 1: Introduction

Q1. What is your current role in the NL SUPPORT and/or Quality of Care NL programs?

Follow-up Prompts:
How long have you been in this role?
What are your main duties/responsibilities?

SECTION 2: Relevance

First, I’d like to discuss the alignment of NL SUPPORT (including QCNL) with the priorities of key
funders including the Canadian Institute for Health Research (CIHR) and the Government of
Newfoundland and Labrador.

Q2. Do you feel the NL SUPPORT program is aligned with the vision and goals of the CIHR
Strategy for Patient-Oriented Research (SPOR)?

For reference if needed:

The vision of the Strategy for Patient-Oriented Research is to demonstrably improve health
outcomes and enhance patients' health care experience through integration of evidence at all levels
in the health care system.

The goals to achieve this vision are:

e |dentifying, establishing, and addressing patient-oriented research priorities;

e Establishing research infrastructure along the full continuum of patient-oriented research;

e Growing Canada's capacity to attract, train and mentor health care professionals and health
researchers, as well as to create sustainable career paths in patient-oriented research;

e Strengthening organizational, regulatory, and financial support for clinical studies in Canada and
enhancing patient and clinician engagement in these studies; and

e Improving processes for the early identification of best practices, expedite their inclusion into
guidelines for patient care, and support their adoption by clinicians, caregivers, and patients.*

43 https://cihr-irsc.gc.ca/e/44000.html

r~ 4
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Follow-up Prompts:
Probe for why/how?
Can alignment be improved?

Q3. Do you feel the NL SUPPORT program is aligned with the strategic priorities of the
Newfoundland and Labrador health system?

For reference if needed:

As outlined by Health Accord NL, The Department of Health and Community Services is taking action
to address the social determinants of health and rebalance the health care system. To achieve this,
the Department plans to focus on the following three strategic issues:

1. Population Health: objectives include implementing and supporting initiatives to improve health
and wellness of the population (e.g., online programs, ODT treatment hubs, reduced wait times, 811
health line, NL Prescription Drug Program (NLPDP)).

2. Recruitment and Retention: implement policies and programs that directly support and improve
recruitment and retention initiatives that lead to a stable workforce to ensure we are globally
competitive.

3. System Transformation: System transformation is key to helping create a more balanced and
efficient system across community, long-term care, and hospital services. An efficient health care
system is one in which individuals have appropriate access to the services they need

and where provincial financial investments make the most impact.**

Follow-up Prompts:
Probe for why/how?
Can alignment be improved?

SECTION 3: Implementation

Q4. Considering the goals and objectives of Phase Il, do you feel the program has been
implemented as designed in this Phase thus far?

For reference if needed:

Core functions of the NL SUPPORT Unit in Phase Il include:

1. Data Platforms and Services - The Data Platform core of the NL SUPPORT Unit is composed of
the NLHS Digital Health Division and the Centre for Analytics, Informatics and Research (CAIR).

2. Learning Health (and Social) Systems - NL SUPPORT functions as a catalyst for the development
of a Learning Health (and Social)* System, emphasizing the engagement of the public,
knowledge users, professional groups, and patient partners.

44 https://www.gov.nl.ca/hcs/files/Health-and-Community-Services-Strategic-Plan-2023-2026.pdf

r~ 4
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3. Capacity Development - NL SUPPORT has developed a robust local training and capacity
development program that focuses on patient engagement, utilizing existing expertise, career
development, and collaboration.

4. Patient Engagement - NL SUPPORT’s vision for patient engagement is that patients are active
partners in health research and contribute to improved health outcomes.

Follow-up Prompts:
Have there been any changes to the intended implementation of the program?
What (if anything) has changed and why?

Q5. The Unit’s governance structure has undergone changes in Phase Il. How do you feel about
the updated structure?

For reference if needed:

Between Phase | and Phase I, the governance structure of NL SUPPORT saw significant changes,
particularly with the creation of new committees. In Phase |, the program was governed by the
Translational and Personalized Medicine Initiative (TPMI) Steering Committee. Representation
included various stakeholders such as Memorial University, IBM, Regional Health Authorities (RHAs),
and patients. %

Phase Il introduced a more complex committee structure. The Oversight Committee was
established with broad responsibilities that include setting program priorities, reviewing projects and
policies, and developing a sustainability plan. Its members range from health representatives to
patient and indigenous community representatives. Additionally, the Executive Committee now
provides operational guidance and aligns program activities with set priorities.

Four additional committees were created for the specific core component areas, each with a distinct
mandate, including the Data Management, Analysis & Measurement Committee, Implementation
Committee, Training & Patient-Oriented Research Skills Committee, and Patient Engagement
Committee. There is a clear effort to integrate patient perspectives in decision-making, with the
Patient Advisory Council continuing into Phase Il and patient representatives actively participating in
various committees. 4

Follow-up Prompts:
How has the new structure influenced the implementation of program activities?
What about the Unit’s planning processes?

4> Document review: Newfoundland and Labrador Support for People and Patient-Oriented Research and Trials (SUPPORT)
Unit Evaluation by Dig Insights.
46 Document review: Governance Structure NL SUPPORT and Quality of Care NL.
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Q5b. Doyoufeelthat NL SUPPORT’s planning and governance processes are effective?

Follow-up Prompts:
Probe for why/how?
Have you encountered any challenges with the planning and governance processes?

Q6. What do you see as the major strengths or opportunities of the program?

Q7. What (if any) are the limitations or challenges facing the program?

Follow-up Prompt:
Have you noticed any unexpected outcomes or impacts of program activities?

SECTION 4: Performance

Q8. Can you describe how the Unit has collaborated with other SPOR units and/or partner
agencies?

Follow-up Prompts:
How has this collaboration facilitated multi-jurisdictional research and evaluation?
Were there any challenges or barriers to this collaboration, and how were they addressed?

Q9. Can you describe the level of engagement of patient partners within the program?
Follow-up Prompts:
How has the engagement of patient partners impacted the program and its objectives?

Q10. NL SUPPORT (including QCNL) offers many training and support activities for
participants, including webinars, courses, practice points, knowledge translation products,
grants, research data, etc. In your opinion, how effective do you feel the training and
support activities have been for stakeholders in the field of POR?

Follow-up Prompts:
What feedback have you received from participants on the training provided?
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Are there any success stories or outcomes that can be directly attributed to the support
activities?

Q11. How would you rate the progress of implementing a Learning Health & Social System to
date?

For reference if needed:

As defined in the Health Accord NL Report, a learning health and social system is one in which
science, education, informatics, incentives, and culture are aligned for continuous improvement,
innovation, and equity.

Best practices are seamlessly embedded in the delivery process, individuals and families are active
participants in all elements, and new knowledge is generated as an integral by-product.

In other words, a learning health and social system continuously uses evidence and engages the
community as partners to inform and improve policy, practice and outcomes.

Follow-up Prompts:

What are some significant impacts or changes you have noticed since the start of the
implementation?

In your opinion, what are the overall strengths of the system? Are there any weaknesses or
areas that need further improvement?

SECTION 5: Closing Questions

Q12. One of the larger, overarching goals of the program is to contribute to improved health
system efficiency. In your opinion, how has NL SUPPORT and Quality of Care NL
contributed to improvements in the health care systems, practices, and outcomes?

Follow-up Prompt:
In which areas have NL SUPPORT and Quality of Care NL made the most significant impact?

Where do you see the greatest opportunities for maximizing impact?

Q13. Doyou have any further feedback, experiences, or comments that would help us in this
evaluation?

47 https://nlsupport.ca/about/learning-health-and-social-system/
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External Stakeholder Discussion Guide

Interview assumptions:
e Type of interview: Online Key-Informant or Group Interview
e |ength of interview: 45 - 60 minutes
o |nterview sample: External stakeholder groups will include Patient Advisors and
stakeholders at NLHS, HCS, etc.
Sample list to be provided by NL SUPPORT

SECTION 1: Introduction & Background

Q1. Can you please describe your current involvement with the NL SUPPORT and/or Quality of
Care NL programs?

Follow-up Prompts:
How long have you been involved with the program(s)?

Q2. NL SUPPORT (including QCNL) offers many training and support activities for participants,
including webinars, courses, practice points, knowledge translation products, grants,
research data, etc. Which support activities have you utilized?

Q3. How effective have the support activities been in your research or work?

SECTION 2: External Stakeholders at NLHS, HCS, CIHR, etc.

Interviewer note: Only ask this section to External Stakeholders, not including Patient Advisors.
Q4. In your opinion, how effective have the NL SUPPORT and/or Quality of Care NL programs
been in addressing local needs and priorities for patient-oriented research?
Follow-up Prompt:
Are there any ways the program can better support local service delivery models?
Q5. Have you been involved with the engagement of patient partners within the program?

Follow-up Prompts:
[If yes] How would you describe the impact of engaging patient partners?

r~ 4
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Q6. One of the of the core components of the NL SUPPORT and QCNL programs is supporting
the implementation of a Learning Health and Social System. From your perspective, how
would you rate the progress of implementing a Learning Health and Social System to date?

For reference if needed:

As defined in the Health Accord NL Report, a learning health and social system is one in which
science, education, informatics, incentives, and culture are aligned for continuous improvement,
innovation, and equity.

Best practices are seamlessly embedded in the delivery process, individuals and families are active
participants in all elements, and new knowledge is generated as an integral by-product.

In other words, a learning health and social system continuously uses evidence and engages the
community as partners to inform and improve policy, practice and outcomes.“®

Follow-up Prompts:
Are there any significant impacts or changes you have noticed since the start of the
implementation?

Q7. Do you feel the NL SUPPORT and QCNL programs are aligned with the strategic priorities of
the Newfoundland and Labrador health system?

For reference if needed:

As outlined by Health Accord NL, The Department of Health and Community Services is taking action
to address the social determinants of health and rebalance the health care system. To achieve this,
the Department plans to focus on the following three strategic issues:

1. Population Health: objectives include implementing and supporting initiatives to improve health
and wellness of the population (e.g., online programs, ODT treatment hubs, reduced wait times, 811
health line, NL Prescription Drug Program (NLPDP)).

2. Recruitment and Retention: implement policies and programs that directly support and improve
recruitment and retention initiatives that lead to a stable workforce to ensure we are globally
competitive.

3. System Transformation: System transformation is key to helping create a more balanced and
efficient system across community, long-term care, and hospital services. An efficient health care
system is one in which individuals have appropriate access to the services they need

48 https://nlsupport.ca/about/learning-health-and-social-system/
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and where provincial financial investments make the most impact.*
Follow-up Prompts:
Probe for why/how?
Can alignment be improved?
Q8. What are some long-term outcomes you hope to see from your collaboration with NL

SUPPORT and/or QCNL?

Follow-up Prompt:

How do you envision the future of patient-oriented research within the context of our
current healthcare environment?

SECTION 3: Patient Advisors

Interviewer note: Only ask this section to Patient Advisors, not including other External
Stakeholders.

Q9. How would you describe the level of your engagement in the research process?
Follow-up Prompt:
Have you felt that your input as a patient partner has been adequately valued and utilized in

the research process?

Q10. Fromyour perspective as a Patient Advisor, what has been the most rewarding aspect of
your involvement with the NL SUPPORT and/or QCNL programs?

Q11. From your perspective, in what ways have your contributions as a Patient Advisor
influenced research outcomes?

Follow-up Prompt:
Has this varied based on the projects you were involved in?

Q12. Haveyou observed any changes in the program's approach to research since the inclusion
of Patient Partners?

4 https://www.gov.nl.ca/hcs/files/Health-and-Community-Services-Strategic-Plan-2023-2026.pdf
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The Unit’s governance structure has undergone changes in Phase Il. How do you feel about
the updated structure?

For reference if needed:

Between Phase | and Phase Il, the governance structure of NL SUPPORT saw significant changes,
particularly with the creation of new committees. In Phase |, the program was governed by the
Translational and Personalized Medicine Initiative (TPMI) Steering Committee. Representation
included various stakeholders such as Memorial University, IBM, Regional Health Authorities (RHAs),
and patients. *°

Phase Il introduced a more complex committee structure. The Oversight Committee was
established with broad responsibilities that include setting program priorities, reviewing projects and
policies, and developing a sustainability plan. Its members range from health representatives to
patient and indigenous community representatives. Additionally, the Executive Committee now
provides operational guidance and aligns program activities with set priorities.

Four additional committees were created for the specific core component areas, each with a
distinct mandate, including the Data Management, Analysis & Measurement Committee,
Implementation Committee, Training & Patient-Oriented Research Skills Committee, and Patient
Engagement Committee. There is a clear effort to integrate patient perspectives in decision-making,
with the Patient Advisory Council continuing into Phase Il and patient representatives actively
participating in various committees. %'

Follow-up Prompt:
Has the updated structure influenced your role as a Patient Advisor in any way?

Are there any ways the program could improve the experience for Patient Partners to ensure
their insights are effectively incorporated into research and evaluation initiatives?

SECTION 5: Closing Questions [Ask to All]

Q15.

Are there any other strengths or opportunities for improvement of the NL SUPPORT and/or
Quality of Care NL programs that you haven’t already shared?

50 Document review: Newfoundland and Labrador Support for People and Patient-Oriented Research and Trials (SUPPORT)
Unit Evaluation by Dig Insights.
5T Document review: Governance Structure NL SUPPORT and Quality of Care NL.
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One of the larger, overarching goals of the program is to contribute to improved health
system efficiency. In your opinion, how has NL SUPPORT and Quality of Care NL
contributed to improvements in the health care systems, practices, and outcomes?

Follow-up Prompt:
In which areas have NL SUPPORT and Quality of Care NL made the most significant impact?

Do you have any further feedback, experiences, or comments that would help us in this
evaluation?
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Indigenous Community Discussion Guide

Interview assumptions:
o Type of interview: Online Key-Informant or Group Interview
e Length of interview: 45 - 60 minutes
e Interview sample: Indigenous Community Contacts
Sample list to be provided by NL SUPPORT

SECTION 1: Introduction & Building on Existing Engagement

Thank you for taking the time to share your thoughts with us. Your perspective is important to
ensure that the NL SUPPORT Unit acknowledges and respects Indigenous values, traditions, and
health priorities.

We're here to listen and learn from your experiences so that we can align our efforts more closely
with the needs of Indigenous communities. Please feel free to share as much or as little as you like,
and if there are areas that you feel are particularly important, do not hesitate to highlight them.

Q1. Canyou please describe your current involvement, if any, with the NL SUPPORT program?

Follow-up Prompt:
To the best of your knowledge, how have Indigenous Peoples and their communities been
engaged with NL SUPPORT to date?

Q2. What would meaningful engagement with Indigenous communities look like to you?

Follow-up Prompts:
How best can NL SUPPORT engage with Indigenous communities?

How can we create a culturally safe and respectful space for collaboration?

Q3. Recognizing that engagement with Indigenous communities so far has been limited, what
do you see as the strengths of engagement to date? Weaknesses?

Follow-up Prompt:
What could have been done better in previous attempts to engage with Indigenous
communities?
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Are there any other ways the program could improve the experience for Indigenous partners
to ensure their insights are effectively incorporated into research and evaluation initiatives?

SECTION 2: Health Priorities and Future Collaboration

Q5.

Q6.

Q7.

Qs.

Qs.

What do you see as the top health priorities for Indigenous communities that NL SUPPORT
should focus on?

Follow-up Prompt:
Are there existing initiatives or models you believe the program can learn from or partner
with to address these priorities?

What are some long-term outcomes you hope to see from your collaboration with NL
SUPPORT?

What does success look like to you in terms of strengthening Indigenous health through this
program?

Can you identify any potential obstacles to successful collaboration, and how might we
work together to overcome them?

Do you have any further feedback, experiences, or comments that would help us in this
evaluation?
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Appendix E: Survey Highlights

SURVEY RESPONDENTS (Participant & Summit Survey)

Researcher ? 55%
(]
Patient Advisor T 38%
Student —— 34%
Connection to NL uden 37%
SUPPORT and/or NL SUPPORT award recpient |mmm—m 3312/2/
. (]
Quality of Care Health professional | —= leyEG‘V
NL* 0
Memorial staff 16%
Other ™ 3(Vg% m Participant Survey (n=29)
Don't know/ Prefer not to say 5% Summit Survey (n=19)
0,
Less than 1 year 10% 26%
0
1year to less than 3 years | — 41%
Duration of ] 42%
involvement with 3 years to less than 5 years ™= 7%
0,
NL SUPPORT 5years to less than 7 years | 111‘;/
and/or Quality of 172/
(]
Care NL 7 years to less than 9 years _5% B
0 = Participant Survey (n=29)
9 years to less than 10 years ™ 3% Summit Survey (n=19)
0,
10 years or more = 7611%
*Percentages may exceed 100% due to multiple response.
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EXPERIENCE WITH UNIT (Participant Survey, n=29)

Resources or
support activities
accessed through NL
SUPPORT and/or
Quality of Care NL*

MQoO
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Training (i.e., webinars, courses, etc.) 90%
NL SUPPORT or QCNL website 83%
Conferences 72%

Grants/Funding 69%

Practice Points 55%

Newsletter (SUPPORT Letters) 52%
Knowledge Translation products 48%
Research data 34%

Other 3%

Perceptions of
effectiveness of
resources or support
activities accessed*

% agree/strongly agree
with each statement

Training (i.e., webinars, courses, etc.) 100% (n=26)
NL SUPPORT or QCNL website 96% (n=24)
Conferences 95% (n=22)

Grants/Funding 95% (n=20)

Practice Points 94% (n=16)

Newsletter (SUPPORT Letters) 93% (n=15)
Knowledge Translation products 100% (n=14)
Research data 100% (n=10)

Frequency of use of
knowledge
translation products

SUBSET: Respondents
that received
knowledge translation
products (n=14)

H Very frequently
= Occasionally
H Don't know/Prefer not to say

Frequently
Rarely

Frequency of use of
research data

SUBSET: Respondents
that accessed research
data (n=10)

Frequently
Rarely

m Very frequently
= Occasionally
B Other (please specify)

*Percentages may exceed 100% due to multiple response.
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IMPACT OF INVOLVEMENT (Participant & Summit Survey)

To what extent do
you agree or disagree
that your
involvement with NL
SUPPORT and/or
Quality of Care NL
has...

% agree/strongly agree
with each statement

Increased your knowledge of patient-oriented research?
Increased your skills to conduct patient-oriented research?

Increased access to research data for your work?
Increased your use of research data in your work?

Had a positive impact on your research and/or work?

Participant
Survey (n=29)

100%
100%
64%
68%

96%

To what extent do
you agree or disagree
that your
involvement with NL
SUPPORT and/or
Quality of Care NL
has...

% agree/strongly agree
with each statement

Summit

Participant
Survey (n=29)
Effectively shared research and evaluation
knowledge with the health care system? 93%

Had a positive impact on improving health care
systems? 88%

Had a positive impact on improving health care

practices? 97%

Had a positive impact on improving outcomes for

92%
all users of the health care system? 0

Survey (n=19)

95%

84%

79%

72%

*Percentages may exceed 100% due to multiple response.
**Don’t know and prefer not to answer responses were excluded.
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OVERALL SATISFACTION WITH UNIT (Participant & Summit Survey)

Overall satisfaction

Participant Survey o

Summit Survey

that are patient
advisors (n=11)

(n=19) 50% 28% 22%
with Unit** h
M Very satisifed Satisfied
m Neither satisfied nor dissatisfied Dissatisfied
B Very dissatisifed
Satisfaction with o
level of engagement Part'c'(fliqz)survey 73% 18% o
as a patient advisor*
SUBSET: R dent M Very satisifed Satisfied
- hesponaents = Neither satisfied nor dissatisfied Dissatisfied

H Very dissatisifed

Overall satisfaction
with SHARE Summit
2023*

Summit Survey o

Satisfied
Dissatisfied

m Very satisifed
m Neither satisfied nor dissatisfied
H Very dissatisifed

*Don’t know and prefer not to answer responses were excluded.

**One ‘very dissatisfied’ respondent provided the following verbatim comment: “As mentioned, the SUPPORT
NL team is fantastic. | feel encouraged to ask for support or advice during the research project
development.” Therefore, this selection may have been made in error.
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Appendix F: SHARE Summit

The SHARE Summit convened initially with approximately 60 attendees, a number that surged to over
70 attendees as the event unfolded. The sessions during the summit covered the latest work and
updates from NL SUPPORT, Quality of Care NL (QCNL) and Centre for Analytics, Informatics and
Research (CAIR).

Introductions and welcoming statements were provided by representatives from Memorial University,
NL SUPPORT, and its funders CIHR and HCS. The Honourable Tom Osborne, Minister, Health &
Community Services, Government of NL attended and provided opening remarks from HCS.

The day’s agenda included:

= NL SUPPORT presentation on implementing and evaluating patient & public engagement in
research by Holly Etchegary, patient engagement academic lead, and Chelsey McPhee, training
and capacity development/patient engagement lead.

= NL SUPPORT’s Patient and Public Advisory Council participated in a roundtable discussion to
showcase patient engagement planning template co-designed by local research team,
including patient partners.

B Robert Wilson, manager, QCNL moderated a discussion with health care leadership from HCS
and NLHS, including Dr. Patrick Parfrey, deputy minister, health transformation, Gov. NL.

®  QCNLteam discussed their research and evaluation priorities.

= Poster session showcasing the work of students and grant recipients.

= CAIR’s Randy Giffen, MD, Health Care Analytic Solutions, National Innovation Team, IBM
Canada presented the potential role of large language models in a LHSS.

= Centre for translational geonomics presentation of their work.

Throughout the summit, there was a strong emphasis
on patient empowerment in research and healthcare
decision-making, alongside discussions on research
innovation and the emergence of LHSS. Addressing
health equity and leveraging digital transformation
were central themes, as well as fostering collaboration
across stakeholders. The importance of data
integration, long-term vision, and ongoing evaluation
for driving healthcare improvement resonated
throughout the event. Overall, the summit
underscored a comprehensive approach to healthcare
advancement, integrating patient perspectives,
research innovation, data-driven decision-making,
and collaborative partnerships to create a more
responsive and equitable healthcare system.

94

r* 4



Throughout the summit, the impact of NL
SUPPORT was palpable, with attendees
showcasing unwavering commitment and a
passion for patient engagement. The open
atmosphere fostered a culture of sharing and
collaboration, evident in the vibrant interactions
and knowledge exchanges among participants,
particularly from university representatives.
Towards the end of the day the number of
attendees dropped, which is common for a full-
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“We are here for the personal reasons but really
the betterment of all patients.”

- Toni (Patient and Public Advisory Council
member)

“The Summit is about showcasing applied health
research in NL.”

day event. However, those who remained were very engaged with the presenters throughout the
question-and-answer period, sharing possibilities for collaboration and identifying potential data
sources for further investigation. The summit identified two partnering approaches for QCNL,
underlining a collective effort towards advancing healthcare quality in Newfoundland and Labrador.

The MQO team distributed an online survey to gather insights into the connection and involvement of
SHARE Summit participants with NL SUPPORT and QCNL, as well as feedback and satisfaction of with
the unit. In total, 19 responses were received. The survey was promoted by the NL SUPPORT team

during the Summit to increase participation.
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Appendix G: Jurisdictional Scan

In the evolving landscape of healthcare, active engagement and collaboration among various
stakeholders play a pivotal role in shaping effective and patient-centric solutions. This overview
explores key initiatives from different healthcare systems, including a deep dive into Alberta Health
Services in Canada, the Ontario SPOR Support Unit (OSSU), and the National Health Service (NHS) in
the UK. Each system brings unique approaches to enhance patient involvement, drive research, and
ensure equity in healthcare delivery. The aim is to provide a comprehensive understanding of strategies
and frameworks employed by these entities to foster collaboration, improve health outcomes, and
prioritize patient perspectives.

Overview of SPOR Units Across Canada

Maritime SPOR SUPPORT
Unit (MSSU)

NS/NB/PEI

Unité de soutien SSA
Québec

QC

Ontario  SPOR SUPPORT
Unit (OSSU)

ON

YSPER George & Fay Yee Centre for

MB Healthcare Innovation |
University of Manitoba

Saskatchewan Centre for
SK Patient-Oriented Research

(SCPOR)

NL SUPPORT

Alberta Strategy for Patient
AB Oriented Research
_ SUPPORT Unit (AbSPORU)

e = BC BC SUPPORT Unit

Hotii ts'eeda Northwest
NWT Territories SPOR SUPPORT
Unit

Yukon Strategy for Patient-
Oriented Research (YSPOR)

Across SPOR Units, each Units’ core functions, vision and goals highlight each region’s mission and
unique circumstances. Many SPOR Units highlighted their focus on EDI and meaningful partnerships
as an integral part of their Unit’s strategy.

®  Maritime SPOR SUPPORT Unit (MSSU)®? includes additional core functions focused on EDI and
partnerships: Effective collaboration and alignment within and across provinces; EDI &
accessibility; Sex & gender diversity; and Indigenous allyship & engagement.

52 https://mssu.ca/wp-content/uploads/2023/12/2023-09-MSSU-StrategicPlan-2020-2026.pdf
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https://mssu.ca/
https://mssu.ca/
https://ssaquebec.ca/en
https://ssaquebec.ca/en
https://ossu.ca/
https://ossu.ca/
https://umanitoba.ca/centre-for-healthcare-innovation/
https://umanitoba.ca/centre-for-healthcare-innovation/
https://umanitoba.ca/centre-for-healthcare-innovation/
https://www.scpor.ca/
https://www.scpor.ca/
https://www.scpor.ca/
https://absporu.ca/
https://absporu.ca/
https://absporu.ca/
https://members.bcsupportunit.ca/
https://nwtspor.ca/
https://nwtspor.ca/
https://nwtspor.ca/
https://www.yukonu.ca/research/research-centre/spor#:~:text=Yukon%20Strategy%20for%20Patient-Oriented%20Research%20(YSPOR)%20YSPOR%20supports,by%20learning%20from%20those%20who%20have%20lived%20experience.
https://www.yukonu.ca/research/research-centre/spor#:~:text=Yukon%20Strategy%20for%20Patient-Oriented%20Research%20(YSPOR)%20YSPOR%20supports,by%20learning%20from%20those%20who%20have%20lived%20experience.
https://mssu.ca/wp-content/uploads/2023/12/2023-09-MSSU-StrategicPlan-2020-2026.pdf
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®  Unité de soutien SSA Québec®® includes health and social services equity as an integral part of
its overall mission

= Ontario SPOR unit developed an Equity Framework to guide best practices in promoting equity
in patient-oriented research.%

®  Saskatchewan includes Equitable as a key value of its SCPOR unit.®

= Several SPOR Units have emphasized robust collaboration with Indigenous communities (e.g.,
Manitoba®®; North West Territories %)

= EDI training is available through Alberta’s eLearning modules

B Commitment to address systemic inequities and Truth and Reconciliation are key drivers of
Health Research BC’s strategy, where BC SUPPORT is housed.*®

= Both the NWT and Yukon SPOR SUPPORT Units emphasize their collaboration with Indigenous
communities in their work.

Incorporation of Indigenous Partners and Indigenous Community into SPOR Units:

e EDIlidentified as a strategic area, with goal to establish a network of EDI &
Accessibility relevant community groups and organizations/contacts and
a key deliverable under that goal being “network of contacts to engage
Patient/Public Partners more broadly with equity seeking groups,
underrepresented populations, and Indigenous Communities
NS/ NB / PEI*® e |ndigenous allyship and engagement identified as a strategic area, with
goals and activities to include increasing the presence of Indigenous
voices in MSSU planning and decision-making processes, providing safe
opportunities for discussion about Indigenous perspectives, and creating
opportunities to connect and develop relationships with Indigenous
communities.

e |ndigenous Patient Partners Circle for consultation

e Métis and Inuit-Indigenous Initiative through OSSU’s Centre for Rural and
Northern Health Research (CRaNHR) to support development and
enhanced capacity for POR among Métis and Inuit stakeholders,
communities and researchers.

e Manitoba’s SPOR Unit has a strategic partnership with Ongomizwin
Indigenous Institute of Health and Healing. With guidance from
knowledge keepers and elders, the Institute provides leadership for
research, education and health services within First Nations, Métis and
Inuit communities.

%3 https://ssaquebec.ca/en/the-unit/vision-and-mission/

https://ossu.ca/resources/equity-framework-and-curriculum/

%5 https://www.scpor.ca/our-story

% https://umanitoba.ca/centre-for-healthcare-innovation/strategic-partnerships

57 https://nwtspor.ca/nwt-research/nwt-research-process

% https://healthresearchbc.ca/wp-content/uploads/2023/01/HealthResearchBC-three-year-strategy_Final.pdf

% https://mssu.ca/wp-content/uploads/2023/12/2023-09-MSSU-StrategicPlan-2020-2026.pdf

8 https://ssaquebec.ca/en/expertise/indigenous-health-care/

& https://ossu.ca/for-researchers/ossu-research-initiatives/#ri-indigenous

82 https://umanitoba.ca/centre-for-healthcare-innovation/services; https://umanitoba.ca/ongomiizwin/ ; https://umanitoba.ca/centre-for-
healthcare-innovation/strategic-partnerships
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e |ndigenous Research and Engagement Expertise (IREE) platform

e SCPOR includes online training opportunities: Building Research
Relationships with Indigenous Communities and Indigenous Research
Methodologies

e |ndigenous Research Level of Engagement Tool

e Partners include First Nations University of Canada

e |ndigenous Health Advisory Council

e |ncorporation of Indigenous voices is unclear but may be through Alberta
Health Services Indigenous Health Program.

e Include commitment to Truth and Reconciliation as key drivers of its
strategy.

e Conducted an environmental scan of Indigenous engagement guidelines
for health research and program evaluation.

e Focus on Indigenous health and Indigenous health research.

e Aimto develop a health system that s culturally competent and inclusive
of Indigenous methodologies and ways of knowing.

e Extensive resources on engaging with communities, Indigenous data
sovereignty, and Indigenous evaluation.

e Values highlight their priority to Indigenous peoples: Indigenous ways of
knowing, being and doing as a priority; The principles of First Nation’s data
sovereignty including OCAP; Ethical approaches to research that are
inclusive of Indigenous ethics.

Transparency is evident across SPOR Units, with SPOR Units taking different approaches to share their
work publicly, whether that be an annual Report to Community®’, standard annual report®, monthly
newsletter®, or some other strategy such as OSSU’s and BC SUPPORT Unit’s dedicated a portion of
their website to demonstrate their impact on health outcomes, experiences, and policy changes.”

Patient engagement in healthcare is a complex area that poses several challenges, particularly
regarding compensating patient partners for their contributions. Patient partners engage in a variety of
activities, such as providing input on projects, attending meetings, speaking publicly, and more, making
it essential to have a comprehensive compensation framework.

The CIHR Patient Engagement Framework” identifies three core areas for engagement: patient
engagement in governance and decision-making, capacity building for patient engagement, and tools
and resources. SPOR Support Units across provinces adhere to these guidelines and develop their
policies and guidelines based on them. Each SPOR Support Unit adopts strategies’ to identify the types

8 https://mailchi.mp/6e5032ec4d7b/scpor-newsletter-february-10284350 ; https://www.scpor.ca/our-story ; https://www.scpor.ca/annual-

report-leading-change ; https://www.scpor.ca/scpor-resources-1

8 https://healthresearchbc.ca/wp-content/uploads/2024/01/Indigenous-environmental-scan-%E2%80%93-FINAL.pdf
8 https://nwtspor.ca/

https://www.yspor.ca/about-us/

57 https://mssu.ca/see-our-work/report-to-the-community/

% https://ssaquebec.ca/en/publications/ ; https://www.scpor.ca/our-story
https://www.scpor.ca/news-1/2024/3/1/scpor-report-february-2024

70 https://ossu.ca/our-impact/ ; https://healthresearchbc.ca/bc-support-unit/info-and-resources/our-impact/

" https://cihr-irsc.gc.ca/e/documents/spor_framework-en.pdf
72 Compensating-Patient-Partners-in-Research_Current-Guidance-and-Policy-Review.pdf (mcmaster.ca)
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of compensation, patient partner roles, compensation amounts (hourly, contractual, annually), and
eligibility expenses based on patient partnership and health area requirements.

Best Practice Highlights:

MSSU developed an effective ‘Bridge Process’ to facilitate integrated knowledge translation
across stakeholders. Researchers, policy-makers, clinicians, and patients/citizens come
together to pinpoint urgent health topics that require immediate attention, such as pressing
health system issues.”®

OSSU’s Equity Framework and Fairness is Excellence is utilized not just by Ontario’s SPOR Unit,
but other Units as well.

Some SPORUunits provide guidance on patient reported measures and outcomes suing
standardized, validated questionnaires (e.g., Manitoba, Quebec, Saskatchewan)

Alberta’s PaCER (Patient and Community Engagement Research) program to teach learners
with lived experience in healthcare research skills and how to conduct patient-engaged
research.”

The Alberta Quality Matrix for Health and EQUIP tool to assist in building robust evaluations that
incorporate each dimension of health service quality and standardized implementation
outcomes.”

Both the NWT and Yukon SPOR SUPPORT Units emphasize their collaboration with Indigenous
communities in their work. Including recognizing Indigenous methodologies and ways of
knowing in its work.

Case Study: Alberta SPOR SUPPORT Unit IE
(AbSPORU) A 1,
= ‘f.
i‘%

-
L
d

The AbSPORU serves as a hub for collaborative

healthcare initiatives within Alberta Health Services.

Alberta

AbSPORU focuses on enhancing health outcomes SPOR SUPPORT

through collaborative approaches and patient- Unit
centered research.

Strategic Clinical Network’®

The Strategic Clinical Networks (SCNs), within Alberta Health Services, drive health improvements in
specific areas by fostering collaboration among clinicians, researchers, patients, and policymakers.

73 Kontak J, Grant A, Jeffers E, et al. The Maritime SPOR SUPPORT Unit (MSSU) bridge process: an integrated knowledge translation approach
to address priority health issues and increase collaborative research in Nova Scotia, Canada. Int J Health Policy Manag. 2023;12:6901.
d0i:10.34172/ijhpm.2023.6901

74

https://absporu.ca/patient-engagement/pacer/

7S https://absporu.ca/learning-health-system/equip-tool/
78 https://www.albertahealthservices.ca/assets/about/scn/ahs-scn-quick-facts.pdf
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They aim to develop integrated, sustainable solutions for complex health challenges, ultimately
enhancing health outcomes for Albertans.

Each SCN is unique and focuses on a vital area of health that includes Bone & Joint Health, Cancer,
Cardiovascular Health & Stroke, Critical Care Diabetes, Obesity & Nutrition Digestive Health,
Emergency, Maternal, Newborn, Child & Youth, Medicine (includes Hospital Medicine, Kidney Health,
Respiratory Health), Neurosciences, Rehabilitation, Vision and Surgery. Provincial health programs
leverage SCN capabilities to drive various programs related to primary health care, addiction and
mental health, senior health and continuing care.

PaCER - Patient and Community Engagement Research’’

PaCER, a 12-month online certificate program through the University of Calgary, trains patients in
healthcare research. The goal is to integrate patient voices into health system research and policy
through project-based learning sponsored by research teams. The value of the program is aligned with
the four principles of CIHR SPOR engagement framework: mutual respect, support, inclusivity and co-
building. The PaCER program creates impact by transforming the role of patients in health system
research, practice, planning and policy with the aim to create more sustainable and effective person-
centred care.

The PaCER program additionally provides support to the implementation science collaborative, a
cross-sectoral team, dedicated to increasing the quantity and quality of imbedded implementation
science in scale, spread, and sustainment initiatives in healthcare. Trained patients in research directly
help ISC teams to strengthen their implementation methods, giving detailed understanding of the
healthcare situation from the lens of patient experience.

Alberta Quality Matrix for Health (AQMH)”®

The Quality Matrix establishes a shared comprehension of quality across the healthcare system for all
stakeholders. Comprising two components:

Dimensions of quality — acceptability, accessibility, appropriateness, effectiveness, efficiency
and safety

Area of needs - being healthy, getting better, living with illness or disability and end of life

This tool facilitates visibility for the public, patients, providers, and organizations into the intersection
of quality levels and areas of need. Its applications range from informing policy development and
strategic planning to educating the public about healthcare quality.

7 https://www.ucalgary.ca/patient-community-engagement-research

78 https://hgca.ca/wp-content/uploads/2021/12/HQCA_User_Guide_Web.pdf
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Summary of Key Takeaways:

m Interconnected network in health services like the SCNs provide a collaborative approach
and integrated solutions to address vital health areas.

Patient-centered training programs empower individuals to actively engage in patient-
oriented research, allowing them to contribute as active participants and contributors to

healthcare solutions, thereby extending their impact within the healthcare system.

Quality matrix is a helpful tool to help organize information and thinking around health
system. It provides a conceptual framework that maps health system quality. It is useful
across a broad scope of functions such as strategic planning, program/service planning,
performance measurement and reporting, quality and safety management and education
about quality in healthcare.

Case Study: Ontario SPOR SUPPORT Unit (OSSU)

OSSU strategically prioritizes healthcare equity through

its robust Equity Framework, emphasizing the imperative \q

of fairness across the entire healthcare sector.
Furthermore, the LHS Action Framework serves as a ONTARIO
SPOR SUPPORT

comprehensive guide, integrating equity as a

fundamental driver to achieve inclusive and value-driven
care within the healthcare system.

OSSU Equity Framework 7

The Equity Framework explains the principles and practices aimed at advancing equity in patient-
oriented research, along with the corresponding equity-related expectations for researchers
collaborating with the Ontario SPOR SUPPORT Unit (OSSU). The document also highlights the
resources and services provided by OSSU to support researchers, contributing to the Unit's broader
commitment to fostering equity in patient-oriented research. The framework emphasizes the notion
“Fairness is Excellence” - Health equity means fairness in health outcomes and throughout the health
sector including within health care, training, education, and research. The guiding principles for
addressing health equity in research:

= Health research should benefit everyone

®  Health researchers can decide to prioritize health equity

®  The actions of health researchers can promote or undermine health equity

®  Health equity requires dedicated effort and resources

®  Health researchers should “walk the talk” and ensure that the research enterprise is itself fair

The OSSU Equity Framework documentation provides a comprehensive literature for researchers on
how to implement an equity lens in healthcare research. Based on the framework, The Fairness is
Excellence online training curriculum emphasizes equity-promoting practices in patient-oriented

7% https://ossu.ca/wp-content/uploads/OSSU-Equity-Framework_English.pdf
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research. Designed for scientists, research staff, patient partners, and the public involved in health
research, the module aims to equip participants to apply an equity lens to their current and future work.

The Learning Health System (LHS) Action Framework®®

The LHS guide of OSSU includes a LHS action framework as a learning “engine”. The products of this
engine are the equity-focused quadruple aim - population health, good health care experiences for
patients and caregivers, a sustainable work life for health care providers, affordability—with equity as
an overarching goal across all aims. It consists of 5 learning gears and 3 health system gears that
describe the intersections of research and care delivery. These gears interlock with each other,
resulting in continuous motion. The LHS learning gears include:

= Advance analytics and population insights

= Evidence syntheses and curation

= Patient, caregiver and provide co-design

®  Implementation and reach

= Rapid cycle evaluation, feedback and adaptation

The 3 health system gears, approach “whole system” change improvement across the sectors. It
includes:

1. Primary care; specialists and hospitals
2. Home care, long term care, public health and community providers
3. Community organizations, social services, educational institutions and municipalities.

Equity is integral in the LHS action framework, aiming to eliminate health disparities and ensure
inclusive, value-driven care. By actively engaging equity-deserving groups, the system focuses on key
outcomes: Health System Affordability, Integrated Care Experience, Health Workforce Sustainability,
and Population Health and Quality Care.

Summary of Key Takeaways:

m The OSSU focuses on equity factor in heath care and the equity framework provides an
effective tool to embed equity in the Ontario health system.

m The equity lens in health research is crucial to combat discrimination and address
inequalities. Researchers can promote health equity by prioritizing it in their research
questions, ensuring fair hiring processes, conducting thorough research, and addressing
equity in communication to inspire action.

m The LHS action framework takes a comprehensive look at the health system to help develop
a smooth motion. It takes different factors of the health care system as fuel/accelerants and
moderators/brakes that can affect the LHS engine. Equity is a core driver of the LHS
framework, leading to several key outcomes.

8 https://ossu.ca/wp-content/uploads/Learning-Health-System-Brief-270¢t2023.pdf
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Case Study: National Health Service (NHS), UK

The NHS's Patient and Public Involvement Strategy emphasizes patient involvement in shaping
programs, focusing on diversity and collaboration. NL SUPPORT can glean insights from AAC's goals,
aligning with best practices to enhance equitable patient engagement and innovation.

The Patient and Public Involvement Strategy 2021-2026%

The UK health service system distinguishes between "patient engagement"” and "patient
involvement." Patient engagement is centered around individual patient interactions with GPs during
consultations, emphasizing the universal experience of GP—patient interactions. On the other hand,
patient involvement refers to the broader role of patients, both individually and collectively, in
contributing to the design, planning, and delivery of primary care services at a more systemic level
within GP practices or health centers. The GP-patient consultationis a well-developed aspect of patient
engagementinthe UK health system. Currently, there is a critical focus on patient involvement, drawing
significant attention in health system research and development.

The Accelerated Access Collaborative (AAC) is a collaborative effort involving industry, government,
regulators, patients, and the NHS, actively engaging in patient involvement research. The AAC
collaborates with individuals and communities to ensure that supported research priorities and
innovations are developed in collaboration with those who have lived experience of specific services or
health conditions. ACC works with patients, people who access services, carers, charities, community
groups and others to bring diverse perspectives. Working with patient partners and stakeholders, ACC
have developed “The patient and public involvement strategy 2021-2026”. This strategy sets out six
aims:

®  Ensure diverse patient and public involvement, particularly those with lived experience, in
shaping our work programs.

®  Proactively address equality and inclusion in our work.

= Work collaboratively across the AAC partnership and wider system partners to embed a culture
of patient involvement across AAC programmes.

®  Support patients and public partners to have a meaningful and positive experience while
working with us.

®  Understand our impact and outcomes.

= Communicate our impact.

These six aims are integrated into ongoing and future work programs for enhanced patient involvement.
The strategy manual outlines a comprehensive logic model forimplementation and highlights ACC's six
immediate priorities for the next two years:

= Always patient centred

= Supporting fast and equitable access to proven innovations
®  Future proofing tomorrow’s care

= Empower a culture of innovation

81 https://www.england.nhs.uk/aac/wp-content/uploads/sites/50/2022/06/Accelerated-Access-Collaborative-patient-and-public-

involvement-strategy.pdf
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= Embedding research in the NHS
®  Focused collaboration with industry

Summary of Key Takeaways:

m UK health system differentiates "patient engagement" (individual interactions) and "patient
involvement" (contributing to service planning).

AAC actively involves patients in research, focusing on diverse perspectives in collaboration
with lived experiences.

AAC's strategy outlines six goals, emphasizing diversity, equality, collaboration, positive
experiences, impact understanding, and effective communication. Additionally, AAC's
immediate priorities include maintaining a patient-centered approach, ensuring equitable
access to innovations, future-proofing healthcare, fostering an innovation culture,
integrating research into the NHS, and collaborating closely with industry.
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Appendix H: NL SUPPORT Phase Il Objectives, Status, and Alighment

NL SUPPORT Phase Il Objectives

Year 1 Year 2-3 *

1.1 Facilitate access to

Status

m

QO

RESEARCH

Alig

nment**

CIHR
SPOR

N[

Ensure
expanded data holdings for continued NL SUPPORT and Quality of Care NL facilitate access to data \/ \/
researchers working in the through NL Health Services (formerly NLCHI).
. access ...
field of POR
Over 600 hours and $90,000 in billable time dedicated to
collaboration between April 1, 2023 and March 1, 2024.
1.2 Collab th Includes:
;g 9 a torfate.l\./:ltt part;er Conti ‘ e Communities of Practice / working groups
agencies to facilitate multi- ontinue to
SPOR enabling functions
jurisdictional research and collaborate ... * . g o . \/ \/
. e SPOR innovative clinical trials
evaluation ] ) )
e SPOR Support unit council and other units (Quebec and Yukon)
An additional 70 hours spent working with other SPOR entities
between April and November, 2024, and 42 with other SPOR units.
(2]
(]
g 1.3 Apply machine learning The NL SUPPORT IBM lead worked on Covid 19 modelling using the
) and artificial intelligence tools compute capacity of CAIR to advise the NL Gov't on pandemic
& & Refine ... P pastty . P v/ v/
g to progress research and management during Phase |. Other than this work, there has been
S evaluation limited progress in this area.
£
§ 1.4 Facilitate the Support the e The Diabetes Virtual Care Service development with Diabetes
kS development of virtual care . PP . Action Canada is still on hold.
o . implementation . . \/ \/
S services supported by e NL Health Services now offers virtual care through Teladoc to
a electronic systems individuals registered on Patient Connect NL.52

82 https://www.gov.nl.ca/releases/2023/health/1120n02/
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Learning Health Systems

NL SUPPORT Phase Il Objectives

Year 1

1.5 Securely maintain health
care data for use in research
and evaluation

Year 2-3 *

Status

Health care data is maintained, included a 2022-2023 review of
CAIR's security policies and procedures to assess its compliance
with ISO standard 27001.

maQ

RESEARCH

CIHR
SPOR

O

Alignment**

N[

v Vv

2.1 Enhance the work of the
QCNL and CAIR teams to fully
meet the requirements of a
Learning Health System
including facilitation of the
work of the Health Accord NL
(HANL)

Review and
enhance. ...

e |[n 2021-2022, QCNL primarily focused on supporting HANL.
Now work has shifted to development and implementation of
LHS.

e NL SUPPORT and QCNL are integral in supporting the LHS,
however, the government is the lead in advancing the initiative
through NL Health Services.

o NL Health Services is implementing the health information
system.®

2.2 Facilitate the
development and oversee the
implementation of the HANL
recommendations to
reimagine health care in NL

Oversee the
implementation

QCNL played a key role in developing both the HANL and
implementation plan (Blueprint). QCNL support the health
transformation team from NL Health Services; however, the actual
implementation of the HANL recommendations is the responsibility

of the NL Government and outside scope of QCNL and NL SUPPORT.

2.3 Engage patients and the

Patients and the public are engaged through the Patient Advisory

Continue to
public in the determination of engage Council and patient partners. At least 72 patient partners have been \/ \/
health research priority areas gage.... engaged since April 2022.

Review the

2.4 Ensure EDIl and SGBA
lenses are applied to all
research and evaluation work
of the Learning Health System

impact of the
application of
EDI and SGBA
lenses...

Allwork supported by NL SUPPORT is required to outline how EDI and \/

SGBA issues will be addressed.

83 https://nlhealthservices.ca/news/post/nl-health-services-to-implement-new-provincial-health-information-system/
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Capacity Development

Patient

Engagement

NL SUPPORT Phase Il Objectives

Year 1

2.5 Ensure effective and
coordinated knowledge
translation of research
findings and knowledge
synthesis outputs

Year 2-3 *

Status

Key knowledge translation products include Practice Points, monthly
newsletter, SHARE summit, Health Discussions webinar series, and
at least six academic publications since April 2022.

maQ

RESEARCH

CIHR
SPOR

O

Alignment**

N[

v Vv

3.1 Determine the POR
training needs of all partners
and stakeholders

Training schedule determined from the 2021 needs assessment.
Additional IDEA training topics were identified and planned for 2023-
2024.

3.2 Address the identified
POR training needs of
partners and stakeholders

A 2022 evaluation of the of POR training identified that participants
found the session useful and were likely to use the information
learned.

3.3 Further the development
of POR skills for students and
health care professionals

NL SUPPORT continues to offer funding awards to students and
health professionals working in POR. Student recipients are required
to attend a training session on POR.

3.4 Raise awareness of POR

and support the development Continue to NL SUPPORT is still working to develop relationships with Indigenous \/ \/
of POR skills with local raise... Communities, this remains a priority for NL SUPPORT.
Indigenous Communities

Patients and the public are engaged through the Patient Advisor
3.5 Build capacity for patient Continue to . . P 8 g‘ 8 . y

. Council and patient partners. Patients are active members of \/ \/

engagement build... .

governance committees.
4.1 Ensure that a diverse

. NL SUPPORT is actively working to include a diverse group of
group of patients that . . S
. . patients, including indigenous peoples who are currently

represents the population of Continue to underrepresented. Work is underway to create an annual patient \/ \/
the province are meaningfully ensure... P ’ y P

engaged in the work of the
Unit

partner satisfaction survey to assess satisfaction with engagement and
other topics.
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NL SUPPORT Phase Il Objectives

Year 1 Year 2-3 *
4.2 Facilitate the active Facilitate the
engagement of patients in ongoing active
research and evaluation engagement...

Status

Monthly updates of engagement opportunities were shared with the
PAC in addition to ad hoc immediate requests from researchers.

MQo

RESEARCH

Alignment**

CIHR

SPOR NL

v Vv

4.3 Develop local capacity for Continue to
patient engagement and POR develop...

POR training has been attended by students, researchers, patient
partners, health professionals, and administration/management.

v Vv

4.4 Develop a strong body of
evidence to support ongoing
POR and patient engagement
post 2026

Unit supported projects must evaluate patient engagement and
submit reports upon completion. A satisfaction survey will gather
patient partners' views on their impact. Findings are shared through
biannual publications and a monthly newsletter.

*Changes from year 1 to 2, if applicable, are noted.

**NL SUPPORT objectives were compared with SPOR and NL Health Services most recent strategic document. Objectives were considered in alignment if
they supported overarching values, vision, objectives/indicators identified in the strategic documents.

Completed - evergreen
Completed

In progress

No evidence of activity completion

108




