Patient, family/caregiver
and other knowledge user

engagement in Learning LHSs can use best practices
Health Systems: Ascoping  and approaches identified in
review the review to Inform

Jun Davidson-Lau'?, Dorothy Luong’, Iveta Lewis!, Kerry

g;lr:ikziasl\qi;%r;Straus“, Clementine Jarrett®8, & m ea nin g f U I e N g ag e m e nt Of
e e e ey O tients, families/caregivers,
and other knowledge users

across the LHS cycle.

@

Background/Rationale

» Holland Bloorview is implementing a
Learning Health System (LHS)

The engagement of patients,
families/caregivers and other
knowledge users (KUs) is a
key principle of LHSs1.2:3

34

KU engagement in LHSs is
inconsistently described and poorly
understood=+

Objective +
+

To map and describe the literature on
LHSs that have engaged patients,
families/caregivers, and other KUs.

Method

We are conducting a scoping review, in line with At HOI Iand BIOOrVieW, th IS

Il guidance could help ensure that all LHS

Six databases were searched: MEDLINE, Embase, CINAHL, :

coneiingof oy sourans was perorme oo efforts are led by children and
youth with disabllities and thelr

families.

Sources were screened independently and in
duplicate by five team members against the criteria:

Describes the engagement of patients,

\/ families, or other KUs in an LHS across any
healthcare setting

Empirical studies, case studies, program
\/ descriptions, reports, and commentaries with
concrete examples

\/ Published 2006 or later

Scan for references & strategic report

Preliminary Results

425 full-text

16841 studies 9780 studies studies 106
imported screened aszl?;z?lﬂ ;or studies
included

7061
duplicates
identified

9355 studies
Irrelevant

319 studies
excluded

Current review stage: extraction
piloting - 6 sources complete

What types of sources were included?

Country of Publication Source Type

c Published
201 0'2025 Canada USA ESTUp(;Tg:SaI Reports
H_ What LHS contexts reported engagement?
® LHS Age Group of Focus @ LHS Health
Early psychosis
Cancer
Mixed (Adul .
& IIg>(geczl(iatriuc) HIV

Adult Conditions of Focus:
O
COVID-19
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Who was engaged?

Knowledge User Groups Engaged

Patients, 6 £, qilies/

Caregivers, 5 Researchers, 5 Clinicians, 5
Makers, 4
Administrators, 3 Other, 3

Knowledge User Groups
'5"”“ What did engagement look like?

Most frequent
Structures of Engagement Engagement Roles

Research team, Learning community

Central LHS team, community of
practice, advisory council/committee,

Leaders/Decision

# of Sources
o -t N w AN (@) » ~

|dentifying priorities/problems, designing
questions/projects, reviewing/interpreting
data, co-designing solutions/interventions

Supporting implementation, sharing findings,
governance/oversight, feedback/consultation

leadership committee, implementation

team Evaluating outcomes, deciding what should

happen next

Least frequent

Discussion

Results can help identify:

* Best practices for Gaps that persist in
engagement in LHSs LHS engagement
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