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Abstract

independently by two individuals.

healthcare outcomes.

Background: Patient involvement in healthcare represents the means by which to achieve a healthcare system
that is responsive to patient needs and values. Characterization and evaluation of strategies for involving patients
in their healthcare may benefit from a knowledge translation (KT) approach. The purpose of this knowledge
synthesis is to develop a conceptual framework for patient-mediated KT interventions.

Methods: A preliminary conceptual framework for patient-mediated KT interventions was compiled to describe
intended purpose, recipients, delivery context, intervention, and outcomes. A realist review will be conducted in
consultation with stakeholders from the arthritis and cancer fields to explore how these interventions work, for
whom, and in what contexts. To identify patient-mediated KT interventions in these fields, we will search MEDLINE,
the Cochrane Library, and EMBASE from 1995 to 2010; scan references of all eligible studies; and examine five years
of tables of contents for journals likely to publish quantitative or qualitative studies that focus on developing,
implementing, or evaluating patient-mediated KT interventions. Screening and data collection will be performed

Conclusions: The conceptual framework of patient-mediated KT options and outcomes could be used by
healthcare providers, managers, educationalists, patient advocates, and policy makers to guide program planning,
service delivery, and quality improvement and by us and other researchers to evaluate existing interventions or
develop new interventions. By raising awareness of options for involving patients in improving their own care,
outcomes based on using a KT approach may lead to greater patient-centred care delivery and improved

Background

Knowledge translation (KT) refers to an iterative
approach for improving healthcare delivery, utilization,
and outcomes by synthesizing pertinent research,
interacting with users to identify needs and barriers,
employing tailored strategies to promote adoption of
evidence-based recommendations, and evaluating or
monitoring their impact [1]. A patient-centred health
system is responsive to patient needs and values and
places patients in the centre of this system [2]. It recog-
nizes that communication with, active involvement of,
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and attributes or circumstances of patients mediate the
trajectory from care delivery to optimal outcomes [3].
Engaging patients in their own healthcare may have
considerable potential to achieve beneficial outcomes
[4-6]. One systematic review found that education for
diabetic patients, counseling for lifestyle modification
among mental health patients, and reminders for cancer
screening tests had a moderate to large effect on treat-
ment compliance and outcomes [7]. However, it is diffi-
cult to draw conclusions because studies targeting
patients were few, and strategies varied by intent, for-
mat, and type of patient or clinical context. Similarly, an
international group of rheumatologists issued recom-
mendations for the purpose (self-management, treat-
ment compliance), format (oral plus print, group
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education, self-help groups), and content (knowledge
and management, drug side effects) of patient education
interventions, but found evidence to be sparse [8].
A comprehensive understanding of the range of inter-
ventions and their underlying mechanisms and impact is
needed to guide future efforts that develop, implement,
and/or evaluate the cost-effectiveness of patient-
mediated KT interventions.

Proposed Theoretical Framework

We compiled a preliminary conceptual framework of
patient-mediated KT from several sources (Figure 1).
A concept analysis defined contexts that provide
patients with participatory opportunities, including
interactions with healthcare providers in different set-
tings and through programs offered by various types of
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agencies [9]. Evaluation of information needs among
arthritis patients, and of the UK Health in Partnership
program, results identified potential outcomes, including
both psychosocial and clinical benefits (5,10). A popula-
tion-based survey of patients and health professionals in
the United States identified patient-centred care dimen-
sions analogous to patient-mediated KT intent, includ-
ing respect for patient values, coordination and
continuity of care, education, physical comfort, emo-
tional support, decision making, and involvement of
family and friends [11]. A concept analysis on the asso-
ciation of patient communication with improved health
offered both intent and outcomes results [3]. A Cochrane
review on strategies to promote medication compliance
described a wide range of intervention formats [12]. This
framework serves as a starting point, and hypothetical

Intended Purpose Recipients Intervention Outcomes

Respect for patient Patients Format Psychosocial

values/preferences e Characteristics e Verbal, written, or visual « Satisfaction

» Quality of life * Clinical material (print/internet) e Personal growth

e Involvement in decision indications |- 5| ¢ Formal education sessions — | * Confidence/self-perception
making Family/caregivers « Individual, group, family » Control of life/condition

* Dignity o Characteristics counseling s Knowledge/understanding of

* Needs/autonomy * Clinical * Automated telephone, condition or healthcare needs

Coordination/integration of care indications computer-assisted e Acquisition of new

» Overall clinical care monitoring knowledge

« Frontline/direct care * Manual telephone follow- o Reduced fear/anxiety

» Ancillary/support services up « Ability to discuss issues with

Information/communication/ e Family intervention health professionals

education [T T T T T T T T T ® + Alternative site of access to » Positive relationship with

¢ Clinical status, progress, care health professionals
prognosis o Simplified dosing o Trust in health providers

e Processes of care * Specialized packaging » Information-seeking capacity

 Facilitate autonomy/self-care Delivery Context o Self-monitoring ¢ Decision-making capacity

Physical comfort Government * Reminders * Motivation

* Pain management « Federal * Appointment or refill » Compliance with prescribed

s Activities of daily living ¢ Provincial L —»{  reminders or recommended

» Surroundings/environment Healthcare providers « Reinforcement or rewards management

Emotional support for e Individual o Crisis intervention Clinical

fear/anxiety e Facility  Direct observation s Access to care

o Clinical status, treatment, * Regional * Lay health mentoring » Receipt of appropriate
prognosis e Agency * Augmented health services services

e Impact of illness on Healthcare enablers « Psychological therapy  Quality of medical decision
self/family * Quality councils Content « Pain control

» Financial impact s Agencies « Healthcare information » Functional ability

Involvement of family/friends « Foundations Intensity e Vitality

e Accommodation of « Societies » Length of each interaction o Less suffering
family/friends Patients/lay leaders e Degree of interactivity « Cure/remission

e Supporting/involving e Support groups « Number of sessions e Survival
family/friends « Community Duration

* Recognizing needs of family groups e Total length of time

Transition/continuity

« Information

» Coordination/planning

» Support

Making decisions

* Managing uncertainty

* Understanding options

» Prioritizing risk

Figure 1 Conceptual framework of patient-mediated knowledge-translation interventions.
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linkages between components will be confirmed,
expanded, and refined through the proposed study.

Purpose

The purpose of this study is to develop a conceptual fra-
mework of patient-mediated KT interventions by
synthesizing knowledge on type of intervention (format,
content), outcome (intended, reported), mechanism of
action (reported or applicable theory), and application
(clinical indication, healthcare setting, attributes of those
delivering and receiving care) based on a review of the
relevant literature.

Methods

Approach

Knowledge synthesis is often required to describe what
is known on a particular topic and identify the need for
further research. We will conduct a realist review based
on the methods described by Pawson et al. [13]. This
five-step approach was developed to explore how com-
plex interventions work for whom and in what contexts.
A realist review focuses on describing theoretical and
contextual details about why the intervention did or did
not work that can be used to fine-tune its design. It
draws upon a wide range of quantitative and qualitative
study designs. This approach was recently used to exam-
ine the interaction between context, intervention, out-
come, and underlying theory to understand the efficacy
of school feeding programs [14].

To be feasible, realist reviews must be bounded by
focusing the question on either particular processes or
groups of recipients; thus, we will restrict our review to
arthritis and cancer. Both represent prevalent conditions
that have generated considerable research on patient
involvement through education and self-management,
but systematic reviews revealed variable impacts of these
outcomes and called for further investigation of the fac-
tors that influence their effectiveness [15-17]. By focus-
ing on two conditions, the review will be limited to a
manageable number of studies, while still allowing for
comparison by patient and contextual factors.

Step 1: clarify scope-refine purpose of review/key
theories to be explored

To refine the research questions and theories of interest,
we will consult with stakeholders, including arthritis and
cancer researchers, clinicians, managers, and patients,
after first conducting an exploratory scan of the litera-
ture. A useful starting point is provided by another rea-
list-inspired analysis in which 26 behaviour-change
techniques were identified in a Cochrane Library review
of interventions to promote physical activity [6]. In this
study the taxonomy was validated by using it to code
strategies and associated theories in a review of studies
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to encourage healthy eating. Additional theories relevant
to patient-mediated KT will be assembled by searching
indexed sources of literature, including MEDLINE and
CINAHL, for [(models, theoretical or models, educa-
tional or models, psychological) AND patient education
as topic or (information dissemination and patient parti-
cipation)]. The research team will review the assembled
theories to refine review questions, guide the selection
of relevant theories, and confirm or expand the concep-
tual framework upon which a more comprehensive lit-
erature review will be based.

Step 2: search for evidence

A comprehensive literature search developed by an
information specialist will be conducted by using several
indexed sources. Search strategies will combine concepts
reflecting [(arthritis or neoplasms) AND patient educa-
tion as topic or (information dissemination and patient
participation)]. Searches will be executed for the years
1995 to current to encompass a nearly 15-year span
during which research on patient involvement became
prevalent. Databases include MEDLINE (North Ameri-
can), the Cochrane Library (systematic reviews, trials),
EMBASE (European), and CINAHL (nursing, allied
health). To augment these searches, we will examine
five years of tables of contents for journals likely to pub-
lish patient-mediated KT interventions, including
Patient Education and Counseling, Health Expectations,
Implementation Science, Journal of Cancer Education,
Psycho-Oncology, Arthritis Care & Research, and Com-
munication & Medicine. To ensure that all relevant lit-
erature is captured, we will scan the references of
eligible studies. Quantitative (meta-analyses, systematic
reviews, guidelines, surveys, observational studies, ran-
domized trials) or qualitative (interviews, focus groups)
studies published in the English language that focus on
developing, implementing, or evaluating patient-
mediated KT interventions are eligible. Abstracts, letters,
or editorials are ineligible. Two individuals will indepen-
dently review titles and abstracts and select articles for
inclusion based on eligibility criteria using a screening
tool. Articles selected by at least one reviewer will be
retrieved since ultimate judgment about inclusion must
be reserved until the full text is examined.

Step 3: extract data and appraise primary studies

A data-extraction form will be developed based on the
refined version of the conceptual framework (Step 1) to
collect information on intervention (format, content),
outcome (intended, reported), mechanism of action
(theory explicitly reported by authors or referred to
implicitly in objectives or methods), and application
(clinical indication, setting of care, attributes of those
delivering and receiving the intervention). As a pilot,
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data will be extracted independently by the principal
investigator and research associate for 10 randomly
selected articles. They will compare congruence of
extracted data and determine whether and how the
form should be revised, then independently extract data
from remaining studies. Most details will be noted on
the form by checking the appropriate box. Qualitative
details, including description of implicit theory, will be
highlighted in the article, which will be copied and
attached to the data extraction form. Study quality will
be assessed using criteria relevant to study design to
describe the nature of this literature but will not be
used to exclude studies from review [18-20].

Step 4: synthesize and interpret

The research associate will tabulate extracted/high-
lighted quantitative and qualitative data, noting any dif-
ferences between independently extracted information
for the same article and resolving those differences
through discussion with the principal investigator. The
total number of eligible and included studies from each
source will be reported, along with reasons for exclu-
sions. Tabulated findings will be examined to discuss
the quantity, design, and quality of studies. The nature
of patient-mediated KT interventions will be described
according to the elements of the refined conceptual fra-
mework, including purpose, context, recipient character-
istics, intervention design and delivery, explicit theory,
and outcomes. Contextual information will be further
examined thematically according to May’s narrative
review approach [21]. This involves directly summariz-
ing relevant details as they are reported to identify
recurring or important issues, without any attempt to
transform them into a common metric or interpreted
theme as in a standard qualitative analysis. Qualitative
details will be independently examined by the principal
applicant and research associate. They will compare
findings and resolve differences through discussion.
Findings will be summarized to describe interventions,
how they work, for whom, and in what context and
identify explicit and implicit theories relevant to inter-
ventions. These data will be used to expand the concep-
tual framework and to create a separate taxonomy of
patient-mediated KT strategies and associated relevant
theories.

The research team will review and interpret the find-
ings and confirm or further refine the products, which
include the following: (a) a conceptual framework of
patient-mediated KT interventions and outcomes; (b) a
description of patient-mediated KT interventions and
the degree to which they have been evaluated in differ-
ent settings or patients, highlighting key elements of
design or implementation that contribute to or detract
from their impact; (c) a taxonomy listing the variety of
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patient-mediated KT interventions and associated the-
ories; (d) recommendations for systematic review of par-
ticular patient-mediated KT interventions where
evidence is found to be sufficient; and/or (e) identifica-
tion of research gaps that warrant further investigation
through primary research study by comparing findings
and the nature/quality of that evidence to concepts in
the conceptual framework.

Discussion

Evidence suggests that informing, educating, and sup-
porting patients to engage in their own healthcare leads
to improved utilization and outcomes. Preliminary
examination of syntheses of this research highlights that
we lack information on how best to deliver patient-
mediated KT interventions. We will examine this issue
by comprehensively reviewing and synthesizing the
available literature in partnership with decision makers/
users with the responsibility for engaging patients and
caregivers. Several products or outcomes are antici-
pated. A knowledge synthesis of patient-mediated KT
interventions will result in a deeper understanding of
how differing design, delivery, and context influence
their impact. Along with the conceptual framework of
patient-mediated KT options and outcomes, this infor-
mation could be used by healthcare providers, man-
agers, educationalists, patient advocates, and policy
makers to guide program planning, service delivery, and
quality improvement. We and other researchers can use
both the conceptual framework and taxonomy associat-
ing relevant theories with patient-mediated KT strate-
gies to evaluate existing interventions or develop new
interventions. Ensuing research may be more useful
because interventions could be operationalised using a
common approach, and the factors contributing to suc-
cess or failure could be more thoroughly elucidated and
considered in intervention design. Gaps in knowledge
will be identified, which may lead to the development of
novel forms of patient-mediated KT interventions or the
testing of existing strategies in unique contexts. Ulti-
mately, by raising awareness of the range and nature of
options for involving patients in improving their own
healthcare outcomes based on contextualising this lit-
erature using a KT approach, influencing practical
development of patient-mediated KT strategies by indi-
vidual and organizational providers, and driving further
research in this area, this knowledge may lead to greater
patient-centred care delivery and improved healthcare
outcomes.
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