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Background: Despite the well-documented risks to patient safety
associated with transitions from one care setting to another, health
care organizations struggle to identify which interventions to im-
plement. Multiple strategies are often needed, and studying the ef-
fectiveness of these complex interventions is challenging.

Objective: The objective of this study was to present lessons learned
in implementing and evaluating complex transitional care inter-
ventions in routine clinical care.

Research Design: Nine transitional care study teams share im-
portant common lessons in designing complex interventions with
stakeholder engagement, implementation, and evaluation under
pragmatic conditions (ie, using only existing resources), and dis-
seminating findings in outlets that reach policy makers and the
people who could ultimately benefit from the research.

Results: Lessons learned serve as a guide for future studies in 3
areas: (1) Delineating the function (intended purpose) versus form

(prespecified modes of delivery of the intervention); (2) Evaluating
both the processes supporting implementation and the impact of
adaptations; and (3) Engaging stakeholders in the design and de-
livery of the intervention and dissemination of study results.

Conclusion: These lessons can help guide future pragmatic studies
of care transitions.
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ment, pragmatic clinical trial, complex health inventions, core
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Patient safety is frequently at risk in transitions of care from
hospital to outpatient settings, and current processes of

care during these transitions are suboptimal.1–8 Despite
growing evidence in support of interventions to improve
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transitional care,9,10 translation of effective strategies into
routine care has not been realized for patients at high risk for
fragmented care and poor outcomes.11–13 Care processes that
aim to bridge acute and postacute care settings vary widely
and are fraught with challenges, including different in-
formation technology systems, siloed networks, and mis-
aligned reimbursement schemes. Health care professionals
responsible for coordinating care transitions recognize the
value of closing gaps in care but often are unaware of best
practices or how to translate evidence-based strategies to local
situations.

Frequent changes in institutional and health policies,
patients’ needs, and local resources create a challenging en-
vironment for addressing care transitions and studying inter-
ventions in ways that are both valid and generalizable. This
paper presents lessons learned from the portfolio of care
transition studies funded by the Patient-Centered Outcomes
Research Institute (PCORI). Three major themes are exam-
ined through the review of case studies: (1) Delineating
function (intended purpose) versus form (prespecified modes
of delivery of the intervention); (2) Evaluating both the pro-
cesses supporting implementation and the impact of adapta-
tions; and (3) Engaging stakeholders in the design and
delivery of the intervention and dissemination of study re-
sults. We highlight the complexities of conducting such
studies, offer lessons learned from our experiences, and
provide exemplars to inform future research.

METHODS
Investigators of 9 comparative effectiveness studies of

care transitions funded by PCORI describe their experiences
implementing and evaluating transitional care interventions.
Two studies were observational. Seven studies were
randomized controlled trials of transitional care interventions,
mostly of pragmatic design. Unlike a traditional explanatory
trial, a pragmatic trial is designed to test an intervention in
everyday clinical settings with heterogenous patient pop-
ulations to maximize applicability and generalizability. Thus,
a pragmatic trial asks whether an intervention works in real
life versus a tightly controlled trial environment (ie, effec-
tiveness versus efficacy).14 The 2 observational studies ex-
amined real-world practice. The 9 transitional care studies
varied in their start dates, durations, target populations, clin-
ical settings, and budgets (range: $1M−$16M), but all were
studies of complex clinical interventions. The interventions
were not funded by PCORI. Table 1 provides an overview of
the case studies reviewed.

RESULTS
Three major themes emerged when study investigators

compared and contrasted their experiences.
(1) Delineating the function versus form of the intervention

and allowing for adaptation to the form while preserving
fidelity to function. The complexity of care transitions
interventions can make it difficult to compare findings or
translate models from one context to another. PCORI’s
Methodology Committee uses 2 descriptive terms that
help with this dilemma.21,22 Function refers to the core
purposes of an intervention applied to meet an intended

goal. Form refers to the strategies and activities needed to
carry out the functions of the intervention, including the
menu of intended modes of delivery, providers involved,
materials or tools required, and intervention dose.22 Too
much, reactive, or the wrong kind of adaptation can
weaken an intervention’s effectiveness and make it
difficult to understand what is being evaluated. Thus, it
is critical to differentiate functions from forms, allow
adaptations to the form while keeping core functions
intact.

(2) Evaluating both the processes supporting implementation
and the impact of adaptations. The case studies describe
planned and unplanned adaptations to transitional care
interventions. They highlight the utility of analyzing
process data to better understand adaptations as well as
the difficulty in assessing the actual (intended and
unintended) effects of adaptations. Findings highlighted
the need to recognize and systematically measure
adaptations in implementation; guided by the research
design, existing data, and established frameworks; and
systematically evaluated with quantitative and qualitative
data collected during implementation.

(3) PCORI’s approach to engaging stakeholders in the
design and delivery of the intervention and dissemination
of study results appears to work. The philosophy of
stakeholder engagement is now established in the
scientific literature; however, investigators and funders
often agree that the value of engagement it is not always
realized due to the effort and resources required to
implement and sustain it properly. Engagement can also
cause problems in the community if it is poorly
conceived, poorly conducted, or implemented without
long-term commitment. The expectations PCORI placed
on study teams to detail engagement plans as part of their
contracts and to engage meaningfully with stakeholders,
coupled with the flexibility afforded to teams to match
engagement to their particular study needs, likely
mitigated issues related to the possible negative implica-
tions of engagement.

These themes are further discussed below.

DISCUSSION

Delineating the Function Versus Form of the
Intervention

Hawe and colleagues called for designers of pragmatic
complex interventions to standardize functions, while allow-
ing the form of the intervention to be tailored to the partic-
ipant or local conditions.21,23,24 Similarly, the PRagmatic
Explanatory Continuum Indicator Summary-225 framework
recommends designing trials with the desired level of prag-
matism in mind, and allowing flexible options for delivery,
while maintaining appropriate fidelity to the intervention.

An intervention’s effectiveness is driven by its core
functions. Thus, functions should not be adapted, and fidelity
to core functions should be assessed. Functions can take on
multiple forms, and these forms may be adapted as long as
they fulfill the core function. The substitution of a particular
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form does not compromise the integrity of the intervention if
a different form could be used to achieve the core function.24

The concepts of forms and functions were developed by
Hawe and colleagues and were recently elaborated on by
Perez Jolles and colleagues, and Kirk and colleagues who
recommend the use of these terms over previously used
terms. Often used interchangeably are the terms: core com-
ponents, core elements, core principles, active ingredients,
key features, the theory of change process or logic
model.21,24,26–29

Despite the shared understanding of their importance,
intervention developers infrequently specify core functions
and forms. Most protocols only specify forms (who does
what, when, where). For example, a protocol might state
“Nurse A asks patients who meet X, Y, Z inclusion criteria a
specific screener question to determine if they are eligible for
the transitional care program. If eligible based on the
screener, Nurse A places note for physician in chart to initiate
referral.” The methodological concern is that most inter-
vention protocols do not specify core functions. Thus, mea-
suring fidelity to the functions is generally not possible using
only the protocol. Core functions need to be specified first,
describing why and how—why does what they are doing
work and how does it work (mechanisms of action).

Historically, the focus has been on fidelity to the in-
tervention protocol, which means we have only measured
fidelity to forms. In the example above, a study might be
criticized for not having fidelity if Nurse A changed the
wording of the question or if someone other than Nurse A
asked the question. Instead, such adaptations need to be
measured and evaluated in terms of their potential impact
on core functions. To illustrate further, a nurse might spend
5 minutes teaching a patient about a medication at dis-
charge, or the patient might watch a 5-minute video at
home. However, these may lead to different levels of ef-
fectiveness despite serving the same purpose of patient
education (function). Also, patient preferences for video or
nurse-directed education may produce different levels of
knowledge. Therefore, it is important to evaluate whether
adaptations to form are associated with different im-
plementation outcomes (eg, acceptability) and produce
different patient outcomes.

Historically, adaptations were considered a potential
threat to implementation and the validity of studies that
evaluated them. Yet adaptations may be necessary to address
the needs of a particular patient population due to hetero-
geneity of disease severity or complications, other patient
factors, or the local social context or environment—or be-
cause funding is insufficient to implement an intervention as
originally designed. The goal should be to balance fidelity (to
function) and context-aligned adaptation (to form) to max-
imize effectiveness, translation into routine clinical care, and
sustainability.

New work by Hawe, Perez Jolles and colleagues, and
Kirk and colleagues suggests we should rethink how we
consider fidelity entirely. Instead of focusing on protocol fi-
delity (which, given the way protocols are currently written,
means we are measuring form fidelity only), we should in-
stead focus on function fidelity. The advantages of

disentangling functions from forms can be applied to inter-
ventions that include “just” clinical components as well as to
interventions that are packages of clinical components and
implementation strategies.

Ideally, developers would specify how each inter-
vention function is expected to generate an effect on the
prespecified outcome in each patient population (or in
specified patient subgroups). Core functions and forms can
also be identified post hoc.28 The idea of making causal
pathways explicit is also reflected in PCORI’s methodology
standards for studies of complex interventions.22 In the case
studies below, we discuss the importance of delineating
function versus form.

Case Study: “Improving Transition from Acute to
Post-Acute Care Following Traumatic Brain Injury—The
BRITE Study”30 is an ongoing multisite trial whose par-
ticipants have highly variable ability to participate de-
pending on the severity of their traumatic brain injury and
their postdischarge community resources. The study com-
pares the effectiveness of 2 approaches of transition from
the hospital to the community. Flexibility in how the in-
tervention is implemented depends on the individual’s
needs and the community resources available to meet those
needs.21,24 The research team intended to focus their as-
sessment of fidelity on monitoring function by specifically
assessing which forms were used in the intervention (as-
sessment of all needs, provision of specific resources, etc.),
through listening to recorded contacts between inter-
ventionists and participants and utilizing a fidelity checklist.
Ultimately, this approach to fidelity was not pragmatic on
the PRagmatic Explanatory Continuum Indicator Summary-
2 scale,31 and it was more closely aligned with the idea of
fidelity to form (ie, documentation of particular kinds of
patient contact) rather than function. As the study evolved,
the research team clarified its definition of function and
emphasized fidelity to function while allowing flexibility in
form. The process was further documented in a manual to
embed flexibility in the intervention, and fidelity to function
(eg, were needs assessed, were resources given, were con-
tacts with participants made) is now tracked in a clinical
database. Lesson Learned: Complex transitional care in-
terventions should be flexible in form to maximize their
effect on different patient subgroups and contexts.

Case Study: The “Emergency Medicine Palliative Care
Access” study is an ongoing pragmatic, multicenter
randomized controlled trial with emergency department pa-
tients comparing 2 established models of palliative care:
nurse-led telephonic case management versus specialty out-
patient palliative care. The interventions were both
complex,32 with multiple core functions completed by a nurse
or another provider. The form of delivery (telephonic versus
face-to-face) was not originally designed to be adaptable, but
the coronavirus disease of 2019 pandemic closed outpatient
palliative care clinics temporarily, and all visits transitioned to
a telehealth platform. However, the core functions of pallia-
tive care, such as assessing symptom burden and performing
a goal of care conversation, remained. The research team will
compare effectiveness of the mode of delivery as an addi-
tional exploratory analysis. Lesson Learned: Flexibility
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regarding an intervention’s form allows necessary adaptation
in response to external, real-world changes. Complex inter-
ventions may require adaptation under real-world conditions
and will likely be adapted by future adopters.

Case Study: In the PATient Navigator to rEduce Re-
admissions (PArTNER, Evaluating a Program to Improve
Patient Experiences after Discharge from the Hospital)
pragmatic trial, patients hospitalized at a minority-serving
institution with a diagnosis of heart failure, pneumonia,
chronic obstructive pulmonary disease, myocardial infarction,
or sickle cell disease were randomly allocated to a Navigator
intervention delivered by community health workers and peer
coaches or to usual care. The Navigator intervention included
(1) Assessment of barriers to safely transition from hospital to
home during community health worker-led in-person visits in
the hospital before discharge and at a home visit; and (2)
Follow-up supports provided via phone by peer coaches from
patient advocacy organizations over a 60-day period. In the
Navigator group, completion rates of interventions varied
across components (eg, > 90% had assessments of barriers to
care, ~80% had postdischarge home visits, but only 60% had
1 or more peer coaching calls).33 Lesson Learned: Fidelity to
form can vary greatly across various components of a com-
plex intervention. The need for adaptations to form may
therefore vary among intervention components and should be
considered in the design phase of the study, evaluated, and
specified for future adopters.

Evaluating Both the Processes Supporting
Implementation and the Impact of Adaptations

Process evaluations inform researchers about expected
effects and associated mechanisms of an intervention and can
help explain differences between expected and observed
outcomes.34,35 PCORI methodology standards for studies of
complex interventions also emphasize the value of planning
and conducting a full process evaluation. This information
can also help elucidate how an intervention’s effectiveness
may be altered by adaptations to different settings, pop-
ulations, changing contextual factors, or the external envi-
ronment. Some events may be anticipated and adjustments
made during trial implementation can be planned; others
cannot be anticipated.

The case studies below describe unplanned adaptations
in 2 pragmatic trials. They highlight the utility of analyzing
process data but did not evaluate the impact of these adap-
tations on implementation or outcomes.

Case Study: “Relative Patient Benefits of a Hospital-
Patient Centered Medical Home Collaboration within an
Affordable Care Organization to Improve Care Transitions,”
was a cluster-randomized stepped wedge trial of a multi-
component intervention to improve care transitions among
general medical and surgical adult patients. One component
of the intervention, an inpatient discharge advocate, was de-
livered in different ways in the 2 participating hospitals, an
unplanned adaptation in response to local contextual differ-
ences. In 1 hospital, a dedicated nurse practitioner served in
this position, while in the other, this position was filled by
expanding the roles of multiple existing “attending nurses.”
While the former had a high degree of quality control (fidelity

to function) but limited ability to see all patients, the latter had
more variable fidelity to function but greater ability to see
more patients and a clearer path to sustainability. Lesson
Learned: Mixed methods program evaluation can provide
valuable lessons learned when circumstances lead to un-
planned adaptations to the form of an intervention.

Case Study: The “Comprehensive Post-Acute Stroke
Services” study tested a comprehensive model of postacute
stroke care in a cluster-randomized design including 40
hospitals and over 6000 participants.15,36 The protocol
specified that a 2-person clinical team (a nurse and either a
physician or a stroke-trained advanced practice provider)
conduct a follow-up visit after hospital discharge and com-
prehensively assesses patient and caregiver needs. These data
then informed an individualized care plan including second-
ary prevention, rehabilitation, recovery, and referral to com-
munity services. However, only 35% of eligible patients at
intervention hospitals actually received the follow-up visit
and individualized care plan within 30 days of discharge. As
is common in pragmatic trials, fidelity to function was low. In
the intention-to-treat analysis, no benefit on the primary
outcome (patient-reported physical function) was detected.
Self-reported blood pressure monitoring at 90 days was more
prevalent in the intervention arm compared with usual care
(72% vs. 64%) and was the only significant secondary out-
come in the intention-to-treat analysis. The intervention pro-
duced a clinically meaningful improvement in home blood
pressure monitoring which is critical for a population at high
risk of future stoke. Clinical teams were trained to emphasize
to patients at discharge the importance of home blood pres-
sure monitoring. During implementation, hospital staff
deemed it essential to provide their patients with blood
pressure cuffs if telling them to monitor their blood pressure
at home. This sentiment was common, and 12 (63%) inter-
vention hospitals used their own resources to provide blood
pressure cuffs to patients at discharge. This unplanned
adaptation was not assessed. Lesson Learned: Evaluating
processes that support implementation can elucidate the hy-
pothesized causal pathway and can inform future attempts to
adapt the model to other settings and populations. Evaluating
adaptations generates evidence to support what should and
should not be incorporated into the manualized intervention.

Kirk and colleagues27 developed a model and decision
aid for understanding intended and unintended impacts of
adaptations. Rather than just describing adaptations, they
recommend a systematic assessment of relationships between
constructs. Their model for adaptation design and impact
recommends researchers consider potential causal pathways
of adaptations (eg, mediators and moderators) and adapta-
tions’ intended and unintended impacts on outcomes. Model
for adaptation design and impact recommends practitioners to
design adaptations in a way that anticipates intended and
unintended impacts and leverages best practice from research.

Deciding which adaptations are permissible for an in-
tervention should be guided by an established framework.
Escoffrey et al37,38 published a review of frameworks for
adapting evidence-based interventions. The Substance Abuse
and Mental Health Services Administration of the US De-
partment of Health and Human Services also has a quick
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guide for how to adapt interventions, and Wiltsey Stirman
et al33 proposed a framework for reporting adaptations. If
evidence is available, that too should guide adaptations.
Naylor et al39 has published a review of known adaptations of
the evidence-based Transitional Care Model in the United
States.

Currently, there are very few rigorously conducted
studies evaluating implementation factors that are associated
with higher fidelity to function. For future research, especially
pragmatic trials, we recommend an approach to im-
plementation in which adaptation is encouraged, recognized,
respected; guided explicitly by the research design, existing
data, and established frameworks; and systematically eval-
uated with quantitative and qualitative data collected during
implementation. We recommend specifying which adapta-
tions to the intervention’s form are allowable and monitoring
for potential intended and unintended impacts of these
adaptations. We also recommend developers provide manuals
describing the core functions and the menu of forms available
for each function and, ideally, guidance on which forms to
select for which situations; with decisions supported by data.

Engagement of Stakeholders: First Do No Harm
While the benefits of stakeholder engagement are often

discussed,40,41 few studies describe the challenges that ac-
company engagement,42 particularly as they relate to the
communities being served. “Engagement” is a term often
used by researchers to describe interactions with the com-
munity. However, the quality of those interactions often
hover on the lower ends of the community engagement
continuum (eg, outreach and consultation), lack true leader-
ship and bidirectional learning from communities (which
occur at higher levels such as collaboration/shared leader-
ship), and are rarely robust.

In addition, there are few patient-centered, ecologically
focused definitions of “community.”43 Therefore, researchers
and community members often enter into partnerships not
understanding the operationalized definition of community
which lends the work of the partnership to a unilateral focus
and further exclusion within the community.44

The benefits of engagement begin early. Early initiation
of high-quality, clearly defined community/patient engage-
ment can mitigate mistrust, especially among marginalized
communities, enhance participant enrollment and im-
plementation of findings, and eliminate some of the diffi-
culties with recruitment.45 Therefore, we must engage the
target patient population and health system stakeholders
providers early in the intervention and study design phases to
understand their needs and determine the implications of not
addressing those needs within the study. Flexibility and the
ability to adjust strategies are essential to engage community
partners most effectively.

While investigators and funders often recognize the
value of engagement, it is not always well-implemented or
sustained due to the effort and resources required. Engage-
ment that is poorly designed, poorly implemented, or not
sustained can increase rather than decrease mistrust in the
community. The standards and milestones that PCORI re-
quires of funded projects—from study design and recruitment

to the dissemination of results—help to ensure that study
teams engage meaningfully with stakeholders throughout the
life of the study. Furthermore, PCORI recognizes the im-
portance of allowing for flexibility of form so long as fidelity
of function is preserved, enabling teams to match engagement
to their particular study and stakeholder needs and to modify
engagement form, as needed, to best cultivate trust in the
stakeholder community.

Engagement is essential in transitions of care given the
complexity of different levels of care and heterogeneity of the
populations of interest who are in transition. Particularly
challenging, care transitions research involves the study of
processes that encompass different providers, settings, and
systems with the patient as the only consistent factor. Fur-
thermore, it frequently involves an intervention that is itself
complex and involves multiple layers (functions). In addition,
while the professionals asked to execute the intervention may
recognize its importance, they may lack awareness or agency
to ensure the delivery of what is needed in the next step in the
care chain. Factors such as these may explain the low fidelity
to function observed in some studies.

The case studies presented here represent a broad range
of community stakeholders. All provide examples of part-
nerships that exemplify characteristics of higher levels of the
community engagement continuum. In the case study below,
the researcher-stakeholder partnerships developed a common
definition of “community,” and each demonstrated ways to
account for the complexities of community in their im-
plementation and evaluation processes. This case study il-
lustrates the importance of understanding stakeholders’
capacity for engagement and how best to achieve meaningful,
bidirectional engagement.

Case Study: “Sickle Cell Trevor Thompson Transition
Project study: The Comparative Effectiveness of Peer Men-
toring vs. Structured Education-Based Transition Program-
ming for the Management of Care Transitions in Emerging
Adults with Sickle Cell Disease” includes 14 sites in 7 states.
The study examines the effectiveness of peer support in re-
ducing acute care visits and improving quality of life among
youth with sickle cell disease as they transition to adult care.
Each site is represented by a “triad”: a pediatric and adult
sickle cell disease provider, a community-based organization,
and the patient. Early on, the team noted that community
relationships and capacity for community engagement varied
significantly among sites. The study team worked iteratively
with patient stakeholders and community partners to opera-
tionally define engagement and a purpose statement. These
tools helped sites explore the concept of engagement within
their own unique contexts. Creating a unique engagement
goal also fostered a sense of ownership within each site and
provided a foundation for sustainability of efforts beyond the
study. Engagement pitfalls abound when researchers’ values
(eg, publications) misalign with community values (eg,
quality of life). Therefore, co-developing the engagement
goals fostered greater involvement in the process as well as
the outcomes of the research. Lesson Learned: Developing a
common definition of community allows partners to collec-
tively recognize the heterogeneity of the community and to
eliminate division that may inadvertently occur within the
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community due to the mistrust of the partnership among
members of the community not directly involved in the
partnership. Effective engagement begins with approaching
all introductions without hierarchy or positions of power as-
sists collaborators in dissolving pre-established power struc-
tures that may exist. Allowing sites to customize engagement
approaches within the context and capacity of each site can
enhance communication among stakeholders and support
both implementation and sustainability.

Often, the outcomes that matter most to patients, such
as engagement in the discharge process, ability to carry out
the discharge plan, physical and cognitive function, and
caregiver burden, are harder to measure, lack validated in-
struments, and/or are deemed less rigorous by the larger
scientific community.46 Obtaining stakeholder input allows
researchers to assess benefits and harms of interventions to
enhance informed decision-making, account for heterogeneity
in participants and settings, and clearly articulate all possible
outcomes to stakeholders.47 Patient-centered outcomes can
often be proxy measures for important downstream variables
including health maintenance and reduction of high-cost
service use (eg, emergency department visits). In the case
study below, we discuss how the target population can in-
fluence expectations for intervention success and therefore the
outcomes most important to them after discharge.

Case Study: In “Relative Patient Benefits of a Hospital-
Patient Centered Medical Home Collaboration within an
Affordable Care Organization to Improve Care Transitions,”
the team chose postdischarge adverse events as the primary
outcome. Their reasons were: (1) these were felt to be im-
portant to the patients and caregivers in the study’s Patient
and Family Advisory Council and to other stakeholders; and
(2) unlike readmissions, postdischarge adverse events are
more directly related to quality of transitional care via a clear
causal pathway. Lesson Learned: Postdischarge adverse
events could only be measured via intensive postdischarge
follow-up with patients, followed by physician adjudication.
Yet the outcome was important to patients and the team found
this outcome much more amenable to change than read-
mission rates.18

Broadening Dissemination Venues
Investigators have an ethical obligation to disseminate

research findings. The first path for dissemination is often
peer-reviewed abstracts for conferences and followed by
journal publication. Yet, this strategy has well-known dis-
advantages: journal reviewers may be biased about the value
of efficacy research over effectiveness studies, journals may
not publish studies that have not demonstrated benefit despite
the rigor of the design or significance of the findings as a
whole, the process of reviews and revisions is lengthy, and
paywalls (ie, for journal access) can prevent findings from
being widely accessible.48

We found that pragmatic trials of transitions of care
interventions were difficult to publish in top-tier scientific
journals, with the most common issue being that reviewers
appeared to use traditional randomized controlled trial design
criteria to evaluate them. This may change as more studies
specify methodology standards used, are recognized for their

methodologic rigor, and as the scientific community becomes
accustomed to pragmatic trials. We recommend further edu-
cating reviewers to recognize the rigor and value of prag-
matic, patient-centered studies of complex interventions (see
Reeves36 as an example).

Stakeholders in each PCORI-funded study can help
identify audiences who would benefit from being informed of
the findings. Those who help develop each dissemination plan
can also facilitate entrée into their own networks as vehicles
to share findings with audiences who would directly benefit
from and use that information.

Patients and Caregivers as Dissemination
Partners

Dissemination of study results should begin with
choosing stakeholders to codevelop and support plans for
messaging, channels for dissemination, reach, and intent.
There is now a trend to include stakeholders as coauthors on
papers and presentations, as in community-based partic-
ipatory research. However, educating stakeholders to take on
this role typically requires intensive coaching and time. We
recommend budgeting for stakeholders to help disseminate
findings; they bring the research to life for decision makers. In
the case studies below, we illustrate how nontraditional re-
search partners can enhance dissemination of study results

Case Study: In “An Emergency Department-to-Home
Intervention to Improve Quality of Life and Reduce Hospital
Use,” involvement of a broad stakeholder group was critical
to shaping every step of the research study, including dis-
semination. Patient and caregiver stakeholders created videos,
presented at an annual PCORI meeting and on the PCORI
website, outlining their contributions, why patient partic-
ipation is critical to research, and what the contribution meant
to them. Lesson Learned: Patients, clinicians, and other
stakeholders engaged in research can provide powerful voices
for change and strengthen research dissemination.

Case Study: The development and publication of interim
findings emerging from patient and caregiver focus groups of
Project ACHIEVE offered an opportunity to pilot test princi-
ples and steps in their dissemination plan. This included lev-
eraging Project ACHIEVE’s extensive network of research
partners and stakeholders and customizing messages for tar-
geted end users—press releases, drafted tweets and 1-page
summaries—for targeted end users (eg, patients and family
caregivers, clinical providers and policy makers). Importantly,
health literacy experts and patient/family caregiver repre-
sentatives reviewed the patient-focused materials to ensure they
were understandable and conveyed meaningful, actionable
messaging. In addition, major hospital and advocacy organ-
izations including the American Hospital Association, Amer-
ica’s Essential Hospitals and Joint Commission Resources
reviewed materials with incorporation of their suggested
modifications for clinical providers, hospitals and policy
makers. These efforts resulted in the peer-reviewed publication
obtaining an Altmetric score of 226, placing it among the top
5% of research articles rated by the platform. Over 40 national
news outlets covered the findings. One-page summaries
remain readily available for download on the Project
ACHIEVE website (https://achieve.med.uky.edu/achieve-news).
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Lessons Learned: Stakeholders are valuable active partners for
dissemination of study results to users and policy makers; the
research team needs to ensure that the message is compelling,
direct, and succinct for end users. Importantly, dissemination as
an interactive, iterative process, not a one-time activity.

Timing of Dissemination
When policy reforms are proposed, transitional care

studies are not always completed or teams are not always able
to share findings. Dissemination can be challenging to align
with policy reform and professional societies as demonstrated
in this next case study.

Case Study: The “Comparative Effectiveness Study of
Post-Acute Care Options for Survivors of Stroke” was a ret-
rospective study using clinical registry, survey, and claims data.
Preliminary findings comparing outcomes for stroke patients
who received postacute care in inpatient rehabilitation versus
skilled nursing facilities were disseminated to the Medicare
Payment Advisory Commission and key stakeholders because
changes to payment were being considered that would impact
delivery of inpatient rehabilitation care. The study’s results il-
lustrated how clinical data and patient-reported outcomes en-
hanced information in Medicare claims and improved the
ability to assess effectiveness of post-acute care versus claims
data alone.49,50 The Commission concluded that site-neutral
payments for inpatient rehabilitation and skilled nursing facili-
ties should exclude stroke patients, because clinical and patient-
reported outcomes showed the benefits of inpatient re-
habilitation. Although disseminating directly to decision makers
to influence policy reduced significance for peer-reviewed
publications, findings were incorporated in the American Heart
Association clinical guidelines that continue to recommend
stroke patients go to an inpatient rehabilitation (versus skilled
nursing) facility after hospital discharge.51 Lesson Learned:
Engaging stakeholders in dissemination before publication can
lead to important advancements measured outside of peer-re-
viewed publications. This engagement approach also stands in
contrast to press releases and publishing on websites like www.
kff.org or https://evidencebasedprograms.org/ that enable policy
officials and others to quickly evaluate the evidence underlying
health and social programs.

There is scant literature on how different stakeholders
can be directly engaged with one another to drive translation
of research into practice. In particular, while there evidence
on ways that researchers can deliver study results to policy
makers, little research has been conducted on how to engage
patients and caregivers in this process. Heckert et al52 ac-
knowledge the inherent tension between the time it takes to

meaningfully involve stakeholders and the time pressures to
share timely results to inform care. The evidence-based
framework designed by Lavis et al53 may provide 1 way for
researchers to more effectively and efficiently engage patients
and caregivers in the transfer of knowledge to decision
makers. This framework is rooted in 5 questions: (1) What
should be transferred to decision makers? (2) To whom
should research knowledge be transferred? (3) By whom? (4)
How? And (5) With what effect? Table 2 illustrates
stakeholder-driven strategies that researchers can use to
successfully convey their study results to policy makers.

CONCLUSIONS
Interventions that engage stakeholders, compre-

hensively address gaps in care, and improve the stakeholder
experience and outcomes are complex. These complexities
are magnified when evaluating novel transitional care inter-
ventions under real-world conditions.
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