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Abstract

Objective: Little evidence exists about effective and scalable methods for meaningful stakeholder engagement
in research. We explored patient/caregiver experiences with a high-tech online engagement approach for
patient-centered research prioritization, compared their experiences with those of professional stakeholders,
and identified factors associated with favorable participant experiences.

Methods: We conducted 8 online modified-Delphi (OMD) panels. Panelists participated in 2 rating rounds with a
statistical feedback/online discussion round in between. Panels focused on weight management/obesity, heart fail-
ure, and Kawasaki disease. We recruited a convenience sample of adults with any of the 3 conditions (or parents/
guardians of Kawasaki disease patients), clinicians, and researchers. Measures included self-reported willingness to
use OMD again, the panelists’ study participation and online discussion experiences, the system’s perceived ease
of use, and active engagement metrics.

Results: Out of 349 panelists, 292 (84%) completed the study. Of those, 46% were patients, 36% were clinicians,
and 19% were researchers. In multivariate models, patients were not significantly more actively engaged (Odds
ratio (OR) =1.69, 95% confidence interval (Cl), 0.94-3.05) but had more favorable study participation (5 =0.49;
P<.05) and online discussion (f=0.18; P<.05) experiences and were more willing to use OMD again (= 0.36;
P<.05), compared to professional stakeholders. Positive perceptions of the OMD system’s ease of use (f=0.16;
P<.05) and favorable study participation (= 0.26; P<.05) and online discussion (=0.57; P<.05) experiences
were also associated with increased willingness to use OMD in the future. Active engagement was not associ-
ated with online experience indices or willingness to use OMD again.

Conclusion: Online approaches to engaging large numbers of stakeholders are a promising and efficient adjunct
to in-person meetings.

Key words: ExpertLens, online modified-Delphi, patient-centered outcomes research, patient engagement, pPSCANNER, stakeholder
engagement

Engaging stakeholders in prioritization and resource allocation exer-
cises is a critical component of research. To ensure relevance and
value to health care stakeholders, the Patient-Centered Outcomes
Research Institute (PCORI) has a mandate for stakeholder participa-
tion in all stages of research. Clinicians, patients, and caregivers

engage in preparation (agenda setting, topic prioritization and selec-
tion); execution (study design, participant recruitment, data collec-
tion and analysis); and translation (results dissemination and
implementation) of research."” Patient and other stakeholder partic-
ipation can help researchers (1) ensure relevance of research
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questions to patient and stakeholder needs; (2) secure funding, de-
sign data collection protocols, and choose appropriate outcomes; (3)
facilitate study recruitment efforts; and (4) facilitate translation and
dissemination of results.'=

Despite widespread support, little is known about best methods
of stakeholder engagement.' Focus groups, in-depth interviews, sur-
veys, e-mail communication, conference calls, patient home visits,
patient advisory boards, deliberative sessions, and consensus-
building techniques have been used for engagement purposes.'*°=*
Many of these methods require face-to-face interaction and are con-
sidered to be “high-touch.” High-touch approaches involve direct
contact with stakeholders and therefore are time-consuming, logisti-
cally challenging, prone to cognitive bias, expensive to implement,
and difficult to scale up.” Because of these limitations, only a rela-
tively small number of stakeholders, especially patients or their care-
givers, are typically engaged in any given research study.

Moreover, patients’ priorities are often elicited separately from
those of other stakeholders, which complicates the decision-making
process.'® It is not clear whether it is better to convene a multistake-
holder engagement process where patients and health care profes-
sionals (ie, clinicians and health researchers) interact with one
another directly or to combine their separately collected input.
While patients may be more comfortable sharing their perspectives
when professionals are not present, direct multistakeholder interac-
tion can have synergistic effects and can lead to consensus.

As an alternative to high-touch methods, “high-tech” engage-
ment approaches conducted online are becoming more popular.'*'?
Online approaches are scalable and can facilitate the engagement of
large numbers of stakeholders at lower cost, allowing for post hoc
stratification of responses. Stakeholders can also contribute at their
convenience without needing to travel, a particular concern for pa-
tients with chronic and potentially disabling conditions.” Online
approaches may also promote collaboration and transparency, be-
cause the responses of all stakeholders are readily available to all
participants.

Online modified-Delphi (OMD) is one high-tech approach that
provides a methodological basis for online collaborative platforms.
Such platforms were identified as a priority area in a recent report
on innovative methods for stakeholder engagement.'" OMD facili-
tates structured engagement of and deliberation in large and diverse
groups of stakeholders, who participate using their own Internet-
connected devices.'>'* OMD helps explore the existence of consen-
sus among stakeholders, who answer structured questions and can
revise their responses based on group responses and new informa-
tion generated during discussions. Finally, the online nature of en-
gagement also makes it easier to solicit input from patients and
professional stakeholders at the same time, because participation
can be anonymous.*®

Different versions of OMD have been implemented using
REDCap™ (a Web-based data capture and management tool),'®
SurveyMonkey™ (an online survey tool),’” and custom websites
with integrated data collection and analysis components,'® as well as
online discussion functionalities."* OMD platforms have been used to
engage researchers, health care providers, agency administrators,
policy-makers, and community members on such topics as developing

13,14

national suicide prevention research goals, identifying defini-

tional features of continuous quality improvement in health care,'**°
developing quality and performance indicators/measures for arthritis

patients,?'™>* identifying ethical principles that guide translational sci-
ence research,”® and exploring ways Veterans could be involved in

the design of Veterans Administration care.*

While previous research shows that health care professionals
generally report positive experiences with OMD,>%** little is known
about patient experiences and how they compare to those of profes-
sional stakeholders. In this article, we report the results of an explor-
atory study that compares patients’ and professionals’ experiences
with OMD conducted to identify research priorities for patient-
centered, comparative effectiveness research on 3 health conditions:
weight management/obesity, heart failure, and Kawasaki disease
(KD). We analyzed whether and how stakeholder type (patient vs
professional); panel composition (patient-only vs mixed); and stake-
holder level of engagement, perception of the OMD system, and ex-
periences with the online process affect stakeholders’ willingness to
participate in future OMD panels. Knowing what factors may affect
their willingness to be engaged using online approaches will contrib-
ute to our understanding of best practices for patient and stake-
holder engagement. In the Discussion section, we offer lessons
learned about engaging stakeholders using high-tech approaches
and discuss the benefits of integrating OMD processes with informa-
tion in clinical trial management systems and disease registries.

METHODS
pSCANNER

We use stakeholder engagement data from the Patient-Centered
SCAlable National Network for Effectiveness Research
(pSCANNER),?” a stakeholder-driven network and a member of
PCORI’s National Patient-Centered Clinical Research Network,
PCORnet.”® As part of pPSCANNER stakeholder engagement activi-
ties, in winter-spring 2015, we conducted 8 online stakeholder pan-
els to explore consensus on research priorities for future
pSCANNER studies.

Participants

Because pPSCANNER focuses on 3 health conditions, we convened
separate panels for each condition. For weight management/obesity
and heart failure, we convened 1 patient-only panel, 1 clinician-only
panel, and 1 mixed panel that included patients, clinicians, and re-
searchers. For Kawasaki, a rare childhood disease that affects blood
vessels, we convened only 2 panels: a patient/caregiver-only and a
mixed panel that included patients/caregivers, clinicians, and re-
searchers. This study was reviewed and determined not to be human
subjects research by the Institutional Review Boards at RAND and
the University of California, Davis.

Participants were recruited via e-mail and messages to members-
only social media communities, and in person by members of the
pSCANNER advisory board, investigators, and clinicians. Eligible
participants had to be 18 years of age or older, be able to read and
write in English, and have access to a computer or similar device to
access the online system. Eligible patients were overweight
(BMI > 25 kg/m?) or diagnosed with heart failure or KD. Eligible
caregivers were parents/guardians of children diagnosed with KD.
Eligible researchers and clinicians conducted research or provided
care for patients with these conditions. During recruitment, partici-
pants provided information about their gender, race/ethnicity, edu-
cation, and prior participation in online surveys and expert panels.
Participating researchers, clinicians, and patients/caregivers received
a $300 gift card as a compensation for ~4 hours of their time re-
quired to complete the study. All participants were paid the same
amount of money to ensure equity, as suggested in the PCORI
Compensation Framework.
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Data collection

OMD enables iterative engagement of noncollocated individuals
without requiring them to travel to a centralized location.
Participants anonymously answer questions, interact with others,
and revise their original responses based on feedback and discussion
using their own computer at a time convenient to them.'?

To ensure consistency across panels within the same condition,
we conducted them at the same time using identical 3-round proto-
cols (ie, participants prioritized the same research topics using the
same rating criteria). (Substantive panel findings will be reported
separately.) While research topics varied across medical conditions,
the rating questions remained the same. In Round One (R1), partici-
pants rated a series of research topics for their medical condition on
5 criteria and explained their responses using open text boxes. In
Round Two (R2), they saw their own and copanelists’ responses and
discussed them using a moderated, asynchronous, anonymous dis-
cussion board. The same facilitator moderated all discussions. In
Round Three (R3), participants could revise their original responses
and share their experiences with OMD. Each round was open for
7-10 days.

The ExpertLens ™ OMD platform was used throughout.
comparison to other online Delphi platforms,'” ExpertLens offers
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an innovative engagement approach that not only allows partici-
pants to answer questions and explain their responses, but also dis-
cuss results using an asynchronous, anonymous, moderated online
discussion board; completely eliminates the time between rounds
needed to generate individualized reports detailing group responses;
and displays participants’ original R1 responses in R3 to help them
make the final decision.

Measures

In accordance with best practices of stakeholder engagement, we
evaluated OMD panelists’ experiences.>”>? At the end of R3, we ad-
ministered a participant experience survey. Panelists used a 7-point
Likert scale (1=strongly disagree, 2=disagree, 3 =slightly dis-
agree, 4 =neutral, 5 =slightly agree, 6 =agree, 7 =strongly agree)
to rate 14 statements (see Table 2). These statements are based on
research on computer-mediated communication and factors that
may affect participant online experiences.’’** Although not for-
mally validated, these statements have been used in previous OMD
studies to measure professional stakeholder experiences.”*** For
analysis, Likert response scales for negatively worded statements
were recoded so that 7 corresponded to the most favorable rating
and 1 to the least favorable.

Our main outcome was participants’ willingness to use OMD
again, which was based on responses to 1 statement: “I would like
to use ExpertLens in the future.”

To measure participants’ perception of the OMD system’s ease
of use, we used the responses to 1 statement: “The ExpertLens sys-
tem was easy to use.”

We created 2 indices measuring participants’ online experiences
by averaging the responses to the relevant statements describing
study participation and online discussion experiences. The study

«

participation experience index included 4 items: “participation in

this study was frustrating,” “participation in this study took a lot of
effort,” “this study was too long,” and “the right set of questions
was asked in this study” (o= 0.67). This index captured participant

experiences with the study as a whole. The online discussion experi-
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ence index included 8 items: “the discussions gave me a better un-
derstanding of the issues,” “I had trouble following the discussion,”

“participants debated each other’s viewpoints during the discus-

» o«

sions,” “the discussions brought out views I hadn’t considered,”

» «

“the discussions brought out divergent views,” “participants some-
times misinterpreted each other’s comments during the discussion,”
“the discussion round caused me to revise my original answers,”
and “I was comfortable expressing my views in the discussion
round” (a0=0.60). The online discussion experience is a crucial
component of the OMD process, because it helps explore whether
the online process meets Delphi goals of encouraging participants to
learn from others and revise their original responses based on new
information.

As in previous studies, we considered a mean of >5 on indices
and positively worded statements measuring experiences (and <3 on
negatively worded statements) to be an indicator of a “positive” or
“favorable” experience.’***

We are not aware of any formally validated instruments that
measure participant engagement in OMD. Therefore, we developed
a dichotomous measure of active participant engagement, which ac-
counts for the number of ratings provided, the number of ratings ex-
plained, and the number of comments posted during discussion.
None of the rating questions were required, and participants were
only encouraged to explain their responses and post comments dur-
ing R2 discussions. We used a conservative approach and defined
participants to be actively engaged if they answered at least 90% of
the ratings questions in both rating rounds, explained at least 90%
of their ratings in either R1 or R3, and commented at least twice
during the discussion round.

Analyses

To identify the factors associated with participants® OMD experi-
ences and willingness to use OMD in the future, we conducted a se-
ries of multivariate regressions that controlled for gender,
participant status (patient/caregiver vs professional), panel composi-
tion (homogeneous (ie, patient/caregiver-only or clinician-only) vs
mixed), and perceived ease of use of the OMD system. In the models
identifying factors associated with a dichotomous measure of active
participant engagement, we used logistic regression. In the models
identifying factors associated with study participation and online
discussion experience indices, as well as willingness to use OMD
again (our main outcome of interest), we used ordinary least squares
regression and also controlled for active participant engagement.
We also conducted a sensitivity analysis by individually including
the 3 components of the active participant engagement variable.

RESULTS

Of the 349 panelists, 292 (84%) completed the participant experi-
ence surveys. Of these 292 participants, 133 (46%) were patients/
caregivers, 104 (36%) were clinicians, and 55 (19%) were re-
searchers (Table 1). The majority of participants were female (60%).
The distribution of participants across the 3 conditions was fairly
even (weight management/obesity, 35%; heart failure, 29%; and
KD, 36%), as was the composition of the panel (homogeneous,
52%; mixed, 48%). Most participants had never participated in a
prior expert panel (65%) but had participated in an online survey
(84%). (These variables were not associated with any dependent
variables and were excluded from our models.) Patients and profes-
sionals differed significantly by gender, race/ethnicity, level of educa-
tion, and condition type.
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Table 1. Characteristics of study participants by stakeholder type

Participant characteristics Total (N=292)? Patients/caregivers (N=133) Professionals (N =159) P-value
N (%) N (%) N (%)
Gender
Female 160 (60) 83 (68) 77 (54) .02
Race
White 164 (66) 88 (78) 76 (57) 02
Black 13 (5) 8(7) 5(4)
Asian 56 (23) 11 (10) 45 (34)
Other 14 (5) 6 (6) 8 (6)
Hispanic origin
Yes 30 (10) 18 (14) 12 (8) .09
Highest level of education
Up to high school 5(2) 4(3) 1(1) <.001
High school/technical school graduate 4(2) 4(3) 0
Some college or 2-year degree 33(12) 33 (26) 0
4-year college degree 42 (16) 35(28) 7 (5)
Graduate or professional degree 182 (68) 48 (38) 134 (94)
Prefer not to answer 2(1) 2(2) 0
Panel type
Mixed 141 (48) 41 (31) 100 (63) <.001
Condition
Weight management/obesity 101 (35) 37 (28) 64 (40) <.001
Heart failure 86 (29) 30 (23) 56 (35)
Kawasaki disease 105 (36) 66 (50) 39 (25)
Participated in prior expert panel
Yes 93 (35) 22 (17) 71 (50) <.001
Participated in prior online survey
Yes 226 (84) 87 (70) 139 (97) <.001

Note: *Some variables contain missing values, so the total across categories may not add up to 292.

Results in Table 2 show participants’ willingness to use OMD in
the future (M = 5.31, SD = 1.31). Roughly half (51%) of participants
were actively engaged in the OMD process. Most participants who
did not meet our active engagement criteria provided explanations for
<90% of their rating responses. Participants reported positive online
discussion experiences (M=4.33 on online discussion index;
SD =0.67) and neutral study participation experiences (M =4.92 on
study participation index; SD = 1.13). Moreover, 8 of the 13 experi-
ence statements displayed favorable results. “I was comfortable ex-
pressing my views,” “The ExpertLens system was easy to use,” and
“The discussions gave me a better understanding of the issues” had
the most favorable mean responses (means of 5.91, 5.39, and 5.31,
respectively). Most participants disagreed with the statement
“Participation in this study was frustrating” (M = 3.04).

Patients/caregivers were not significantly more actively engaged
than professionals (OR=1.69; 95% CI, 0.94-3.05), after control-
ling for gender, panel composition, and the OMD system’s ease of
use (Table 3). Female participants were less likely and mixed-
stakeholder panel participants were more likely to be actively en-
gaged, although these differences were not statistically significant
(P=.11 and P = .80, respectively).

Patients/caregivers reported somewhat better experiences with
study participation and online discussion than clinicians and re-
searchers combined, controlling for gender, panel composition, ac-
tive engagement, and the OMD system’s ease of use (Table 4).
Although statistically significant, these differences were small. For
instance, patients’/caregivers’ ratings of their study participation
experiences were approximately half a point higher (on a 7-point
scale) than those of professional stakeholders. Perception of the
OMD system’s ease of use was positively associated with better

study participation and online discussion experiences. Active en-
gagement had no significant impact on participant experiences with
the online process. Our sensitivity analysis of adding the individual
engagement components did not produce different results from our
main analysis.

Finally, participants with more favorable online discussion and
study participation experiences and those who felt that the OMD
system was easy to use were significantly more willing to participate
in future panels (Table 5). Compared to researchers and clinicians,
patients/caregivers were also more willing to participate in OMD
again (P=.02). Active participant engagement was not a significant
predictor of the willingness to use OMD in the future.

DISCUSSION

OMD approaches have the potential to facilitate engagement of
large and diverse groups of stakeholders in identifying research pri-
orities. In addition to professionals, stakeholders can include pa-
tients and their caregivers, who can better ensure that research
priorities are patient-centered. Using data from 8 panels that priori-
tized patient-centered research topics, we explored patients’/care-
givers’, clinicians’, and researchers’ experiences and engagement
with OMD. Participants were willing to use OMD in the future, felt
that the OMD system was easy to use, had a positive online discus-
sion experiences, and had a neutral opinion about their study partic-
ipation. However, only half of participants were actively engaged in
the OMD process. Although patients/caregivers were not more
actively engaged than professional stakeholders (ie, clinicians and
researchers), they had better experiences and were more willing to
use OMD again. Positive perceptions of the OMD system’s ease of
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Table 2. Descriptive results by stakeholder type

Study variables Total (N=292) Patients/caregivers  Professionals  P-value
(N=133) (N=159)
M (SD) M (SD) M (SD)

Willingness to use OMD again 5.31(1.31) 5.73 (1.13) 4.95 (1.34) <.001

Active participant engagement (yes) 0.51 (0.50) 0.58 (0.50) 0.46 (0.50) .04
Answered at least 90% of rating questions in Rounds One and Three 0.77 (0.42) 0.76 (0.43) 0.77 (0.42) .78
Explained at least 90% of ratings in Round One or Three 0.60 (0.49) 0.66 (0.58) 0.55(0.48) .06
Posted at least2 comments in Round Two discussions 0.90 (0.30) 0.90 (0.30) 0.89 (0.31) .80

OMD system’s ease of use 5.39 (1.44) 5.58 (1.39) 5.21(1.47) .04

Experience with the online process (1 = strongly disagree to 7 = strongly agree)

Study Participation Experience Index 4.33 (1.13) 4.67 (1.08) 4.03 (1.10) <.001
This study was too long® 3.88 (1.60) 3.43 (1.44) 4.28 (1.63) <.001
Participation in this study was frustrating® 3.04 (1.58) 2.65 (1.49) 3.39 (1.58 <.001
Participation in this study took a lot of effort® 4.23(1.72) 4.06 (1.80) 4.37 (1.63) .16
The right set of questions was asked in this study 4.46 (1.49) 4.83 (1.46) 4.14 (1.43) <.001

Online Discussion Experience Index 4.92 (0.67) 5.06 (0.63) 4.79 (0.68) <.001
The discussions gave me a better understanding of the issues 5.37 (1.26) 5.63(1.17) 5.14 (1.30) .002
I had trouble following the discussion® 3.76 (1.74) 3.24 (1.60) 4.21(1.72) <.001
Participants debated each other’s viewpoints during the discussions 4.94 (1.15) 5.07 (1.11) 4.83 (1.17) A1
The discussions brought out views I had not considered 5.25(1.32) 5.46 (1.36) 5.06 (1.27) .02
The discussions brought out divergent views 5.31(1.08) 5.27 (1.15) 5.34 (1.03) .62
Participants sometimes misinterpreted each other’s comments during the discussion 4.40 (1.35) 4.34 (1.33) 4.46 (1.37) 47
The discussion round caused me to revise my original answers 4.80 (0.88) 4.83 (1.40) 4.77 (1.38) .73
[ was comfortable expressing my views in the discussion round 5.91 (0.88) 5.94 (0.94) 5.89(0.82) .63

Note: “These items were reverse-coded before being included in an index so that 7 corresponded to the most favorable rating and 1 to the least favorable.

Table 3. Results from logistic multivariate model of active participant
engagement

Model variables B Coefficient Odds ratio (95% CI) P-value
Intercept 0.02

Gender: female -0.46 0.63 (0.36, 1.11) A1
Patient/caregiver: yes 0.53 1.69 (0.94, 3.05) .08
Panel type: mixed 0.08 1.08 (0.61, 1.92) .80
OMD system’s ease of use 0.06 1.06 (0.88, 1.29) 52

Table 4. Results from linear multivariate models predicting 2 indices
measuring experiences with the online process

Model variables Study participation Online discussion
B coefficient P-value f coefficient P-value
Intercept 2.31 <0.001 3.90 <.001
Active engagement —0.04 0.79 0.04 .65
Gender: female 0.15 0.29 0.11 17
Patient/caregiver: yes 0.49 <0.001 0.18 .04
Panel type: mixed 0.11 0.43 0.07 42
OMD system’s ease of use 0.31 <0.001 0.15 <0.001

use, as well as favorable study participation and online discussion
experiences, were associated with participants’ willingness to use
OMD in the future. We note, however, that the effect sizes in our re-
gression models were generally modest.

Regardless of modest effect sizes, many of our findings signal the
potential of high-tech engagement approaches. First, the ability to en-
gage large numbers of patients/caregivers and professional stake-
holders makes OMD a promising and scalable engagement approach

Table 5. Results from linear multivariate model predicting
willingness to use online modified-Delphi again

Model variables B coefficient P-value
Intercept 0.18

Active engagement 0.11 43
Study participation 0.26 <.001
Online discussion 0.57 <.001
Gender: female 0.15 29
Patient/caregiver: yes 0.36 .02
Panel type: mixed —0.10 49
OMD system’s ease of use 0.16 .002

for research prioritization purposes. While better experiences among
patients/caregivers may reflect the novelty of research participation
and/or the online system, future research should identify aspects of
high-tech and high-touch approaches that best promote engagement.
Second, participants generally reported positive online discussion
experiences. This result is particularly important, because online dis-
cussions have replaced in-person meetings, a core component of in-
teractive and deliberative high-touch engagement approaches.® The
Delphi method is based on the premise that quantitative feedback
about consensus and discussion, whether in person or online, can
help participants learn about the perspectives of other participants,
clarify their own position, and revise original responses in light of

new information.'

Both patients/caregivers and professionals
agreed that they were comfortable expressing their views in the dis-
cussion round, which suggests that the online nature of discussions
did not prevent them from engaging with other stakeholders.

Third, panel composition was not associated with participant en-
gagement, experiences, or willingness to use OMD again, which

could be explained by participant anonymity. Stakeholders did not
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know who the other participants in their panels were. This result
suggests that (anonymous) mixed-stakeholder panels do not nega-
tively affect the patient/caregiver or clinician/researcher experiences.
While we still do not know empirically whether it is better to con-
vene homogeneous or mixed panels, these results are promising for
those who wish to include patients/caregivers and professional
stakeholders in the same panel to avoid the need for developing
approaches for combining the input of independently administered
homogeneous panels.

Finally, while perception of the OMD system’s ease of use as
well as study participation and online discussion experiences were
associated with willingness to use OMD in the future, active partici-
pant engagement in the process was not a significant factor. This
result highlights the need to ensure positive participant experiences
with online engagement approaches. Those wishing to use online
panels should seek to balance the amount of time and effort to fully
engage panelists while making the participation burden manageable
in order to maintain positive experiences with the OMD system, the
study itself, and the online discussion board. As iterative Delphi
approaches require more time and effort from participants than
their noniterative counterparts, particular attention should be paid
to the length of data collection protocols, wording of questions, and
facilitation of online discussions. Discussion moderators should cre-
ate an environment that encourages free exchange of ideas, expres-
sion of diverse perspectives, and productive debates.>*

We note several limitations of our study. First, our results may
not be generalizable to the experiences of stakeholders dealing with
other health conditions, performing other engagement tasks, or us-
ing other online platforms. Second, although large, our convenience
sample is not representative of all patients, caregivers, researchers,
and clinicians. Third, our measures of participant experiences and
active engagement were not formally validated. Additional research
should use factor analysis to identify the dimensions underlying par-
ticipant experiences in online panels and develop indices with better
alpha levels. Finally, we do not have similar data from in-person
panels; future studies should directly compare experiences and en-
gagement in online and in-person panels.

Regardless of these limitations, future work, especially in the
context of PCORnet, could focus on integrating OMD processes
with information in clinical trial management systems and disease
registries. Doing so would enable integration of OMD efficiently
with multisite prep-to-research processes to ensure that selected in-
struments and outcomes accurately reflect preferences. This, in turn,
would enable patient populations, providers, and researchers spe-
cializing in such patient populations to rapidly create large panels
early and often. Eligible patients could access OMD systems to par-
ticipate in data-collection efforts initiated by their provider organi-
zations through electronic medical records. Furthermore, the most
engaged participants, as identified by our metrics, could be con-
sulted for more direct involvement in other aspects of the research
process. More direct integration of OMD with existing research in-
formation technology platforms has the potential to improve the
practice of patient-centered outcomes research.

In summary, this study illustrates the promise of using high-tech
engagement approaches, such as OMD, for prioritizing patient-
centered research topics and compares patients’/caregivers’ and pro-
fessional stakeholders’ engagement experiences. Online approaches
can allow a large number of diverse stakeholders located in different
parts of the country to engage at a time convenient to them, and pa-
tients appear to have more positive experiences with this approach
than professionals. Those involved in developing patient-centered

research priorities should consider interactive online approaches as
an adjunct to high-touch approaches.
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