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Series Learning Objectives

After participating in this activity, learners will be able to:

1. Describe key principles, values, and practices of community-engaged
research.

2. Conduct community-engaged research that provides positive
experiences for community members and improves research design

and outcomes.

3. ldentify resources, colleagues, and community members to enhance
their community-engaged research.
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Series Sessions

Date Session Title

2/25/2025 Community Engagement Definition, Principles, and Practices
3/25/2025 Pre-research Engagement

4/22/2025 Infrastructure for Working with Community Members
5/27/2025 Research Implementation

6/24/2025 Ethical Considerations in Working with Communities
7122/2025 Analysis/Dissemination

8/26/2025 TBD
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Overview

What is Community Engaged Research?

Why is Community Engaged Research
Important?

Community Engaged Research Steps and
Principles

Case Presentation
Discussion



Community Engagement in
Research

A Fundamentally Different
Approach to Research



Community Engagement

“Nothing about us, without us”-include the people and groups to
inform decision-making processes related to work you are doing
that will impact them (research, program, policy etc.)

“The process of working collaboratively with and through groups
of people affiliated by geographic proximity, special interest, or
similar situations to address issues affecting the well-being of
those people. “

Updated in 2025 to include: “The process should be enduring,
equitable, and culturally sensitive to all participants, with a
shared goal of addressing the concerns of the community.”

(CDC, 1997, p 9 — published in CDC, Principles of Community Engagement UPDATED in 3rd
Edition, 2025; https://www.atsdr.cdc.gov/communityengagement/)



Traditional vs. Engaged

(from Principles of Community Engagement, 2025)

_ Traditional Research Community Engaged Research l

Research Based on epi data & Community input in identifying
Objective funding priorities locally relevant issues

Study Design Based entirely on scientific Researchers work with community
rigor and feasibility to ensure study design is culturally
acceptable and relevant

Recruitment & Based on scientific issues & Instruments adopted from other

Retention “best guesses” regarding studies and tested/adapted to fit
how to best reach target local populations with community
community guidance

https://www.dartmouth-health.org/rural-healthcare-science/community-engaged-scholarship
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Traditional vs. Engaged

- Traditional research Community Engaged Research I

Instrument Instruments adopted/adapted Instruments adopted from other
design from other studies. Tested studies and tested/adopted to fit
chiefly with psychometric local populations with
analytics methods community/input guidance
Data Conducted by academic Community members involved in
collection researchers or individuals with some aspects of data collection
no connection to the
community

https://www.dartmouth-health.org/rural-healthcare-science/community-engaged-scholarship
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Traditional vs. Engaged

Traditional research Community engaged research

Analysis and Academic researchers Academic researchers share

interpretation  own the data, conduct results of analysis w/ community
analysis and interpret the members for comments &
findings interpretation

Dissemination  Results published in peer- Results disseminated in
reviewed academic community venues as well as
journals academic journals with

community guidance

https://www.dartmouth-health.org/rural-healthcare-science/community-engaged-scholarship
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Increasing Level of Community Involvement, Impact, Trust, and Communication Flow

Outreach Consult Involve Collaborate Shared Leacership
Some Community More Community Better Community Community Involvement Strong Bidirectional
Involvement Involvement Involvement o , Relationship
Communication flow is
Communication flows Communication flows to | | Communication flows bidirectional Final decision making is
from one to the other,to | | the community and then | | both ways, participatory o at community level.
inform back, answer seeking form of communication Forms partnerships with N
community on each Entities have formed
Provides community with | | Gets information or feed- | | Involves more participa- | | aspect of project from strong parinership
information. back from the community. | | tion with community on development to solution. | | structures.
issues.
Fntities coexist Entities share information. Entities form bidirectional | | Outcomes: Broader
Entities cooperate with communication channels. | | health outcomes affect-
Outcomes: Optimally Outcomes: Develops con- | | each other. ing broader community.
establishes communica- | | nections. Outcomes: Partnership Strong bidirectional frust
tion channels and chan- Outcomes: Visibility of building, trust building. built.
with increased coopera-
tion.

Reference: Modified by the authors from the Internaional Association for Public Parficipation.

Figure 1.1. Community Engagement Continuum

Principles of Community Engagement, second
edition. ATSDR, CTSA, CDC, et al. June 2011




Examples of Community-Engaged Research

* |ntervention development

o Focus groups with teens to identify sources of stress and appealing
strategies to address stress in schools

* Developing research objectives

o Clinical Trials Network (CTN) patient/clinician and policy stakeholder
groups

e Study implementation partnership

o Advisory board including clinicians, administrators and patients to guide
and inform study

o Board workgroups to develop assessment battery and devise recruitment
strategies

o Johnson et al 2022 https://doi.org/10.2217/cer-2022-0090



https://doi.org/10.2217/cer-2022-0090

Examples of Community-Engaged Research

* Digital intervention design

o Extensive user input in developing design of technology based
interventions (user-centered design)

e Study design development

o Surveys, focus groups & qualitative interviews with clinicians and
patients to identify appropriate research design to test interventions
for pregnant women with OUD



FIGURE 1 Community Engagement
Impacts in Research Taxonomy: a
taxonomy of standard terms for areas

of community stakeholder impact in
research. Domains are in all-capital letters
and white text. Dimensions (topical
clusters of subcodes) are preceded by a
">" symbol and are in black text

ETHICS

PROCESS IMPROVEMENT

ENGAGEMENT

COMMUNICATION

PLEMENTAT (o))

Fig 1 from Stallings S et a. A taxonomy of impacts on clinical and translational research. Health Expectations
2019

Why Community Engaged Research?



Community-engaged clinical research is consistent with
ethical principals for research involving human participants,
particularly marginalized populations.

“The traditional research approach has considered
individuals and communities to be “subjects” or “objects”
of health research.

Current developments in ethics, and research methods, and
an expanding recognition of what constitutes expert
knowledge, justify the heightened participation of

individuals and communities.”

Tindana P, et al. Grand challenges in global health: community engagement in
research in developing countries. PloS Medicine, 2007. 4(9): p. 1451-1455.



Values
Connected

The values are organized as a
continuous cycle that begins with inquiry
and empathy before coming to action. ‘\
They are interconnected and meant to

be revisited as there is no linear path

through engagement.
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Potential Benefits of
Community Engaged Research

4 Rs of research are enhanced by CSeR

Relevance of research to the needs of those who could benefit by involving both
people and investigators in identifying the most important research questions.

Rapid pace is achieved by involving community members in developing the
optimal research designs and recruitment strategies to address these questions
and by leveraging collaboration and creative potential of different academic
disciplines, organizations, provider and patient groups to maximize success.

Rigor is enhanced by use of innovative methods and regional practices.

Relational nature of research occurs by building equitable and respectful
relationships across scientific disciplines AND between researchers and
community members.

AND Reduce harm through these practices

Riley et al., 2013;
Tebes, Thai, and Matlin, 2014; Green et al., 2001



U.5. CENTERS FOR DISEASE
CONTROL AND PREVENTION
AGENCY FOR TOXIC SUBSTAMNCES
AND DISEASE REGISTRY

Steps and Principals in Community Engagement

https://www.atsdr.cdc.gov/community-engagement-
playbook/php/about/index.html

1. Plan for community engagement from the beginning:
 timeline, decision-making processes, communication, and budgets

. often involves extra time, resources, and steps to consider in
advance

2. Beclear and transparent about:
e« purposes or goals of the engagement effort
 population or community to engage
 decision making processes



Steps and Principals in Community Engagement

3. Be aware of power and positionality

* take time to reflect on power dynamics that may exist among the
community and the research entity

* address dynamics throughout the engagement

 especially important when working with communities that have
been historically marginalized

4. Become knowledgeable regarding

e community’s culture, economic condition, social networks,
political and power structures, norms and values, demographic
trends, history, and experience with efforts by outcomes groups to
engage it in various programs

« community’s perceptions of researchers initiating the engagement
activities



Steps and Principals in Community Engagement

5. Develop a plan to compensate community members for their
time and expertise whenever possible

6. Take steps to actively remove barriers to community engagement
such as transportation, meeting times, childcare

7. Go to the community, establish relationships, build trust, work
with the formal and informal leadership, and
*seek commitment from community organizations and leaders to
create processes for mobilizing the community

8. Accept that collective self-determination is the responsibility and
right of all people in a community



Steps and Principals in Community Engagement

9. Once all this preparation is completed, you are ready to partner
with communities

10. As you partner, continue to recognize and respect the diversity of
the community

11. To sustain engagement, identify and mobilize assets and strengths,
develop capacity and resources to make decisions and take action



Steps and Principals in Community Engagement

12. Be prepared to release control of actions or interventions, be flexible
enough to meet its changing needs

13. Make a long-term commitment to engagement
14. Demonstrate trustworthiness — critical to sustained engagement

15. Establish and follow clear processes about how your community
partners can provide feedback or raise a concern about their
experience. Ensure that the research team and community
participants are aware of the processes



Key Characteristics of Authentic
Community Engagement &
Partnership

Reciprocity
Power-sharing

Cultural humility
Sustained commitment
Measurable impact



Resources

1. Dartmouth Community Engaged Scholarship Hub

This comprehensive resource is designed to foster effective and consistent community
engagement practices within Dartmouth Health and Dartmouth College.

Community Engaged Scholarship Hub | Center for Rural Health Care Delivery Science |
Dartmouth Health https://www.dartmouth-health.org/rural-healthcare-science/community-engaged-scholarship

2. Updated textbook: Principles of Community Engagement, ATSDR at
CDC, 2025

3. CDC Community Engagement Playbook
https://www.atsdr.cdc.gov/community-engagement-playbook/php/about/index.html

4. Urban Institute: Exploring Individual and Institutional Positionality, A
Tool for Equity in Community Engagement and Collaboaration

Exploring Individual and Institutional Positionality.pdf



https://www.dartmouth-health.org/rural-healthcare-science/community-engaged-scholarship
https://www.dartmouth-health.org/rural-healthcare-science/community-engaged-scholarship
https://www.urban.org/sites/default/files/2023-12/Exploring%20Individual%20and%20Institutional%20Positionality.pdf
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Safeguarding adults at risk of abuse

Better management of multimorbidity
How safe is sitagliptin?

S461-40 Mo TROE [SENTTSR-151
18 May 2013 |braf.corn

Autologous blood for tendinnpafhy
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Session 2.

Patient Engagement in Research
Community Engagement Studios

Paul J. Barr@dartmouth.edu
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Translational Spectrum of Comparative Effectiveness Research at Tufts CTSI
e

Evidence
Prioritization

(Qualitative and
Quantitative Elicitation)

Evidence
Generation
Researchers and *

{Randomized Controlled Trials, War Research Stakeholders
Registries, Observational | Organizations b
Studies, and N-of-1 Trials) Ty

Evidence
Synthesis

(Systematic Reviews
and Meta-Analysis)

Evidence
Interpretation
and Integration

(Cost-Effectiveness Analysis | |
and Decision Analysis)

Dissemination

and Application

(Guidelines, Policy,
Social Sciences, and
Implementation Science)

Feedback and
Assessment

(Qualitative Elicitation, Data
Monitoring, and Quality
Monitoring and Measurement)

Tufts CTSI

Tufrs Clinleal and Tranziational Sclence Institute



WHY?



[ ]
s T  »
E . ¥
* "
i L]
& i
i L |
K

100% QUALST

iF
¥ 4,
i *
&5 -
- &

.....

Increase the
qguality of research



Relevance









Community Engagement Studio




“Many researchers are not prepared to identify, recruit, convene and
engage these stakeholders or prepare them for participation in
research in an advisory capacity or as part of a research team. The CE
Studio creates a framework for stakeholders to provide immediate
feedback to the researcher on specific areas of concern before the
research project is implemented.”






Request ]

~

Pre-Research
Research Design
Implementation
Analysis
Dissemination
Ethics

~

Prepare

Researcher:

* Prepare presentation

* Refine guestions

-

Define
characteristics of
experts.
Formulate
questions

Coach researcher

*Review presentatio

*Finalize questions
*Confirm logistics

Studio ]

Researcher
presentation

Facilitated
discussion

Record expert
input

Outcomes ]

il ki
Changes to:

*Research design

*Research in progress
*Recruitment/retention
*Quality improvement
*Dissemination

_J .

— —
CES Team
* Facilitator's guide
* Recruit and prep
experts
* Logistics
. _—

G

r‘Eﬂmmuni‘l"f Experts

Community
organizations
Clinical settings

Advocacy
organizations
Faith-based
organizations

Social networks




Community navigator

* running the planning meeting with the
researcher/research team

* identifying and preparing the community
experts

* managing logistics

e following up on any resulting actions and
recommendations

* documentation (summary of CE Studio, W9s
etc)

*Hiring from the community puts into practice
fundamental principles of community
engagement such as mutual benefit, respect
and community capacity building.




Facilitator

The facilitator’s job is to create a neutral
environment that allows for open and
frank discussion and guide the
conversation between the researcher
and community experts.

A skilled facilitator does not interject his
or her opinions or biases into the
conversation.

Ideally, the facilitator has received
relevant training that prepares them to
work with groups of individuals
representing a wide range of social-
economic backgrounds and have varied
learning and communication styles.



Researcher

Meet with CE Studio team:

* help the researcher clarify the questions that will be posed to the
expert panel

» discusses potential probing and follow-up questions for the facilitator
to use to engage panelists

e generate a 10 min presentation using a template and facilitation
guide

* In preparing the presentation, the researcher must remember
community experts need to know:

* What the researcher is trying to find out, and why it is
important.

* How the planned research might impact people who would
serve as research subjects

* What kind of advice the researcher needs.
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Join at menticom | use code 4415 5802 M Mentimeter Menti
Untitled presentation [4

O

What aspects of your research would you be most interested in getting
Choose aslide to present

advice on?

‘What ospects of our resecrch should we be most iInterested in getting
achice on’?

recruitment barriers

earch descriptior is this important

interpretation of results

study question
L
-
2
- recruitment survey items &
’J:_-: n
data collection }’: E?rlgCIg‘EI | Ieﬂt
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Higronant ni-i'f‘*-_.-f J {_—‘35i=:_j4= N lay dissemination
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[ | I
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community benefit of work




CE Studio Summary and Recommendations
Personalized HIV Care

Recommendations
Elements important in personalized care: How EHRs are used in personalized care:
1. Consistent and open communication between 1. Genetic testing should be a part of PC with a focus
provider and patients. on inter-provider and patient education to
2. Continuity of providers is essential; doctors, maximize impact.
nurses and staff. 2. Take extra care in educating patients about their
3. Incorporate holistic approach to care that own genetic testing results.
includes mental health needs. 3. Use EHR data with patient permission and full

4. Take into account the variety of cultural transparency to address concerns regarding
variances across all patient populations. privacy, insurance, etc.
Recruitment and Messaging:

1. Raise awareness of opportunities to participate
‘ O e ‘ e by building collaborations with community
partners, i.e. community organizations, faith

community, caregivers, etc.
2. Get the word out via patients or advocates who

are active in the LGBTQ or HIV+ community.
a I I 3. Utilize multiple forms of outreach: people
networks, social media, traditional media, and

Community Engagement Studio Conversational Summary

analysis

Initial thoughts about this project?

This is an awesome idea.

The project could be very informative.

| appreciate all of the work that goes into HIV care. This would complement it.

| love to be involved in work that uses lab/science.

This sounds very educational and interesting.

This focus could require lots of time to truly personalize (patient volume issues).

| like that you are listening to us who are actually go through HIV to shape the project.




Minimize burden | Maximize More efficient

efficiency
E»

Researchers work with experts in community
engagement

e |dentification of stakeholder
* Recruitment
* Prepare the investigator for the session

D)
* Facilitate the CE Studio session

Less efficient




WHAT IS THE DIFFERENCE BETWEEN A COMMUNITY ENGAGEMENT STUDIO AND A FOCUS GROUP?

Purpose Inform development, implementation Qualitative data collection
or dissemination of research

Approach Bi-directional discussion Uni-directional

Participants Consultants Research subjects
Identified as experts based on lived Screened, consented
experience

Facilitator Neutral — could be community member | Research team member

Not affiliated with research project
Uses techniques to balance power
Uses guide for conversation: can
diverge if relevant

Uses pre-approved script: cannot
diverge

Preparation

Coaching for research team
Orientation for community experts

IRB approval
Consenting of research subjects

Compensation

Consulting fee

Participant incentive

Use of input

Participant comments and
recommendation summarized

CE Studio Team may help researcher
interpret and apply recommendations

Participant comments transcribed
Transcription qualitatively
analyzed
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Community Engagement Studios: A Structured Approach to Obtaining
Meaningful Input From Stakeholders to Inform Research

Yvonne A. Joosten, MPH, Tiffany L. Israel, MSSW, Neely A. Williams, MDiv, Leslie R. Boone, MPH,
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Engaging communities in research increases its relevance and may speed the translation of discoveries into
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Impact of CE Studio

Improved project feasibility, recruitment Recommendations focused on:
and dissemination strategies

patient centeredness
cultural relevance
accessibility to potential research participants



The researchers reported that they used the
stakeholder input to:

Impa ct of CE « refine research proposals

- * revise recruitment materials
Studio |
* modify consent forms
* add / increase participant compensation.




Post CE

Studio

half of the researchers made
changes to an existing research
project

36% submitted grants

18% used the stakeholder input
for quality improvement
activities



TABLES.3 @ Challenges Implementing Community Engagement Studios

Institution .

Community engagement studio team

Researcher *

Community .

Funding support
Inadequate infrastructure

Lack of coordination of community-engagement
support services

Recruiting finite or hard to engage populations
Fostering researcher humility

Facilitation

Understanding of community-engaged research
Community input not valued

Communicating with lay public

Interpreting community input

Power dynamics [sharing power)

Readiness to serve in research advisory roles

Power dynamics [taking power)

Joosten YA, Israel T, Dunkel L, Sims J, Hopkins Wilkins C. 2021 The Community Engagement Studio: Tapping Into the
Lived Experience of Community Members to Enhance Research. In: Zimmerman. Researching Health Together:
Engaging Patients and Stakeholders, From Topic Identification to Policy Change (Chapter 5). Sage Publications.
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Community Engagement Studios to advance
multi-site research with older adults

Meredith C. Masel?3 @, Kerri L. Cavanaugh®>®7(®, Sharon P. Croisant®®,
Krista Bohn®, James S. Goodwin®*1%®, Martha L. Bruce!"'2@® and
Paul J. Barr'>1314 %

1Department of Population Health & Health Disparities, The University of Texas Medical Branch School of Public &
Population Health, Galveston, TX, USA; “Claude D. Pepper Older Americans Independence Center, The University of
Texas Medical Branch, Galveston, TX, USA; 3Sealy Center on Aging, The University of Texas Medical Branch,
Galveston, TX, USA; “Vanderbilt Center for Effective Health Communication, Vanderbilt University Medical Center,
Nashville, TN, USA; *Vanderbilt Center for Clinical Quality and Implementation Research, Vanderbilt University
Medical Center, Nashville, TN, USA; ®Department of Biomedical Informatics, Vanderbilt University Medical Center,
Nashville, TN, USA; "Division of Nephrology & Hypertension, Department of Medicine, Vanderbilt University Medical
Center, Nashville, TN, USA; ®Department of Epidemiology, The University of Texas Medical Branch School of Public &
Population Health, Galveston, TX, USA; “Health Education and Translational Research Engagement, Institute for
Translational Sciences, University of Texas Medical Branch, Galveston, TX, USA; "Department of Internal Medicine,
University of Texas Medical Branch, Galveston, TX, USA; !Department of Psychiatry, Geisel School of Medicine at
Dartmouth, Hanover, NH, USA; L2The Dartmouth Institute for Health Policy & Clinical Practice, Geisel School of
Medicine at Dartmouth, Hanover, NH, USA; *The Center for Technology and Behavioral Health, Geisel School of
Medicine at Dartmouth, Lebanon, NH, USA and *Department of Biomedical Data Science, Geisel School of Medicine
at Dartmouth, Lebanon, NH, USA

Abstract

Introduction: Operationalizing multi-site Community Engagement (CE) Studios to inform a
research program is valuable for researchers. We describe the process and outcomes of hosting
three CE Studios with Community Experts aged 65 years or older with chronic conditions and
care partners of older adults. Experts gave feedback about processes for testing the feasibility,
efficacy, effectiveness, and implementation of audio recording clinic visits and sharing
recordings with patients who have multimorbidity and their care partners. Methods: The CE
Cores of the Clinical and Translational Science Awards Programs at three academic health
science centers created a joint CE Studio guide. Studios were conducted iteratively by site.
Following receipt of the final reports, responses were compared to find themes, similarities, and
differences on four topics in addition to overall commentary: Recruitment and Retention, Study
Protocol, Study Reminders and Frequency, and Recording Technology. Results: Eighteen older
adults and care partners in three states provided valuable feedback to inform multi-site trials.
Feedback influenced multiple aspects of trials in process or subsequently funded. Experts
provided critique on the wording of study invitations, information sheets, and reminders to
engage in study procedures. Experts were concerned for participants being disappointed by

randamizatinn ta a cantral arm and advicad haw invecticatare chanld nranara tn addrace that



Audio Trial

Paul J. Barr, Meredith Masel, Kerri Cavanaugh
The Dartmouth Institute, Lebanon NH

University Texas Medical Branch, Galveston TX
Vanderbilt University Medical Center, Nashville TN

National Institute on Aging (NIA), R56AG061522




Up to 80% of clinic visit
information is forgotten
immediately by patients.

Older adults have:
« Complex care plans and

- May have more difficulty
remembering care
plans/changes to their care




After Visit Summary

know your test resulis and Keep a list 01 Ule Iieuiviies yud wans.

How can you care for yourself at home?

Test, Joe ( 65016801-6) DOB: 09/17/1950 Printed at 12/12/16 3:56 PM Page 4 of 5

Page 5 of 5

+ Take an over-the-counter pain medicine, such as acetaminophen (Tylenol), ibuprofen
(Advil, Motrin), or naproxen (Aleve), if your arm is sore after the shot. Be safe with
medicines. Read and follow all instructions on the label.

- Give acetaminophen (Tylenol) or ibuprofen (Advil, Motrin) to your child for pain or
fussiness after the shot. Read and follow all instructions on the label. Do not give
aspirin to anyone younger than 20. It has been linked to Reye syndrome, a serious

illness.
- Put ice or a cold pack on the sore area for 10 to 20 minutes at a time. Put a thin cloth

between the ice and your skin.

Diagnoses
Medications
Allergies
Clinician
Visited

Visit
Summary



Same medical appointment .

What the doctor writes
aka notes

ASSESSMENT and PLAN:

38yr old female with past medical history notable for astrocytoma s/p 2 surgical
removals ({O5H), migraines, and epile psy presenting to clinic today complaining of L knee
pain and L heal pain

(M25.562, G89.29) Chronic pain of left knee (primary encounter diagnosis)

(S83.8X2A) Meniscal injury, left, initial encounter

Comment: Chronic L anterior knee pain for >1 year. No trauma or acute injury, but
movements associated with hyperflexion aggravate her pain, Does have mild
medial/lateral joint line tenderness and moderate crepitus with passive movements.
Xrays overall reassuring without signs of patella-femoral pain syndrome, mild lateral
joint space narrowing. Suspect possible medial vs lateral meniscal injury because history
knee.

Plan: - reassured patient no MRI was indicated today

- recommended patient work with gym trainer on knee core strengthening exercises for
injury prevention

waorsening injury

- gwerall symptoms are mild, consequently; no restrictions in activity levels are
recommended today

- gan try OTC ibuprofen for pain relief but patient wants to avoid medications.

(M72.2) Plantar fasciitis of left foot
Comment: Mild in nature
Plan: - recommended heal & calf stretches

vs. What the patient sees

l

t Appointment Details

Salmi,Elizabath

122017 Office Viait Lo Descripton Femals DOB; THAMETS
o Dep A P S AT,
T G5 AM by
Vitals This Visit ‘
B2 Puse STty H [T
12376 52 18 1.702 m (5 T 2.1 03 (159 1)
BAA
24§ kgim2

Wilait ﬂ_iﬁll' 'lﬁl.\'ll. . ;
Chranic pain of beft knes - Prmary
Maniscal injury, left, iniial encourter
Piantar fasciitis of left foot

'I'Dur I'T'mc':qr _r'_J_l. u_rn.-u_ld_lh-l_:t.l in llrl:_c:!n_-nl. "l_s_r you bo review .'|r\-:1_r.ahn BCEiom on a_ur!nr_gm.-r visit o . )
Did you know that you may have access 10 an Advice Nurse 24 hours a day through your insurance
provider and you can go to an urgent care without asking for approval from your Primary Care
Provider?

Call or go online with your insurance plan for a list of Urgent Care centers covered by your insurance and
ask about their Advice Nurse Services

For life threatening emergencies you should call 911 or go to the closest emergency room,
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HEALTH = The Appointment Ends. Now the Patient Is Listening.

The Appointment Ends. Now the Patient Is Listening.

Paula Span

1 THENEW OLD AGE AUG. 18, 2017

Sheri Piper visiting with her doctor, James Ryan, earlier this month in Ludington, Mich. With permission, Dr.
Ryan records appointments so his patients can listen whenever they need to recall what they discussed with



Does providing an audio recording of a clinic visit
with older adults with multimorbidity (2 or more
conditions) improve their ability to self-manage and
their quality of life compared to usual care?



Including people who are:
Adults aged 65 and older with two or more chronic diseases (including diabetes and

high blood pressure) managed in primary care.

Speak English or Spanish

Excluding people who are:
Patients with substance use disorder, psychosis, those who are deaf or blind, or

those who live in a skilled nursing facility




Aim 1 Conduct a three-site pilot trial in primary care where

older patients (90 total; 30 per site) will be randomized and
followed for 3 months.

* 15t group — Usual care. Typically get an after visit summary

*2nd group — (AUDIO + Notes) All patient visits with study
clinicians will be audio-recorded over 3 months, using
HealthPAL(a recording system). Participants in the AUDIO
arm will receive orientation to HealthPAL, including how to
listen to and share their recordings



Ear infection

O Good #

Recording clinic visits for a
three-month period

Figure 5: My Recordings Figure 6: Playback Screen



Study Design

Reminders and agenda setting

Patients will be asked to review their visit information
(open notes; open notes and audio) within 24 hours of
the visit (recall), at one week (refresher) and prior to the
next visit (question prompting). We will also encourage
patients to share recording with caregivers.

Three day prior to their visit next visit, patients will also
be asked to create an agenda based on notes or notes
and audio from their prior visit




Aim 2 [dentify bartiers and factors that support the
feasibility and acceptability of audio recordings
among patients, caregivers, clinicians and clinic staff.




A trained research assistant will collect data by electronic
tablet or paper form if the patient prefers, and in a private
clinic room prior to the visit. Patients can also choose to
complete assessments on their own at home using a
computer.

Patients will be assessed (complete surveys) at:

* Baseline,

* immediately after their visits,
* 1 week from their visits

* 3 months




Our primary outcome is self management ability as
measured by the patient activation measure (PAM-SF)

Secondary outcomes are patient-reported and include:
Global PROMIS-10, a 10-item patient reported measure of
quality of life that produces both physical and mental
functioning scores, adherence to medication, satisfaction
with care, Communication and Shared Decision Making




Keeping participants in the study

Participants will receive reminder a week prior to
scheduled outcome assessments

Participants will receive a tailored schedule, based on
their preferences and Research Assistants will offer
study visits at the same time as clinic appointments,
whenever possible

Participants will provide the contact information of a
family member or caregiver

Participants will be compensated for their time: $30 for
initial recruitment and $20 for each follow-up
assessment.




Patient and Advocacy Organizations. We will work with patient and
advocacy organizations to share the results of our study, including
both national groups such as the Osher Lifelong Learning Institute and
the National Council on Aging

Policy: the research team will present our findings at meetings that
reach policy makers such as the American Geriatric Society

Peer-review Journals, scientific
conferences and social media.




Over to you



Which type of community experts should we seek?

Where should we conduct the studio?

What time of day should we conduct the studio?

What aspects of the research should we seek feedback on during the AudioTrial
Studio?

#1. #H2

#3 H4




Report out




Findings from our prior CE Studio



Hellg,

Thank you for expressing interest in participating in our new initiative, the Community Engagement
Studio. We have officially scheduled the Community Engagement Studio on the Audio Recording Trial
and would love if you could join us as a Community Expert. Here are the details:

Date: Friday, March 6, 2020
Time: 8:30am - 11am (Breakfast and orientation will be from 8:30-9am; The Studio will be held at 9

and should last about 1 % 1o 2 hours,
Location:

Details: You do not need to prepare or bring anything, just yourself! You are already an expert and will
be asked to provide your feedback, insight, and recommendations to the researcher based on their
questions.

As a reminder, the Studio is meant to serve as a guidance session for health researchers interested in
getting feedback from patients or community stakeholders. Community members serve on expert
panels to provide feedback on various aspects of the proposed or ongoing research project, including
the design, intervention, communication materials, participant recruitment strategies, and applying
research findings to practice. By working directly with patients and other community stakeholders,
researchers are able to do so in a way that is culturally sensitive and in keeping with community
priorities, values, and needs.

Please let me know if you are available to attend, or if you have any questions at all. ‘We truly
appreciate your participation in this initiative!



Community Expert’s Characteristics DH UTMB Health VUMC

Gender
Male 2 2 2
Female 4 4 4
Age (years)
<b5 1 1
65+ b 5 5

Race/Ethnicity

White b 4 4
Hispanic 1
Black 1 2

Note: DH = Dartmouth College; UTMB Health = University of Texas Medical Branch; VUMC =
Vanderbilt University Medical Center.



Specific Recommendations

Summary of general feedback:

o People responded positively to this idea, and see it as a solution to current poor after visit summaries (4 participants would participate, 1 participant might
participate)
o How patients and caregivers will use recordings:
o Call their doctors to clarify specific details
o Review specific medication changes
o Review before next visit as preparation
o Sharing with caregivers may be one of the best parts of this — can listen together

Email reminders (see page 4 of this report for conversational summary details): Recruitment and compensation suggestions:
o Participants recommended changing specific language . There was no single recruitment method that was preferable
o Email sender is important, and should be recognizable to participants . A mix of all recruitment methods (ie, directly from doctor, waiting room
) Participants want less communication if they complete what is asked of them flyers, emails, newspaper ads) was recommended
in the first communication. Though the study team has reasons for the three | e Feedback on compensation was mixed — there was no clear indication that
reminders, the detail of this was lost and participants indicated they just it was too high or too low.
wanted fewer emails. o Compensation may be appropriate, but may still be a barrier for some
o There was a mix of preferring emails to texts or texts to emails participants
Transcription: Surveys:
) Multiple people requested transcriptions of the recordings in addition to the ) Efficient delivery of the surveys is important
recording itself ) These participants valued a voice asking the questions (ie, in-person
. Transcripts were viewed as a more efficient way of reviewing the visit during/after a visit, or via an online survey with speech option)

General concerns to prepare for:

o Requests for use of recordings in other types of visits (ie, outside of the primary care setting)
J Concerns around confidentiality
o Concerns of over-communication (ie, high frequency of reminders) — some participants reported already ignoring notifications from hospital portals
o Concerns that providers may be changing their behavior because they are being recorded
) Concerns about the ease of using the interface when accessing recordings online
o Barriers to participating:
o Participants’ discomfort about listening to themselves on a recording
o Time, internet access, too many demands on the user




Topic/sub-tapic

Interview guide question (examples)

Community Expert responses

Research team actions

Recruitment

How would you prefer to hear about
a study like this?

How do you think people in your
community will react to being in
the [usual care] group?

“If the physician asked, I'd be more likely to
say yes.”

“| think it could hurt some people’s feelings
to be in the control group.”

Ensured that potential participants received
a note from their provider about the
study and that the provider was
comfortable with their participation.

Prepared study staff to be able to clarify
that participation was voluntary in the
case a person was randomized to an arm
other than the one they wanted.

Materials

Regarding reminders for study
activities, what text would be
most impactful or motivating for
you and people in your
community

How can we make the reminder
most motivating for you to review
you recording?

“Need to make sure it's not spam; it sounds
like spam.”

“Sender matters - need to recognize or
won't open”

“Email 3: rephrase as final “opportunity” to
visit recording. More personable and more
inviting™

Changed the wording of automatic
reminders to be more personable and
reflect specific suggestions from the
Experts.

Ensure that study reminders come from an
email address the patient is familiar with
or has been prepared to look for.

Implementation

Recap technology. How do you think
this might work for ¥OU and
people in your community?

How would a recording of your
doctor’s visit be useful for you?

“Can’t picture the advantage of a recording
because | am a very visual person, like
another participant.”

“Technology use in elderly populations needs
to be easy.”

“I think this is an awesome project, because
my parents are 60 and 65 and my mom’s
response is always “they didn’t say
anything” when | ask about the Drs visits.”

Performed field testing and a pilot trial to
continuously improve the user interface
for the intervention.

Expand the research program emphasis on
care partners.

Other

“What would you like to see the
researcher do differently?”

“Add paper transcription/translation.”

“[Provide access] for other languages besides
English to help clarify clinic visit
information.”

The intervention user interface was
translated along with all final study
materials.

We continuously work to expand access and
recruitment of Spanish-speaking study
participants.
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ARTICLE INFO ABSTRACT
Keywords: Objective: The objective of this trial was to determine the feasibility, acceptability, and preliminary effectiveness
Patient centered communication of sharing audio recordings of primary care visits with older adults with multimorbidity.

Older adults

Technol Methods: We used a two-arm, randomized, controlled, feasibility trial with 3-month follow-up. Patients aged > 65
echnology

years—with diabetes and hypertension—were recruited from academic primary care settings in New Hampshire,
Tennessee, and Texas. Patients were randomized to receive online access to audio recordings of scheduled visits
for three-months or care as usual (after visit summaries). Primary outcomes were acceptability and feasibility
assessed using several indicators: acceptabilityrecruitment of 90 patients; recording use; and the Appropriateness
of Intervention Measure (AIM; >3), feasibility- retention rate; protocol adherence; and the Feasibility of Inter-
vention Measure (FIM; >3). Interviews were conducted with clinicians (n = 14) and patients (n = 19).
Exploratory outcomes included patient activation, satisfaction, adherence, and quality of life.

Results: We met recruitment (n = 91) and retention (98 %) targets and exceeded feasibility (Median FIM 4; IQR 3
— 4) and acceptability (Median AIM 4; IQR 3 — 4) metrics. Fidelity to protocol was high (92 %), and 40 of 45
patients (85 %) accessed their recordings. Interviewees noted the benefits of visit recording, including greater
recall, understanding, and family engagement. Recording had little perceived impact on the visit interaction, and
concerns about visit recording were minimal. Exploratory outcomes revealed better PROMIS Mental Health



I l The Effect of Clinic Visit Audio Recordings for
I g | REPLAY Self-Management in Older Adults

Pls: Paul J Barr PhD MScPH, Kerri Cavanaugh MD MHS (VUMC), Dr. Meredith Masel PhD
MSW (UTMB) National Institute on Aging (NIA), RO1AG074959



Comparing Healthcare Visit Recording and Open Notes to
=l CHRONICLE Improve the Chronic lliness Care Experience for Older
Adults

Pl: Paul J Barr PhD MScPH; Site Pis: Kerri Cavanaugh MD MHS (VUMC), Dr. Meredith Masel
PhD MSW (UTMB) Patient Centered Outcome Research Institute (PCORI)



A 7-l1tem Questionnaire for Reporting on
Stakeholder Engagement in Research

[a—

. What types of stakeholders were engaged?

b

. What were the a priori target number(s) for cach type of stakeholder? Were targets met?

3. How was balance of stakeholder perspectives considered and achieved?

1. What methods were used 1o identify, recruit and enroll stakeholders in research activities?

(¥,

. Did engagement occur:
a. before research began, during priority setting, topic development, guestion development, and research design;
b. during research activities, including enrollment of patients, conduct of data collection, analysis, and
interpretation of findings; and
c. after research was concluded, including dissemination and implementation of findings, and evaluation of the
research itself?
6. What were the intensity, methods and modes of engagement?
7. What, il any, was the impact of stakeholder engagement on:
a. the relevance of research questions,;
b. the transparency of the research process; and

c. the adoption of research evidence into practice settings?

This figure presents a list of guestions that may be used by researchers to guide future reporting on stakeholder-
engaged research. These guestions were co-developed with a stakeholder panel
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