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Appendix 1: Needs Assessment Survey 

PREPARE Researcher Survey


Start of Block: Default Question Block

Intro The University of South Carolina Patient Engagement Studio (PES) provides health systems (innovators and clinicians) and academic researchers an opportunity to collaborate and engage with patients, caregivers, and community stakeholders in planning, conducting, and disseminating results of research projects and health system innovations.     Over the years, the PES team has noticed that even though patients are eager to collaborate with researchers on projects, the researchers themselves often face different barriers when it comes to meaningfully engaging with patients.     Therefore, we will use your feedback to help us understand the needs and gaps in the knowledge around engaging with patients and community stakeholders on research projects. From there we plan to develop a curriculum for training workshops for researchers.     We want to thank you so much for your willingness to participate in our survey.



Q33 Are you willing to participate in this survey? 
Yes  (1) 
No  (2) 

Skip To: End of Survey If Are you willing to participate in this survey?  = No

	Page Break
	





Eligibility 1 Have you ever consulted with or presented to the Patient Engagement Studio?
No  (1) 
Yes  (2) 


Display this question:
If Have you ever consulted with or presented to the Patient Engagement Studio? = Yes

Eligibility 1_End Since you have consulted with or previously presented to the PES, you are not eligible for this survey. We appreciate your time. The survey will end here. 

Skip To: End of Survey If  Since you have consulted with or previously presented to the PES, you are not eligible for this s... Displayed


S1 Section 1: Participant Information 



Q1 Your Primary Affiliation:
University of South Carolina  (1) 
Prisma Upstate  (2) 
Prisma Midlands  (3) 
Clemson University  (4) 
Furman University  (5) 
Other (please specify)  (6) __________________________________________________



Q2 Your department or school:
________________________________________________________________



Q3 Do you actively conduct research?  Actively conducting research is defined, in the context of this survey, as having 10% or more of your time dedicated to research.   Research is defined as activities that contribute to the generation of new knowledge, including designing and conducting studies, analyzing data, and publishing findings in peer-reviewed journals. 
Yes  (1) 
No  (2) 


Display this question:
If Do you actively conduct research? Actively conducting research is defined, in the context of this... = No

Q3_End Since you do not actively conduct research, you are not eligible for this survey. We appreciate your time. The survey will end here.

Skip To: End of Survey If  Since you do not actively conduct research, you are not eligible for this survey. We appreciate y... Displayed


Q4 In a few words, what would you describe as your primary research area?
________________________________________________________________
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S2 Section 2: Awareness of Patient Engagement Work



Q5 Have you ever involved patient(s) or community partners as member(s) of your research team (e.g. including a patient representative or as co-investigator)?
Yes  (1) 
No  (2) 



Q6 Have you ever consulted with a patient (or community member) for your research (e.g. consulting a community advisory board)?
Yes  (1) 
No  (2) 



Q7 Have you heard of "patient engagement in research" before taking this survey?
Yes  (1) 
No  (2) 



Q8 On a scale from 1 to 5, how confident do you feel in your understanding of patient engagement in research?
1: Not confident at all  (1) 
2: Slightly confident  (2) 
3: Somewhat confident  (3) 
4: Moderately confident  (4) 
5: Very confident  (5) 


	Page Break
	





S3 Section 3: Knowledge Gaps



What is PE For the purposes of this survey, patient engagement in research refers to the active involvement of individuals who have experienced healthcare, whether as patients, caregivers, or community members, in the research process. It includes collaborating with these individuals to shape research questions, design studies, gather data, and/or share findings. Patient engagement aims to ensure that research is more relevant, effective, and aligned with the needs and perspectives of those directly affected by healthcare decisions and outcomes.



Q9 Please check the area(s) where you feel you have a limited understanding of patient engagement in research:
Benefits of patient engagement  (1) 
Methods for involving patient(s) in research  (2) 
Overcoming challenges in patient engagement  (3) 
Legal and ethical considerations in patient engagement  (4) 
Evaluating the impact of patient engagement  (5) 
Grants that request/require or encourage patient engagement (e.g. PCORI)  (6) 
How to write up patient engagement for academic publications  (7) 
Academic journals that require patient engagement (e.g. BMJ)  (8) 
Other (please specify)  (10) __________________________________________________
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S5 Section 4: Training and Education 



Q10 Would you be interested in attending workshops or training sessions on patient engagement in research?
1: Not at all interested  (1) 
2: Slightly interested  (2) 
3: Moderately interested  (3) 
4: Very interested  (4) 
5: Extremely interested  (5) 



Q11 What specific topics or areas related to patient engagement work would you be interested in learning more about? (select all that apply) 
Benefits of patient engagement  (1) 
Methods for involving patient(s) in research  (2) 
Overcoming challenges in patient engagement  (3) 
Legal and ethical considerations in patient engagement  (4) 
Evaluating the impact of patient engagement  (5) 
Grants that request/require patient engagement  (6) 
How to involve patients in writing academic publications  (7) 
Journals that require patient engagement  (8) 
Other (please specify)  (10) __________________________________________________



Q12 In your opinion, what is the ideal format for this training to take place? (check all that apply)
Virtual  (1) 
In-person  (2) 
Synchronous delivery (Learning in real-time with scheduled events like live webinars or in-person classes, promoting immediate interaction)  (3) 
Asynchronous delivery (Learning at your own pace with prerecorded lectures or self-paced online courses, offering flexibility but without real-time interaction)  (4) 



Q13 How long are you willing to participate in a workshop focused on patient engagement in research? 
Less than 1 hour  (1) 
1-2 hours  (2) 
Half a day (3-4 hours)  (3) 
Full day (5-8 hours)  (4) 
Two or more days  (5) 
I'm not interested in participating in such a workshop  (6) 
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Q14 Let us say the training workshop requires 3 hours. How would you like the workshop to be broken up (if at all)?
One, 3-hour trainings  (1) 
Two, 1.5 hour trainings  (2) 
Three, 1 hour trainings  (3) 



Q15 What would encourage you to come to a workshop like this? Select all that apply
Continuing Education (CE) credits (the workshop offers Continuing Medical Education (CME) or Continuing Education Units (CEU) credits)  (1) 
Food  (2) 
Free consultation sessions (with patients) from the Patient Engagement Studio (PES)  (3) 
Networking Opportunities (the opportunity to network with fellow researchers and professionals)  (8) 
Funding Information: (information on potential funding opportunities for research projects involving patient engagement)  (9) 
Hands-on Activities (engaging hands-on activities and group discussions)  (10) 
Institutional Support: (my institution or organization encourages or supports participation)  (13) 
Other (please specify)  (4) __________________________________________________
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S5 Section 5: Additional Comments



Q16 Do you have any suggestions or specific topics you'd like to see covered in a workshop on patient engagement in research?
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________



Q17 Would you like to stay informed about future workshops and events related to patient engagement in research?
Yes  (1) 
No  (2) 


Display this question:
If Would you like to stay informed about future workshops and events related to patient engagement i... = Yes

Q18 Since you selected that you would like to stay informed about future workshops or events related to patient engagement in research, please provide your preferred contact information (email address). Your information will be kept confidential and used solely for workshop-related communications.
________________________________________________________________


	Page Break
	





Q19 Thank you for participating in this needs assessment survey. Your feedback will help us tailor educational resources and workshops to better meet the needs of researcher/investigators interested in working with patients in the future.  



Q20 Please click (or copy and paste) the link below to receive your $5 Amazon gift card!  (this is only available to the first 150 participants to complete the survey)    
[Gift-card redemption link provided to eligible participants]
    P.S. If you do not wish to receive the $5 Amazon gift card, you do not have to provide your name and email. 

End of Block: Default Question Block




Appendix 2: Pre-Workshop Survey 


ASPIREinG Pre-training Survey


Start of Block: Background

Intro Welcome to the Pre-Survey for the Patient Voices, Research Choices: EmPowering Researchers to Engage PAtients in REsearch (PREPARE) Workshop Series.   This survey is designed to help us understand your current knowledge and experiences with patient engagement in research. Your responses will provide a baseline for evaluating the impact of the workshop on your learning and practice. Please take a few minutes to complete the survey with honest answers. All responses are confidential and will be used for evaluation purposes to improve future training efforts.



Inclusion Are you willing to complete this survey?
Yes  (1) 
No  (2) 

Skip To: End of Survey If Are you willing to complete this survey? = No


Role What is your current role?
Faculty/Researcher  (1) 
Graduate Student  (2) 
Healthcare Professional  (3) 
Patient/Patient Advocate or Caregiver  (4) 
Other- Please Specify  (5) __________________________________________________



Yrs How many years of experience do you have in research?
________________________________________________________________



training Have you received any formal training on patient engagement in research before?
Yes  (1) 
No  (2) 

End of Block: Background

Start of Block: Knowledge & Experience

FamiliarPE How familiar are you with the concept of patient and stakeholder engagement in research? 
Not familiar at all – I have never heard of patient and stakeholder engagement in research.  (1) 
Slightly familiar – I have heard of the concept but have not explored it in detail or applied it.  (6) 
Moderately familiar – I have a basic understanding of the concept and some knowledge of its principles, but I haven’t applied it extensively.  (7) 
Very familiar – I have a good understanding of the concept and have applied it in some research activities.  (8) 
Extremely familiar – I have a comprehensive understanding of the concept and have applied it extensively throughout various stages of the research process.  (9) 



ExpPE Have you worked on research projects that included patient engagement?
Yes  (4) 
Not sure  (5) 
No  (6) 

Skip To: Confidence If Have you worked on research projects that included patient engagement? != Yes


ApplyPE In which areas did you engage patients or stakeholders? (Select all that apply)
Research prioritization  (1) 
Framing the research question  (2) 
Study Design  (3) 
Recruitment of participants  (4) 
Data collection  (5) 
Data analysis  (6) 
Dissemination  (7) 
Other- Please Specify  (8) __________________________________________________



Confidence How confident are you in your ability to meaningfully engage patients in research?
Not confident at all – I do not feel capable of engaging patients in research.  (1) 
Slightly confident – I have limited confidence and would need significant support or training to engage patients.  (9) 
Moderately confident – I feel somewhat capable of engaging patients but could benefit from additional training or experience.  (10) 
Very confident – I feel capable of engaging patients and have successfully done so in some research activities.  (11) 
Extremely confident – I feel highly capable and experienced in engaging patients throughout various stages of the research process.  (12) 

End of Block: Knowledge & Experience

Start of Block: Expectations

Gain What do you hope to gain from this training on patient engagement in research?
Basic knowledge of patient engagement  (4) 
Tools and strategies for effective engagement  (7) 
Understanding ethical considerations  (8) 
Overcoming practical barriers  (9) 
Building sustainable patient-research partnerships  (10) 
Other (please specify):  (11) __________________________________________________



Other Do you have any specific questions or topics you would like covered in the training? Any other comments or concerns?
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________

End of Block: Expectations











Appendix 3: Post-Workshop 1 Survey 

ASPIREinG Workshop Session 1


Start of Block: Assessment of Learning Objectives

Intro Thank you for attending Workshop 1: “Foundational Expectations for Partnerships” as part of the PREPARE Workshop Series.   This survey is designed to collect your feedback on the session and evaluate how well the foundational principles of patient engagement in research were communicated. Your reflections will help us improve future sessions and ensure that the workshop meets your expectations. Please take a few moments to provide your thoughts and feedback. Your responses are confidential and will be used to enhance the learning experience for all participants.



InclusionW1 Are you willing to complete this survey?
Yes  (1) 
No  (2) 

Skip To: End of Survey If Are you willing to complete this survey? = No

	Page Break
	





Expect How well did this session help you understand the foundational expectations for partnerships in patient-centered outcomes research?
Not well at all  (1) 
Slightly well  (2) 
Moderately well  (3) 
Very well  (4) 
Extremely well  (5) 



DiscussExp How confident are you in the ability to discuss the foundational expectations for partnerships in patient-centered outcomes research/
Not confident at all  (1) 
Slightly confident  (2) 
Moderately confident  (3) 
Very confident  (4) 
Extremely confident  (5) 



Levels How well did this session help you understand the levels of patient engagement?
Not well at all  (1) 
Slightly well  (2) 
Moderately well  (3) 
Very well  (4) 
Extremely well  (5) 



ConfidentCon How confident are you in your ability to apply the "Consult" level of patient engagement after today's session?
Not confident at all  (1) 
Slightly confident  (2) 
Moderately confident  (3) 
Very confident  (4) 
Extremely confident  (5) 



ConfidentInv How confident are you in your ability to apply the "Involve" level of patient engagement after today's session?
Not confident at all  (1) 
Slightly confident  (2) 
Moderately confident  (3) 
Very confident  (4) 
Extremely confident  (5) 



EngeProcess How well did this session help you in the understanding of the engagement process at the USC Patient Engagement Studio? 
Not well at all  (1) 
Slightly well  (2) 
Moderately well  (3) 
Very well  (4) 
Extremely well  (5) 



UsePES How likely are you to utilize the Patient Engagement Studio resources in your work?
Extremely unlikely  (1) 
Somewhat unlikely  (2) 
Neither likely nor unlikely  (3) 
Somewhat likely  (4) 
Extremely likely  (5) 

End of Block: Assessment of Learning Objectives

Start of Block: Content & Delivery

Structure1 How was the overall structure of the session?
Terrible  (1) 
Poor  (2) 
Average  (3) 
Good  (4) 
Excellent  (5) 



Pacing1 How was the pacing of the session?
Terrible  (1) 
Poor  (2) 
Average  (3) 
Good  (4) 
Excellent  (5) 



Know1 How do you rate the knowledge of the speakers?
Not knowledgeable at all  (1) 
Slightly knowledgeable  (2) 
Moderately knowledgeable  (3) 
Very knowledgeable  (4) 
Extremely knowledgeable  (5) 



EffectEng1 How effective were the speakers in engaging the participants?
Not effective at all  (1) 
Slightly effective  (2) 
Moderately effective  (3) 
Very effective  (4) 
Extremely effective  (5) 



Homework1 How useful were the homework exercises in your learning process?
Not at all useful  (1) 
Slightly useful  (2) 
Moderately useful  (3) 
Very useful  (4) 
Extremely useful  (5) 



Tech1 Did the technology used in the session support your learning?
Yes  (1) 
No  (2) 
N/A  (3) 



TechIssues1 Please let us know if you had any technology issues during the session.
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________

End of Block: Content & Delivery

Start of Block: Other Feedback
	[image: ]



MERIT1W1 How likely are you to recommend others participate in a similar workshop presented by the Patient Engagement Studio?
Not at all likely  (0) 
Unlikely  (20) 
A little bit likely  (40) 
Somewhat likely  (60) 
Quite likely  (80) 
Extremely likely  (100) 


	[image: ]



MERIT2W1 How likely are you to take a future course/workshop with the Patient Engagement Studio in the future?
Not at all likely  (0) 
Unlikely  (20) 
A little bit likely  (40) 
Somewhat likely  (60) 
Quite likely  (80) 
Extremely likely  (100) 


	[image: ]



MERIT3W1 How valuable did you find your participation in the workshop presented today?
No value  (0) 
Low value  (20) 
Fair amount of value  (40) 
Good value  (60) 
Very good value  (80) 
Excellent value  (100) 



MERIT4W1 When reflecting on today's workshop, what 3 words would you use to describe your experience?
________________________________________________________________



Missed1 Is there any topic that we should have covered and we missed or any topic that we should have covered in more depth? 
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________



OtherOpen2 Any other suggestions for improvements?
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________

End of Block: Other Feedback







Appendix 4: Post-Workshop 2 Survey 

ASPIREinG Workshop Session 2


Start of Block: Assessment of Learning Objectives

Intro Thank you for participating in Workshop 2: “Deepening Patient Engagement in Research” as part of the PREPARE Workshop Series.   This survey seeks to gather your feedback on how well the session prepared you to implement more advanced strategies for engaging patients in your research. Your responses are vital in helping us understand the session’s impact and identifying any areas where further support may be needed. Please provide your honest feedback as it will help us continue to refine and improve our approach. Your input will remain confidential and used to guide future initiatives.



InclusionW2 Are you willing to complete this survey?
Yes  (1) 
No  (2) 

Skip To: End of Survey If Are you willing to complete this survey? = No


LO1 How well did this session discuss implementation strategies to gather and utilize patient input throughout the research process?
Not well at all  (1) 
Slightly well  (2) 
Moderately well  (3) 
Very well  (4) 
Extremely well  (5) 



ConfidentLO1 How confident are you in your ability to discuss implementation strategies to gather and utilize patient input throughout the research process?
Not confident at all  (1) 
Slightly confident  (2) 
Moderately confident  (3) 
Very confident  (4) 
Extremely confident  (5) 



LO2ConCol How confident are you in your ability to apply "Collaborate" level of patient engagement after today's session?
Not confident at all  (1) 
Slightly confident  (2) 
Moderately confident  (3) 
Very confident  (4) 
Extremely confident  (5) 



LO2ConLS How confident are you in your ability to apply "Lead/Support" level of patient engagement after today's session?
Not confident at all  (1) 
Slightly confident  (2) 
Moderately confident  (3) 
Very confident  (4) 
Extremely confident  (5) 



Language How well did the session address the importance of creating questions related to research in clear and simple language?
Not well at all  (1) 
Slightly well  (2) 
Moderately well  (3) 
Very well  (4) 
Extremely well  (5) 



ConfidentLan How confident are you in your ability in creating clear and simple questions for patients to guide conversation related to your research?
Not confident at all  (1) 
Slightly confident  (2) 
Moderately confident  (3) 
Very confident  (4) 
Extremely confident  (5) 



Use10Step How useful was the discussion on 10-Step Framework for Continuous Patient Engagement in Comparative Effectiveness Research?
Not at all useful  (1) 
Slightly useful  (2) 
Moderately useful  (3) 
Very useful  (4) 
Extremely useful  (5) 



Chall What are some of the challenges with patient engagement that you think you might face in your area of research?
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________

End of Block: Assessment of Learning Objectives

Start of Block: Content & Delivery

Structure2 How was the overall structure of the session?
Terrible  (1) 
Poor  (2) 
Average  (3) 
Good  (4) 
Excellent  (5) 



Pacing2 How was the pacing of the session?
Terrible  (1) 
Poor  (2) 
Average  (3) 
Good  (4) 
Excellent  (5) 



Know2 How do you rate the knowledge of the speakers?
Not knowledgeable at all  (1) 
Slightly knowledgeable  (2) 
Moderately knowledgeable  (3) 
Very knowledgeable  (4) 
Extremely knowledgeable  (5) 



EffectEng2 How effective were the speakers in engaging the participants?
Not effective at all  (1) 
Slightly effective  (2) 
Moderately effective  (3) 
Very effective  (4) 
Extremely effective  (5) 



Homework2 How useful were the homework exercises in your learning process?
Not at all useful  (1) 
Slightly useful  (2) 
Moderately useful  (3) 
Very useful  (4) 
Extremely useful  (5) 



CaseStud How useful were the case studies in your learning process?
Not at all useful  (1) 
Slightly useful  (2) 
Moderately useful  (3) 
Very useful  (4) 
Extremely useful  (5) 



Tech2 Did the technology used in the session support your learning?
Yes  (1) 
No  (2) 
N/A  (3) 



TechIssue2 Please let us know if you had any technology issues during the session
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________

End of Block: Content & Delivery

Start of Block: Other Feedback
	[image: ]



MERIT1W2 How likely are you to recommend others participate in a similar workshop presented by the Patient Engagement Studio?
Not at all likely  (0) 
Unlikely  (20) 
A little bit likely  (40) 
Somewhat likely  (60) 
Quite likely  (80) 
Extremely likely  (100) 


	[image: ]



MERIT2W2 How likely are you to take a future course/workshop with the Patient Engagement Studio in the future?
Not at all likely  (0) 
Unlikely  (20) 
A little bit likely  (40) 
Somewhat likely  (60) 
Quite likely  (80) 
Extremely likely  (100) 


	[image: ]



MERIT3W2 How valuable did you find your participation in the workshop presented today?
No value  (0) 
Low value  (20) 
Fair amount of value  (40) 
Good value  (60) 
Very good value  (80) 
Excellent value  (100) 



MERIT4W2 When reflecting on today's workshop, what 3 words would you use to describe your experience?
________________________________________________________________



Missed2 Is there any topic that we should have covered and we missed or any topic that we should have covered in more depth?
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________



OtherOpen2 Any other suggestions for improvements?
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________

End of Block: Other Feedback







Appendix 5: Workshop Design and Implementation  

Workshop content and evaluation items were informed by both the needs assessment findings and published frameworks for engagement training, including Manafò et al.’s engagement continuum (Manafò et al. 2018),  PCORI’s Foundational Expectations for Partnerships, and Mullins et al.’s 10-Step Framework (Mullins, Abdulhalim, and Lavallee 2012). The PREPARE workshop was developed through an iterative process that combined insights from the qualitative and quantitative needs assessment findings. Themes from the semi-structured interviews with researchers identified key knowledge gaps, barriers to engagement, and preferred learning approaches, which shaped the initial scope of the curriculum and informed the construction of the survey. The findings, then, from the needs assessment were used to guide the length, content, and modality of the training session. Respondents expressed a preference for short, focused training delivered through hybrid or virtual synchronous formats, along with a strong interest in active, experiential learning. These findings led to the development of a two-session synchronous hybrid workshop format designed to balance flexibility with interactivity. Researchers’ prioritized learning needs were used to define the curriculum’s components. Each session incorporated didactic content, real-world case examples, hands-on group activities, and co-teaching with patient experts, consistent with best practices in adult learning and engagement training. Collectively, this data-driven, participatory development process helped tailor the PREPARE curriculum to researcher readiness, institutional context, and evidence-based approaches to building engagement capacity. 
The PREPARE training program was developed as a two-session hybrid workshop intended to strengthen researchers’ abilities to meaningfully and systematically engage patients and other stakeholders throughout the research process (Figure 2). The workshop design was informed by the needs assessment findings as well as qualitative interviews conducted with researchers across disciplines, many of whom reported limited knowledge of patient engagement frameworks, uncertainty about how to incorporate engagement practices into their existing workflows, and a desire for practical, example-driven learning. PREPARE addressed these gaps by combining didactic instruction, case-based application, structured reflection, and co-teaching by patient engagement experts. The engagement framework by Manafò et al. (2018) illustrates a progression from the ‘Consult’ and ‘Involve’ levels toward deeper partnership stages of ‘Collaborate’ and ‘Lead,’ and this continuum directly informed the PREPARE workshop design: Session 1 focused on building competency in Consult and Involve, while Session 2 was structured to develop researchers’ readiness to Collaborate with and ultimately Lead alongside patient partners (Manafò et al. 2018).
Session 1 focused on establishing a conceptual foundation for patient-centered engagement in research. The session began with an introduction to PCORI’s Foundational Expectations for Partnerships (Patient-Centered Outcomes Research Institute 2024), emphasizing principles such as reciprocal relationships, co-learning, transparency, honesty, and meaningful collaboration across the lifecycle of a study, including planning, conduct, and dissemination. Participants engaged in discussions about the continuum of engagement, with particular attention to the distinctions between “Consult” and “Involve” approaches and the importance of elevating engagement beyond minimal input activities. Facilitators used real-world examples to illustrate how patient perspectives can inform study design, recruitment, retention, and dissemination strategies. The session also oriented participants to the structure and function of the PES, detailing available resources, expectations for researchers, and examples of successful past collaborations. Interactive components (including small-group reflection on engagement challenges and identification of opportunities for applying engagement principles in current research projects) helped participants translate conceptual content into practice.
Session 2 expanded on these foundational concepts by focusing on the implementation of engagement strategies in real-world research contexts. Building upon Session 1, this session emphasized the importance of developing a mindset that views patient engagement as a partnership rather than a transactional consultation. The specific learning objectives for this session were to increase attendees' confidence in discussing implementation strategies to effectively gather and utilize patient input throughout the research process, understanding and applying patient engagement techniques at the “collaborate” and “lead/support” levels, and respond to and overcome common challenges that arise in patient-engaged research across the 10-Step Process. Participants learned strategies for engaging diverse patient groups, including condition-specific panels (e.g., diabetes, HIV, orthopedic conditions) and non-condition-specific populations (e.g., adolescents, LGBTQ+ community members, rural residents). The session also addressed practical considerations such as approaching patient partners, communicating study goals, involving patients in grant writing and manuscript development, and determining appropriate compensation and recognition for stakeholder contributions. Facilitators also introduced tools for integrating engagement across the research continuum, including (Mullins et al. 2012) 10-Step Framework for Continuous Patient Engagement, which served as the structural backbone for the session.
A central feature of Session 2 was a detailed case study drawn from a patient-engaged comparative effectiveness research (CER) project focused on diabetes self-management in underserved populations. The case study described the formation of a Patient Advisory Board, the gathering of patient input at multiple stages of study design, and engagement-driven adaptations to research methods and outcome measures. Guided by facilitators, participants worked through realistic scenarios involving conflicting patient priorities, the need to balance innovation with scientific feasibility, and challenges related to usability, burden reduction, digital literacy, and retention. Participants discussed strategies for integrating patient feedback, overcoming institutional or logistical barriers, and aligning engagement activities with funder expectations. Through breakout discussions and collaborative problem-solving, attendees practiced applying engagement principles to their own emergent or ongoing projects.
Throughout both sessions, PREPARE’s instructional model intentionally blended didactic learning with experiential components, including role-play, facilitated group work, and opportunities to hear perspectives from patient engagement experts. This multimodal structure reflected the program’s goal of not only improving researcher knowledge but also shifting attitudes toward engagement as a shared, relational, and ethically grounded practice.

Manafò, Elizabeth, Lisa Petermann, Virginia Vandall-Walker, and Ping Mason-Lai. 2018. “Patient and Public Engagement in Priority Setting: A Systematic Rapid Review of the Literature” edited by J. Thompson Coon. PLOS ONE 13(3):e0193579. doi:10.1371/journal.pone.0193579.
Mullins, C. Daniel, Abdulla M. Abdulhalim, and Danielle C. Lavallee. 2012. “Continuous Patient Engagement in Comparative Effectiveness Research.” JAMA 307(15):1587–88. doi:10.1001/jama.2012.442.
Patient-Centered Outcomes Research Institute. 2024. “Foundational Expectations for Partnerships in Research.” https://www.pcori.org/engagement-research/engagement-resources/foundational-expectations.
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