
The Value of Engagement: 
Seeing Patients/Caregivers as Critical 

Research Experts 

Friday, October 7th, 2022



Lear ning Objectives:
1) Describe the value of patient/caregiver engagement in supporting research

2) Describe how partnership can broadly improve study recruitment and retention 

3) Identify ways to engage with patients and/or caregeivers without slowing your 
study’s progress 

Target Audience:
Clinical Research Professionals (CRPs) at UC/H and Cincinnati Children's Hospital Medical 
Center (CCHMC): including Principal Investigators (PIs), Research Nurses (RNs), Critical 
Care Unit Nurses (RNs), Pharmacy Technicians and Regulatory Specialists.



Off-Label Disclosure Statement: 
Faculty members are required to inform the audience when they are discussing off-label, unapproved uses of devices and drugs. 
Physicians should consult full prescribing information before using any product mentioned during this educational activity.

Learner Assurance Statement 
The University of Cincinnati is committed to mitigating all conflicts of interest issues that could arise as a result of prospective 
faculty members’ relationships with ineligible companies. The University of Cincinnati is committed to retaining only those speakers 
with financial interests that can be mitigated as they relate to the goals and educational integrity of the CME activity. 

Accreditation Statement for Directly Sponsored Activity 
The University of Cincinnati is accredited by the Accreditation Council for Continuing Medical Education (ACCME) to provide 
continuing medical education for physicians.

The University of Cincinnati designates this live activity for a maximum of 1 AMA PRA Category 1 Credit™. Participants should 
claim only the credit commensurate with the extent of their participation in the activity. 

**CRPs, NPs, PAs, and RNs can count activities certified for AMA PRA Category 1 credit™ for professional credit reporting 
purposes. Other healthcare professionals should inquire with their certifying or licensing boards.**

Disclaimer Statement 
The opinions expressed during the live activity are those of the faculty and do not necessarily represent the views of the University 
of Cincinnati. The information is presented for the purpose of advancing the attendees' professional development.



Speaker Disclosure:
In accordance with the ACCME Standards for Integrity and Independence and the University of Cincinnati policy, all faculty, planning
committee members, and other individuals, who are in a position to control content, are required to disclose all relationships with
ineligible companies (commercial interest) within the last 24-months. All educational materials are reviewed for fair balance, scientific
objectivity, and levels of evidence. The ACCME requires us to disqualify individuals who refuse to provide this information from
involvement in the planning and implementation of accredited continuing education. The following disclosures were made:

Planning Committee Members:
• Maria Stivers, MS, CIP; Course Director – No Relevant Relationships
• Nathaniel L. Harris, BS, Course Coordinator – No Relevant Relationships
• Zachary Johnson, BS – No Relevant Relationships
• Heather Muskopf, CME Program Manager – No Relevant Relationships

Speaker:
Melinda Butsch Kovacic, MPH, PhD
Professor and Associate Dean of Research
UC College of Allied Health Sciences
No Relevant Relationships



October 2022 Study of the Month



UC Health Annual Flu Campaign 
The UCH annual flu campaign starts the week of October 3rd, 2022. 

The flu vaccine is a mandatory requirement and of utmost importance this year with the continued challenge of 
COVID-19.

UC Health Employee Health will be providing the flu vaccine, free of charge, to employees and affiliates but also 
willingly accept documentation of the vaccine received elsewhere.

If you are a UCH Employee, or a UCP employee hired prior to April1, 2022, the survey (consent form) will be 
in Readyset. This survey must be filled out prior to receiving your vaccine, and also if you receive the 

vaccine elsewhere.

All UC Health employees and clinicians are 
required to receive an annual flu vaccination by 

Friday, Nov. 11, at 5 p.m

Please contact UCH Employee Health for any questions 



Thursday, October 20th, 2022, 12:00noon - 1:00pm
Virtual Presentation

IDS (Investigational Pharmacy) – A Great Drug Interaction
Please join us for a look into the world of Investigational Drug Services and its relationship to other research areas. Discover the innovations 

propelling the growth of IDS and refresh pharmacy tips and tricks for IDS requests.

Mary Burns, PharmD, Rph
University of Cincinnati Medical 

Center
UC Health Investigational Pharmacy

Dorice Smith, BA, CPhT
University of Cincinnati Medical 

Center
UC Health Investigational Pharmacy



Today’s Presentation:

The Value of Engagement: 
Seeing Patients/Caregivers as Critical Research 

Experts 
Research has great potential to impact people’s lives IF participating patients and their caregivers understand their roles in 

its success. If CRPs engage their participants and help them see themselves as expert stakeholders, their study’s 
recruitment and retention will benefit.

Melinda Butsch Kovacic, MPH, PhD
Professor and Associate Dean of Research

UC College of Allied Health Sciences



The Value of Engagement: 
Seeing Patients/Caregivers as Critical 
Research Experts 

Melinda Butsch Kovacic, MPH, PhD
butschms@ucmail.uc.edu
text me at 859-757-6808 

mailto:butschms@ucmail.uc.edu


Learning Objectives
•Describe the value of patient/caregiver engagement in 
supporting research

•Describe how partnership can broadly improve study recruitment 
and retention 

•Identify ways to engage with patients and/or caregivers without 
slowing your study’s progress 



My Journey
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• Cincinnati Children’s Hospital Medical Center Research - 2006
• Asthma Research – genetics, biomarkers, environmental exposures
• Cancer/Fanconi Anemia Research – oral HPV and Head and Neck Cancer
• Community Research/Citizen Science – We Engage 4 Health

• University of Cincinnati (UC) College of Allied Health Sciences - 2014
• Associate Dean of Research

• Faculty Mentor 
• Research program development
• Represent college on UC committees

• University of Cincinnati Cancer Center - 2022
• Associate Director of Community Outreach and Engagement (COE)

• Evaluate and monitor 10 county catchment area data
• Provide education to faculty to support THEIR engagement in COE
• Outreach to community to encourage cancer education, screening

• Director, Cancer Research Scholars Program
• 22 undergraduate summer research scholars in cancer research groups

Positions/Roles



Aim 1. Does the environment impact markers of stress?

Actual

Asthma

Systemic
Oxidative 

Stress

Exposures Aim 1

Aim 2

Aim 2. Is measurement of stress a better predictor of risk of childhood 
asthma than parent reported exposures (captured via surveys)?

•Race
•Income
•Education
•Insurance

Early Asthma Research – R21 and KL2



◦ We observed higher levels of truck 
related air pollution (aka Diesel Exhaust 
Particle or DEP) exposure in African 
Americans

◦ More secondhand smoke exposure and 
DEP exposure as well as markers of 
stress in children with lower family 
incomes

◦ Lower income was significantly 
associated with more frequent asthma 
symptoms & poorer asthma control too
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R01-funded Longitudinal Study Examining Oral HPV in FA
We sought to better understand the 1,000-fold amplified risk of HNSCC in individuals with Fanconi Anemia 
(FA) by characterizing the epidemiology of oral HPV infection and host immunological responses.

With over 500 participants, we found that oral HPV was all too common compared to family members; their 
immune profiles also differed



The FA Study was 
only possible ….

Fanconi Anemia Research Fund (FARF) 
Pilot grant funding prior to R01

Recruitment at:
◦ Annual Family Meetings
◦ Biannual Adult Meetings

Willingness of families to participate
= ideal research community



Questions I asked myself:

◦How can I better educate potential participants, so they feel 
more comfortable becoming research participants in my 
studies?

◦How can I best partner so that families and communities can 
positively impact MY research, and they encourage others to 
participate?

◦What do I need to learn from THEM to be a good partner to 
THEM?

I Realized That I Loved Partnering with 
Families and Communities



Questions I asked myself:

◦How can I leverage the experts in the communities to 
encourage  community-academic partnerships?

◦How can I use all that I have learned to encourage other 
academics and their research groups to partner with 
families and communities in a mutually beneficial way?

◦How can I informally teach faculty and staff the skills needed 
to be good partners and see their patients/caregivers as 
experts?

I Realized That I Loved Partnering with 
Families and Communities



Addressing Health Promotion Challenges in Cincinnati’s West End 
– Since 2011
Learned about differences:
• Educational differences 
• Health literacy levels 
• Differing learning styles
• Socio-cultural differences
• Age-related differences
• Differences in life experiences
• Psychological/emotional differences
Plus….
• Mistrust of healthcare providers
• Mistrust of research



NIGMS-R25 Funded “We Engage 4 Health (WE4H)” 
An interdisciplinary                      
community-academic partnership 
• 5 Faculty
• 4 Staff 
• 1 High School Interns 
• 5 Undergraduate Interns
• 6 Community Members
• 3 Evaluation Services

Focuses on promoting community 
health and citizen science 

Foundation: community co-designed 
graphic-stories and hands-on learning 
experiences.

Supported by a National Institute of General Medical Sciences
Co-PI’s: M Butsch Kovacic and S. Hershberger (Miami U)
Original Community Partner: Cincinnati’s West End

Outreach Consult Involve Collaborate Shared 
Leadership



Reasons to Engage



Goal of ALL 
Human Subjects 
Research

To provide evidence and 
insights that can be used to 
improve health outcomes
Description
Prediction
Explanation/understanding
Control
Application



Ethics of Human 
Subjects Research 
(HSR)
Social and clinical value

Scientific validity

Fair subject selection

Favorable risk-benefit ratio

Independent review

Informed consent

Respect for potential and enrolled 
participants

https://www.nih.gov/health-information/nih-clinical-research-trials-you/guiding-principles-ethical-research


Value of Participant Perspective

Researchers' priorities differ from patients and study participants; research therefore lack 
pragmatism and patient centeredness. I know how it feels to be a research participant and a 
parent of one….

Engagement via consultation, collaboration and/or publicly led efforts to better 
understand their perspectives can help researchers reduce research participant 
burden and improve participation and retention of more diverse groups, particularly in 
clinical trials, by tailoring or targeting their studies

It can also ensure our research reflects the needs of diverse populations



Greater diversity in research participation is critical to 
ensuring health equity for all

Participants in research should reflect the diversity of our culture and conditions, considering race, 
ethnicity, gender, age, abilities, etc. 

The lack of diversity among research participants has serious ethical and research consequences. 

This includes impeding our ability to generalize study results, make medical advancements of effective 
therapies, and it prevents some populations from experiencing the benefits of research innovations and 
receipt of high-quality care.

• Community engagement is a method to improve diversity and be more 
inclusive in research.



Ways to Engage



Ideas for Easier Ways to Engage with 
Patient/Caregiver Experts

• Give and collect a participant feedback survey and ask them about ideas they have to improve 
their experience AND then use responses to inform study optimization

• Create/provide TARGETED education to participants about the disease topic – work WITH 
participants to co-create this if possible

• Create/provide TARGETED education about your research study - work WITH participants to co-
create this if possible

• For longitudinal studies, provide a quarterly newsletter that can be texted, emailed and mailed –
ask participants how they want to receive updates from the baseline visit (ask how not if) - work 
WITH participants to co-create this if possible

• Consider having a study website where you post updates, education, etc. to engage participants; 
update it regularly



More Ideas for Easier Ways to Engage 
with Patient/Caregiver Experts

• Consider holding online or in-person learning sessions sharing information about your study PRIOR 
to enrollment so people can learn/ask questions 

• Encourage participant REFERRALS – highlight how many referral received via the website, 
newsletter, etc.

• Invite and pay someone familiar with the study in the community to make referrals; attend HEALTH 
FAIRS and other events to share education and extend study invitations.

• Be willing to GO TO the community talk about your active research – make it easy to understand by 
all and lead to meaningful discussion – invite participation at the end of the talk – the talk should 
include education AND not solely be a marketing tactic

• Consider sharing with individual participants meaningful PERSONAL data



Consider a Community – Academic 
Partnership (CAP)

Do you want: outreach, engagement or partnership opportunities that are available over time?
Consider increasing levels of engagement :
◦ Teach them something
◦ Ask them to inform a process via experience sharing
◦ Ask them to consult via idea sharing
◦ Involve them – ask them to co-design a survey or educational materials – but realize doing so 

takes time!
◦ Ask them to collaborate by supporting survey collection as a citizen scientist
◦ Empower them to take the lead and you follow



Developing 
a CAP

• Partner WITH individuals, groups, 
organizations over time in a mutually 
beneficial way

• Up front time in developing relationships 
and trust

• Having the “right” personality and being 
flexible, patient and resilient is key

• Co-creating a Partnership Agreement or 
Charter to share expectations is helpful

• Making the Agreement about people and 
not a specific grant is best



Don’t Try to Create 
a CAP Alone!!!

Leverage COE institutional resources:
• UC Cancer Center Community Outreach and 

Engagement – Melinda Butsch Kovacic
• CCTST Community Engagement – Lori Crosby
• UC Community Change Collaborative –

Farrah Jacquez, Kathie Maynard & Jess 
Kropzcynski

• UC Center for Environmental Genetics 
Community Engagement Core – Nick Newman

• UC Center for Public Engagement with Science 
(PEWS) - Angela Potochnik

• UC Ethics Center – Andrew Cullison
• The Cincinnati Project - Michael Griffin
• CCHMC Community Outreach – Monica Mitchell
• UC Urban Health Pathway – Dena Cranley
• UC Urban Futures - Kathie Maynard
• UC Public Health Programs – Regan Johnson
• UC Experiential Learning – Michael Sharp



Start with Participant –
Engaged Design



In a meta-analysis of the effectiveness of health interventions, low 
community engagement in both design and delivery result in 
substantially less effectiveness (O’Mara-Eves et al., 2015). 



Common Ways Community Can Inform Research

FEEDBACK 
SURVEYS

FOCUS GROUPS INTERVIEWS AN ITERATIVE CO-
DESIGN PROCESS



Other Fields Use It

The corporate world uses it to create better products, design 
better spaces, and optimize methods.
Take lessons from the design field:
Recruit participants. These can be people with relevant experience or background in 
the design space, business stakeholders or anyone else playing a part in the project.

Conduct workshops. Plan activities to encourage participation from everyone. There 
can be different levels of participation from people —they could just share their 
experiences and stories, brainstorm ideas and make mind maps, or create prototypes. 
It depends entirely on the context of your project and your participants.

Record sessions and take notes. As always, observe everything, record 
conversations with participants and take notes about the outcomes of your workshops.



WITH Study Participants

The process of developing resources along with 
community members is called co-development, co-
creation, or co-design
The authors of “Co-Design of Health Interventions With 
Children and Young People” (Thabrew et al., 2018) 
describe co-design as active collaboration between 
researchers, designers, developers, and users as “experts 
of their experiences” as they jointly explore and articulate 
needs and jointly explore and make solutions.”



What Can Be Co-designed With Community?

Consent forms 
and information 

brochures

Study design and 
study approach 

plans

Marketing and 
study recruitment 
plans & materials

Surveys, focus 
group scripts, 

interview guides

Training and 
intervention 

materials

Research 
educational 

materials

Individual reports 
to give to study 

participants

Study-related 
newsletters and 

websites



Simple Actions to Support Mutual Respect

1

Make sure you train 
your co-designers or ask 
them specific questions 
to answer so they know 
exactly what you need 
and can authentically 
help you; no rubber 
stamps!

2

Be respectful of their time, 
be open to their ideas and 
perspectives without 
getting defensive; carefully 
consider any ethical 
concerns they may have 
and allow them to give 
feedback at multiple stages 

3

Thank them publicly 
(via publication 
authorship or 
acknowledgement); 
provide them financial 
incentives if you are 
able

4

Make sure your co-
designers see the final 
product(s) of their 
efforts! Celebrate your 
successes together!



Evaluate the Co-design 
Process in YOUR Hands

Most researchers that use co-design fail to evaluate their co-
design process (see Slattery et al. Health Research Policy 
and Systems, 2020)

Co-design is becoming increasingly valued and is often a 
positive in grants

Ask your co-designers about their experience working with 
you AND about how their contributions were valued and 
included in whatever they were co-designing with you



My Personal Examples



CCTST West End 
Community Research 
Advisory Board

Listens to many researchers talking about their 
research both in-person and online
Some give a science talk; some SPEAK to them.
Come share your work with them – they are 
happy to give you feedback!



Advisory Boards
“…studies increasingly show that when health care administrators, providers, patients, and families work 
in partnership, the quality and safety of health care rise, costs decrease, and provider and patient 
satisfaction increase” 

Willis, R., Krichten, A., 
Eldredge, K., & Carney, D. 
(2013). Creating a patient and 
family advisory council at a 
level 1 trauma center. Journal 
of Trauma Nursing, 20(2), 86-
88.



“Stories help people to better understand and 
make sense of the world.”
Stories have been used to share knowledge 
from generation to generation for thousands of 
years and are important ways to connect with 
audiences. Rather than a long list of dry facts, 
stories include enough emotional detail so that 
listeners better and much more vividly 
remember even ideas and concepts and are 
more likely to use and share what is learned.
For health promotion stories see 
www.WeEngage4Health.life

http://www.weengage4health.life/


Uniqueness 
of WE4H 
Graphic 
Style 
Stories

Shared ownership 
with co-designers

Fun, engaging, and 
motivating

Locally and culturally 
relevant

Quickly create 
shared experiences 

Understood & 
enjoyed by people of 
all ages and literacy 

levels 

Lead to meaningful 
discussions and 

personal 
connections

Explains “why” 
rather than simply 

telling people “what” 
to do

Focuses on only 3 
big ideas that are 
memorable and 

actionable

Useful in informal 
programming, health 
education events & 

more!  



Consider Literacy and Health Literacy Levels

• Hemingway app is a great tool to help ensure your 
research communications are readable, understandable, 
and actionable by ALL literacy levels - No acronyms!

http://www.hemingwayapp.com/


Our Cast of Characters are Community Co-designed Too!









M-PAACH



Define Concepts



How the study works



Explain the science of the study



How the samples taken will be used – why their important



Why participants need to return annually



Encouraging Diversity



Helping people to make a good decision about participation



3-panel 
stories





2-page



Easy Ways 
to Engage
• Community Outreach 

Discussions  – a science 
talk with the goal of 
discussion

• Event Attendance - health 
fairs, volunteer or celebration 
dinners, road races and 
rides, and fundraisers – and 
more!



Tell Your 
Research’s Story
• Problem - conflict or 

knowledge gap being 
addressed

• Action - steps taken to solve 
the problem

• Resolution - impact of action



Community Health Fairs

Avondale Asthma Fair



Sharing Personal Data 
with Participants
• Consider sharing clinically relevant individual 

results, where appropriate

• May increase participation particularly with blood 
draws

• Likely will support good will, repeat research 
participation

• Make sure you provide education to accompany 
results 



Newsletters







Consider Engagement 
– It Is Really Fun!



Community Outreach & Engagement Dialogue Circles
To help UC/CCHMC faculty better understand the value of COE, this Summer,
the COE hosted 4 Community Dialogue Circles on the following topics:

• The Value of COE to Busy Basic Science, Clinical & Population Health Researchers
• Best Practices for Giving Research Talks to Spur Community Outreach Discussions
• Collaborative Design for Mutual Researcher-Community Benefit
• Critical COE Skills for the Newly Engaged

Each presentation was followed by a discussion. 
• A one-page “notes” page with key takeaways and resources was provided to all attendees.
• All were video recorded and a link to all 4 of these recordings will be offered soon!



Questions?
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