
1

Hello, and welcome to our presentation on Community-Engaged Research 
(CEnR) with diverse older adults. This presentation was developed by Dr. C. 
Daniel Mullins of the UMB Institute for Clinical and Translational Science 
and The PATIENTS Program at the University of Maryland School of 
Pharmacy.

(Feel free to use community-engaged research and its acronym (CEnR) 
interchangeably; whatever makes the line easier to say)
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Before we start talking about working with our patient population, it is 
important for us to clearly define what we mean when we say community-
engaged research.
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So, what is CEnR? According to the Clinical and Translational Science Awards 
Consortium, CEnR is a collaborative process between the researcher and the 
community. In this model, the researcher and the community work together 
to create and disseminate knowledge, contribute to the discipline, and 
strengthen the well-being of the community. What distinguishes CEnR from 
regular research is that CEnR identifies the assets of all the stakeholders and 
incorporates them into design and conduct throughout the research process. 
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The goals of CEnR are to build trust, to enlist new resources and allies, to 
create better communication between the researcher and community, and to 
improve overall health outcomes as successful projects evolve into lasting 
collaborations. Again, what makes CEnR unique is that the researcher and 
community are working together towards a common goal. This means that 
there is no more “helicopter research” and no more treating patients like 
guinea pigs. The community’s input matters, and adjustments are made based 
on what they say. We can avoid situations like what happened at Tuskegee or 
to Henrietta Lacks and can help start to reduce some of the hesitancy that 
people may have towards participating in research. 
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Community-Based Participatory Research (CBPR) is another idea related to 
CEnR. CBPR is a partnership approach that equitably involves community 
members, organizational representatives, and researchers. Partners are 
involved in all aspects of the research process and share parts in both decision 
making and ownership. CBPR is not a set of methods or rules to follow, but 
rather a fundamental change in the orientation of the community-researcher 
relationship.



6

What CBPR tries to do is increase and integrate bidirectional learning to 
improve the health and quality of life of its community members. It takes the 
community-academic partnership and enhances the aspect of a shared 
governance approach so that all stakeholders can feel better represented.
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One African proverb that gets tossed around a lot is “If you want to go fast, go 
alone. If you want to go far, go together,” and I think that really is true when it 
comes to research. It’s really easy to do something like conduct a survey. Just 
write up some questions, send them out in the mail, and wait for responses. 
But if you want good information, data that can help you and help your 
community, you need help. You need to reach out to leaders in the 
community, find out what has been going on, and then ask the community 
what it feels like they need to address. You have to ask the local government 
and organizations if and how they can help. You have to work with others to 
try and find a meaningful solution, together. 
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Now, we can go forward and talk about patient engagement. Patient 
engagement is a bi-directional relationship between the patient and the 
research team. This means that the patient-researcher dynamic follows the 
principles of engagement, and is formed through reciprocal relationships, co-
learning, partnership, trust, transparency, and honesty. 
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The benefits of this relationship are twofold. 

First, it helps make the research meaningful. By framing the questions and 
answers so that they are understood in the appropriate cultural context, 
researchers can find solutions that really work in their target population. 

Secondarily, patient engagement helps with patient activation. Keeping the 
patient engaged gives them the essential knowledge, skills, and confidence for 
managing their own health and healthcare.
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Trusted community members and creative partnerships are at the core of 
patient engagement. Community health workers, lay health advocates, local 
senior centers, the Senior Companion Program, and various sororities and 
fraternities can help researchers bridge the gap and get to know community 
members.
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The last topic we will discuss regarding patient engagement is the 10-step 
framework for continuous patient engagement.
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This framework is based on a paper about comparative effectiveness 
research, but its principles apply to CEnR as well.
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There are three main parts in the framework for continuous patient 
engagement, and we can go through each one step by step. First, what we 
want to do is plan the research. We have to solicit topics, prioritize, and then 
frame the question we want to address. Next, we actually do it. We select 
comparators and outcomes, create a conceptual framework and analysis plan, 
and then we collect data. Lastly, we deliver our solutions. This involves 
reviewing and interpreting results, followed by translation and dissemination. 
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Now, with all that information in your heads, its time to talk about 
adapting CEnR for diversity among older adults. 
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As regular people, even without scientific knowledge, we know that there are 
right and wrong ways to address older adults (aka seniors). Seniors come from 
a large variety of backgrounds, and we have to be prepared for the added 
efforts that may be required to build relationships. It’s important to engage 
their family members as well and keep everyone aware of what is going on. 
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One way we can convince older adults to participate is to appeal to 
benevolence. Obviously, we aren’t trying to coerce them, but the desire to 
help others is a frequent reason for seniors to choose to participate. When 
they express interest, it is important to explain the benefits of the proposed 
research in simple, jargon-free terms.
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We can also address the holistic aspects of participation, including any 
physical, cognitive, emotional, financial, or spiritual aspects of their psyche 
that could benefit from getting involved. 
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Our final topic is on engaging older adults using virtual platforms, which is 
becoming ever more important as technology continues to develop and 
become integrated with all aspects of our lives. It is also especially 
important in times like these, where in-person communication may not be 
possible.
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The following slides will address some of the best practices for conducting 
virtual meetings, including a brief “how to” guide.
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Going back over virtual platforms, it is important to recognize that these are 
high-tech approaches to high-tech engagement. It is possible to use a variety 
of web-based platforms to conduct interviews, focus groups, surveys, and 
town hall meetings. There are pros and cons to virtual platforms; larger 
groups are often feasible, but smaller groups tend to be easier for interaction. 
It is important to map the platform and the group size to the intended 
engagement activity.
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Many older adults may already be familiar with some web-based platforms, 
and others may know how to use smart phones. It is important to start with 
familiar applications, such as Facebook or Facetime. It is also recommended 
to start off with fun activities, such as “Jam Sessions,” to encourage 
involvement. For more complex apps or non-web-based platforms (e.g. 
Zoom), be prepared to train community members on how to use them.
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Give Backs are also a foundational practice for lasting partnerships, as they 
show appreciation for participants. When tailoring Give Backs for older adults, 
it is important to keep in mind items like font size and relevant visuals (so 
probably no pictures of avocado toast!) 
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The long-term applications of distance technologies include the potential for 
virtual recruitment, as well as the giving of online or web-based consent. 
Smart technology solutions also offer opportunities for real-time, continuous 
monitoring, giving us more complete data and more frequent data capture. 
Last but not least, virtual platforms give us extra opportunities to provide Give 
Backs to participants during the study (e.g. with recruitment updates, health 
tips), through updates on science, and upon completion of the study (e.g. lay 
summary).


