Transcript – “Community Led Innovative Research”
[Intro music]
Paris Barnes
Welcome to The Bridge, Your Health, Your Voice, the official podcast for the University of Maryland, Baltimore School of Pharmacy Patients Program. The Patients Program is the bridge between the community and researchers. This partnership is created to help researchers listen to the community's voice in order to build a bridge to an effective learning healthcare community. Welcome to The Bridge. I'm your host, Paris Barnes, and we have two familiar faces. Dr. Daniel Mullins, Executive Director of the Patients Program, and Pastor Franklin Lance, Senior Pastor of Mount Lebanon Baptist Church. In this episode, we spotlight a groundbreaking initiative from the University of Maryland School of Pharmacy's Patients Program. Through partnership with schools at the University of Maryland, Baltimore, such as the School of Medicine and the School of Social Work and with external organizations, the program is supporting structural interventions. These broad, solution-focused efforts are part of a nationwide community-led research project. These are going to be referred to as CRPs throughout the podcast today. Funded by the National Institute of Health, or NIH, UMB will serve as a health research hub. The hub structure consists of four units. Each of these units is co-led and supported by a community partner expert and a UMB expert. The units are: Administration and Coordinating Unit. This unit provides overall leadership and support to the community-led research projects, the CRPs, and other hub units. It oversees all hub activities, including communications, reporting, and dissemination efforts. Research Methods and Data Management Unit. This unit offers tailored scientific support and technical guidance in research methods and data management to strengthen the work of the CRPs. Research Capacity Building and Training Unit: This unit coordinates and supports training for assigned CRPs. It also provides scientific and technical assistance, skills development, and sustainability planning to build long-term capacity. Community Engagement Unit. This unit guides best practices for community engagement and supports the co-development, collection, and evaluation of success metrics. These metrics focus on community empowerment, project sustainability, and building trust in science. So, Pastor Lance, before we talk about this new work, can you provide us a brief history of how you met Daniel in your introduction to the Patients Program?
Pastor Franklin Lance
First, I would love to. So first of all, thank you for having me. Look, I love talking about how I met Dr. C. Daniel Mullins. So let me explain. I come from corporate America, and then in 2004, I left corporate America to start pastoring a church in West Baltimore. One of the first things I did was look at the needs of the community in which the church was located. We identified that we needed to focus on health disparities, workforce development, and financial literacy. So again, this is around 2004, 2005. lo and behold, around 2007, 2008, Dr. Mullins reaches out to my administrative assistant. So she was my administrative assistant. She had been the administrative assistant of my predecessor for 40 years. So here was a woman with whom I had a deep and abiding trust, and I think trust is key. So Dr. Mullins comes to her and suggests that we need to start focusing on male health and early screening. And in that case specifically, we were talking about prostate screening. And so she comes to me on his behalf, and because I trust her and they have a great relationship, I opened the door. Again, this is about 2007, 2008. It started our relationship. We've been working hand in hand since then, and I trust him and the work that we do going all the way back to that first initial work doing early screening with men. health at the church.
Paris Barnes
Awesome. Trust is the recurring word that I heard in everything you said. So that's a big deal, especially in the work that we're about to be doing.
Pastor Franklin Lance
Paris, I think trust is huge. It's one of the tenets of the work that we've been doing. It's one of the things that Dr. Mullis and I have talked about. We lead with trust, and trust takes time. So trust takes time, it takes integrity, it takes accountability, but we believe it's a key tenet of the work that we do.
Paris Barnes
Absolutely. So, Dr. Mullins, I'm going to pick on you next.
Dr. Daniel Mullins
Okay.
Paris Barnes
Can you speak to how the Hub is an innovative solution to supporting community-led research projects?
Dr. Daniel Mullins
As you mentioned, we have three primary components that we were required to provide, according to NIH, and that's for research methods and data management, second for research capacity building and training, and third for community engagement and utilizing methods of health disparities research. So that anybody who was going to go after becoming a hub needed to bring it to the table. What we did is we took this long-standing partnership between Mount Lebanon Baptist Church and the patients program here at University of Maryland Baltimore. And what we said is what we can add on top of that is that we've been doing community academic research in partnership, in authentic partnership, for many years. And if we really want community-led research projects to be not just scientifically successful, but to be sustainable, we need to really also make sure that people understand how a community-based organization and a research-intensive institution can work together in a trustworthy partnership, right? So back to that word trust, we talk about trust, but we also talk about being trustworthy, which is how do we make sure that the research institution is trustworthy when you're doing work in partnership with a community organization and ultimately with patients in those communities?
Paris Barnes
So Pastor Lance, when talking about the hub, I have a quote from you. It says, We are the right team at the right place because we do this work already. We believe in this work and know how to let communities take the lead. What did you mean by this quote?
Pastor Franklin Lance
So Paris, thank you for that question. When I echoed that quote, I was actually thinking about this biblical framework. Again, I'm a man of faith. I pastor a church. There's a biblical text in which Mordecai says to his niece Esther, Who knows? Perhaps you have come to your kingdom for a time such as this. And so for us, as we were pursuing this grant, as we were looking at the opportunity, I thought about that, and I actually paraphrased that, saying to the group, I believe that we are the right people at the right time because we're already doing the work. We were not looking at this as an opportunity to pursue the grant. We were looking at this as an opportunity to do more of the work that we were already doing. We weren't building a team to pursue the grant. We already had the team.
Paris Barnes
The Hub will complement the research efforts of seven community-led research projects, the CRPs. The Hub will support the CRPs located nationwide with a wide range of scientific and technical resources specific to their structural intervention project. So Pastor Lance, why was it critical that each hub unit has a community co-lead?
Pastor Franklin Lance
Pastor, the criticality behind having community co-leads is actually based in the belief of patients itself. One of the foundational principles of patients is this idea of shared governance, that we do the work together. We don't do it on behalf of anyone, but we do it in partnership with everyone. And so it was critical that we actually do the work in a way that we claim to believe. And that meant shared governance, in this case, community co-leads.
Paris Barnes
Mm, that's excellent. And so, Dr. Mullins, can you give us one or two examples of some of the work of the CRPs?
Dr. Daniel Mullins
I'd be happy to, Paris. One of the ones that we've been working with for almost a year now is called Open Aid Alliance. And the title of their grant is Counteracting Structural Barriers to Increase Access to Medications for opioid use disorder among unhoused Montanans. As you could probably guess, this is a group that's based out of Montana. And what they're really trying to do is understand how the interactions between healthcare staff and patients can influence the care that an individual receives, but in cases in which someone has a substance use disorder, how those interactions can either help them to get into treatment and stay into treatment, you know, or not. And then others who may be at risk for things, whether or not they get into care. So they'll be looking at those interactions between healthcare staff and individuals who could benefit from prevention and treatment options. Something that we see here in Baltimore, but in rural areas of Montana, they see the same thing. which is oftentimes you go to one healthcare provider and they might do something for you, but then they tell you that you need to go somewhere else for something else. And then we wonder why people's health isn't as good as it could be. There also is this issue of stigma and stigmatization. And so really understanding what does that really mean and how does that impact whether or not people get high quality care. And so all of those things will be examined in trying to help people who live in Montana receive better health care, high quality health care, and continuous health care for both their prevention and their treatment needs. That's one example. The other example can address fragmented care, but they're also looking both at physical health issues and mental health services down in Mississippi. And we know that there are pockets where there's very high poverty rates in that state, and that can lead to instability in lots of things, but instability in access to health care is the one that we're most interested in. We do know that there are other things that influence a person's ability to gain access. So For a woman who's pregnant, just knowing what am I supposed to do during my pregnancy is a big issue. For someone who needs to get, you know, a distance to healthcare, if I don't have transportation to get there, may be high quality care, but I can't get there. And then... just disruptions in care. And many of us have faced that, but there are some unique issues in Mississippi that they would like to try to address. And so how do we get individuals, whether it's an individual, as I said, who's a pregnant woman trying to get the maternal health care for herself and her child, whether it's someone with a physical or a mental health condition, you know, how can we do better to help people in place like Mississippi find the care that they need and how can we improve public health in Mississippi, you know, and similar to all these community-led research projects.
Paris Barnes
So, Dr. Mullins, can you give an example of how UMB will support the CRPs in their research?
Dr. Daniel Mullins
We've already helped them think through their protocol. Again, we are there to support them when they need help. And so, as you can imagine, even though these are community organizations working with other academic institutions, none of us have expertise in everything, right? And so in the patient program, we talk about the fact that a person who lives with a medical condition is an expert in what it's like to live in that state of being. But when it comes to scientific skills, I may have skills in data analytics, somebody else may have skills in project management, somebody else may have skills in qualitative research versus quantitative research. And so a lot of what we're doing is filling the gaps, but also serving as a sounding board. So filling the gaps so that if their current research team needs some help with data collection, with making sure that they address privacy issues, or with thinking about how to analyze the data, yes, we can bring in individuals. Some of the techniques that we're bringing to the table are the use of artificial intelligence, which is an emerging area that not everybody has expertise in. And as we know, there's good practices and bad practices. Make sure that we're using the good practices if we're using that in our research. But then when it comes to doing this type of research, the NIH has a long history of doing health disparities research. And there are appropriate methods for understanding. We want everybody to be healthy, but sometimes we examine that one group doesn't seem to have the same health that another group has, and we can change that, right? So how do we use what we've been doing? for seven or eight decades to make sure that these projects are really going to improve the health of everybody. And sometimes that means understanding if there's a difference and how then we can take the group that maybe doesn't have the health if they should and bring them up to their maximum health. So those are the pre-specified ways. But what we're also hearing is just doing research There's a lot that needs to be done from an administrative perspective to make sure that you're compliant with laws and regulations as well as policies. And so part of what we're also making sure is that all of this research is done according to best practices, you know, according to laws when there are laws, but also according to best practices, not only from a research lens, but also from a community lens so that this research is respectful, when it comes to the patients and communities that are involved. And that also that as we learn that we not only analyze data and produce results in a way, but that we take what we've learned, we share what we've learned so that others can benefit, and we learn how to implement that so that what works can be input in a sustainable manner in the local jurisdiction, but then also shared with others so it can be implemented elsewhere.
Paris Barnes
Ah, okay. So we have CRPs all across the nation. So we have one in Montana, two in Texas, Arizona, Florida, Maryland, and Mississippi. So how are you getting to know each individual team and what are you learning from them already?
Dr. Daniel Mullins
Right. It takes time, right? So similar to the relationship with pastoral lands, you know, it starts with a call of, you know, what would you like to get out of this relationship? That's something that we talk about is to this day, Once a year, we meet specifically to talk about, is the relationship between Mount Lebanon Baptist Church and the Patients Program still working, or are there things that we need to change? So as we get to know our partners, the first thing is, what would you like to get out of this relationship? The second is, is there something that you have that needs to be done today or this week that we can help you with? But also getting to know their team, getting to know the strengths that they have. One thing again that I've learned from Pastor Lance is many researchers go in thinking that we're here to kind of help you and to tell you how to do something rather than we're here to learn what strengths and what assets you have and where you might have a gap where we could help to fill in that gap. And so a lot of that is having these conversations with them. They've all been been very comfortable sharing what they're doing with us, so it's easier for us to then help them, right? I think part of that trust-building exercise is, in order for us to give you some ideas of how to think about doing your research project, are you comfortable sharing your research project? And what we do know is that many people are reluctant to share what they're doing because they're afraid that they're their idea, or what we might call their intellectual property, could get stolen by somebody else. And so we have to assure them that if you share information with us, we're not going to take your idea and run with it. We're going to take your idea and help you to make your idea better and help you to implement your idea and then give you some suggestions for how you can take what you've learned and share those results. And so far, that's going pretty well. Over time, we can see that they're sharing more with us that, you know, we view that meaning that we're building this relationship well. We're looking at these incredible research projects they have, you know, that are so scientifically solid and helping them to think about how can we make that even better? And then how can we start that research project once you submit it through your local institutional review board? And a lot of it is just coming together on that journey, building the trust, but then helping to make sure that we do help them to do high quality research, because of course, that's what NIH wants out of all of this.
Paris Barnes
Yeah, it sounds like the CRPs are busy bees and they're working hard. Yes, they are. All right. Well, thank you so much, Dr. Mullins and Pastor Lance, for being here to kind of go over this project with us. Our team is very excited. Stay tuned for future episodes. We're going to talk a little bit more about the work of the community-led research projects and how we're partnering with them to impact their research. Thank you both for taking the time to be with us to explain this innovative award, and we hope to see you soon.
[Outro music]
Thank you for listening to the Bridge Podcast. To learn more about the Patients Program, visit our website at www.patients.umaryland.edu.

