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Transcript - Building Bridges Through Advocacy: Inside the PATIENTS Professors Academy

00:00:02 Introduction
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.
00:00:25 Paris Barnes
Hi, everyone, and welcome to The Bridge. My name is Paris Barnes, and I'm your host today. And today we have two special guests. We have Peyton Miles and the Patience Program's very own Joe Hauer. And we're going to be talking about the Patience Professors Academy. I'm going to kick it off with Joe first. Joe is our lead training specialist for the Patience Professors Academy, and I would love it if you can give the audience a little bit of an overview about what the Patience Professors Academy is.
00:00:54 Joe Howarth
Yeah, certainly. So, Patient Professors Academy, a free five-week virtual academy where we invite patients, caregivers, community members, healthcare providers, all kinds of researchers, people that work in the pharmaceutical industry, people that are in government research positions.
00:01:14 Joe Howarth
to come together to have conversations about making research more patient engaged or patient led and more community engaged. It's really an opportunity for people to come together that usually don't, maybe don't interact very often to have live conversations. All of our sessions are live.
00:01:36 Joe Howarth
where folks talk about, the barriers that they're seeing in getting the best healthcare that fits their needs in their experiences of research as participating in research, but also from a research standpoint of the barriers that they face in making research more patient-centered, more community-engaged. So after the five weeks, people that
00:02:04 Joe Howarth
complete the academy, they earn the honorific Patients Professors, and those Patients Professors continue to come back to the Patients Program to work on the Patients Professors Academy. We work with them to find, you know, other research advisory positions. They come back and they lead the seminars that are in the Patients Professors Academy.
00:02:29 Joe Howarth
And it's really, with you, Paris, it's really a process of continuous engagement that the academy ends after five weeks, but that's really just the beginning of our expanded partnership with all of the folks that have been through the academies, finding new ways to support their skills, support their advocacy work, but also to find opportunities for them to work in these research spaces.
00:02:54 Paris Barnes
Nice. Okay, so spoiler alert, this is actually the project that I work on. So I know quite a little bit about it and I'm a little bit biased because I love the work that we do. But Joe has been here since the beginning. So you're kind of familiar with all the cohorts. So was there anything in particular that was really different or impressive about this year's cohort as opposed to the others?
00:03:16 Joe Howarth
Yeah, I think something that really stood out is that I felt that this group, this is the fourth cohort, I felt that this group
00:03:24 Joe Howarth
and we'll be talking to Peyton here in a minute, that a lot of people felt a little more advanced in their advocacy journeys. So in some of the years before, people maybe are just on the cusp of really starting to ramp up their advocacy work. They're getting a little more experienced. This group felt a lot more experienced, a lot more, yeah, just I think more experienced. They're much more active in
00:03:51 Joe Howarth
wanting to communicate with each other, wanting to learn from each other, wanting to really build their networks outside of just with the patient's program. They wanted to be able to network outside. And I felt those were the big differences that they just had different perspectives to provide. And I think it was that higher level of experience, higher level of
00:04:17 Joe Howarth
a proficiency in advocating. So I think that was that's what stood out to me.
00:04:22 Paris Barnes
Yeah, I have to agree. So with that, it made it so that we were challenged with manipulating the curriculum to make it so that it wasn't like necessarily 101 level, but maybe 201 level, because a lot of people were already pretty familiar with how certain things went. So it was it was interesting for us to be able to kind of shift, to modify it, to be appropriate for that audience.
00:04:46 Paris Barnes
So, Peyton, I want to get to you. Can you tell us a little bit about your health journey and then how you became connected to PPA?
00:04:54 Peyton Miles
Oh, I'd love to. And thank you so much for having me on. I so I actually have only been patient for the past three years. I got sick on March 4th of 2022, where I got a viral illness and
00:05:13 Peyton Miles
I've had a headache that has lasted ever since. And then I've had multiple other illnesses developed since then. And so that happened towards the tail end of high school. And I was on track to go to William and Mary.
00:05:38 Peyton Miles
but had to put my college trajectory on hold. And so I was really looking for ways to find connection. And so I found Generation Patient actually through social media. And through them, I actually began my advocacy journey. So it was actually a little bit funny that you said that you found that this year's cohort was a little bit more advanced because I'd be like I'm still like on the cusp of
00:06:08 Peyton Miles
my advocacy journey, but I've been working with them since 2023, where I was a health policy scholar and learned about things like patent reform and how that connects to drug pricing and direct consumer pharmaceutical advertising and clinical trial diversity. And so
00:06:37 Peyton Miles
That really piqued my interest. And then I joined them again this year as a health policy lab co-chair. And it was actually through the donation patient newsletter that I heard about PPA. And I'm really, really glad that I did because it was a really great experience.
00:07:02 Paris Barnes
Awesome. Shout out to Generation Patient and Sneha. We love you. You do amazing work. And thank you for referring the PPA out through your newsletter. We appreciate, you know, all you do for us and bringing people to us so that we can talk about this important work. Peyton, would you like to give us a little bit about like, what did you learn from PPA and then how can you apply it each day to the work that you do as well as the things you do in your personal life?
00:07:28 Speaker 4
Yeah, so I think
00:07:33 Peyton Miles
The PPA program was really focused on the 10-step framework for engagement, for community engagement with research. And I think that one of the things that I really took away from it was how engagement is not just
00:08:00 Peyton Miles
something that, you go into a community and you maybe do a project once and then that's it. I think one of the things that I really took away is how connected communities have to be to each other in order for real and long-lasting kind of research and trust to build. And
00:08:29 Peyton Miles
I would say that has really helped me with my work with Generation Patient because it's kind of encouraged me to go to more things, to ask how I can help, if I can help to be on different projects, to just really put myself out there a little bit more. And
00:08:57 Peyton Miles
Yeah, I guess to put myself out there a little bit more, because engagement isn't just like a one way st. It's really about that dual connection and trust.
00:09:12 Paris Barnes
So yeah, that makes sense.
00:09:16 Paris Barnes
That makes a lot of sense. And I appreciate that you are putting yourself out there to do the work. And maybe not so much that they're soliciting you, but this is something that you want to do. Like you believe in it. This is something that you're passionate about and you feel empowered to step up and be the person that can speak up for, you know, those situations.
00:09:36 Paris Barnes
It is awesome. it's sad that we have to go through some of the things that we go through in life, but then I think about it and I say, okay, I must have gone through this because I have to know how to do it to help somebody else. So we appreciate the fact that you're stepping up and advocating for the young people, because sometimes the young voices do get lost. Yeah.
00:09:56 Paris Barnes
All right, so back to Joe. So as we're looking ahead at year five, do you want to kind of explain what participants can look forward to or what kind of things we're adding? Of course, I know the answer, but I want Joe to tell.
00:10:09 Joe Howarth
Yeah, I think one of the things that we want to add this year, I think one of the things that we want to add this year is a little more support on what we call the commit business model canvas. Essentially, it was a tool
00:10:24 Joe Howarth
that was a through line throughout the academy. Folks could use this to really create, quote unquote, a business plan, but really a strategic plan for how they wanted to engage in a particular healthcare topic, particular research topic, whatever it might be, to be able to work through that through the entire five-week period to do it kind of incrementally, do it in parts.
00:10:51 Joe Howarth
be able to really think through strategically how to get to the goals and the vision that they have for themselves. I think what we want to do is really invest some more time in supporting people in doing that, creating ways for people to really kind of think through things strategically, find ways to make it a little more user-friendly. And I think the other thing, just from what we learned this year,
00:11:14 Joe Howarth
is create some more of those opportunities for people to network and connect within the academy early on. So maybe, just kind of like, we have a social hour, actually use that kind of as a mixer, be able to have small groups for people to move around, get to know each other a little bit better and understand who's in the room. And I think those opportunities to make those connections, to create some partnerships and relationships, I think will be really
00:11:44 Joe Howarth
really beneficial. And I think a lot of what comes through is what will be different is really who's going to lead the seminars. I know that we've used some folks over the past few years, and I think we're going to go back and see if they're available and see what more we're looking at. But I know that the Patience Program has our priorities, you know, disability, mental health, things in that direction.
00:12:12 Joe Howarth
We try to stay, as we always say, disease agnostic, but I think it's really focusing in on, as Peyton mentioned, the 10-step framework, how people can use that and adapt that to the work that they do, and use that business model canvas as a strategic tool they can use during the academy, and then they can take outside the academy to guide them on their next steps.
00:12:37 Paris Barnes
Yeah, as someone who was, I had the pleasure of reading quite a bit of those business model canvases, people could choose a real or a hypothetical thing that they wanted to do it on. But a lot of people chose real life scenarios. And I have to say, I was thoroughly impressed with the thought and care that people took into creating a business model canvas.
00:12:56 Paris Barnes
And then there were some people that circled back to say, okay, how can we make this happen? So I was very impressed with the fact that people took not only the assignment very seriously, but it was something that they were extremely passionate about, and it is something that they actually want to go ahead and attempt to implement. So I was very fortunate to read quite a few of them, and I thought they were really impressive.
00:13:18 Paris Barnes
All righty. So this has been amazing. But before we head out, I want to give Peyton the opportunity to, if you want to leave the audience with any reflections, final thoughts or any messages for the audience.
00:13:32 Peyton Miles
Absolutely. So I would just say like, I am a young adult patient who is a little bit newer to the advocacy space. And so
00:13:45 Peyton Miles
There are people who are very advanced in their fields, who are in the same cohort as you, and it may be intimidating to join, but I just would truly recommend this program for anyone who is looking to advance their, just the way that they think about advocacy and engagement.
00:14:11 Peyton Miles
particularly community engagement, because I think that it provided me just a ton of ideas for my own community, both with Generation Patient and in my home community, just how I can make things better for the people who live here and who are
00:14:39 Peyton Miles
going through very similar things that I am. And so, yes, I just would definitely recommend to engage and to participate as much as you possibly can because you never know what will come out of it.
00:14:59 Paris Barnes
Awesome. Thank you for those kind words. So for our listeners, if you are interested in participating in the Patient Professors Academy, there is an early signup. So we'll make sure that we include the link in the chat, but you can sign up to be notified when the applications open for individuals to join next year's cohort. The applications typically open in early spring, but signing up now is the best way to kind of get ahead of the curve so that we have your information so that we can reach out to you.
00:15:27 Paris Barnes
So we'll put that in the chat for anybody interested. And we strongly suggest that you get on the early notification list. All right. Thank you so much, Peyton, for being here. Thank you so much, Joe, for being here with us today. And we will see you soon. Thanks A lot.
00:15:43 Conclusion
Thank you for listening to the Bridge Podcast. To learn more about the Patience Program, visit our website at www..patience.umaryland.edu.

