Included Podcast Episode 39 - Megan Morris

Nick/Bonnie/Dr. Megan Morris


[Music by Molly Joyce  00:00 - 00:15]

Nick:
Welcome to Included: The Disability Equity Podcast brought to you by the Johns Hopkins University Disability Health Research Center.  This podcast challenges stereotypes of disability by sharing stories, data, and news. Each episode digs deep into topics to offer diverse perspectives and expertise to expand your view of disability. 
 Bonnie:
We’re your hosts. I’m Bonnielin Swenor, Director of the Johns Hopkins Disability Health Research Center. 

Nick:
I’m Nick Reed, Assistant Professor at Johns Hopkins University Bloomberg of Public Health. On this episode of Included, we talk with Dr. Megan Morris, an associate professor and certified speech language pathologist in the Division of General Internal Medicine in the Department of Medicine at University of Colorado- Anschutz. In her work, Dr. Morris aims to identify and address provider and organizational level factors that contribute to health care disparities experienced by patients with disabilities. She’s a leading expert on the documentation of patient’s disability status in the electronic health record and health care disparities experienced by patients with communication disabilities. 

Her work has been funded by the National Institutes of Health Patient-Centered Outcomes Research Institute and the National Institute on Disability, Independent Living, and Rehabilitation Research. Dr. Morris is a founder and director of The Disability Equity Collaborative, a community aimed at advancing equitable care for patients with disabilities through practice, policy, and research. 
[Music 01:50 - 01:58]


Dr. Morris, thank you so much for joining us today. 

Dr. Megan Morris:
Thank you for having me.

Nick:
I’d like to jump in first with, you know, there’s this growing body of work on inequities and health care experiences and outcomes of people with disabilities. There’s less work, I think, on actually addressing this area of need. I think, broadly, I’d love to know in your expert opinion, what do you think are some of the areas of need in the research? 

Dr. Megan Morris: 
Great question. Actually, I will take a step back and say yes for my expert opinion, but, also, we did a study on this. You mentioned the Patient-Centered Outcomes Research Institute or PCORI. We have funding to do interviews with a wide range of key informant stakeholders. We asked them this question: what are the research, policy, and practice priorities for advancing equitable care for people with disabilities? We came up with a list of, actually, 16 different research priorities. I’ll list just the top ones because I think they’re the most important for our conversation today. The number one research priority and, again, this was across policymakers, researchers, patient advocates, insurers, different advocacy organizations, et cetera. The number one priority was documenting disability status in the electronic health record. 

Then our second most frequent top priority was improving disability competency education for providers and staff. We also had the priority of looking at intersectionality of disability and other demographic and social determinants of health. Then, finally, the stakeholders stated an interest in understanding the current status of accessibility in the U.S. health care system. 
Bonnie:
Thank you, Megan. I think that work is just so important because it comes from the community, right, so I’m just so grateful for that work because of that. I hope that our audience is paying attention to that as an important call to action. Paying attention to what the community is saying and the top priorities that need to be changed and shifted. I know alignment with that, your work has begun to focus on the electronic health care record as one of those areas of importance [unintelligible 04:27]. Can you share with our audience why documenting disability in electronic health records is a key first step for this work?
Dr. Megan Morris: 
Absolutely. When I think about documenting disability status in the EHR, electronic health record, I think of it serving two purposes. The first one is that research purpose. We have some data. Obviously, there could be much more data and there’s much more work that needs to be done at a population level to understand disparities experienced by people with all types of disabilities. What we don’t have is at the organization level. Why that’s important is we need to begin to dive into not just understanding what disparities exist, but really what contributes to those disparities. You need to get on the ground to really understand. For example, is it a provider has biased assumptions about patients with certain disabilities? This can be influencing the quality of care they’re providing patients with disabilities which, ultimately, affects the health and health care outcomes of the patients. 

Is it the fact that a clinic doesn’t have a height adjustable exam table that patients with mobility disabilities are not receiving proper examinations that lead to missed health issues or challenges which, again, lead to poor health and health care outcomes. Again, we need to identify who has a disability at an organization level so we can dive deeper into understanding, again, the contributors to these disparities.  Additionally, once you identify the disparities and identify, “Hey, this is what’s goin’ on. These are the factors that are contributing. We need to identify solutions.” Well, you want to identify solutions, develop interventions, but you need to figure out who is it that you need to target this intervention for, so, again, you need to know who has a disability so that you can, again, implement this intervention and then measure the outcomes of those patients. That is the first goal of documenting disability status in the EHR that I like to talk about. 

Then the second one or, actually, I tell a story of a patient’s. It was a study I did, a qualitative study. This woman had a primary lateral sclerosis or PLS. She was fiercely independent and would go to all of her medical appointments by herself. She, due to her PLS, was completely nonverbal and used an augmentative and alternative communication device to communicate. She also had some mobility disabilities and used a walker to ambulate. She found that when she went into the doctor’s office that they just did not know how to interact with her. She wrote out this very eloquent one-page summary of who she was and how she would like her health care team to communicate with her. She would go into the doctor’s office. She would check in and hand them this one-page sheet about herself. The receptionist would say, “Oh. This is great, great information. Thanks so much.” Then that piece of paper would not be shared with the rest of the health care team. The rest of the health care team didn’t know, again, her preferences or her needs for communication during their encounter. 

The electronic health record is a potential solution to this. It is a platform that helps communicate, again, patients’ preferences and accommodation needs across the whole entire health care team. Then I would also say that, again, this woman would arrive at her appointment and say, “Here are the accommodations I need.” The health care team should actually think about preparing for her before she even walks in that door. Again, as I mentioned, she had some mobility challenges, and, so, because they didn’t know this was, again, not documented anywhere in her chart, they weren’t able to prepare for her and have, for example, a height adjustable exam table available in the clinic room that she’d be seen in.  Again, documenting disability status and accommodation needs will help with the timely and efficient provision of accommodations. 
Nick:
Thank you for sharing that story. I’m a big fan, actually, of when, especially researchers take the time to tell sort of a patient-oriented story like that to make a point. It’s an easy way to relate to things. Megan, I want to ask an off-script question too from that. You and I have talked a lot in the past about implementation science and the importance of actually following the science. I was wondering, and, maybe this is a leading question ’cause it’s clear what I’m asking. The approach you’ve taken is formulaic, and it is starting at a basic level, and, perhaps, maybe some of the other research—not saying that it’s bad in any means whatsoever, but it sort of jumped from A to C without identifying B. Can you comment on health implementation science as guiding your process right now?
Dr. Megan Morris:
Yes. I will give an example of a PCORI-funded study we have going on right now. This is a multi-site trial. We just started data collection, so we’re very early in the study, but the study, the aim of it is to improve patient-provider communication in primary care for, again, people with all types of communication disabilities from hearing loss to speech and language disabilities. It’s a comparative effectiveness trial, so we’re comparing two interventions. One of the interventions is an electronic tool in which patients identify what are the communication strategies and accommodations they need from their health care team. Why I bring that up is what I did is, again, going back to that story of that woman who had this elegant one-page summary she would type out. That was the basis of our intervention. We took, again, directly from her what she is using and what she wants her health care team to know about her. 

We have created this electronic tool that will elicit, again, strategies, and then, ultimately, if the intervention is successful, if this tool is successful, we’ll integrate into the EHR, and, so, if someone identifies here are my three strategies that are best for my health care team to use with me, it will appear in their electronic health records. A provider would open up the chart and see what those strategies are. This study we are describing as a Type 1 hybrid implementation effectiveness trial. We’re setting both the effectiveness, but also, the implementation.  I think that is really important in this area of disability and health care disparities. Traditionally, in a research, we want to study an intervention in the most ideal situation, figure out what’s effective, and then think about, okay, now how do we implement it in a real world setting. The reality is people are suffering now. We don’t have time to wait years to develop interventions that are, again, work well in a laboratory setting, but might not translate to the real world. We really need to think about how might this intervention be implemented from the very first day of our assessing these trials and our efficacy trials, so thinking, again, from the very beginning if this is effective, how might it be implemented and, hopefully, speeding up that research to translation to practice timeline. 
Nick:
Thank you for commenting on that. I really appreciate you taking a second to talk about the actual science behind implementation and thinking about the real world effectiveness, a little bit of what we do, and that it is a process, and we don’t just jump to the end sometimes. That may be putting the—what’s the phrase—mule before the cart, cart before the mule. Is that right? Did I make that up?

Dr. Megan Morris:
Yeah. No, that’s right.

Bonnie:
I think it’s horse, not mule. 
Nick:
 Of course. Yeah.

Bonnie:
It can go mule. 

Nick:
It’s Sicilian. There’s no horses in Sicily.

Bonnie:
Okay. Oh, I appreciate that. No. I just want to chime in here too. I so much appreciate Megan’s sense of urgency. It’s something I’ve always really appreciated about you and your work, Megan. For the community. I think that’s just so important to get this work done. We know the disparities are there. It’s like enough with the documentation of the disparities already. Let’s get to the strategies and changing the game. I just really appreciate that about what you’re trying to do. I think, also, just for our broader audience, just getting some understanding ’cause I’m not sure, always, who listens to these podcasts, that the timeline for research can be so painfully long. I think for us researchers who really are compelled to make a change and make a difference, it’s hard to see this many years long arc of you gotta explain. You gotta make your case that this is important enough to get the grant funding. Then the next grant, it’s incremental, right? I just really want our listeners to understand just how important it is that you’re taking this approach to fast-track action, so thank you.

Dr. Megan Morris: 
Thanks.

Nick:
It’s counterintuitive, though, right, because some people might see the actual process and think, why don’t you just jump right to making my life better, right? Like, do this now. The truth is, though, is that oftentimes, the research that does that, it doesn’t end up getting implemented because nobody built the foundational structure to implement it, if that makes sense. Hopefully, so it’s just, I think, again, this is such a great conversation that is one of those ones where we’re bridging research and actual real-world patient experiences and how a different approach is needed to put them all together. Sometimes, it does look counterintuitive, to be honest with you. 

Dr. Megan Morris:
Yeah. One of the things that I have learned in my research journey is absolutely merging researchers and patients, but also, thinking about the health care team and the health care setting because I have seen, actually, researchers and patients come up with great ideas of, “Hey, this is where we should move this forward.” Then you take it to an actual health care setting, and they say, “This actually doesn’t work in our flow and our workflow practices.” Having, actually, the people who are going to be on the ground implementing X, Y, Z intervention is really important as well to engage. Earlier, I referenced we did, again, this range of stakeholder interviews, and there was one area that we had some conflict between—or difference in opinion between researchers and advocates and those who were, again, working on the ground who were in health care settings working on implementing accessible health care. That was around, for example, accessible diagnostic equipment, okay? 

Sometimes we call this, in the research world, a parachute intervention of you know you don’t need to do a randomized control trial of whether or not parachutes are effective in breaking someone’s fall if they’re jumping out of the airplane. Parachutes are going to be helpful in those settings. You don’t need to do a study and whether or not height adjustable exam tables are—are they a parachute? Of course, everyone who has a mobility disability, they need to have access to a height adjustable exam table so the provider can safely and effectively transfer them onto it, an exam table, and do a proper exam, for example, a pelvic exam for a woman. Some believe that we shouldn’t actually study the effectiveness of an exam table. We should just jump to studying the implementation of that table. I tend to agree. We know it’s the gold standard to have a pelvic examination being on a table. Why do we need to question that, but those who are on the ground, for example, individuals who have the title of EDA coordinator or Section 504 coordinator which refers to both Americans with Disabilities Act and the Rehab Act, which is Section 504. These are individuals who, again, are in charge of accessibility initiatives for their organizations. 

They still have to convince their leadership to purchase the more expensive height adjustable exam table. What does leadership ask for? They do ask for, “Well, how is this going to change the outcomes? How is this gonna affect patient safety?” We, again, logically know it will, but they want some numbers with that. It goes back to, again, we need to document who has a disability, so in the EHR, so we can start to generate some of this data. Again, some of the individuals who are working with health care organizations, they’re saying, “My leadership, they are asking me for this type of outcomes. They are looking for what’s gonna change 30-day readmission rates? What is gonna change patient satisfaction?” Again, having those studies that are demonstrate—again, approve access to care, or even demonstrate that when accessible health care is not available, it does lead to these poor outcomes. Again, those are the pieces that are important for health care leadership. It’s not the only piece, but it is a key piece. 
Nick:
One-hundred percent. One-hundred percent well said. This sort of actually leads in to our next question thinking about information needed. You have been highly active with The Joint Commission. Could you give our audience a feel for what is The Joint Commission and what is their role specifically in this area, in disability in the health care setting?
Dr. Megan Morris:
The Joint Commission is a nonprofit independent organization. Their role is they provide accreditation to hospitals. They are the main body that accredits hospitals. They’re the most prevalent of the accreditation bodies, I would say. Their focus is on patient safety and quality. They go into hospitals and do audits to ensure that the hospital or the health care organization is providing care that is safe for patients, and that it also is effective, that it’s improving outcomes, so it’s quality. It is for Medicare and Medicaid reimbursement. They require some of the hospitals or health care organizations to have some level of accreditation for reimbursement, for Medicare, Medicaid to say, “Hey. We will pay you as an insurance company. We’ll pay for the services at your organization.” Again, they’re looking for an accreditation. The Joint Commission is one of them. 

They also have a medical journal, and, so, they do more than just go around and evaluate hospitals. It is a key part of their business of what they do. Currently, there are standards that they have that in a health care organization or hospital needs to meet, again, for quality and safety, patient safety. There are currently not any standards that specifically speak to disability saying that you need to have, for example, X amount of height adjustable exam tables in your organization. You need X, Y, Z effective communication policy and have that implemented in your hospital. They do have a requirement that the organization has to abide by federal laws, which means, again, abiding by the Americans with Disabilities Act, the Rehab Act, and even more recently, the ACA, Affordable Care Act. That is pretty broad in general because those laws are—there’s lots of components to that. That might not have the teeth that are needed for an organization to, again, ensure that they are providing equitable health care that is safe and effective and high quality to patient with disabilities. 

They are, though, starting to recognize the importance of disability accommodations. The first inkling we had about this was actually a 2010 report. It’s very old. It’s 12 years old. It was a report that they released called “Advancing Effective Communication and Cultural Competence in Patient and Family-Centered Care,” also called as shorthand, a “Road Map for Hospitals”. This has been the major document for other types of populations that are marginalized. For example, in this report, they recommend the collection of race and ethnicity data for their patients. They talk about, again, language access, but they did, in this report, touch on disabilities, specifically communication disabilities and mobility disabilities and said in this report that health care organizations should be documenting what the needs are and what accommodations that they are providing. We have that report. 

The other piece that in my conversations with The Joint Commission that are starting to do is there are surveyors who go out to health care organizations to, again, survey and with their little clipboards, check to make sure that the organization is compliant. One of those things they do in that process is called a Tracer Patient. They’ll say to that hospital and say, “I want you to identify one of your patients who has X, Y, Z age and race and ethnicity or health condition with those demographics or parameters. Give me a patient’s—one of your patients like that. I will then pull that patient up in your electronic health record and then go through and track whether or not that patient was provided, again, safe care and high quality care.” They have started training their surveyors to actually include disability status in their definition or some of their Tracer Patient examples. 

We are hearing from health care organizations that the surveyors are started to ask about, “Hey, are you providing sign language interpretation? This patient we’ve identified as deaf, and we see here, X, Y, Z, that you haven’t been providing an interpreter.” That’s, again, not adhering to federal law, so that is a violation in quality and safety. I heard that in my conversations with The Joint Commission, but I also lead a group of health care organizations, which it’s about 50 organizations from across the country. They are saying they’re starting to get dinged on not providing or even documenting that they’re providing accommodations to their patients with disability, so upward, great movement. Absolutely a lot more can be done. 

Again, in my conversations with The Joint Commission, for example, I’ve asked them, “Would you ever consider a standard around providing accommodations and making that a requirement as a part of the accreditation process?” They said—it goes back to the research, the data—“Show me the research study that is a clear line that because this person didn’t get X, Y, Z accommodation that they had worse quality of care and there was a safety event, or the other side of because they received this accommodation, they had improved quality of care and safety.” We don’t have that direct line. We can connect the dots, but that one critical study that shows that cause and effect, that is what they’re looking for. They said, “As soon as you have it, email it to us, and we will work the next day on putting together some standards around accommodations.” 
Bonnie:
Thank you. That was so well explained. Then why don’t we have that clear line, Megan? What is the holdup?

Dr. Megan Morris:
I think it goes back to that data, that data issue. Obviously, we can trace that a little bit back of, well, why aren’t health care organizations documenting disability status? Because some have argued, and I am one of those people who have argued, Section 4302 of the Affordable Care Act says that any one receiving federal funds should be documenting the ethnicity, language, gender, and disability status. Why aren’t we seeing health care organizations move: question the disability status in their organizations? I think that speaks to a larger issue of the lack of awareness of, and, again, we heard these in our stakeholder interviews too of health care leaders don’t necessarily know that or understand that disability is a disparity population and that, again, even just the sheer size of the disability population. 

Oftentimes, I’ll talk to organizations. They’ll say, “Well, why would we make these huge changes just for a few patients?” “No. The population of people living with disabilities is quite large, I think, a huge part of your patient population.” They just don’t realize. We absolutely need to do education, alerting them to, again, who has a disability and the needs of this population, and this is a population who, again, we’ve demonstrated in large datasets, they have worse health satisfaction and satisfaction with their health care, and they have more difficulty finding a provider who will see them. They’re also higher rates of hospitalizations, ER visits, et cetera. They’re a costly group. If we could think about them as a disparity group, think about how can we target interventions to improve their quality of care, then that’s gonna help your bottom line, and your patients will be happier with you. 
Bonnie:
Yeah. More than a quarter of our population has a disability. It’s the largest minority in this country. If everyone in the audience shared this conversation with your favorite health care administrator, I would say. You put that beautifully, Megan. You really did. You broke it down. I am grateful. You know, following this conversation along the line of data, you wrote a really great recent paper titled, “Implementation of Collection of Patient’s Disability Status by Centralized Scheduling.” It demonstrated a lot of your work was culminated in this paper. In the last few minutes of our discussion, can you give us just some topline summary of this really important article you wrote to share with our audience?
Dr. Megan Morris:
Absolutely. This was a study we did at the UC Health, which University of Colorado Health System. UC Health has a centralized scheduling office. In this office, they—this group of schedulers or agents as they call them, they serve all of the primary care clinics in the UC Health system, which is over 50. At the time of the study, I believe it was 53 clinics. UC Health allowed us to come in and actually train the schedulers to ask questions about disability status. We were grateful to UC Health because as an organization, they identified that: the need for documenting disability status. It was already developed in the EHR, so their EHR, which was Epic, they had the fields already built. That build had been done. That infrastructure was there, as well as, and this was, I think, key to our study. 

It happened in the first week of our study.  They rolled out what’s called a Yield Sign, which is—it’s literally a picture of a yield sign that’s next to the disability field that alerts a scheduler when they are going through their registration wizard. It reminds them. Visually reminds them to ask these questions about disability status. Again, we rolled out a—it was a 30-minutes educational session on asking questions about disability, becoming more comfortable and familiar with talking about disability, and then we collected data for six weeks to see did this increase collection of disability status. It absolutely did. We went from less than 10 percent to over 50 percent in 6 weeks. This was actually sustained for the following eight weeks after our data collection period.  Still not perfect. Still 54 percent. We still have a ways to go to get up to nearly 100 percent. 

Obviously, that’s the goal, but we were, again, this really short intervention did improve collection. One of the really important pieces of the study is that during the 6-week data collection period, over 3,000 patients were registered and were asked these questions, in theory. Fifty-four percent of them or so did have an answer recorded in the EHR for the disability questions. Over 3,000 patients, we had zero patient complaints. We actually went and called patients and said, “How did you feel about being asked about these disability questions?” Their response was, “Which questions?” like, of course, my health care organization is gonna ask me about my disability and whether or not I have accommodation needs. Of course. This is obvious. It was such an obvious thing to me. It didn’t even register that this was something new. I think that’s really important for health care systems because that is one of the great—one of the fears that has been cited is that we will offend patients by asking these questions, that it’s going to create increased disparities and increased discrimination. 

Absolutely, again, we just did not see that, which, I think, again, is a really important piece of this puzzle. I will say, yes, it was a great study. Everyone liked it. The schedulers liked it. The patients liked it, et cetera.  Leadership quashed it, and, so, it did not continue after this. What it came down to was it increased call times by 18 seconds, which was, again, think about in a 6-week period, they had over 3,000 calls, how that can add up. The next step that we think needs to happen is actually—collection of disability status needs to happen at multiple time points. It should be integrated into the patient portal so patients can go in and self-disclose. It could be asked in intake forms in the waiting room. It can be asked by a medical assistant. That just asking through new patient registration is, again, an important point to ask about it, but it doesn’t have to be the only place where we ask about disability status. 
Bonnie:
Yeah. Such an important study, template, lesson learned. I certainly hope that others take it to be an important lesson learned as, hopefully, there is more traction to start collecting disability questions in electronic health records. I can’t thank you enough for this important work, for being our guest. I hope that people understand the critical inflection point that collecting this data in EHR truly is for so many reasons. Just thank you all around for sharing that with us and persevering and doing what you do. 
Dr. Megan Morris:
Thank you for having me. I don’t know if you can tell, I’m very passionate about the topic, so I always welcome the opportunity to speak more about it, so thank you.

Bonnie:
Yeah. Can you share where our audience can possibly learn more about your great work?

Dr. Megan Morris: 
Absolutely. As I mentioned, we have a group of health care systems, but it’s actually quite larger than that. It’s called the Disability Equity Collaborative. You can find it, Disability Equity Collaborative dot org. It is a group of individuals who are interested in, again, advancing equity and health care for people with disabilities. We have multiple work groups. We have a documenting disability status work group. We have several others. We welcome you to check out our website; sign up for one of our work groups. Everyone and anyone is welcome to join. There’s a lot of work to be done. To really stretch and move the needle, we all need to work together and collaborate and, again, hopefully, advance the care.
Bonnie:
Thank you so much.

Nick:
Thank you so much for joining us. 

[Music 36:03]

Nick:
Thank you for joining us for this episode of Included: The Disability Equity Podcast. Thank you to our Included podcast team and everyone who made this podcast possible, especially Preteek Gajwani, Curtis Nishimoto, and our guest. Music is by Molly Joyce. 
Bonnie:
This podcast is brought to you by the Johns Hopkins Disability Health Research Center. You can learn more about our work at Disability Health dot JHU dot edu.

[End of Audio]
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