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Megha Gupta [00:00:01] Okay. So, today is March 5th, and my name is Megha Gupta. I'm
interviewing Dr. Richard Bedlack remotely via video conference. This interview is being
conducted as part of a project organized by the National Humanities Center in conjunction
with Duke University. Our goal is to collect, preserve and share the stories and
experiences of health care workers during the COVID-19 pandemic. So, just to begin, Dr.
Bedlack, can you tell me a little bit about yourself and what you do professionally?

Richard Bedlack [00:00:29] Yeah, I'll start by telling you a little bit about myself. So, |
grew up in a small town in central Connecticut, and | really believe | was born to be a
neurologist because some of my earliest memories include things like rolling my little
brother down a hill in our backyard and watching him kind of get up and stagger to one
side and wondering what that was and rolling myself down the hill and experiencing that
spinning sensation that | would later understand to be vertigo. And of course, you know,
each time | would make some sort of strange observation like this, | would have to go ask
my mom. And | didn't have any medical people in my family. So, she would say, Put it on
the list, I'll drop you off at the library on Saturday like | do every week, and you can try to
figure it out. And it just continued really, all through my life as | got older, | couldn't help
but, you know, notice that somebody walked differently or had a tremor. And, you know,
just wondered, what was that? What was causing that to happen? And | just gravitated
more and more toward books and eventually classes and college and then graduate
school to try to understand all this. And as | came along, | wondered, you know, do | want
to work with people or do | want to do bench research? And so, | decided to do an MD-
PhD program and get a little bit of both. Try to see, you know, what do | really like doing?
And | found out, you know, during that time that | was a people person. | really like to be
around people. That just gave me a lot of energy and enthusiasm and inspiration. And |
had a hard time just being in a lab by myself, sometimes for many days, not interacting
with any other human, just cells in a dish. That was tough for me. So, by the time | finished
that MD-PhD program, | knew | wanted to work with people. | knew | wanted to be a
neurologist. And | wanted to somehow build a new program for people with some rare
disease that would give them some options. And we've research into that, some sort of
research. | wasn't exactly sure what at the time. And so, as | traveled around the country
looking at different places to do my internship and residency, | was looking for a person
who was doing what | thought | wanted to do someday. And when | came to Duke for my
interview, | met up with a guy named James McNamara. And he was not only incredibly
enthusiastic and fun, but his life was the way | would imagine my life might be someday.
He was working in the clinic part-time, rounding in the hospital, and in his case, he was
focused on epilepsy. And he was trying to treat patients with really difficult refractory
epilepsies. And then he would go back to his lab and he would study the molecular
mechanisms of epilepsy and try to figure out how to develop new treatments that he could
bring into the clinic. And so, he's really the main reason | wound up at Duke. And so, as |
came here, | was excited by everything through my internship and residency, but it was
sort of midway through my residency when | saw my first patient with ALS, amyotrophic
lateral sclerosis. And to me, that was the most dramatic history that I'd ever taken. And it
was the most incredible collection of findings on a neurological exam that I'd ever seen,
you know, widespread atrophy, fasciculations, weakness, hyporeflexia, all in one person.
And | remember being so excited to talk to my attending about this case and then so
disappointed, really almost horrified when my attending came into the room and said, You
know, this is what we call it, we don't know why it happens, and there's really not much we
can do about it. You just have to go home and get your affairs in order. And as | drove
home that day, | knew this would be the disease that | would focus on at Duke. And so,
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you know, flash-forward 21 years since | became an attending, with a lot of luck, a lot of
hard work, a lot of creativity been able to build a very unusual program here. It's one of the
largest, most comprehensive multidisciplinary programs for people with ALS. And so, now
when a person with ALS comes to see us, they spend most of the day with us every few
months and they're gone over from head-to-toe by a team of 17 different clinicians. Each
person on the team goes in and makes measurements of one particular body part to try to
identify, What is it that ALS is trying to take away from this person? And what options can
we offer to compensate? And so, now when a person leaves, they go away with a long list
of options, things they can do about the disease to live a more normal life, a better life, a
longer life. And I've been able to build research into my clinic. | quickly learned that | was
nowhere near as smart as James McNamara. | wasn't going to be able to build a great
clinical program and maintain a lab and funding and things like that. So, | kind of retooled
and learned about clinical research. | took classes at the Duke Clinical Research Institute
and was able to get a master's in clinical research science. And so, now | do clinical
research with my patients, lots of different kinds of biomarker studies, genetic studies and
mostly clinical trials. So, that's kind of how my career has evolved.

Megha Gupta [00:05:56] It's wonderful to hear, and | love hearing the back story, too,
hadn't known that. So, my first question for you more formally is what brings you here?
Why did you volunteer to be interviewed for this project?

Richard Bedlack [00:06:08] So, | don't think that my life has ever changed so
dramatically, so quickly, as it did in 2020. You know, when 2020 started out, | felt like | had
a really good system for evaluating new people with ALS. You know, | knew how to see
them in person and take a history and do a really detailed neurological exam and figure
out if that's what they had and you know how to have the conversation with them face-to-
face. | felt like | had a pretty good understanding of how to follow people with this disease,
with this sort of comprehensive multidisciplinary team where people would come in-person
and get all these measurements. | felt like | had a pretty good understanding of how to do
research. You know, the ways that we would bring people back on a regular basis and the
kinds of things that we would measure. And | felt like | understood myself like | felt like |
understood what motivated me, what gave me energy and allowed me to stay enthusiastic
and hopeful. And a lot of that was traveling. | was doing a ton of traveling, you know,
mostly | was traveling around the world to speak to groups of patients about the exciting
things that we were doing. But | would also go and hear from other colleagues all over the
world about what they were doing and be able to incorporate that into the hopeful
message that | gave patients. And on those trips, you know, | realized how much | enjoyed
sampling different cultures, different kinds of foods, you know, different entertainment. And
| really love shopping. So, | don't know if you've heard this about me, but fashion has
always been a thing for me. And more than just sort of a vanity, it's been a tool like |
learned at an early age that if | put on something really wild and crazy, it was sort of like a
suit of armor. It helped me to maintain my positive energy and my optimism throughout the
day, no matter what | ran into. And it just became so important to be able to do that as |
got into ALS. You know, people come to me and they're scared, and understandably so.
And, you know, when | built the clinic, | think it made it even scarier because now they're
getting this comprehensive head-to-toe assessment, they're really going to learn about all
the things that ALS is taking away and well, it's nice to offer options. Some of them are
tough. You know, options like a ventilator or feeding tube or a wheelchair are very scary
things to hear about. And so, I've got to be able to be energetic and optimistic, and | also
find that it breaks the ice for patients, you know, if they come in and the first thing we get to
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do is laugh about my outfit, we're off to a great start. And all of a sudden, you know,
starting in March of 2020, a lot of that was taken away from me. You know, all of a sudden,
| couldn't see new patients in-person and even my returns, you know, | had to quickly
figure out a way to do that differently and research basically came to a halt. You know, the
things that gave me the energy and enthusiasm came to a halt. There wasn't any more
travel. There wasn't anymore, you know, sampling different cultures. There wasn't any
more shopping and all these unusual stores and picking out all these wild clothes. And so,
I mean, | just sort of sit back and take a deep breath and figure out now what?

Megha Gupta [00:09:30] Yeah, | think you bring up a lot of really important points about
how the pandemic has really altered life, you know, and you touched on this a little bit, you
know, about your relationships with the patients. Can you talk me through a little bit more
how your relationships with both established and new patients have changed due to the
pandemic or how protocols have really changed how you've interacted with them?

Richard Bedlack [00:09:54] Yeah. So, thankfully, where we are now, you know, March
5th of 2021, things are getting a little bit closer to where they were when the pandemic
started. But, you know, at its sort of nadir, | couldn't see new patients at all, and we already
had a big backlog of people that wanted to come to our program. And, you know, not being
able to see a person with ALS is a real issue because a lot of the options that we have
work better earlier in the course of the disease. So, the last thing that we wanted to do is
make people wait even longer to come in to see us, you know, until we could get
permission to see them face-to-face again. And so, one of the tools that | found out about
that I've used a lot in the pandemic is a group called Summus Global, S-U-M-M-U-S. This
is actually a company that was started by some Duke graduates, and they recognized that
there's a real hunger all over the world for patients and families to connect with experts in
rare diseases. And, well, this does not establish a doctor-patient relationship, it does not
allow me to recommend a specific treatment to a patient or send it into their pharmacyi, it
does allow me to go through a person's records and say, you know, if | saw a person with
this story and these tests and these documented exams, these are the additional tests |
would do. And you know, these are some of the treatments that | would consider, and |
can go through some of the treatments in terms of the benefits and burdens that I've seen
in my patients. And these are some of the research options that | would think about for that
person. And | can even tell them what | know about, you know, some of the better clinics
and the better research options in their part of the world. So, it was kind of amazing
because with Summus | was able to really minimize the damage that shut down created
for new patients, and in fact, | was probably even able to expand my reach to further
places in the globe, you know, very difficult for people from faraway places like, you know,
South America to come all the way to Duke to see me. But | was able to connect with them
through this Summus Global, you know, video conference platform that they set up. And,
you know, for return patients, we had more options. So, since we already had a doctor-
patient relationship, we were allowed to do telemedicine and we had started telemedicine
even before the pandemic, but it was kind of a trickle. And so, we did a few visits a week.
And the reason why it was just a trickle was not because it wasn't useful. We knew it was
useful. You know, incredible how many needs people with ALS develop over time and how
it takes somebody with some expertise in the disease to be able to ask the right questions
to understand what those needs are and to know what the options are and how to get
them for a person. You know, even the best primary care doctor may not know to ask a
person about pathological laughing and crying, which is pseudobulbar affect, which
happens to 50% of people with ALS, which we have an FDA [Food and Drug
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Administration] approved medication that works quite well for called Nuedexta. So, that's
just one example, but we were pleased to see that all of a sudden two of the big barriers to
widening telemedicine were taken down early in the pandemic. One was the payers. The
biggest reason why | can only do telemedicine as a trickle was because | had a grant from
a patient advocacy group that allowed me to pay for it. There was no billable telemedicine
code that | know of for doing the kind of telemedicine | wanted to do, where I'm in my office
and the patients in their home, telemedicine in the home | call it. All of a sudden, by the
end of March, we had billing codes. And so, now we could do a lot more telemedicine. We
were allowed to. And the technology became better. Like the technology that we were
using prior to the pandemic was a little glitchy and difficult for many patients to use.

Richard Bedlack [00:14:08] And, you know, pretty quickly, everybody sort of embraced
Zoom as the way to do these telemedicine visits. And, you know, we were able to use that,
and most patients could easily figure out how to use that on whatever device they had. So,
we quickly converted a lot of what we were doing from the clinic to telemedicine in the
home, and we learned how to measure different aspects of the disease. So, you know, for
a time, we couldn't do pulmonary function testing, but we could do things like counting out
loud on one breath, you know, Take a deep breath and let me see how high you can count
loudly on one breath. And that's a surrogate for your forced vital capacity. And so, you
know, at its nadir, we really did learn to do things in a different way and we also learned to
do research differently. We learned that some of the things that we were doing in person
probably could be done at home. And so, some of our research studies started to have
virtual visits in place of in-person visits. And | actually quickly designed the first ALS
clinical trial that was ever entirely virtual. It's still going on. There's no required in-person
visits at all in that trial. And then finally, | had to figure out a way to keep myself
supercharged, you know, all of a sudden, all those things that used to give me energy and
enthusiasm, | couldn't do anymore. And you know, we did start to do virtual meetings. So,
that was a way for me to continue to connect with folks and be able to share all the hopeful
things | was learning about. But | also had a lot more sort of alone time, and | learned
about mindfulness, and | recognized the importance of a story that happened to me a few
years ago but | don't think | realized what a big moment it was in my life. It's the moment |
discovered bread pudding, bread pudding times, bread pudding moments. So, I'll tell you,
I'll take you through the story and then I'll show you how it matters to me, and it really sort
of hit home during a pandemic.

Richard Bedlack [00:16:09] One day I'm working over at the VA [Veterans Affairs]
hospital doing EMGs [Electromyography], and I'm running way behind because the
morning patients are way more complicated than | expected. | overbooked myself. And it's
looking like I might not even get five minutes to eat lunch because the afternoon patients
are showing up. So, | said to the technician | was working with, I've just got to run down
and just get a quick bite and a drink. And | get to the cafeteria and sure enough, I'm right
behind the oldest couple | have ever seen, moving at the slowest pace imaginable and |
cannot get around them. So, I'm about to rip my hair out because | probably only had five
minutes as it was. And now it's looking like I might get 30 seconds to wolf this sandwich
down and drink this drink. And when they got to the register, the cashier said to them, You
know, what are you two smiling about? For the first time, | kind of looked at their faces and
they both had these huge grins and they said, Because it's bread pudding day. And |
looked at their trays and they both just had lumps of bread pudding with a dollop of
whipped cream on top. And it had just made their whole day, like, none of this stuff
mattered to them. And you know, just that little nugget just made their day, and | just
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recognized now more than ever with this alone time that I've had, that the world is full of
these bread pudding moments. You just have to train your brain to see those instead of all
the hustle and bustle and the stress. And so, to me, that's what mindfulness means. And
I've kind of rediscovered it during this pandemic. Rediscovered the importance of exercise.
You know, my life had gotten to the point where that was not a big part of it anymore. | was
much more focused on the other things. But, you know, exercise is just a wonderful gift to
be able to give myself just to take a walk, an hour long walk or take a swim in the pool you
see behind me that | wasn't using or play around a golf where | actually walk. And the
other thing that | wanted to tell you about was as | became sort of more self-aware, |
recognize, you know, I've got this bucket list that I've had for a long time, and it's time to
start checking off some things on there. And well, there are things | can't check off during a
pandemic, there was one that really stood out for me: I've always wanted to have a
custom-made suit. I've always wanted to have a part in the design of it, and I've wanted to
go and get it, you know, tailored and fitted to me. And so, | decided to make that happen in
the past year and the first thing | had to do is figure out what kind of suit do | want.

Richard Bedlack [00:18:43] So, | spent a lot of time on the computer looking at fashion
shows and previous award shows of people walking down the red carpet. And | discovered
this style of suit, which is called a Nudie suit, N-U-D-I-E. And that's because Nudie Cohn,
C-O-H-N, | believe, was the designer of this suit back in the 1940s, and I'm sure you've
seen these on country western musicians. They're brightly colored. They have a lot of
Western details, but they're known for their embroidery and their rhinestones. And the
most common sort of versions of this have like horses and wagon wheels and, you know,
six-shooters on them. But the reason it sort of struck me was | actually saw two modern
musicians wearing these in the past couple of years: Post Malone and a guy named Lil
Nas X. And | said to myself, If these guys are wearing these suits, someone is making
them again and | love this style. | found the tailor. He's in Indianapolis. It's called Union
Western Tailors and what | said to him is, You know, as | think back over my career in
these past 21 years, I've learned some really important lessons from people with ALS and
| want you to make me one of these Nudie suits but | want the embroidery to be symbols
of the lessons I've learned from people with ALS. And so, it was a lot of work. Mostly his
work. But, you know, back and forth with sketches and fabric samples and, you know,
drawings of versions of it. And then there was one fitting that | actually had to go to
Indianapolis. So, that was the one trip I've taken during the pandemic was to go and get
measured for the suit. But | can't wait to show it to you and tell you about the different
symbols and the stories behind them.

Megha Gupta [00:20:40] I definitely look forward to that. Your jackets have been
legendary so far, and so I'm sure this is just going to be the icing on the cake. So, | really
love that you mention these like bread pudding moments and kind of to bring it back a little
bit, too, do you have any sort of bread pudding moments that you've shared with patients,
especially during the pandemic? | know it's a little different, given that it's like telemedicine
in the home, as you described. But yeah, do any bread pudding moments with your
patients come to mind?

Richard Bedlack [00:21:11] Oh my gosh, there's so many. | mean, one of the things that |
have been able to sort of convey to patients is this, you know, this idea of something called
anticipatory grief, which happens to all of us, but especially happens to people with a
disease like ALS. You know, the minute that you give them that diagnosis it's just totally
natural for them to start thinking ahead, you know, what am | going to look like in six
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months? What am | going to look like in a year? And, you know, to be able to sit down with
them and say, Well, let's focus on today, you know, what kind of amazing things can you
do today? And so, there's one patient that I've talked about before in different interviews,
and we're actually going to do a TV show together next week. But her story is that she was
a marathon runner when I first met her. And, you know, ALS kind of took away her ability
to run. But she had still been able to use what she has left to participate in marathons
using a recumbent trike. And so, I've been out to see some of her marathons. And you
know, one of the things that she wants to do is she wants to do a marathon in every state.
And so, I've promised her, she said number 50 is going to be Alaska and it's going to be
next spring. So, a year from now, and I've promised her that | will be there at the finish line
if you accomplish this goal because that is incredibly inspiring. And she's again, she's one
of the symbols on the suit.

Megha Gupta [00:22:44] That's incredible and also how wholly inspiring to be inspired by
your patients in that way, too, I'm sure.

Richard Bedlack [00:22:53] I've just realized how lucky | am. | mean, yes, it's stressful.
You know, working at Duke is stressful as it would be at any academic medical center, you
know, taking care of people with this really difficult disease that | still can't fix - incredibly
stressful. But | also am really lucky because, you know, get out of bed every day and |
work on a problem that I still find fascinating. And | get to work on it with people that I've
kind of handpicked to be around, you know, my team and the people that come to see us
are the most amazing, inspiring, beautiful people. | mean, | get to see the best of human
beings in my clinic. Just about everybody | see is just so incredibly nice, and their family is
so incredibly supportive at such a difficult time. And finally, | get to work on all this in a way
that | want to like | get to express my creativity, you know, not only in the way | dress, but,
you know, in the program that | built and the types of research that | do, the things | decide
to study and the ways | decide to study them. So, I'm really lucky.

Megha Gupta [00:24:03] And | think that's absolutely incredible. But kind of thinking and
this isn't to be so negative, but, you know, thinking about the kind of precarious situation
that some of your patients are in, right? You know, some of them are already on ventilators
and, you know, require those additional like high-level support and care. What can you tell
me a little bit about things that have maybe like frightened or unsettled you at work during
the pandemic, you know, especially considering the way ALS patients might experience
COVID?

Richard Bedlack [00:24:34] Yeah, yeah, sure. The first one, of course, is the inability to
do pulmonary function tests for a while. We're doing them again now. But when we
couldn't do pulmonary function tests, it was terrifying because so much so many of the
what | call the big, scary options revolve around the number, the forced vital capacity
number. And so, | mean, without that, yeah, we have these surrogates, but we don't know
for sure that they work. You can't validate surrogate during a pandemic because the gold
standard is the pulmonary function tests which you can't do. So, we were doing the best
we could. But you know, it's terrifying to think this person is much weaker. And the last
time | measured their forced vital capacity was 70%. And if they're progressing at an
average or faster than average rate, that means they're forced vital capacity might now be
50%. And that's the time when we want to talk about noninvasive ventilation, and that's the
time we want to talk about a feeding tube. And that's the time when we want to start
thinking about how aggressive are we going to be if in spite of these options, things keep
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getting worse? Are we ever going to consider a tracheostomy? Are we ever going to
consider invasive ventilation? What does that look like? And a lot of that revolves around
the number. And so, we had to do our best to try to, you know, use that surrogate and use
the patient's symptoms to estimate when to have those conversations. We were lucky here
in North Carolina because other places not only could they not make the measurements,
but they couldn't get the options. So, you know, in some places in the country, people
were not able to get noninvasive ventilators for a while. They were not able to get feeding
tubes for a while. And thankfully, thankfully, we never got that tight around here that we
couldn't get those things that | would consider really essential to people with ALS. But
another big part of it is the isolation. | mean, it was heartbreaking to see some of the things
that my patients missed out on, you know? Many times, when you get to know these folks,
they'll tell you about some things that they're trying to make it to like, they'll say, you know,
you need to keep me going to my daughter's wedding or my grandson's graduation. And,
you know, they worked really hard on their nutrition and their exercise, and they took all
this equipment and took all this medication to try to do everything they could to help
themselves to get there and then that event didn't happen. It was pushed back; a lot of
weddings were pushed back. Graduations were just canceled or they happened virtually.
So, | mean, really important things that people were looking forward to. You know, people
that didn't have that many more things that they were looking forward to were lost. And
that was, you know, it's hard to estimate the impact that had on people. Certainly, had an
impact on their mood. There's one study that was just published suggesting that in France,
a cohort of patients at one clinic appears to have progressed much faster over the past
year than they were progressing in years previous. These are not people that got the virus.
These are people that were just locked down at home. And you just wonder, | mean, yeah,
some of it probably was they couldn't get the timely interventions that they would get if they
come in person to a clinic. But some of it also might have had to do with just, you know
that frustration, that depression of not being able to be out there in society and engaging in
these important events with your family.

Megha Gupta [00:28:14] No, | think you touched on a really important point with respect to
isolationism and goal-setting and, you know, some of the weird time warp type
experiences we've all had in the last year. You know, kind of thinking about that time warp
a little bit for lack of a better term, can you tell me about maybe like a major event or even
like a scene or image that really kind of stands out to you during this pandemic?

Richard Bedlack [00:28:42] Let me think about that one for a minute. Yeah, | mean, |
guess it would probably come back to what | was saying before about, you know, just the
change in the way my day looked, where | would be up, walking around, seeing patients
interacting with colleagues, whether in the clinic or in a research setting, and now so much
of my day is spent doing this, you know, looking at a computer screen. | mean, | guess if |
had to pick one image for the pandemic, it would be this image that you and | are looking
at right now, a computer screen with multiple boxes of folks, most of whom are in their
homes like we are not even in their offices. | never would have expected the world to look
like this. You know, if we were in early March of 2020, | could never have imagined how
many hours | would spend looking at what we're looking at right now.

Megha Gupta [00:29:45] Yeah, | definitely think the Zoom images are going to be iconic

for the rest of our lifetimes, certainly. So, a few other questions, have you received the
vaccine, so far?
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Richard Bedlack [00:30:01] I did. | was very lucky, you know, within the first week of FDA
Emergency Use Authorization, | happened to be over at the VA and they got their
shipment and they got a lot of it. And so, | just went down there and | said, I'm a frontline
health care worker, | see patients in the clinic and I'm also now a lot of us got pulled to do
other things. | was even, you know, rounding on consults in the hospitals, some of whom
had COVID-19 infections. So, | was really lucky to be able to get that like within a week of
when it got approved. And that was | have to say a little scary also. You know, it's a new
type of vaccine. You know, the research is only less than a year's worth of research. And
that was another one of those times where | had to say to myself, All right, there's so much
stuff on the internet. No one knows what to believe. Who am | going to trust? And | thought
to myself, well, at Duke, | would expect my colleagues if they had a question about ALS to
call me. I've been the ALS guy for 21 years, so why don't | trust my ID [Infectious Disease]
colleagues? You know, these are people like me whose passion is infectious disease.
They're reading all these articles that are coming out, and I'm going to trust what they say
to do. And so, | listened to some of their webinars at Duke and the VA and they basically
said to us, The vaccines look really good, really effective, really safe and it seems to us
that just about everybody should get one of these. You know, the benefits far outweigh the
risks. So, that was it. | was able to sort of put that to rest in my mind when | came to that
revelation of just, you know, figuring out who to trust on this issue and I still look to them.
You know, | watched the dean's updates every Friday or video updates that sort of keep
us all up to date in terms of what the best minds at Duke think about the vaccines and the
pandemic. And when my patients ask me, that's what | pass along. | tell him, You know,
I'm not a COVID expert, I'm not a vaccine expert, but | know who is. | know who | trust and
this is what they're saying. And based upon that, | think it's a good idea for you to try to get
vaccinated.

Megha Gupta [00:32:13] No, thank you, | appreciate your sharing that. Especially, I think,
a lot of people reflecting on it, there's definitely there was so much confusion and
uncertainty about it, and | think it's really great to hear from trusted sources like what they
think best practices are. So, kind of like moving to a bigger picture lens, what do you think
the biggest impact of the pandemic will be for you personally or professionally in a long-
term sense, like five to 10 years from now?

Richard Bedlack [00:32:45] So, it's interesting. | mean, as | said, nothing ever changed as
quickly. But one of the things that | think is one of my best qualities is my ability to adapt
and create and | feel like I've been able to do that with my team and with myself. And, you
know, moving forward, as things open up again, | feel like the infrastructure that we've
created now for people with ALS at Duke is even better than it was. | mean, it was
catapulted forward by the pandemic because now not only do I have all the in-person slots
and all the team members working together that | had before the pandemic, we're making
all the same measurements, but we've doubled the number of patients that we can see by
telemedicine, the number of return patients. And we've incorporated this Summus Global
educational video conferences through which, you know, we can empower people all over
the world who are waiting on a diagnosis, you know, confused about some of the different
treatment options that they have out there and some of the research options. So, all that's
new. I've been able to change the way we do research to incorporate virtual visits and
really to design entirely virtual protocols. And that's going to be so helpful. You know, ALS
traditionally has had a very low enroliment rate in our clinical trials, like about two patients
per site per month. You know, busy clinics like mine, we'll see 60 to 80 patients in a month
and two will enroll in research studies. And one of the big reasons is people look at the
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trials and they said, | just don't know if I can do it, | live three hours away from the clinic
and you're asking me to come every month and spend, you know, four or five hours here
getting poked and prodded, | just, | just don't know if | can do it. The burdens of our trials
have kept some people out, and it also contributes to a pretty high dropout rate. A typical
six-month ALS trial has a dropout rate of 25 to 30%, which makes analyzing the data
afterward really complicated. You have to figure out how to basically account for those
patients who dropped out. You can't just pretend they never were in the trial. You have to
do something called intention to treat and come up with a way to model what their
progression would have been like. But that's, it's a lot of patients to try to model. It just
makes you uncertain at the end about the results and to be able to incorporate virtual visits
to learn how to measure some of the things we're measuring in clinic through telemedicine
and even to be able to push the limits and do entirely virtual trials. | think we're going to
see a lot more people now be able to get involved in ALS research. And then finally, |
mean, | feel like | have a better understanding of myself. | mean, the only year | can
compare it to this is the year | was a freshman in college. That's the only thing that ever
comes close about learning about myself. You know, my parents dropped me off. I'd kind
of grown up in a small town. | knew everybody. And, you know, going through high school,
| felt like | knew everybody. | was pretty well, | feel like pretty well-liked and, you know, had
a lot of confidence. And then all of a sudden it was time for a freshman year of college and
my parents, | remember watching them drive away in their car at William and Mary in
Virginia, and | turned around and | said, | don't know anyone. Not one single soul at this
place and it's about 10 times the size of my high school. And | remember just walking into
the dorm saying, Well, it's time to just reinvent yourself, then | mean. And that's kind of
what | had to do this year: figure out how to adapt to this challenge. You know, it really
taught me a lot about myself just like that freshman year of college did. And this year, | feel
like the things I've learned are going to make me healthier and happier and a better doctor.
For however many years | have left, you know, being able to recognize those bread
pudding moments being, you know, healthier physically from the exercise and just being
able to understand what | do well for patients I think is going to serve me well and my
patients well moving forward.

Megha Gupta [00:36:50] | appreciate your sharing that. | think | love the image of
comparing yourself to, you know, like an 18-year-old version of yourself. | haven't done
that myself. I'm probably a little bit too close to that, actually, but it's a fine image
nonetheless. So, but you know, you kind of touched on it, especially toward the end there,
like what you're able to do for your patients. | know a lot of people have actually called
health care workers heroes for their work during the pandemic. Do you feel comfortable
with people referring to you as that or why or why not?

Richard Bedlack [00:37:26] Well, you know, | think that heroes are people who sort of
reach beyond their comfort zone to make the world a better place. And | do feel like I've
done that. | feel like I've done that my whole career, but especially in the past year. But |
also feel like a lot of other people all around me in the health care system did it, and | feel
like my patients and families, a lot of them did it, too. So, you know, | think that times of
crisis create heroes. | mean, | think that's when we have the opportunity to do what makes
a person a hero to reach beyond our comfort zone. It's either that or just run away. | mean,
when all of this came crashing down, those were the options. | mean, adapt, use your
creativity, invent a way to keep doing this or just quit. | mean, those were the two options.
And I think unfortunately, some people did quit, but most of us stayed on and figured out a
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way to keep doing what we need to do and in fact, maybe even do it better than we were
doing it before.

Megha Gupta [00:38:30] That's definitely an insightful answer, | appreciate it. | know
people feel pretty strongly one way or the other, but | like your definition of what a hero
was and gives me a new perspective, too. If you could go back in time, perhaps to visit
your pre-pandemic self, what advice would you give yourself to surviving in this new
world?

Richard Bedlack [00:38:50] | guess the first thing | would say is just don't panic. You
know, you're going to figure out a way to deal with this because it was, you know, for a
couple of weeks their anxiety levels in everyone, definitely me, we're off the charts
because, like | said, it was like, Oh my gosh, | mean, | had learned a way to do this, and
now | can't do any of that. All of a sudden, what are we going to do? And we figured it out.
So, | just would go back and say, Don't panic. It's going to be okay. You're going to figure it
out. And in fact, you're going to come through this. And what you've built is going to make
your clinic, your research and you better.

Megha Gupta [00:39:37] I think a lot of people could have used that advice towards the
beginning of the pandemic, so definitely. Would you like to share any particular hopes or
fears about the future as we move forward in dealing with kind of the denouement of the
pandemic or apparent denouement, at least?

Richard Bedlack [00:39:55] You know, I think the single biggest thing that | hope is that
this brought people together, and | definitely saw some of that. Like, | still see it. | mean,
it's amazing what's happening with the vaccines, how quickly they were discovered, you
know, how quickly they were approved, how quickly they're being rolled out. | mean, |
know we would all like everyone to have one tomorrow. But really, | mean, when you think
about how many people have already gotten a vaccine in the United States in just three
months, it's pretty extraordinary. And you know, again, it's sort of like | felt like before the
pandemic, the world was as divided as I've ever seen it in my life, and it was just such
pettiness that we were fighting with each other. You know, there's a line from a movie that
I loved called the Black Panther, that superhero movie, that Marvel movie, and | think it
goes something like, There's more about us that unites us than divides us. And | mean,
that's so true. Seeing what | see in my clinic, you know, seeing people affected by
probably the worst thing that you can imagine, | mean, | can't imagine anything worse than
ALS happening to anyone. And seeing the way people rally around that, I've seen families
where you know, the couple was estranged, they were not even living together, and that
person moved back in to take care of their spouse through the disease. | remember one
story, one on the radio one time one of my patients called me and said, Hey, they want to
interview me at NPR [National Public Radio] and | want you to come in case there's any
scientific questions you can answer. Well, alright, I'll just sit in the back if they have some
guestion about science, and | said to her, take us back to when Dr. Bedlack first diagnosed
you, what was your life like and how did you feel that day? And she said, Well, | was on
top of the world. | was vice president of this big company. I'd worked my way up, you
know, from an entry level position. | was going to be president in five years and, you know,
| just had it made. | mean, | was traveling all over the world. Everybody, you know, wanted
to hear what | had to say about every issue. And the reporter said, but what about your
families, you said, well, you know, that wasn't as good, you know, my husband and | kind
of drifted apart and, you know, we have kids, but we didn't see him that much anymore.
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They had grown up and once upon a time, you know, we had a strong faith and we kind of
just fell away from that. We don't really go to church anymore. And he said, what were you
like physically? She said, All | have was a foot drop, you know, on one side, | had a foot
drop. And so, here comes this guy in this crazy suit comes in, he looks through my
records, he examines me and he tells me, | have this disease, ALS, and explains to me,
you know, what it does, what happens to most people with it. And she said, | was so mad
at him. | wanted to strangle him. | never wanted to go back and see him again because he
would just turn my life upside down. And so, the reporter said, OK, well, take us to where
you are now, and I'm back in the back like cringing like, Oh God, | can't believe | did this.
And she said, Well, you know, | stopped working after about a year of having ALS. And as
you can see, I've gotten pretty disabled. She's in a wheelchair now, and she didn't have
much use of her arms or legs. She could still talk really well and breathe really well. But
she says, You know, my life is so much better. My husband and | are back together more
love than we've ever been. Kids come over a couple of times a week. We all have dinner
together, you know, nobody's on their devices. We just talk. We've reconnected with our
faith. We've even done some mission work, you know, in adjacent states to North Carolina.
She said, If | had a pill, if Dr. Bedlack that would give me a pill that would take this ALS
away, but make my life the way it was before | wouldn't take it. I'd rather be like this. |
mean, | still tear up a little bit thinking about this story because | mean, that's the ultimate
example of coming together in a crisis and recognizing that there's more about us that
unites us than divides us. And the pandemic was a crisis, a global crisis, and | saw it bring
a lot of people together. And that's what | hope is that people recognize all around the
world, you know, we're all on this rock together. We got to work together to solve these
problems, and we did. And | just hope it continues beyond this.

Megha Gupta [00:44:35] Thank you. It was a really lovely story, and | think is a really
interesting but effective metaphor for thinking about how we can come together in the time
of adversity that we've experienced as we all have collectively.

Richard Bedlack [00:44:48] We can be better. | mean, we're better. | think there's a lot of
things that are better in the world now than they were before the pandemic. Yeah.

Megha Gupta [00:44:57] So, a few wrap up questions | kind of have then. Are there any
questions | didn't ask you that | really should have or that you were hoping | might have
asked?

Richard Bedlack [00:45:05] Can | show you the suit?

Megha Gupta [00:45:06] Yes, absolutely.

Richard Bedlack [00:45:08] Am | allowed to share my screen?

Megha Gupta [00:45:10] Oh, the Nudie suit?

Richard Bedlack [00:45:12] Yeah.

Megha Gupta [00:45:13] Okay, give me just a moment. Okay, yeah, you should be able to
screen share.

Richard Bedlack [00:45:24] All right. Let's see. Is it showing up?
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Megha Gupta [00:45:28] Not yet. It says you started screen sharing but | don't see the
suit. Oh, there it is. Oh my gosh. This is incredible.

Richard Bedlack [00:45:39] All right, so let me tell you the story. So, on the pant leg
instead of a tuxedo stripe, | put a motor neuron. That's the cell that's affected in ALS,
motor neurons, and | had no idea how important those tiny little cells were to a person's
life. You know, the analogy | would use is it's kind of like when you drive a car, you put the
key and you turn it, just expect the car to start up and go. And it's only when it doesn't go
that you start to think about all the things that have to happen between that ignition and the
car going down the road. And that's the case with motor neurons. | mean, | had no idea
that when those start to short circuit, | mean, people lose the ability to walk, feed
themselves, dress themselves, toilet themselves, speak swallow, eventually breathe. A
tiny part of our body, but incredibly important. Here on this sleeve | have something called
the Staff of Asclepius. It's a symbol for science and medicine and that's because, you
know, still a huge part of my clinic is the science. | mean, we're constantly looking for new
evidence-based options to offer people. We're constantly doing well-designed clinical trials
to figure out if we have, you know, new medications or procedures that help people. So,
that's always going to be a big part of what | do. Here is a blue cornflower. And so, like a
person with ALS, a blue cornflower, when you first see it, it looks really fragile, but it's
incredibly strong. It can maintain its beautiful blue color even through the harshest winter.
And really, that's the symbol of that patient | told you about a very young woman who
came to see me, who was a marathon runner. And it became clear that she wasn't going
to be able to continue to run marathons. And we figured out a different way for her to do it.
And you know, she took that and upped her game and decided, I'm not only going to run
marathons, I'm going to run one in every state and I'm going to finish this up in Alaska.
And I will be there to see her cross that finish line. Up here is a swallow. And so, this story
early in my career, you know, trying to get my hands on every piece of scientific
information | could to figure out what is my team supposed to be measuring? Which
measurements are we supposed to pay attention to? What options are we supposed to
offer based on those measurements? How do we explain those to people? What's the data
behind those? And | walk into a room and here's a guy who's probably 22 years old, and
he's surrounded by this army of young people and they are dressed like they're on their
way to like a Billy Idol concert. They have like mohawks and piercings and the craziest
clothes, and they're all covered in tattoos. And as I'm talking to him, | realize that they all
have one tattoo in common, which is a swallow. In fact, the patient himself has a whole
sleeve of swallows. And so, after we finish, you know, talking about ALS and the different
options for him, | said, | have to ask, what's the deal with all these swallows? And he said,
Well, my mom, as | told you, we have familial ALS. She died from the disease when | was
just a baby. | don't remember her, but she left me this book and on every page of the book,
she had drawn a swallow and | don't know why but when | got old enough, | asked my dad
if I could get all those swallows from the book tattooed on my arm to kind of remember her.
And so, that's what that happened. And once | got sick, everyone | knew got one of these
swallows from my arm tattooed somewhere on their body. And that's to show that we are
going to be united. We're going to call ourselves the, Often Awesome Army. We're going
to come as an army, and we're going to keep this thing positive and hopeful, no matter
how sick | get. And | mean, I'll be damned if they did. | mean, they came every time as an
army and every time they found a way to keep the conversation optimistic and hopeful, no
matter how sick he was, no matter how difficult the options were that | had to present. And
| was so impressed by this army that | asked if | could become one of them. And so, | got a
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little black swallow tattooed on my arm. Its tiny. In fact, it's so small that the patient got a
big kick out of it. | remember after | got it, | called this house, and unfortunately that day he
had been rushed to the hospital in respiratory failure. And | drove out to the hospital to see
him and he was on a ventilator. He was terrified and | showed him this thing and he got a
big kick out of. He said it looked more like a freckle. It was so small. And, you know, his
army gradually came trickling in to support him.

Richard Bedlack [00:50:06] And | got it right here on my left hand, because the last thing |
do is sign a chart and that pops out and it reminds me of that guy in his army. And it
reminds me that not everyone has an army like that. I've got to be their army. Hope is
probably the most powerful thing that we offer in our clinic and that's what that guy taught
me. And then the last symbol on the back is this UFO [Unidentified Flying Object]. And so,
when | started off, you know, | was learning to be a scientist from other senior scientists
and scientists tend to be pretty conservative. And | quickly learned that people with ALS
want their doctors to have an outside-the-box approach. They want them to consider all
possibilities. Even some of these nutritional supplements that are on the internet. And so, |
started a program to help people understand all these different things that are listed as
ALS treatments on the internet, no matter how wild they sound: bee venom, coconut ail,
curcumin, whatever it is, if a patient wants to know about it, my ALS team writes reviews.
And it turns out that some of these things are really interesting scientifically, and some of
them might help people. And so, I've got now a whole program underway to study these.
And believe it or not, in the midst of study, in some of these, | have found some people
with ALS who recover. So, | remember the first time | was looking into this, | found a
website from an energy healer that someone told me to check out, and I'm sort of doing a
review on this and there's a video on there; a woman in Virginia says she was diagnosed
with ALS at UVA [University of Virginia], progressed over two years to where she was
totally paralyzed near death, was told it's time for hospice, went to the energy healer and
over the next two years she completely recovered and now she remains, decades later,
fully strong. She can walk, climb ladders, build snowmen, stacked firewood. She works on
a farm. | couldn't believe it, so | did an investigation, | found her on social media, | talked to
her on the phone, she sent me her records. She really had ALS. Everything in the record
suggested that she really had ALS. All the right tests were done. All the right findings were
documented. She really progressed to near death and now she's recovered. And since |
found her, since my mind was opened to this possibility, | have found a total of 50 people
all over the world who recovered from ALS. And that's become a whole part of my
research trying to understand why these people completely recovered and how we make it
happen more often. So, people taught me the importance of thinking outside-the-box.

Megha Gupta [00:52:52] That's absolutely incredible. And this, | love how you chose all
the symbols for your suit and what they mean for you. Yeah, that's amazing.

Richard Bedlack [00:53:03] It might never have happened, Megha, if it weren't for the
pandemic. | mean, yes, it was on my bucket list but you know, we get so caught up in what
we're doing that sometimes we don't stop and think, you know, there's some things | need
to start accomplishing on here. The pause gave me an opportunity to work on this. So, I'm
very grateful for that.

Megha Gupta [00:53:22] Of course. Actually, if you could stop screen sharing for just a
moment.
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Richard Bedlack [00:53:26] Yeah, of course.

Megha Gupta [00:53:26] Just for the end of our meeting here, | really want to thank you
for your time. Are there any other thoughts or reflections you'd like to share?

Richard Bedlack [00:53:36] You know, | think we've covered everything. | mean, | think
times crises are an opportunity to innovate and that's what I'm going to take away from the
pandemic. It was incredibly nerve wracking. It was a crisis. But | just love how the world
came together and how my team came together and how we innovated to build an
infrastructure that not only got us through, but is going to make what we do so much better
clinically from a research standpoint and just from a from a standpoint of taking care of
ourselves being the best people that we can be.

Megha Gupta [00:54:11] Thank you so much, Dr. Bedlack for all of your insight, your
wisdom, your experiences. I'm going to go ahead and stop recording here.
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