                    JOE:  Welcome to The Disability Advocacy

          Hour with The Family Cafe.  I'm Joe McCann.

                    JEREMY:  And I'm Jeremy Countryman, and

          we're staff members here at The Family Cafe

          headquarters in Tallahassee, Florida.

                    JOE:  Since 1998, The Family Cafe has

          been providing opportunities for individuals with

          disabilities and their families to connect with

          each other, educate themselves about Florida's

          service delivery system, and develop the skills to

          influence public policy.

                    JEREMY:  We believe that for communities

          to become more inclusive of people with

          disabilities, their voices need to be heard.  To

          help make that happen, we created this podcast:

          The Disability Advocacy Hour.  In this podcast

          series, we'll examine all facets of living with a

          disability and the issues impacting the disability

          community.

                    JOE:  Please keep in mind that The

          Family Cafe is a thoroughly nonpartisan

          organization.  And any thoughts or opinions shared

          by invited speakers, ourselves, or other

          participants solely represent those individuals

          who do not necessarily reflect the positions of

          The Family Cafe.

                    JEREMY:  Hey, everybody.  Welcome to The

          Family Cafe podcast.  Today on the podcast, we're

          going to be talking about the coronavirus epidemic

          and what it means for people with disabilities.

                    We have a special guest here today,

          Carly Fahey.  She has recently had a little bit of

          experience dealing with quarantine, and she's a

          person with disabilities.  She's been someone I'm

          sure a lot of you have met before.  She's been

          part of The Family Cafe family really since the

          beginning.

                    JOE:  Many years.

                    JEREMY:  Many years.  So we're going to

          have a chat with her today and talk about her

          recent experience dealing with the coronavirus

          pandemic.  And as always, I have my best friend in

          the world, Joe McCann, here with me.

                    Say hello to the people, Joe.

                    JOE:  Hello to the people, Joe.

                    JEREMY:  There you go.

                    JOE:  Hey, Jeremy.  Good morning.

                    Good morning, everybody.  We hope

          everybody is doing well out there and being safe.

          And at this point, yeah, I think we should just

          kind of move into Carly to talk a little bit about

          her story and your experiences as you have

          navigated some of these things that the rest of us

          are talking about on a fairly philosophical level.

                    CARLY:  Sure.  Well, thank you both for

          having me this morning.  I know it's a really

          jarring time for all of us across the nation and

          across the world, but also such an interesting and

          frustrating time, I'm sure, for many in the

          disability community.

                    I -- as Jeremy mentioned, I live and

          work in Washington, D.C., and, you know, like many

          young professionals in the disability community,

          or as I like to call it, "The disco," my

          independence, especially my health independence

          and physical independence really means a lot to

          me.  And when that is in jeopardy, that sort of

          rules, you know, my entire life.  And in my social

          interactions, in my disclosure, you know, are

          something that I've always had a lot of control

          over.  So when I had an experience with flu-like

          symptoms and a possible COVID-19 case, it kind of

          hijacked my last three to four weeks.

                    So, basically, I live in a one-bedroom

          apartment.  I started experiencing flu-like

          symptoms.  I have -- like many people, I have

          cerebral palsy.  I use my walker as my giant

          accessory to help me get around.

                    I started -- just like anybody else, I

          started having some headaches, some, you know,

          just a regular cough, some body aches.  And I

          thought to myself, I know my disability.  I know

          my body.  I think I'm going to take a day or so

          and just let this pass.  I had a really bad sore

          throat.  I'd heard of COVID-19.  I think this was

          a few weeks ago when they had just given it a

          name, and it was just coming into the

          United States.  And I remember thinking, like,

          this is going to be a big topic in the health

          world, in the policy world, but I don't know if

          this is going to affect my everyday life.

                    So when I started having these, like,

          cold symptoms that turned into flu-like symptoms,

          a friend of mine also got sick that was with me.

          We went, actually, to a dumpling-making class

          together.  So we just thought, all right, clearly

          maybe something happened at the dumpling-making

          class, you know, as one does.  I didn't know that

          was going to be the theme of the next month and

          sort of make my life really difficult.

                    So I experienced just run-of-the-mill

          cold and flu symptoms.  I went to the doctor.

          After a couple of days it wasn't getting better.

          I thought this is strange.  I got tested for

          strep.  Got tested for flu A and B.  I went on my

          merry way.  I got some medication, some NyQuil,

          some DayQuil; we're all good.  I was at home.  I

          was watching Netflix.  I was enjoying trying to

          avoid some of the coronavirus coverage.  And

          things got really bad really quickly.

                    My throat started closing up a little

          bit.  My cough would not go away.  I was hacking

          up a lung every ten minutes.  My Mucinex wasn't

          working.  My aunt, who is a doctor, was really

          tired of me calling her every couple of hours.  I

          was so exhausted I couldn't even, like, walk

          around my apartment to make PB & J.

                    JEREMY:  Let me ask you this question.

          So you're now on the other side of this

          experience, right?

                    CARLY:  Um-hum.

                    JEREMY:  So at what point did you decide

          it was a good idea to basically isolate yourself?

          And is that a decision you made on your own, or is

          that something that you were instructed to do by a

          health care provider?

                    CARLY:  Yeah.  So I went to the doctor a

          second time after the symptoms got worse.  They

          did a chest X-ray as a routine precaution and

          found out that I had pneumonia in my right and

          left lung.  And they weren't sure where it was

          coming from.  So in case it was viral, they told

          me, because of everything going on, just stay at

          home, self-quarantine.  I didn't know what that

          meant.  Stay away from people.  Get away from your

          job.  And I thought, okay, I'll just telework,

          work from home.  That's an accommodation that I

          have.  And thus the process began.  That was about

          four weeks ago.

                    JOE:  Let me ask you a question, too,

          about that.  It has got to be stressful enough

          being sick and having pneumonia, which is no small

          thing in and of itself, to be watching all the

          news and be watching all this coverage of this

          thing and sitting there having to wait a period of

          time to find out what your test results are.  I

          mean, what is it like sitting there dealing with

          being sick and the psychological strain of

          thinking, oh, my God, I might actually have this?

                    CARLY:  Yeah, I think that goes from

          like -- we all are sort of experiencing that as a

          joke at first.

                    JOE:  Yeah.

                    CARLY:  Oh, that can't happen to me.  I

          have pneumonia, I have a cough, but it's not

          corona, to understanding that this might be a

          bigger undertaking is just such an emotional

          process.  And when it was recommended by my

          primary care physician, who diagnosed my

          pneumonia, that I get tested for COVID-19, I

          thought I was just going to go in and they were

          going to, you know, maybe ask me to cough or give

          me a swab or something.  There was really no

          information on what that process was like or what

          to do.  So when they said that they were going to

          give that recommendation, I thought they were

          going to handle the processes of the health care

          provider and just let me know along the way where

          do I need to go, where do I need to be.

                    JOE:  Right.

                    CARLY:  And I didn't hear anything from

          them.  So I was Googling, like, how do I get this

          test taken care of?

                    My doctor started to get inundated with

          calls from other folks who were more of the

          elderly population.  So they said, "We know you

          have this disability and pneumonia right now, but

          you're not our top priority, but we do want you to

          get tested for this."

                    So I started to take things into my own

          hands.  Someone told me to call the health

          department.  I saw that in, like, a press

          conference.  I called the health department.  They

          have a line for people who have symptoms or who

          are going to get tested.  So I checked the option

          for the folks going to get tested, and the phone

          rings three times and then hangs up.  There's no

          voice mail.  Right?  So I started to realize --

                    JEREMY:  That's disconcerting.

                    CARLY:  Yeah, that's a little bit of a

          problem.  And I kept hearing these news reports

          of, if you feel like you came in contact with

          someone or you have symptoms, don't worry.  Go to

          your doctor.  They'll tell you -- they'll give you

          guidance.  Or call the health department; they'll

          give you guidance.  And I realized very quickly no

          one knew what they were doing in my area.

                    JOE:  So you were dealing with this at

          the absolute worst moment at the beginning of this

          when there was really no national plan.  Everybody

          was just trying to figure out, what are we doing?

          So you're having to do this stuff by yourself, and

          you normally would have your health care

          professional directing you.

                    CARLY:  Yeah, and I think that that is

          also dangerous when individuals are sort of taking

          the criteria into their own hands and having to be

          the decipherer to others.  I didn't realize at the

          time and maybe neither did our infrastructure,

          there was a lack of tests, which I started to

          figure out, that's where the panic was coming

          from.  It wasn't that they didn't -- you know, I

          couldn't get tested necessarily.  It was

          communicated to me that that was the right step to

          take.  But no one knew where the tests were.

                    Like, I called -- my primary care was

          part of the hospital system.  So I called the

          hospital COVID-19 liaison, which I think was,

          like, a brand-new position.  The lady had just

          started that day.  And I said, "Hey, I'm just

          trying to get some information.  I have some

          disconcerting concerns from my doctor."

                    And she said, "Well, you know, surely

          they can just give you a test at your primary

          care."

                    And I thought, what?  So I called the

          primary care back, and this is the system that

          communicates with my doctor every day.  They sort

          of own that practice, and they're saying that

          there are tests, and there weren't any tests.

                    And then I had to figure out, also, what

          do I do with my supports?  If I'm

          self-quarantining, if I have some sort of exposure

          that I'm going to give others, trying to navigate

          what that looks like before that came out in the

          media.  We hear a lot about the six feet guidance.

                    JEREMY:  Distancing.

                    CARLY:  Yeah, social distancing.

                    JEREMY:  You're a person, obviously, as

          many people with disabilities are, that has a long

          experience in navigating different types of

          provider and health care systems.  So this is

          something, you know, on some level you're used to,

          but it seems like in this situation you had to

          figure out a whole new system on the fly --

                    JOE:  Yeah, with all of this narrative.

                    JEREMY:  -- when that system itself

          might not even have all its rules and regulations

          and processes in place.

                    CARLY:  Yeah, yeah.  I felt like I was

          navigating -- trying to figure out a road map in a

          system that didn't exist yet.

                    JOE:  Right.

                    CARLY:  Or that was just sort of

          populating.  And everyone I would interact with,

          if I had the courage to disclose what was at stake

          for me at that time, everyone has their own

          opinions.  Everyone is like an epidemiologist all

          of a sudden.

                    JOE:  Yeah, exactly.  Um-hum.

                    CARLY:  Saying, oh, just go get tested.

          Just go research this, go look up that.  And it is

          exhausting when people with disabilities,

          especially chronic health disabilities, which I

          feel mine is, how do I decide how I'm going to

          keep those supports?  How do I use some of those

          tools that Family Cafe gives us every year around

          accessing health care?  And what changes -- what

          do I need to arm myself with to protect myself in

          chaos, basically?

                    JOE:  Carly, you know, hopefully, God

          willing, this process is a little bit more

          streamlined now that we're talking about, what, a

          month ago, three weeks ago at this point?

                    CARLY:  Yeah, three or four weeks ago.

          I don't know what day it is.  I don't know what

          time it is anymore.

                    JOE:  So, hopefully, the process, I

          think it is a little bit more streamlined with

          certain procedures in place.  But is there any

          advice you would give anybody who is starting that

          now, now that you've been through it, who's now

          going through the process where they're thinking,

          "Okay, I need to get tested, I've got some

          symptoms, I'm going to get tested"?  What do you

          tell people who are starting that?

                    CARLY:  Yeah.  So every state, every

          area now has a set of criteria they use to divvy

          out tests.  As tests become more available, that

          could change week to week.

                    JOE:  Right.

                    CARLY:  So as my case was evolving, it

          turned out that the guidance that was given to me

          for the D.C. area was you had to come in possible

          contact with someone who had COVID-19.

                    I forgot to mention this.  I was in

          Georgetown in my dumpling-making class with folks

          that were at a church where they were confirmed

          and exposed to the COVID-19 coronavirus.  But the

          risk of exposure for me was a little hairy there.

                    So there is that direct contact piece.

          There's also respiratory requirement in testing.

          So, as I mentioned, viral pneumonia, of course, is

          a respiratory condition.

                    JOE:  Um-hum.

                    CARLY:  So what they're going to look

          for is at least a cough.

                    JOE:  So you met all that criteria.

                    CARLY:  Yeah, a cough, a fever, a

          prescription from your doctor.  I had to get the

          go-ahead from the liaison at the local health

          department and the hospital system.  And I know

          the CDC also has criteria that I fit as well.

                    JEREMY:  I think it's important to

          mention, again, this is something you went through

          back in February in Washington, D.C. where you

          live.  For those people listening out there here

          in Florida, I think the place they would want to

          go for the most up-to-date information on testing

          criteria and stuff like that is the Florida

          Department of Health.

                    JOE:  Yes.

                    JEREMY:  You can find them online at

          FloridaHealth.gov, correct?

                    JOE:  FloridaHealth.gov.  And it really

          is an excellent website that gives you all the

          necessary information and also has a good tracker

          of exactly where it's showing up and where it is

          not only in the country, but focusing on Florida.

                    JEREMY:  I think another thing that I

          know Joe and I talked about mentioning in this

          podcast is kind of -- you know, there's a lot of

          information out there and a lot of terms being

          used.  And it's important for people to kind of

          know what they mean.

                    JOE:  Right.

                    CARLY:  Um-hum.

                    JEREMY:  So in Carly's case, I think

          what you would call what she was doing would be

          isolation, right?

                    CARLY:  Yeah.

                    JOE:  Yeah.

                    JEREMY:  So isolation is when somebody

          has symptoms or potentially has been diagnosed,

          and then they stay away from other people.

                    JOE:  Right, correct.  Isolation is

          really the scenario where you have it.

                    JEREMY:  Right.

                    JOE:  And you are being separated from

          everybody else so that they don't get it.

                    JEREMY:  And how's that different from

          quarantine?

                    JOE:  Quarantine means that you think

          you might have it and you're staying away from

          other people so that they might not get it.

                    JEREMY:  Right.  But you don't

          necessarily have symptoms.

                    JOE:  Correct.  Well, you don't know

          that you have it.  You're quarantined because you

          might.  You're isolated when you do.

                    JEREMY:  Right.

                    JOE:  Important.  And then social

          distancing is just the critically important

          cautious approach so that we don't spread it

          before the symptoms show up.

                    So you were really in a quarantine

          because you did not know that you had it.  And

          ultimately -- I don't want to spoil the story --

          but you're here.

                    CARLY:  Right, yeah.

                    JOE:  So, obviously, you got a negative.

          Thank God.  Please tell us now.

                    JEREMY:  So we know how it came out.

          We're spoilers.  I'm more worried about how the

          dumplings came out.

                    CARLY:  Oh, the dumplings were great.  I

          don't know that they were worth a COVID-19 risk,

          but...

                    JOE:  Yeah, right?  I hope they were

          good.

                    CARLY:  Joe and Jeremy bring up a great

          point.  There's also the term "direct threat,"

          which is now used in accordance to health care,

          the ADA, and even employment now in a pandemic

          scenario.  I had to be self-quarantined because it

          was undetermined whether my presence around other

          people at work or in the community could be

          deemed, quote, unquote, a direct threat.

                    There's also -- I use the term "direct

          contact," which I think most health departments

          define that as being in an enclosed space,

          especially with something like a respiratory

          illness like COVID-19, and having, you know, that

          face-to-face, within six feet contact with someone

          who either has it or is perceived to have the

          COVID-19.

                    So if you go to the doctor and you think

          you fit into that category, they'll ask you, "Did

          you have direct contact?"

                    JEREMY.  Um-hum, right.

                    CARLY:  And that's what that means.

                    JOE:  So take us to the point -- all

          right.  So at this point, you have -- you have

          taken the test, or maybe it's a little bit before

          you took the test.

                    CARLY:  Yeah.

                    JOE:  By now you are in a quarantine

          situation.  You realize, "Okay, I'm going to have

          to stay here."  How long was that process?  What

          are you doing with your time?  What's going on

          psychologically?

                    CARLY:  Honestly, I don't have endless

          leave at my work, so I was teleworking.  I think

          that's a large issue for the disability and

          chronic illness community as well.  If you do get

          sick, what are you doing with your time and how do

          you need to divvy up your energy?  So I was

          teleworking first and foremost, which was

          stressful.

                    JOE:  Yeah.

                    CARLY:  And then I was trying to figure

          out what the testing procedures were, which is a

          lot of phone calls with the CDC, the health

          department.  Watching a lot of the news coverage,

          even unintentionally as our favorite programs get

          interrupted with that public health information.

          I was trying to call my family, you know, every

          couple of hours and also just trying to keep

          whole, trying to protect my spoons and protect my

          space so that I could not necessarily stay in

          social isolation, right?  I was in physical

          isolation, but the social distancing piece, I

          didn't want to be emotionally distant from

          everyone that took me away, usually, from

          stressful situations.

                    JEREMY:  What does it mean to protect

          your spoons?

                    JOE:  Yeah, talk about the spoon theory.

          I love this.

                    CARLY:  We love the spoon theory.  So in

          the chronic health and disability community, often

          there has to be a way to communicate to others

          that, hey, I really don't have the physical,

          emotional, social energy or capacity right now to

          deal with what might be on my plate.  So the

          community came up with the theory of spoons.

                    Say everyone is given ten spoons every

          day.  And because I have cerebral palsy, it might

          take you one spoon to get ready.  It might take me

          three or four spoons out of those ten.  Everyone

          theoretically gets the same amount of spoons.  So

          how do I as an individual take that power back,

          divvy up my spoons so that I'm able to still get

          done what I need to get done, still continue to

          stay independent, and protect my social and

          emotional and mental health?

                    JEREMY:  Gotcha.

                    JOE:  That's wonderful.

                    JEREMY:  So this is something that if

          I'm following you, you might exhaust your energy,

          use up your spoons in a number of ways.

                    CARLY:  Um-hum.

                    JEREMY:  Like not just, let's say, I

          have to do some kind of physical activity.  I have

          to get from A to B and that might wear me out, but

          also, you know, stress can exhaust you.

                    JOE:  Watching the news all day.

                    CARLY:  Yeah, that takes so many spoons.

                    JOE:  Yeah, that's a big thing for me.

          Not take 24 hours.

                    JEREMY:  You have to manage your stress

          level in addition to managing your sort of

          activity level, right?

                    CARLY:  Yeah, yeah.  Yeah, I had to

          decide, am I going to spend all of my spoons

          worrying about if I have the coronavirus?

                    JOE:  Right.

                    CARLY:  Or am I going to say, okay, I'll

          give an hour to watching the news, and then I'm

          going to shut that off on my own.

                    JEREMY:  Right.  Or you could be like me

          and you could just dedicate half of your energy to

          anxiety.  It's important to have that --

                    JOE:  Start the day with three spoons

          left.

                    JEREMY:  So these ten spoons, I'll put

          five of them in the anxiety drawer and then I'll

          go from there.

                    CARLY:  And then teleworking, right?

                    JEREMY:  Right.

                    CARLY:  We have to keep our income.  So

          I had to make sure I used at least five to seven

          of those ten spoons for the obligations I had

          every day and my independence.

                    So spoons are very important.  And I

          hope other people start to use the spoon theory.

          Also because, I don't want to have to explain to

          people, "Hey, I'm going to go into detail of how

          to break down the day."  I was afraid of losing my

          health care over this test or not being able to

          afford the copay.  Nobody asked for that

          information.  So as the disability community

          conveys, "Hey, I just don't have any spoons," it

          kind of gives you your privacy back, too.

                    JOE:  So what did you do with your time?

          How long were you in quarantine all in, and what

          did you find yourself doing?

                    CARLY:  Yeah.  So when I sort of was

          able to manage some of those spoons a little bit

          better and get into a self-care routine, I would

          get up, like, an hour or two before I started

          teleworking.  I would make sure -- because I have

          respiratory symptoms, I really like, you know,

          taking baths, doing things that I enjoy.  I think

          that just because you're in isolation doesn't mean

          that you have to have doom and gloom around you

          all the time even if you're by yourself.

                    JEREMY:  Right.

                    CARLY:  So I think it's creating that

          structure so that you don't have too much time for

          your mind to wander and to get anxious, for me.

          Also, spending time making sure that I was

          cleaning, if I had enough capacity.  I was getting

          my Clorox wipes and hand-washing, because if

          someone else needed to come into my space, I

          needed them to be able to have as low risk as

          possible.

                    I was spending my day looking at memes.

          Also, like, the social media piece of this, I

          think it can be overwhelming for folks.  They feel

          like they need to tune out a lot.  But when you're

          in isolation or social distancing, that's the time

          to tune in, to use those social media pieces to

          look at memes, to have a laugh, to have a break

          and to relate to other people that are kind of

          traveling their journey of acceptance of whatever

          is going on with this pandemic and relating and

          being able to find some sort of peace in the

          chaos.

                    JOE:  You know, that's one of the

          weirdest things to me.  And I think this is an

          important thing to really make sure that you're

          staying connected with whatever the platforms are

          that you have.  It's almost like we're saying to

          people, you know, get involved more with social

          media.

                    JEREMY:  Yeah.

                    JOE:  Or, like, continue to be connected

          and however -- and it's so, gosh, I mean -- you

          know, I have to sometimes -- to save a spoon or

          two, I will turn social media off.  But now --

                    JEREMY:  Exactly.

                    JOE:  -- there are a couple of groups

          that I do just, you know, in my spare time in the

          evenings and stuff, and it's all moving to online

          or, like, Zoom or something like that.  I kind of

          know how to do that stuff, but, boy, that's really

          different when you're using it for a business

          meeting or a teleconference and then you're

          getting a group of friends together.  I think

          that's something that people need to do.  And what

          a blessing that we live in a time where that stuff

          is available.  We're not actually sitting at home.

                    JEREMY:  Exactly.

                    JOE:  It's kind of on us to make sure

          that we're really doing it.

                    JEREMY:  Yeah, and I think one of the

          interesting dynamics around this whole situation.

          And I don't know if you experienced this, Carly,

          but on the one hand, everybody is isolating or

          adhering to social distancing, you know, avoiding

          leaving the house or avoiding being in physical

          contact with other people in large groups or going

          out if we don't have to.  At the same time, we're

          all in this situation together.  So it's an

          interesting irony.  You're sort of isolated on the

          one hand.  On the other hand, I think there's a

          sense of solidarity that you get --

                    JOE:  Exactly, um-hum.

                    JEREMY:  -- from communicating with

          people through social media or calling up your

          friends and family members, you know, talking to

          your coworkers virtually while you're working from

          home instead of doing it in the conference room

          the way you used to.

                    JOE:  Exactly.

                    JEREMY:  And so, you know, I think it's

          important that people keep their -- keep that

          sense of connection alive and sort of, you know,

          when you start to feel overwhelmed, maybe you're

          at home by yourself like Carly was, or maybe

          you're at home with your kids trying to manage

          their needs, you know, just -- always remember

          you're not in this by yourself.

                    JOE:  Exactly.

                    JEREMY:  You're not alone with it.

          There's millions of people around the world having

          the exact same experience.  And I think that's one

          of the reasons we kind of wanted to do this today.

                    JOE:  Exactly.

                    JEREMY:  Have Carly share her story.

                    CARLY:  Yeah.

                    JOE:  Well, we want to make sure

          everybody realizes, too, that Family Cafe, we

          still want to be that place where people can help

          each other and come up with a problem-solving

          mind-set with this stuff.  And, yeah, it's

          unfortunate that, you know, at least at this time,

          some of that has to be online and/or virtual.  It

          doesn't mean we can't do it.

                    JEREMY:  Yeah.

                    JOE:  And so we still, as The

          Family Cafe, want to be here for everybody.  And,

          you know, I think an important aspect of this --

          and this is something that we're starting to see

          and another really good website in terms of

          quality information, dependable -- is SAMHSA,

          which is S-A-M-H-S-A.gov.  SAMHSA.

                    CARLY:  What does SAMHSA stand for, Joe?

                    JOE:  Go ahead, Jeremy.

                    JEREMY:  I want to know if Joe knows.

                    JOE:  Substance Abuse and Mental Health

          Services Administration.

                    JEREMY:  Yes.  It's a federal agency

          within the Department of Health and Human

          Services, and they address behavioral health.  So

          that includes mental health, substance use,

          anything related to the health and well-being of

          people from a behavioral standpoint.

                    JOE:  It's really important that right

          now, especially, I mean, for me, one of the things

          that I've been hearing is good is to really -- I

          have a list of people that we need to check in on

          every day.

                    JEREMY:  Um-hum.

                    JOE:  I think it's important that we all

          do that for each other.  And SAMHSA and the

          Florida Department of Health and the CDC, we all

          need to really pay attention to our behavioral

          health, our mental health in this time because for

          some people, you know, this quarantine, isolation,

          or even social distancing can be a real trigger.

          And it's very difficult.  It's difficult for the

          healthiest of people to have to be by themselves.

          But, you know, for the rest of us who that can be

          a challenge for, you know, it's really important

          that we're there for each other, and we're taking

          it very seriously.

                    JEREMY:  That's why NASA puts people in

          the isolation thing for six months --

                    JOE:  That's right.

                    JEREMY:  -- to see if they can travel to

          Mars.  I think we're all going to find out whether

          or not we're qualified to travel to Mars in the

          next few months.  (Laughter)

                    CARLY:  I want to touch on a thing that

          Jeremy brought up, that a way to make sure you're

          continuing to have humanity, even if you want to

          preserve your sense of normality.  And I think in

          this crisis, we're all trying to find the

          connection there.

                    JOE:  Yeah.

                    CARLY:  In my Zoom meetings, you know,

          that web platform that we all use, we're now

          taking at work moments every day to work with

          people across the country.  Usually we never would

          share personal information on a platform like

          that.  We keep it professional in D.C.

                    JOE:  Exactly.

                    CARLY:  But we have these humanity

          checkpoints every day from 4:00 to 4:30, and we

          check in with each other on a personal level now

          every day that we've been teleworking since it was

          declared a pandemic.  So I think that kind of

          changed everybody's lives, and it's only been a

          few days.  So I hope that moving forward, when we

          talk about accommodating telework, that it doesn't

          always have to be so professional all of the time.

          We can still get the work done.  We can still be

          there for one another and show some of that

          humanity because I think the humanity will restore

          the sense of normality.

                    JEREMY:  Definitely.

                    JOE:  Absolutely.  And, you know, the

          thing that strikes me, too, is this is really --

          the scariest part about all this is the lack of

          control.

                    JEREMY:  Absolutely.

                    JOE:  I am comforted often by what

          perceived control that I have.  My God, when you

          wake up in the morning now, you know, for me, it's

          that e-mail that I see on my phone as soon as I

          wake up and I look at it and it's got the

          breakdown of all this bad news.  We realize -- and

          it's probably a very healthy realization that we

          are, in fact, not in control.  But that lack of

          it, it's going to take some time for a lot of us

          to figure out how to embrace that.

                    JEREMY:  Absolutely.

                    So let's go back to our story here.  I

          think we got a little bit side-tracked, Joe.

          (Laughter) So this is a story with a happy ending,

          which is fantastic.

                    CARLY:  Yes.

                    JOE:  Thank God.

                    JEREMY:  This is what we need in the

          world right now.

                    So you went through several weeks of

          dealing with this situation where you were by

          yourself.  You're trying to sort of practice a

          little bit of self-care.

                    CARLY:  Yes.

                    JEREMY:  While also working.  You're

          trying to manage, you know, how much the situation

          is bothering you.  I imagine one probably big

          landmark in that whole thing was when you got the

          test back and it came back negative, right?

                    CARLY:  Um-hum.

                    JEREMY:  So talk a little bit about

          that, and then also, of course, you're here now

          with us recording this at The Family Cafe office,

          so you were able to leave your house and come back

          home.

                    CARLY:  Yeah.

                    JEREMY:  So what was that whole thing

          like, kind of, emotionally?  What was that process

          like?

                    CARLY:  Sure.  So I ended up being able

          to get tested, and they told me, "This is not

          public information.  We don't want the public

          coming in."  Unlike the drive-through testing that

          we're seeing now, which I think is great, I went

          to this, like, unmarked public health -- old

          public health building where folks that are

          researchers were coming in through, like, the

          front doors.  The members of the public were there

          for several appointments.  And there I was in the

          lobby of this building right next to security

          guards that kind of just looked at me and said,

          "Are you lost?"

                    And I thought, this can't be the place.

          This is where everyone is congregating and they

          have no mechanism to kind of keep the testing area

          sealed off from what I could see.  So I was, like,

          surely it's not just here in the lobby where they

          have this random curtain.  And, of course, there

          were just, like, some chairs next to the security

          desk.

                    I went, and they said, "Oh, you know, if

          you're here for testing, just sit right here.

          Don't really say anything."  And there were no

          signs that this could be in a contamination area.

          So I thought that was really scary.

                    JOE:  That is absolutely scary.

                    CARLY:  Yeah, yeah.  And I was sitting

          in this, like, waiting chair, and right next to me

          was the security guard with no mask on, no gloves.

          And he was giving me some hazmat things to wear.

          And I thought, this is like an alternate reality.

                    And then I was watching members of the

          public coming in who were just sort of looking at

          me and wondering, like, what's going on over

          there?

                    I don't want to say that that's not

          safe, per se.  I'm sure there are reasons -- there

          were automatic doors to ventilate the situation.

          I'm sure that's why maybe that was in the lobby

          versus in another place, you know, to lower -- I'm

          no health care expert.

                    JOE:  That's a little bit like a science

          fiction movie.

                    CARLY:  Yeah.  And I always thought if a

          pandemic were to happen, everybody would know what

          to do and have things figured out.

                    So once I went behind the curtain, I got

          swabbed.  There was an epidemiologist there who

          was the lead epidemiologist for the whole COVID-19

          for the D.C. area.  He talked to me about what my

          swabs looked like.  When I say "swabs," I mean,

          like, when -- you know, they're looking for, like,

          mucous samples.  I won't get into it, but --

                    JOE:  Jeremy doesn't mind.

                    JEREMY:  We're good with all this.

          (Laughter)

                    CARLY:  -- he talked with me about, you

          know, "We don't just want to treat you right now

          for COVID-19 and have you leave."  He's like, "I

          also want to explore what else may be wrong with

          you or what you might be dealing with in your

          health journey."

                    So he looked at my other symptoms.  They

          tested me for other things as well, which I

          thought was cool.  They said, "You'll get your

          results in about a week."

                    And I thought that was bizarre because

          if you can imagine going home knowing that you're

          in isolation, right?  They gave me, like, higher

          medical-grade face masks to use that you don't get

          at your regular doctor's office, which is great,

          in case I had an emergency.  But I was in full

          isolation mode at that time because it would be a

          public health risk for me --

                    JOE:  Right.

                    CARLY:  -- they explained, to go

          outside.  I think it was a full seven days --

          actually, eight.  It was eight days of not knowing

          if I have this, not knowing how -- as people in

          the disability community know, how to disclose

          this.  Ultimately that came back negative, which,

          obviously, we were really excited about.  But that

          was such a moment where I had to check on my

          mental health and try to learn how to communicate

          this going from, like, oh, it's no big deal to

          realizing --

                    JOE:  Yeah, I might have this.

                    CARLY:  -- this could change everything,

          creating a timeline for myself in case I needed to

          let loved ones know.

                    But, luckily, as I said, epidemiology

          called me back and just said, "Hey, this is

          negative.  And you still have pneumonia, but it's

          safe for you to go about your everyday life.

          Continue social distancing because your immune

          system is suppressed."

                    So going through those eight days, it

          was such a relief.  I started crying.  I was so

          happy that I didn't have to deal with this.

                    JOE:  Of course, yeah.

                    CARLY:  I could feel a little more

          comfortable in my disclosure of the journey and

          not feel so ashamed by it because all we hear is

          COVID-19 is so terrible, on the news.  I didn't

          want to be associated with that primarily.

                    So we made the decision that also I

          would have to go against the social norms and pop

          on a plane to go home.  There was a direct flight

          from D.C. to Tallahassee, which is where I'm from.

          I knew I couldn't deal with eight more days of

          this, being by myself, not having enough tools to

          cook for myself for that many days, not having

          enough groceries and not knowing if those

          groceries -- because D.C. is in some pretty bad

          shape with this -- how to protect myself or take

          care of myself.

                    So I also think the decision to come

          home, hopefully, was a good one, and, hopefully, I

          think things in Florida are -- you know, they're

          also dealing with this here, which is the reality,

          but it's nice to have a sense of community around

          us as we are social distancing.

                    JOE:  Um-hum.

                    CARLY:  And that doesn't mean that we

          necessarily have to be cooped up in a one-bedroom

          apartment by ourselves.

                    JEREMY:  Right.

                    JOE:  That's right.

                    You know, it just makes me realize what

          rock stars and brave people these health care

          workers are, man.  You're in there on the front

          lines.  I mean, they deserve our gratitude.

                    JEREMY:  Absolutely.

                    CARLY:  Yeah.  And I heard on the radio

          today about how they're going to maybe start

          contacting nurses that are in retirement, folks

          that are just in health care part-time.  All of my

          dental and muscle and neurological appointments

          had been canceled, which was good for my health.

          But also I'm concerned, am I going to be able to

          get my Botox treatment shots in the next couple of

          weeks because I'm due for that.  And if I don't

          get that, it really hurts how I deal with my

          cerebral palsy.

                    JEREMY:  Right.

                    CARLY:  So our whole medical community

          is really on hold to help us through this crisis.

                    JEREMY:  Well, that's a good point

          because I think for our listeners out there who

          either have disabilities or have family members

          with disabilities where you sort of get into a

          routine where you have a whole host of providers

          and different types of services you rely on, that

          those kinds of things might get disrupted.  I

          mean, even for a typical person --

                    JOE:  Right.

                    JEREMY:  -- I'm getting an e-mail from

          my dentist saying, "Oh, we're shutting down unless

          you have some kind of emergency."

                    So I think one of the challenging things

          around this is going to be figuring out how to

          manage without that regular routine of, you know,

          things like Botox for muscle spasticity if you

          have cerebral palsy.  Or maybe you have various --

                    CARLY:  Getting access to medications,

          yeah.

                    JEREMY:  -- types of -- yeah, that's a

          whole other issue in addition to that, access to

          therapies.  Those kinds of things.  I do know that

          one thing that a lot of providers are examining

          right now is figuring out what they can do

          remotely using something called "telehealth" where

          essentially you would be speaking to your provider

          either on the phone or through some type of video

          chat instead of going to their office face to

          face.  And I do know that the government is

          relaxing some of the HIPAA protections around

          those types of processes.

                    JOE:  Good.

                    JEREMY:  Because normally there's a

          whole process in order to be able to provide

          telehealth in order to make sure everyone's

          privacy is maintained.

                    JOE:  Yeah.

                    JEREMY:  But in this particular

          situation, I think you're going to see a lot of

          providers turning to that in a hurry.  So I think

          if you're a person out there wondering, oh, how am

          I going to get X, Y or Z, I would go ahead and

          reach out to the people you normally get those

          things from and see what types of plans they have

          in place to make any of those services virtual to

          the degree that they can.

                    JOE:  Yeah, not everything can

          completely cease, right?  Regular doctors'

          appointments, people are waiting to get test

          results back.  I mean, we're having to do other

          normal, important health care maintenance type of

          things.  You're absolutely right.  It's just

          scary.  We do have to --

                    CARLY:  I wish that my insurance had

          telemedicine options.  As far as I can access

          right now, I don't believe they do.  I called my

          insurance, and, of course, everyone is calling

          their insurance.  So I was on hold during my

          self-isolation quarantine for a couple of hours

          just trying to see if that was an option for me,

          and I still don't know.  So I think it's important

          for all families and individuals out there in the

          long term as we learn from this, what services do

          you need going forward and what kind of tech tools

          or accommodations out there in the health care

          world -- in case something disrupts your medical

          routine, what's your emergency plan?

                    JEREMY:  You know, it's funny that we

          did our last podcast about advocacy.

                    JOE:  Um-hum.

                    JEREMY:  And now it seems like this

          pandemic situation is giving everybody an

          opportunity to exercise their advocacy skills

          because you're going to have to sort of figure out

          what's what --

                    JOE:  That's right.  That's right.

                    JEREMY:  -- and what's available and how

          to get it on the fly.

                    JOE:  Well, and, you know, two quick

          points.  One of them, speaking of advocacy, I want

          to remind everybody that now with students,

          especially having to do their studies from home

          virtually, don't forget that for students with

          disabilities, you know, you still have all of the

          rights afforded to you under the ADA.  And if

          accommodations are necessary, just like if you

          were at school, because you're not at school

          doesn't mean that, you know, your school doesn't

          have responsibilities to make sure that you can

          participate just like everybody else in those

          school activities.

                    Fortunately, we're at a place where, you

          know, from a technological standpoint, most people

          with disabilities, especially students, you know,

          they have already kind of gone through that

          process.  But pay attention to that.  Most

          websites are fully accessible and all of that, but

          maybe not.  So just don't forget.  I just want to

          throw that out there to everybody.  Don't forget

          that you still have the rights to all of that

          accessibility that you would if you were in the

          classroom.

                    JEREMY:  Right.

                    JOE:  Because you're not.

                    I was going to ask you, Carly, one

          question.

                    CARLY:  Um-hum.

                    JOE:  Knowing now what you know, are

          there any lessons from this experience?  Would you

          do anything differently?  What would you tell

          somebody going in?  I mean, it sounds like you

          handled everything really well and did the best

          you could with what you had.

                    JEREMY:  (Laughter)

                    CARLY:  I don't know about that.

                    JOE:  But I'll tell you what.  You know

          what?

                    JEREMY:  You made it here.

                    CARLY:  Yes.

                    JOE:  But think about how different the

          universe --

                    JEREMY:  You still have spoons.

                    JOE:  -- think about how different the

          universe was then from where it is now.  It's a

          completely different situation.  You went through

          that at the worst time.  So is there anything you

          would do differently?

                    CARLY:  Yeah, I think that I, as a

          disabled young woman, would have created my own

          emergency contingency plan for other options for

          health care, for socialization, for services or

          food in case, like, the regular way that I go get

          them physically, which sometimes is interrupted

          anyway and I never usually have a plan, if that

          doesn't work out, you know, I think that is

          something that in the long term I probably needed

          to do already because I do get sick a fair amount,

          and my body gets tired.

                    So I think having that contingency plan

          for a situation similar to this one is really

          important.  I wish that I had learned how to

          disclose my medical situation, even if it's not

          confirmed.  You know, what am I comfortable with

          emotionally so I don't use all of my spoons having

          to pour my heart out to someone when all they

          really needed to know --

                    JOE:  Interesting, yeah.

                    CARLY: -- was, like, did I get this

          test?  Am I safe?  I think that self-preservation

          piece is important in disclosure.  Also,

          disclosure for your other resources or obligations

          like your work.  My office -- I think just like

          everyone else was kind of like, what do we do

          here?

                    JOE:  Right.

                    CARLY:  I was out on sick leave at some

          point.  And that humanity piece has to come in.  I

          have to have good relationships, you know, with HR

          in case I needed to communicate something like

          that.

                    So kind of understanding the policies

          around you.

                    Also, expanding your village.  I thought

          that when I was going through this, no one would

          want to -- that everyone would be too afraid to

          hear what I was going through.  I didn't want to

          worry them, so I didn't check in with some people

          like I normally would have.  My friends were kind

          of upset by that.  They were like, "No, this is

          the time where you need us the most, and we'll be

          there for you."

                    So understanding for your health and the

          mental health of people around you, who can you go

          to with information like this if you're alone and

          you don't feel safe?

                    Also, I think I would have maybe chosen

          a different health provider.  I had an allergic

          reaction to my pneumonia medication, and I wasn't

          able to get any help over the phone because they

          said, you know, "We don't provide advice over the

          phone.  It's against our policy.  It's against

          HIPAA in certain ways."

                    JOE:  Right.

                    CARLY:  So I think I would have done a

          little more research again to understand what the

          rights are there, but chosen a provider that

          allowed for more flexibility in case I physically

          couldn't come in, and understanding that if this

          provider gives me this medication, but I also have

          a pre-existing condition or I'm pending for this

          other situation that's happening, how can I decide

          who I need to talk to and how to advocate for

          that?  Because I wasn't able to get, like, basic

          medical care.  During this experience, I had to go

          to the ER mostly because my allergic reaction got

          so out of hand.

                    JOE:  Um-hum.

                    CARLY:  So, again, it's just really

          arming yourself with those protections and

          understanding where you fit in the village around

          you.

                    JOE:  Great advice.

                    JEREMY:  Well, we're really glad that

          you were able to come on the podcast today, Carly.

          And we're really happy to have you here back home

          in Tallahassee safe and sound.

                    JOE:  Absolutely.

                    JEREMY:  We definitely hope that

          everybody out there listening is in the same

          situation, safe and sound.

                    JOE:  Um-hum.

                    JEREMY:  Thanks, everybody, for tuning

          in to the podcast today.  I want to remind you of

          a couple of things before we sign off.

                    As you all know, the 22nd Annual

          Family Cafe is scheduled for June 5th through

          7th at the Hyatt Regency Orlando.  You might be

          wondering, given this whole situation in the world

          today, what's happening with that.  The reality

          is, because that's several months down the road,

          we don't exactly know the answer to that.  But in

          the event anything changes surrounding the annual

          Family Cafe, we'll definitely let everybody know

          as soon as possible.  As far as we're concerned,

          we're going down the track of assuming we're going

          to be able to do it and doing all the things we

          would normally be doing to get ready.  But if

          anything changes, we'll certainly let you know

          right away.

                    JOE:  And be on the lookout.  We're

          going to obviously ramp up our social media

          efforts.  We're going to continue to share what we

          think are important articles.  Please let us hear

          from you as well, and any new news on any of that

          or anything else will be on our website.

                    JEREMY:  Yeah.  And, of course, we are

          on social media.  We're on Facebook, Twitter,

          and Instagram.  And so I think -- you know, it's

          been my own personal experience that I've been

          turning to those things a little bit more in

          recent days than I had previously.  So we

          encourage everybody to use those platforms as a

          way to talk about what's going on and help each

          other out.  If there's something going on in your

          community that you need help or suggestions with,

          you know, how to get around some of the issues

          that might be specific to people with disabilities

          while this pandemic is going on, go ahead and

          share that information with everybody out there on

          our social media platforms so we can all benefit

          from each other's experiences and stay connected

          throughout this time.

                    JOE:  Yeah, and I think -- listen, in

          terms of just wrapping this up, I think we just

          want to reiterate to everybody how important it is

          that they take this really seriously.  I can't

          imagine that everybody who is listening to this is

          not taking this seriously, but it's really

          important.

                    Carly, you're a living example of, you

          know, somebody who did just that, but it's really

          for -- even for the people who, should they get it

          or if they have it, you know, they might be able

          to recover.  But there's a lot of folks out there

          that wouldn't be able to who are immunosuppressed.

          And so for that reason alone, we really need --

          this is going to get worse before it gets better.

          And it's just really important that everybody take

          it seriously.

                    JEREMY:  Yes.  Absolutely.  And make

          sure you're tuning in to reliable sources of

          information.  If you have questions about your

          specific situation, where to go, what's happening,

          Florida Department of Health, FloridaHealth.gov.

          It's a great place to go.

                    JOE:  Yes.

                    JEREMY:  The Centers for Disease

          Control, that's, of course, a federal agency.

          They have great information about it.  I know that

          the governor's office is doing a press conference

          on this every day.  So just make sure you are

          tuned in to reliable sources of information and

          getting the latest, most up-to-date instruction on

          how you should be altering your behavior while

          this is going on.

                    CARLY:  I also want to add in two more

          reliable sources that I think the disability

          community should be in contact with during this

          very serious situation.  Two advocates that are

          working really hard with campaigns, with the

          federal government, and states as well on

          disability rights and protecting them during this

          time, Rebecca Cokley on Twitter, and I think you

          can follow her on Facebook as well.  And then

          Matthew Cortland on Twitter, also a huge health

          care advocate.  The two of them are working

          together with Congress, with different federal

          agencies and other groups to make sure that they

          get information out there and they're kind of

          protecting those rights on a state and national

          level.  So look out for their information, too.

                    JOE:  And, guys, don't forget, also,

          look, identify your tribe and stay connected.

          Stay connected with your friends and family.

          Identify who those people are, and please, please,

          pay attention to your mental health and how

          everything is going while we're all having to be

          very quiet and a little bit separated from

          everyone.

                    JEREMY:  Or loud and separated.

                    JOE:  Yeah, right?

                    JEREMY:  In your case.

                    JOE:  Kind of like you.

                    JEREMY:  (Laughter)

                    JOE:  Thank you, everybody.

                    Carly, I really want to thank you for

          just sharing your journey with us.

                    JEREMY:  Yeah, we appreciate it.

                    JOE:  You know, I have so much respect

          for you being able to talk about that.  Because,

          you know, in the beginning -- I remember thinking

          in the beginning how you just don't want to be one

          of the first people, right?

                    CARLY:  Yeah.

                    JOE:  That had to be a serious thing,

          like, oh, God, great, it's going to start with me

          here.  And you're right.  Everybody is going to

          treat me differently and all that.

                    But that worked out.  Thank God.  And

          we're just happy you're here and safe and sound.

          We hope you get home soon, even though we love

          having you here.

                    CARLY:  Thank you.

                    JEREMY:  All right.  Thanks, everybody.

          We'll talk to you next time on The Family Cafe

          podcast.

                    JOE:  Thank you.

