
WEBVTT

NOTE duration: ”01:19:38.880”

NOTE Confidence: 0.97971165

00:00:00.160 --> 00:00:02.159 Got, another fourteen days before

NOTE Confidence: 0.97971165

00:00:02.159 --> 00:00:03.600 you hit the deadline, to

NOTE Confidence: 0.97971165

00:00:03.600 --> 00:00:04.480 get your name in, and

NOTE Confidence: 0.97971165

00:00:04.480 --> 00:00:05.220 we'll see,

NOTE Confidence: 0.9857615

00:00:05.600 --> 00:00:06.960 we'll see how many candidates

NOTE Confidence: 0.9857615

00:00:06.960 --> 00:00:08.160 we get for enrollment. But

NOTE Confidence: 0.9857615

00:00:08.160 --> 00:00:09.519 it's, it's very exciting. Something

NOTE Confidence: 0.9857615

00:00:09.519 --> 00:00:10.320 new this year for the

NOTE Confidence: 0.9857615

00:00:10.320 --> 00:00:11.599 medical students who want to

NOTE Confidence: 0.9857615

00:00:11.599 --> 00:00:12.880 actually have a concentration in

NOTE Confidence: 0.9857615

00:00:12.880 --> 00:00:13.380 bioethics

NOTE Confidence: 0.996106

00:00:13.875 --> 00:00:15.075 as part of their, and

NOTE Confidence: 0.996106

00:00:15.075 --> 00:00:15.795 it can show up on

NOTE Confidence: 0.996106

00:00:15.795 --> 00:00:16.915 your CV when you're done

NOTE Confidence: 0.996106
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00:00:16.915 --> 00:00:17.415 too.

NOTE Confidence: 0.7334546

00:00:18.994 --> 00:00:19.494 Tonight,

NOTE Confidence: 0.97611237

00:00:19.954 --> 00:00:21.395 tonight's session, it says program

NOTE Confidence: 0.97611237

00:00:21.395 --> 00:00:22.915 for biomedical ethics, but tonight's

NOTE Confidence: 0.97611237

00:00:22.915 --> 00:00:23.575 is actually,

NOTE Confidence: 0.94274

00:00:24.675 --> 00:00:26.275 sponsored by the Yale pediatric

NOTE Confidence: 0.94274

00:00:26.275 --> 00:00:27.550 ethics Program. And it doesn't

NOTE Confidence: 0.94274

00:00:27.550 --> 00:00:28.350 much matter to you. It's

NOTE Confidence: 0.94274

00:00:28.350 --> 00:00:29.230 the same thing. Twice a

NOTE Confidence: 0.94274

00:00:29.230 --> 00:00:30.430 month, we meet here. Most

NOTE Confidence: 0.94274

00:00:30.430 --> 00:00:31.230 of you know it. Some

NOTE Confidence: 0.94274

00:00:31.230 --> 00:00:32.270 of you don't. We meet

NOTE Confidence: 0.94274

00:00:32.270 --> 00:00:33.409 here twice a month.

NOTE Confidence: 0.994772

00:00:34.670 --> 00:00:35.950 And if you're not on

NOTE Confidence: 0.994772

00:00:35.950 --> 00:00:37.070 our mailing list, please just

NOTE Confidence: 0.994772

00:00:37.070 --> 00:00:38.050 send me a note,
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NOTE Confidence: 0.96227014

00:00:38.510 --> 00:00:40.110 to mark dot mercurio at

NOTE Confidence: 0.96227014

00:00:40.110 --> 00:00:40.909 yale dot e d u

NOTE Confidence: 0.96227014

00:00:40.909 --> 00:00:42.715 or karen dot kolb at

NOTE Confidence: 0.96227014

00:00:42.715 --> 00:00:43.995 yale dot e d u,

NOTE Confidence: 0.96227014

00:00:43.995 --> 00:00:44.795 and we'll make sure you

NOTE Confidence: 0.96227014

00:00:44.795 --> 00:00:45.515 run the mailing list so

NOTE Confidence: 0.96227014

00:00:45.515 --> 00:00:46.235 you're always aware of these

NOTE Confidence: 0.96227014

00:00:46.235 --> 00:00:47.115 things. Or you can just

NOTE Confidence: 0.96227014

00:00:47.115 --> 00:00:49.195 Google biomedical ethics at Yale,

NOTE Confidence: 0.96227014

00:00:49.195 --> 00:00:50.155 and you'll find our site,

NOTE Confidence: 0.96227014

00:00:50.155 --> 00:00:51.195 and you'll see all the

NOTE Confidence: 0.96227014

00:00:51.195 --> 00:00:51.695 programs

NOTE Confidence: 0.9846934

00:00:52.155 --> 00:00:53.295 that are coming up.

NOTE Confidence: 0.9543552

00:00:53.595 --> 00:00:54.715 The way this works, before

NOTE Confidence: 0.9543552

00:00:54.715 --> 00:00:56.395 I introduce, doctor Laventhall, our

NOTE Confidence: 0.9543552
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00:00:56.395 --> 00:00:57.915 speaker tonight, most of you

NOTE Confidence: 0.9543552

00:00:57.915 --> 00:00:58.690 know, but just to remind

NOTE Confidence: 0.9543552

00:00:58.690 --> 00:00:59.969 you well, is that doctor

NOTE Confidence: 0.9543552

00:00:59.969 --> 00:01:01.649 Laventhall will speak for about

NOTE Confidence: 0.9543552

00:01:01.649 --> 00:01:02.690 forty five minutes, give or

NOTE Confidence: 0.9543552

00:01:02.690 --> 00:01:03.590 take a little bit,

NOTE Confidence: 0.99790627

00:01:04.690 --> 00:01:06.450 and then, I'll moderate a

NOTE Confidence: 0.99790627

00:01:06.450 --> 00:01:07.409 q and a session. You

NOTE Confidence: 0.99790627

00:01:07.409 --> 00:01:08.530 guys are encouraged to ask

NOTE Confidence: 0.99790627

00:01:08.530 --> 00:01:09.569 as many questions as you

NOTE Confidence: 0.99790627

00:01:09.569 --> 00:01:10.869 want. We'll have a conversation.

NOTE Confidence: 0.9786625

00:01:12.515 --> 00:01:14.034 Please wait. When if you

NOTE Confidence: 0.9786625

00:01:14.034 --> 00:01:14.994 have a question, raise your

NOTE Confidence: 0.9786625

00:01:14.994 --> 00:01:16.034 hand, and one of us

NOTE Confidence: 0.9786625

00:01:16.034 --> 00:01:16.994 will bring a microphone to

NOTE Confidence: 0.9786625

00:01:16.994 --> 00:01:17.795 you. And wait until you
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NOTE Confidence: 0.9786625

00:01:17.795 --> 00:01:19.235 have the microphone in hand

NOTE Confidence: 0.9786625

00:01:19.235 --> 00:01:20.274 to ask your question because

NOTE Confidence: 0.9786625

00:01:20.274 --> 00:01:20.674 we have a lot of

NOTE Confidence: 0.9786625

00:01:20.674 --> 00:01:21.795 folks on Zoom tonight as

NOTE Confidence: 0.9786625

00:01:21.795 --> 00:01:22.674 well. We want them to

NOTE Confidence: 0.9786625

00:01:22.674 --> 00:01:23.395 be able to hear your

NOTE Confidence: 0.9786625

00:01:23.395 --> 00:01:24.435 question and everybody else in

NOTE Confidence: 0.9786625

00:01:24.435 --> 00:01:25.555 the room, and I stand

NOTE Confidence: 0.9786625

00:01:25.555 --> 00:01:26.515 here as the weak link

NOTE Confidence: 0.9786625

00:01:26.515 --> 00:01:27.655 in the chain of hearing,

NOTE Confidence: 0.9786625

00:01:27.795 --> 00:01:29.000 so that's fine. So if

NOTE Confidence: 0.9786625

00:01:29.000 --> 00:01:29.719 I can't hear you, there

NOTE Confidence: 0.9786625

00:01:29.719 --> 00:01:30.600 is someone else who can't

NOTE Confidence: 0.9786625

00:01:30.600 --> 00:01:31.819 hear you as well. So,

NOTE Confidence: 0.98054546

00:01:32.360 --> 00:01:33.159 please wait till you get

NOTE Confidence: 0.98054546
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00:01:33.159 --> 00:01:34.280 the microphone to ask your

NOTE Confidence: 0.98054546

00:01:34.280 --> 00:01:34.780 question,

NOTE Confidence: 0.95725334

00:01:36.119 --> 00:01:37.399 and we'll go for as

NOTE Confidence: 0.95725334

00:01:37.399 --> 00:01:38.840 long as everybody's interested up

NOTE Confidence: 0.95725334

00:01:38.840 --> 00:01:39.979 to a hard stop

NOTE Confidence: 0.97581667

00:01:40.280 --> 00:01:41.560 at six thirty. And so

NOTE Confidence: 0.97581667

00:01:41.560 --> 00:01:42.759 I apologize in advance if

NOTE Confidence: 0.97581667

00:01:42.759 --> 00:01:43.640 you had something you really

NOTE Confidence: 0.97581667

00:01:43.640 --> 00:01:44.895 wanted to ask because at

NOTE Confidence: 0.97581667

00:01:44.895 --> 00:01:46.595 six twenty eight or so,

NOTE Confidence: 0.96288174

00:01:46.975 --> 00:01:48.335 I will, I will shut

NOTE Confidence: 0.96288174

00:01:48.335 --> 00:01:50.175 it down and, invite you

NOTE Confidence: 0.96288174

00:01:50.175 --> 00:01:50.895 to come back in two

NOTE Confidence: 0.96288174

00:01:50.895 --> 00:01:51.855 more weeks for our next

NOTE Confidence: 0.96288174

00:01:51.855 --> 00:01:54.255 seminar. But tonight, we have

NOTE Confidence: 0.96288174

00:01:54.255 --> 00:01:55.215 an old friend of mine
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NOTE Confidence: 0.96288174

00:01:55.215 --> 00:01:56.355 who is Naomi Laventhal.

NOTE Confidence: 0.9997196

00:01:56.815 --> 00:01:57.315 Naomi's

NOTE Confidence: 0.981238

00:01:58.890 --> 00:02:01.230 educational pedigree takes us from,

NOTE Confidence: 0.99892634

00:02:01.610 --> 00:02:02.670 Indiana University

NOTE Confidence: 0.98273844

00:02:03.210 --> 00:02:03.950 to LSU

NOTE Confidence: 0.9579081

00:02:04.570 --> 00:02:06.250 to University of Chicago. At

NOTE Confidence: 0.9579081

00:02:06.250 --> 00:02:07.930 University of Chicago, I think

NOTE Confidence: 0.9579081

00:02:07.930 --> 00:02:09.389 you have a master's degree

NOTE Confidence: 0.9579081

00:02:09.530 --> 00:02:11.370 in is it public, public

NOTE Confidence: 0.9579081

00:02:11.370 --> 00:02:11.870 affairs?

NOTE Confidence: 0.9548992

00:02:12.585 --> 00:02:13.826 Public policy. Public policy, a

NOTE Confidence: 0.9548992

00:02:13.826 --> 00:02:15.067 master's degree in public policy

NOTE Confidence: 0.9548992

00:02:15.067 --> 00:02:16.308 as well as having done

NOTE Confidence: 0.9548992

00:02:16.308 --> 00:02:18.046 their the, ethics fellowship there

NOTE Confidence: 0.9548992

00:02:18.046 --> 00:02:19.287 at the McLean Center, which,

NOTE Confidence: 0.9548992
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00:02:19.536 --> 00:02:20.777 many of you are familiar

NOTE Confidence: 0.9548992

00:02:20.777 --> 00:02:22.018 with. And if you're not,

NOTE Confidence: 0.9548992

00:02:22.018 --> 00:02:23.259 this is one of the

NOTE Confidence: 0.9548992

00:02:23.259 --> 00:02:24.749 one of the preeminent, bioethics

NOTE Confidence: 0.9548992

00:02:24.749 --> 00:02:26.238 centers in the country, there

NOTE Confidence: 0.9548992

00:02:26.238 --> 00:02:27.480 at the University of Chicago.

NOTE Confidence: 0.9548992

00:02:27.720 --> 00:02:29.879 From there, doctor Laventhall went

NOTE Confidence: 0.9548992

00:02:29.879 --> 00:02:31.080 to the University of Michigan

NOTE Confidence: 0.9548992

00:02:31.080 --> 00:02:32.040 where she has risen through

NOTE Confidence: 0.9548992

00:02:32.040 --> 00:02:33.080 the ranks both in the

NOTE Confidence: 0.9548992

00:02:33.080 --> 00:02:34.360 world of bioethics and in

NOTE Confidence: 0.9548992

00:02:34.360 --> 00:02:35.340 the world of neonatology.

NOTE Confidence: 0.9849869

00:02:35.639 --> 00:02:37.019 She's an attending neonatologist

NOTE Confidence: 0.9019924

00:02:37.799 --> 00:02:38.919 and and now is in

NOTE Confidence: 0.9019924

00:02:38.919 --> 00:02:40.599 fact the division chief, in

NOTE Confidence: 0.9019924

00:02:40.599 --> 00:02:41.099 neonatology
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NOTE Confidence: 0.9148062

00:02:41.480 --> 00:02:42.379 at Ann Arbor.

NOTE Confidence: 0.99831885

00:02:42.785 --> 00:02:43.764 No small thing.

NOTE Confidence: 0.9989884

00:02:44.224 --> 00:02:45.345 In addition, she is a

NOTE Confidence: 0.9989884

00:02:45.345 --> 00:02:46.625 national leader in the field

NOTE Confidence: 0.9989884

00:02:46.625 --> 00:02:47.285 of bioethics.

NOTE Confidence: 0.97782207

00:02:47.985 --> 00:02:49.825 She does ethics consultations in

NOTE Confidence: 0.97782207

00:02:49.825 --> 00:02:51.425 adult and pediatric cases at

NOTE Confidence: 0.97782207

00:02:51.425 --> 00:02:52.724 Ann Arbor. But,

NOTE Confidence: 0.9465357

00:02:53.105 --> 00:02:54.144 again, many of you know,

NOTE Confidence: 0.9465357

00:02:54.144 --> 00:02:55.105 and and if you don't

NOTE Confidence: 0.9465357

00:02:55.105 --> 00:02:56.780 know, the American Academy of

NOTE Confidence: 0.9465357

00:02:56.780 --> 00:02:58.700 Pediatrics has a, a a

NOTE Confidence: 0.9465357

00:02:58.700 --> 00:02:59.980 body called the Committee on

NOTE Confidence: 0.9465357

00:02:59.980 --> 00:03:00.480 Bioethics

NOTE Confidence: 0.91038233

00:03:00.860 --> 00:03:02.380 that basically is the policy

NOTE Confidence: 0.91038233
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00:03:02.380 --> 00:03:02.880 making

NOTE Confidence: 0.8830751

00:03:03.260 --> 00:03:04.480 group at the AAP.

NOTE Confidence: 0.99760413

00:03:04.940 --> 00:03:06.700 And this group writes guidelines

NOTE Confidence: 0.99760413

00:03:06.700 --> 00:03:08.395 and policies to the difficult

NOTE Confidence: 0.99760413

00:03:08.395 --> 00:03:10.075 ethics questions that people who

NOTE Confidence: 0.99760413

00:03:10.075 --> 00:03:10.975 practice pediatrics

NOTE Confidence: 0.955132

00:03:11.514 --> 00:03:12.014 face.

NOTE Confidence: 0.9914499

00:03:12.635 --> 00:03:13.995 And Naomi is the chair

NOTE Confidence: 0.9914499

00:03:13.995 --> 00:03:15.194 of that group, which is

NOTE Confidence: 0.9914499

00:03:15.194 --> 00:03:16.235 based out of Illinois, but

NOTE Confidence: 0.9914499

00:03:16.235 --> 00:03:17.194 it's a national really an

NOTE Confidence: 0.9914499

00:03:17.194 --> 00:03:18.794 international group. So she is

NOTE Confidence: 0.9914499

00:03:18.794 --> 00:03:19.915 one of a handful of,

NOTE Confidence: 0.9914499

00:03:20.155 --> 00:03:22.095 true leaders in pediatric bioethics

NOTE Confidence: 0.9914499

00:03:22.155 --> 00:03:23.100 in the country. And I

NOTE Confidence: 0.9914499

00:03:23.100 --> 00:03:24.380 was delighted when she agreed
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NOTE Confidence: 0.9914499

00:03:24.380 --> 00:03:25.200 to come here,

NOTE Confidence: 0.9809666

00:03:25.740 --> 00:03:26.540 and talk to us for

NOTE Confidence: 0.9809666

00:03:26.540 --> 00:03:27.840 a little bit about these

NOTE Confidence: 0.9809666

00:03:27.900 --> 00:03:29.200 ultra long hospitalizations,

NOTE Confidence: 0.9600079

00:03:30.300 --> 00:03:31.740 and I'll let her explain

NOTE Confidence: 0.9600079

00:03:31.740 --> 00:03:32.620 what that is to those

NOTE Confidence: 0.9600079

00:03:32.620 --> 00:03:33.660 of you who don't know.

NOTE Confidence: 0.9600079

00:03:33.660 --> 00:03:34.780 Many of you are very

NOTE Confidence: 0.9600079

00:03:34.780 --> 00:03:36.060 familiar with this already, but

NOTE Confidence: 0.9600079

00:03:36.060 --> 00:03:36.780 some of you is no

NOTE Confidence: 0.9600079

00:03:36.780 --> 00:03:37.665 doubt or not.

NOTE Confidence: 0.93417233

00:03:38.224 --> 00:03:39.344 So please join me in

NOTE Confidence: 0.93417233

00:03:39.344 --> 00:03:41.045 welcoming doctor Naomi Leventhal.

NOTE Confidence: 0.97335213

00:03:46.864 --> 00:03:48.064 Well, hi. It's really good

NOTE Confidence: 0.97335213

00:03:48.064 --> 00:03:49.185 to be here. This is,

NOTE Confidence: 0.97335213
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00:03:49.185 --> 00:03:50.305 I think, the third time

NOTE Confidence: 0.97335213

00:03:50.305 --> 00:03:51.265 that we've tried to have

NOTE Confidence: 0.97335213

00:03:51.265 --> 00:03:52.144 me come here in person,

NOTE Confidence: 0.97335213

00:03:52.144 --> 00:03:53.640 and we finally succeeded. So

NOTE Confidence: 0.97335213

00:03:53.800 --> 00:03:55.480 I'm really excited about that.

NOTE Confidence: 0.9710009

00:03:56.200 --> 00:03:57.000 And one thing I'll say

NOTE Confidence: 0.9710009

00:03:57.000 --> 00:03:58.120 is I've been interested in

NOTE Confidence: 0.9710009

00:03:58.120 --> 00:03:59.160 this topic for a long

NOTE Confidence: 0.9710009

00:03:59.160 --> 00:04:00.200 time, but it's the first

NOTE Confidence: 0.9710009

00:04:00.200 --> 00:04:01.819 time I've been the, like,

NOTE Confidence: 0.9710009

00:04:01.880 --> 00:04:03.160 the the anchor speaker in

NOTE Confidence: 0.9710009

00:04:03.160 --> 00:04:03.800 a talk, and this is

NOTE Confidence: 0.9710009

00:04:03.800 --> 00:04:04.680 a brand new talk. So

NOTE Confidence: 0.9710009

00:04:04.680 --> 00:04:05.480 I'm trying to make sure

NOTE Confidence: 0.9710009

00:04:05.480 --> 00:04:06.760 that we end on time

NOTE Confidence: 0.9710009

00:04:06.760 --> 00:04:07.560 and have lots of time
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NOTE Confidence: 0.9710009

00:04:07.560 --> 00:04:08.680 for questions, but bear with

NOTE Confidence: 0.9710009

00:04:08.680 --> 00:04:09.180 me.

NOTE Confidence: 0.97636855

00:04:09.665 --> 00:04:10.465 If I if I don't

NOTE Confidence: 0.97636855

00:04:10.465 --> 00:04:11.345 get the timing quite how

NOTE Confidence: 0.97636855

00:04:11.345 --> 00:04:12.465 I want it. Mark's going

NOTE Confidence: 0.97636855

00:04:12.465 --> 00:04:13.665 to keep me on the

NOTE Confidence: 0.97636855

00:04:13.665 --> 00:04:14.485 straight and narrow.

NOTE Confidence: 0.98416686

00:04:15.505 --> 00:04:16.545 So I don't have any

NOTE Confidence: 0.98416686

00:04:16.545 --> 00:04:17.745 conflicts of interest. One thing,

NOTE Confidence: 0.98416686

00:04:17.745 --> 00:04:18.464 you know, we're supposed to

NOTE Confidence: 0.98416686

00:04:18.464 --> 00:04:19.585 talk about whether I'm going

NOTE Confidence: 0.98416686

00:04:19.585 --> 00:04:20.464 to, you know, talk about

NOTE Confidence: 0.98416686

00:04:20.464 --> 00:04:21.585 off label therapies. And I'm

NOTE Confidence: 0.98416686

00:04:21.585 --> 00:04:22.305 not going to do that

NOTE Confidence: 0.98416686

00:04:22.305 --> 00:04:23.560 on purpose. But when you're

NOTE Confidence: 0.98416686
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00:04:23.560 --> 00:04:24.680 talking about a patient who's

NOTE Confidence: 0.98416686

00:04:24.680 --> 00:04:26.040 been in the hospital for

NOTE Confidence: 0.98416686

00:04:26.040 --> 00:04:27.640 four hundred days, who's a

NOTE Confidence: 0.98416686

00:04:27.640 --> 00:04:28.680 child, there's no way that

NOTE Confidence: 0.98416686

00:04:28.680 --> 00:04:30.440 hasn't happened. So if it

NOTE Confidence: 0.98416686

00:04:30.440 --> 00:04:31.320 comes up along the way,

NOTE Confidence: 0.98416686

00:04:31.320 --> 00:04:32.120 I didn't I didn't mean

NOTE Confidence: 0.98416686

00:04:32.120 --> 00:04:32.840 to talk about that, but

NOTE Confidence: 0.98416686

00:04:32.840 --> 00:04:33.500 I might.

NOTE Confidence: 0.985043

00:04:34.520 --> 00:04:35.640 And this is there are

NOTE Confidence: 0.985043

00:04:35.640 --> 00:04:36.855 points of this talk. It's

NOTE Confidence: 0.985043

00:04:36.855 --> 00:04:37.975 an ethics talk. You have

NOTE Confidence: 0.985043

00:04:37.975 --> 00:04:39.895 to be intentionally provocative. And

NOTE Confidence: 0.985043

00:04:39.895 --> 00:04:40.615 I'm going to do that.

NOTE Confidence: 0.985043

00:04:40.615 --> 00:04:41.654 And if I haven't, like,

NOTE Confidence: 0.985043

00:04:41.654 --> 00:04:42.955 punched you in the amygdala
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NOTE Confidence: 0.9667818

00:04:43.255 --> 00:04:44.535 at some point, I didn't

NOTE Confidence: 0.9667818

00:04:44.535 --> 00:04:45.275 do my job.

NOTE Confidence: 0.89851564

00:04:45.815 --> 00:04:46.695 And the other thing, we

NOTE Confidence: 0.89851564

00:04:46.695 --> 00:04:47.654 get accused of this a

NOTE Confidence: 0.89851564

00:04:47.654 --> 00:04:48.855 lot, but our slides are,

NOTE Confidence: 0.89851564

00:04:48.855 --> 00:04:51.495 like, aggressively Maison Blue branded.

NOTE Confidence: 0.89851564

00:04:51.495 --> 00:04:52.350 And people sort of, like,

NOTE Confidence: 0.89851564

00:04:52.430 --> 00:04:53.950 complain about this sometimes and

NOTE Confidence: 0.89851564

00:04:53.950 --> 00:04:54.850 not sorry.

NOTE Confidence: 0.96680975

00:04:56.350 --> 00:04:56.850 And

NOTE Confidence: 0.949518

00:04:57.470 --> 00:04:58.430 now what I really wanna

NOTE Confidence: 0.949518

00:04:58.430 --> 00:04:59.710 do is, say some really

NOTE Confidence: 0.949518

00:04:59.710 --> 00:05:01.490 nice things about Mark Mercurio,

NOTE Confidence: 0.949518

00:05:01.710 --> 00:05:02.210 who,

NOTE Confidence: 0.96669215

00:05:02.910 --> 00:05:03.790 I first met at a

NOTE Confidence: 0.96669215
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00:05:03.790 --> 00:05:04.845 conference in my first year

NOTE Confidence: 0.96669215

00:05:04.845 --> 00:05:05.964 out of fellowship where I

NOTE Confidence: 0.96669215

00:05:05.964 --> 00:05:07.005 was alone and I didn't

NOTE Confidence: 0.96669215

00:05:07.005 --> 00:05:08.205 know anyone. And a mutual

NOTE Confidence: 0.96669215

00:05:08.205 --> 00:05:09.884 friend of ours, like, dispatched

NOTE Confidence: 0.96669215

00:05:09.884 --> 00:05:10.764 him to come be nice

NOTE Confidence: 0.96669215

00:05:10.764 --> 00:05:12.044 to me at that meeting,

NOTE Confidence: 0.96669215

00:05:12.044 --> 00:05:13.245 and that he did. And

NOTE Confidence: 0.96669215

00:05:13.245 --> 00:05:14.365 it was really, like, an

NOTE Confidence: 0.96669215

00:05:14.365 --> 00:05:15.645 important thing for me. And

NOTE Confidence: 0.96669215

00:05:15.645 --> 00:05:16.525 he's been nice to me

NOTE Confidence: 0.96669215

00:05:16.525 --> 00:05:17.645 ever since that day. And

NOTE Confidence: 0.96669215

00:05:17.645 --> 00:05:18.604 he's offered me a lot

NOTE Confidence: 0.96669215

00:05:18.604 --> 00:05:20.400 of really sage counsel over

NOTE Confidence: 0.96669215

00:05:20.400 --> 00:05:22.080 the years and and camaraderie

NOTE Confidence: 0.96669215

00:05:22.080 --> 00:05:24.339 in neonatology and bioethics and
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NOTE Confidence: 0.96669215

00:05:24.560 --> 00:05:25.680 sort of advocated for me

NOTE Confidence: 0.96669215

00:05:25.680 --> 00:05:26.319 to have some of the

NOTE Confidence: 0.96669215

00:05:26.319 --> 00:05:27.520 opportunities that he talked about.

NOTE Confidence: 0.96669215

00:05:27.520 --> 00:05:28.639 So that's really important to

NOTE Confidence: 0.96669215

00:05:28.639 --> 00:05:29.139 me.

NOTE Confidence: 0.9642069

00:05:29.759 --> 00:05:30.560 And the reason I have

NOTE Confidence: 0.9642069

00:05:30.560 --> 00:05:31.599 a picture of pina colada

NOTE Confidence: 0.9642069

00:05:31.599 --> 00:05:32.560 in this on this slide

NOTE Confidence: 0.9642069

00:05:32.560 --> 00:05:33.839 is I don't even remember

NOTE Confidence: 0.9642069

00:05:33.839 --> 00:05:35.225 what the thing was, but

NOTE Confidence: 0.9642069

00:05:35.225 --> 00:05:36.985 we had some disagreement about

NOTE Confidence: 0.9642069

00:05:36.985 --> 00:05:38.665 something during the pandemic that

NOTE Confidence: 0.9642069

00:05:38.665 --> 00:05:40.025 ended in I will buy

NOTE Confidence: 0.9642069

00:05:40.025 --> 00:05:41.625 you a pina colada. And

NOTE Confidence: 0.9642069

00:05:41.625 --> 00:05:42.125 the

NOTE Confidence: 0.7376736
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00:05:42.745 --> 00:05:43.245 the

NOTE Confidence: 0.9501239

00:05:43.865 --> 00:05:45.065 the pandemic raged on, and

NOTE Confidence: 0.9501239

00:05:45.065 --> 00:05:46.025 it took us several years

NOTE Confidence: 0.9501239

00:05:46.025 --> 00:05:47.385 to finally have that. But

NOTE Confidence: 0.9501239

00:05:47.385 --> 00:05:48.665 we finally did in Southern

NOTE Confidence: 0.9501239

00:05:48.665 --> 00:05:49.544 California, and he got to

NOTE Confidence: 0.9501239

00:05:49.544 --> 00:05:50.345 meet my husband and my

NOTE Confidence: 0.9501239

00:05:50.345 --> 00:05:51.690 kids. And so it's it's

NOTE Confidence: 0.9501239

00:05:51.690 --> 00:05:52.890 this, like, in my mind

NOTE Confidence: 0.9501239

00:05:52.890 --> 00:05:54.089 now, it's Mark and Pina

NOTE Confidence: 0.9501239

00:05:54.089 --> 00:05:54.589 Coladas.

NOTE Confidence: 0.9747815

00:05:56.730 --> 00:05:57.529 All right. So I'm going

NOTE Confidence: 0.9747815

00:05:57.529 --> 00:05:58.250 to tell you about a

NOTE Confidence: 0.9747815

00:05:58.250 --> 00:05:58.970 case. And I've made this

NOTE Confidence: 0.9747815

00:05:58.970 --> 00:05:59.930 case a little bit vague

NOTE Confidence: 0.9747815

00:05:59.930 --> 00:06:01.050 on purpose because you can't
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NOTE Confidence: 0.9747815

00:06:01.050 --> 00:06:02.250 really make these cases up

NOTE Confidence: 0.9747815

00:06:02.250 --> 00:06:03.050 to the same degree. So

NOTE Confidence: 0.9747815

00:06:03.050 --> 00:06:03.850 it's a real case that

NOTE Confidence: 0.9747815

00:06:03.850 --> 00:06:04.910 I've anonymized

NOTE Confidence: 0.996123

00:06:05.210 --> 00:06:05.775 a bit.

NOTE Confidence: 0.9794738

00:06:06.175 --> 00:06:06.815 But so this was a

NOTE Confidence: 0.9794738

00:06:06.815 --> 00:06:07.935 term baby who had a

NOTE Confidence: 0.9794738

00:06:07.935 --> 00:06:09.875 skeletal dysplasia and never had

NOTE Confidence: 0.9654306

00:06:10.255 --> 00:06:12.014 a definitive diagnosis. This was

NOTE Confidence: 0.9654306

00:06:12.014 --> 00:06:13.294 before the whole genome was

NOTE Confidence: 0.9654306

00:06:13.294 --> 00:06:14.755 available in an epic

NOTE Confidence: 0.837582

00:06:15.535 --> 00:06:16.914 order set near you.

NOTE Confidence: 0.982943

00:06:18.255 --> 00:06:19.854 Admitted to the NICU for

NOTE Confidence: 0.982943

00:06:19.854 --> 00:06:20.675 six months.

NOTE Confidence: 0.98549813

00:06:20.980 --> 00:06:22.020 And that's the beginning of

NOTE Confidence: 0.98549813
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00:06:22.020 --> 00:06:22.680 the story.

NOTE Confidence: 0.9981311

00:06:23.300 --> 00:06:23.800 So

NOTE Confidence: 0.96608824

00:06:24.180 --> 00:06:25.300 after the baby had been

NOTE Confidence: 0.96608824

00:06:25.300 --> 00:06:26.180 in the NICU for six

NOTE Confidence: 0.96608824

00:06:26.180 --> 00:06:27.620 months, left our unit and

NOTE Confidence: 0.96608824

00:06:27.620 --> 00:06:28.820 went to different units, we'll

NOTE Confidence: 0.96608824

00:06:28.820 --> 00:06:29.720 do this differently,

NOTE Confidence: 0.968437

00:06:30.180 --> 00:06:31.220 but went to our home

NOTE Confidence: 0.968437

00:06:31.220 --> 00:06:33.640 ventilator unit in theory to

NOTE Confidence: 0.968437

00:06:33.860 --> 00:06:35.320 get ready to go home.

NOTE Confidence: 0.9653739

00:06:35.995 --> 00:06:37.035 And at that point, the

NOTE Confidence: 0.9653739

00:06:37.035 --> 00:06:38.654 baby had multiple comorbidities,

NOTE Confidence: 0.99741226

00:06:39.915 --> 00:06:42.095 had pulmonary hypotension, had bronchomalacia,

NOTE Confidence: 0.99741226

00:06:42.395 --> 00:06:43.214 had a tracheostomy,

NOTE Confidence: 0.9316914

00:06:43.515 --> 00:06:44.895 had a surgical feeding tube.

NOTE Confidence: 0.9316914

00:06:45.035 --> 00:06:46.235 And after about a week
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NOTE Confidence: 0.9316914

00:06:46.235 --> 00:06:47.675 there, had a code, and

NOTE Confidence: 0.9316914

00:06:47.675 --> 00:06:48.750 I'm using the term code

NOTE Confidence: 0.9316914

00:06:48.830 --> 00:06:49.870 code kind of loosely because

NOTE Confidence: 0.9316914

00:06:49.870 --> 00:06:50.990 for this baby over different

NOTE Confidence: 0.9316914

00:06:50.990 --> 00:06:51.950 times that meant different things.

NOTE Confidence: 0.9316914

00:06:51.950 --> 00:06:53.070 But some kind of bad

NOTE Confidence: 0.9316914

00:06:53.070 --> 00:06:53.570 cardiorespiratory

NOTE Confidence: 0.9588496

00:06:53.950 --> 00:06:55.150 event happened and the baby

NOTE Confidence: 0.9588496

00:06:55.150 --> 00:06:56.029 went to the PICU, the

NOTE Confidence: 0.9588496

00:06:56.029 --> 00:06:57.010 pediatric ICU.

NOTE Confidence: 0.98861027

00:06:58.350 --> 00:06:59.970 And this sort of cycle

NOTE Confidence: 0.98861027

00:07:00.029 --> 00:07:00.529 of

NOTE Confidence: 0.95738673

00:07:01.135 --> 00:07:01.955 to the PICU,

NOTE Confidence: 0.95860356

00:07:02.495 --> 00:07:03.455 back to the vent unit,

NOTE Confidence: 0.95860356

00:07:03.455 --> 00:07:04.495 to the PICU, back to

NOTE Confidence: 0.95860356
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00:07:04.495 --> 00:07:05.695 the vent unit, always with

NOTE Confidence: 0.95860356

00:07:05.695 --> 00:07:06.195 codes,

NOTE Confidence: 0.9994081

00:07:06.575 --> 00:07:08.355 went on for three years

NOTE Confidence: 0.9540168

00:07:08.895 --> 00:07:10.815 before this baby ultimately left

NOTE Confidence: 0.9540168

00:07:10.815 --> 00:07:12.095 the hospital with like many,

NOTE Confidence: 0.9540168

00:07:12.095 --> 00:07:13.215 many code events at some

NOTE Confidence: 0.9540168

00:07:13.215 --> 00:07:14.175 point was in the PICU

NOTE Confidence: 0.9540168

00:07:14.175 --> 00:07:15.935 for fourteen months. This is

NOTE Confidence: 0.9540168

00:07:15.935 --> 00:07:17.790 an epically long hospitalization.

NOTE Confidence: 0.98276204

00:07:19.610 --> 00:07:20.890 At discharge, this baby had

NOTE Confidence: 0.98276204

00:07:20.890 --> 00:07:22.270 a tracheostomy, a ventilator,

NOTE Confidence: 0.95337033

00:07:23.050 --> 00:07:24.730 central venous catheter for reasons

NOTE Confidence: 0.95337033

00:07:24.730 --> 00:07:25.610 that even like when I

NOTE Confidence: 0.95337033

00:07:25.610 --> 00:07:26.410 looked at it, I couldn't

NOTE Confidence: 0.95337033

00:07:26.410 --> 00:07:27.290 quite figure out what that

NOTE Confidence: 0.95337033

00:07:27.290 --> 00:07:28.970 was for, a surgical feeding
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NOTE Confidence: 0.95337033

00:07:28.970 --> 00:07:30.670 tube and twenty ish prescriptions.

NOTE Confidence: 0.9890901

00:07:32.545 --> 00:07:33.665 And after about a week

NOTE Confidence: 0.9890901

00:07:33.665 --> 00:07:34.865 at home, this child comes

NOTE Confidence: 0.9890901

00:07:34.865 --> 00:07:35.825 back in through the ER

NOTE Confidence: 0.9890901

00:07:35.825 --> 00:07:37.125 with respiratory distress,

NOTE Confidence: 0.95918965

00:07:37.505 --> 00:07:38.625 goes to the PICU after

NOTE Confidence: 0.95918965

00:07:38.625 --> 00:07:39.505 three days in the vent

NOTE Confidence: 0.95918965

00:07:39.505 --> 00:07:40.005 unit,

NOTE Confidence: 0.98646927

00:07:41.585 --> 00:07:42.625 after a sort of code

NOTE Confidence: 0.98646927

00:07:42.625 --> 00:07:43.825 on the floor in septic

NOTE Confidence: 0.98646927

00:07:43.825 --> 00:07:45.350 shock and died of multisystem

NOTE Confidence: 0.98646927

00:07:45.410 --> 00:07:47.110 organ failure after a compassionate

NOTE Confidence: 0.98646927

00:07:47.170 --> 00:07:48.770 transition to comfort care. And

NOTE Confidence: 0.98646927

00:07:48.770 --> 00:07:50.130 this is all within two

NOTE Confidence: 0.98646927

00:07:50.130 --> 00:07:51.330 weeks of having gone home

NOTE Confidence: 0.98646927
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00:07:51.330 --> 00:07:52.630 from this three year hospitalization.

NOTE Confidence: 0.982476

00:07:54.290 --> 00:07:54.790 So

NOTE Confidence: 0.9510843

00:07:55.330 --> 00:07:57.250 was this inevitable? Was this

NOTE Confidence: 0.9510843

00:07:57.250 --> 00:07:58.635 terrible luck? Was this a

NOTE Confidence: 0.9510843

00:07:58.635 --> 00:08:00.255 waste? Was this worth it?

NOTE Confidence: 0.9510843

00:08:00.475 --> 00:08:02.014 It's hard to know.

NOTE Confidence: 0.9477686

00:08:03.355 --> 00:08:04.415 Here's another one.

NOTE Confidence: 0.951773

00:08:05.035 --> 00:08:06.075 It's a twenty five week

NOTE Confidence: 0.951773

00:08:06.075 --> 00:08:07.355 baby who comes to my

NOTE Confidence: 0.951773

00:08:07.355 --> 00:08:08.955 unit, which is level four

NOTE Confidence: 0.951773

00:08:08.955 --> 00:08:10.235 NICU from a level three

NOTE Confidence: 0.951773

00:08:10.235 --> 00:08:11.690 NICU at too much of

NOTE Confidence: 0.951773

00:08:11.690 --> 00:08:13.050 a age for an airway

NOTE Confidence: 0.951773

00:08:13.050 --> 00:08:14.170 evaluation. And if you're a

NOTE Confidence: 0.951773

00:08:14.170 --> 00:08:15.690 neonatologist, that can mean almost

NOTE Confidence: 0.951773

00:08:15.690 --> 00:08:16.190 anything.
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NOTE Confidence: 0.94775385

00:08:18.410 --> 00:08:19.450 The NICU stay with us

NOTE Confidence: 0.94775385

00:08:19.450 --> 00:08:21.210 is characterized by multiple really

NOTE Confidence: 0.94775385

00:08:21.210 --> 00:08:22.810 complex medical problems, sort of

NOTE Confidence: 0.94775385

00:08:22.810 --> 00:08:23.690 more than billed at the

NOTE Confidence: 0.94775385

00:08:23.690 --> 00:08:24.990 time of original transfer.

NOTE Confidence: 0.9700214

00:08:26.005 --> 00:08:28.485 Intractable psychosocial challenges that make

NOTE Confidence: 0.9700214

00:08:28.485 --> 00:08:30.005 coherent long term planning really

NOTE Confidence: 0.9700214

00:08:30.005 --> 00:08:30.505 hard.

NOTE Confidence: 0.9621547

00:08:31.605 --> 00:08:32.885 Transferred out of our NICU

NOTE Confidence: 0.9621547

00:08:32.885 --> 00:08:34.425 to that same home ventilator

NOTE Confidence: 0.9621547

00:08:34.485 --> 00:08:35.765 unit just after the first

NOTE Confidence: 0.9621547

00:08:35.765 --> 00:08:36.645 birthday, and we had a

NOTE Confidence: 0.9621547

00:08:36.645 --> 00:08:38.010 big party at the first

NOTE Confidence: 0.9621547

00:08:38.010 --> 00:08:38.510 birthday.

NOTE Confidence: 0.97987574

00:08:39.210 --> 00:08:40.250 Has a feeding tube, not

NOTE Confidence: 0.97987574
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00:08:40.250 --> 00:08:41.610 really on full feedings yet.

NOTE Confidence: 0.97987574

00:08:41.610 --> 00:08:42.570 Lots of meds, lots of

NOTE Confidence: 0.97987574

00:08:42.570 --> 00:08:43.870 consults, lots of services.

NOTE Confidence: 0.9480255

00:08:46.410 --> 00:08:48.090 The all the medical problems

NOTE Confidence: 0.9480255

00:08:48.090 --> 00:08:49.450 get better over months, but

NOTE Confidence: 0.9480255

00:08:49.450 --> 00:08:51.610 these psychosocial pair barriers to

NOTE Confidence: 0.9480255

00:08:51.610 --> 00:08:54.075 discharge remain kind of insurmountable.

NOTE Confidence: 0.9856714

00:08:55.015 --> 00:08:56.535 And this child goes home

NOTE Confidence: 0.9856714

00:08:56.535 --> 00:08:57.654 to the family after the

NOTE Confidence: 0.9856714

00:08:57.654 --> 00:08:58.795 second birthday party,

NOTE Confidence: 0.9536982

00:08:59.575 --> 00:09:00.075 decannulated

NOTE Confidence: 0.9973004

00:09:00.535 --> 00:09:01.755 on a nasal cannula,

NOTE Confidence: 0.97118366

00:09:02.695 --> 00:09:03.654 on less stuff, but, you

NOTE Confidence: 0.97118366

00:09:03.654 --> 00:09:05.095 know, still ten prescriptions with

NOTE Confidence: 0.97118366

00:09:05.095 --> 00:09:06.315 lots of discharge appointments.

NOTE Confidence: 0.94459957

00:09:07.500 --> 00:09:08.380 Comes back in about a

26



NOTE Confidence: 0.94459957

00:09:08.380 --> 00:09:09.500 week, but a short stay

NOTE Confidence: 0.94459957

00:09:09.500 --> 00:09:10.300 and goes back home and

NOTE Confidence: 0.94459957

00:09:10.300 --> 00:09:11.360 this child is still

NOTE Confidence: 0.9669881

00:09:13.260 --> 00:09:14.300 home. Over this case, by

NOTE Confidence: 0.9669881

00:09:14.300 --> 00:09:15.100 this time, I was sort

NOTE Confidence: 0.9669881

00:09:15.100 --> 00:09:16.060 of paying more attention to

NOTE Confidence: 0.9669881

00:09:16.060 --> 00:09:18.140 cases like this. There's collective

NOTE Confidence: 0.9669881

00:09:18.140 --> 00:09:19.920 hand wringing about absolutely everything,

NOTE Confidence: 0.99691975

00:09:20.940 --> 00:09:21.680 for months.

NOTE Confidence: 0.9423032

00:09:22.325 --> 00:09:23.925 There's ethics consults. There's we

NOTE Confidence: 0.9423032

00:09:23.925 --> 00:09:25.285 have a health care equity

NOTE Confidence: 0.9423032

00:09:25.285 --> 00:09:26.725 consult service. People call them.

NOTE Confidence: 0.9423032

00:09:26.725 --> 00:09:28.245 There's hospital business meetings. We

NOTE Confidence: 0.9423032

00:09:28.245 --> 00:09:29.385 now have a kind of

NOTE Confidence: 0.9423032

00:09:29.445 --> 00:09:31.045 hospital C suite type committee

NOTE Confidence: 0.9423032
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00:09:31.045 --> 00:09:31.925 that just looks at our

NOTE Confidence: 0.9423032

00:09:31.925 --> 00:09:33.145 super long hospitalizations.

NOTE Confidence: 0.978152

00:09:33.845 --> 00:09:35.285 There's moral distress rounds of

NOTE Confidence: 0.978152

00:09:35.285 --> 00:09:36.105 various kinds.

NOTE Confidence: 0.99933326

00:09:38.690 --> 00:09:39.829 But there's also joy

NOTE Confidence: 0.94359577

00:09:40.290 --> 00:09:41.410 in this child's home with

NOTE Confidence: 0.94359577

00:09:41.410 --> 00:09:42.709 the family decannulated.

NOTE Confidence: 0.9519121

00:09:44.130 --> 00:09:45.490 So is this outcome good

NOTE Confidence: 0.9519121

00:09:45.490 --> 00:09:46.769 or bad? And what I

NOTE Confidence: 0.9519121

00:09:46.769 --> 00:09:48.290 would say is yes. Right?

NOTE Confidence: 0.9519121

00:09:48.290 --> 00:09:49.170 I mean, there there this

NOTE Confidence: 0.9519121

00:09:49.170 --> 00:09:49.329 is

NOTE Confidence: 0.9574783

00:09:50.295 --> 00:09:50.934 I don't know how to

NOTE Confidence: 0.9574783

00:09:50.934 --> 00:09:51.815 answer this in any other

NOTE Confidence: 0.9574783

00:09:51.815 --> 00:09:52.315 way.

NOTE Confidence: 0.9750022

00:09:53.335 --> 00:09:54.295 So I'm gonna step back
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NOTE Confidence: 0.9750022

00:09:54.295 --> 00:09:55.335 aerially and think a little

NOTE Confidence: 0.9750022

00:09:55.335 --> 00:09:56.455 bit about, if you're a

NOTE Confidence: 0.9750022

00:09:56.455 --> 00:09:57.815 pediatrician, the kind of origin

NOTE Confidence: 0.9750022

00:09:57.815 --> 00:09:59.175 story you have with patients

NOTE Confidence: 0.9750022

00:09:59.175 --> 00:09:59.835 like this.

NOTE Confidence: 0.9791915

00:10:00.615 --> 00:10:01.735 If you've trained as a

NOTE Confidence: 0.9791915

00:10:01.735 --> 00:10:04.075 pediatric resident, you probably remember

NOTE Confidence: 0.9634507

00:10:04.520 --> 00:10:05.880 some story kind of like

NOTE Confidence: 0.9634507

00:10:05.880 --> 00:10:06.920 this. And maybe it wasn't

NOTE Confidence: 0.9634507

00:10:06.920 --> 00:10:08.280 three years, but, you know,

NOTE Confidence: 0.9634507

00:10:08.280 --> 00:10:09.800 I, stayed last night with

NOTE Confidence: 0.9634507

00:10:09.800 --> 00:10:10.600 a friend of mine from

NOTE Confidence: 0.9634507

00:10:10.600 --> 00:10:11.500 pediatric residency.

NOTE Confidence: 0.99537987

00:10:12.200 --> 00:10:13.400 And, you know, we graduated

NOTE Confidence: 0.99537987

00:10:13.400 --> 00:10:14.760 from residency twenty one years

NOTE Confidence: 0.99537987
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00:10:14.760 --> 00:10:16.200 ago. And when I told

NOTE Confidence: 0.99537987

00:10:16.200 --> 00:10:17.240 her the topic, she told

NOTE Confidence: 0.99537987

00:10:17.240 --> 00:10:18.360 me the name of the

NOTE Confidence: 0.99537987

00:10:18.360 --> 00:10:20.385 patient that this invoked for

NOTE Confidence: 0.99537987

00:10:20.385 --> 00:10:20.885 her.

NOTE Confidence: 0.9197581

00:10:22.304 --> 00:10:23.745 And one of my really

NOTE Confidence: 0.9197581

00:10:23.745 --> 00:10:25.265 formative experiences was at the

NOTE Confidence: 0.9197581

00:10:25.265 --> 00:10:26.465 building that's pictured here. So

NOTE Confidence: 0.9197581

00:10:26.465 --> 00:10:27.265 I trained on the south

NOTE Confidence: 0.9197581

00:10:27.265 --> 00:10:28.865 side of Chicago, and this

NOTE Confidence: 0.9197581

00:10:28.865 --> 00:10:29.985 beautiful building was part of

NOTE Confidence: 0.9197581

00:10:29.985 --> 00:10:31.745 the Columbia exhibition at the

NOTE Confidence: 0.9197581

00:10:31.745 --> 00:10:32.705 turn of the century, the

NOTE Confidence: 0.9197581

00:10:32.705 --> 00:10:33.585 turn of the nineteenth to

NOTE Confidence: 0.9197581

00:10:33.585 --> 00:10:34.865 twentieth or twentieth to twenty

NOTE Confidence: 0.9197581

00:10:34.865 --> 00:10:35.820 first century, I guess,
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NOTE Confidence: 0.99795175

00:10:36.220 --> 00:10:37.100 and had been a home

NOTE Confidence: 0.99795175

00:10:37.100 --> 00:10:38.540 for children with rheumatic fever

NOTE Confidence: 0.99795175

00:10:38.540 --> 00:10:40.160 that then got converted to

NOTE Confidence: 0.97341776

00:10:40.540 --> 00:10:41.580 a medical home for kids

NOTE Confidence: 0.97341776

00:10:41.580 --> 00:10:42.860 with chronic disease. But we

NOTE Confidence: 0.97341776

00:10:42.860 --> 00:10:44.160 would go there as residents

NOTE Confidence: 0.97341776

00:10:44.380 --> 00:10:45.340 and stay with kids who

NOTE Confidence: 0.97341776

00:10:45.340 --> 00:10:46.540 were there sometimes for months

NOTE Confidence: 0.97341776

00:10:46.540 --> 00:10:47.820 waiting for placement in some

NOTE Confidence: 0.97341776

00:10:47.820 --> 00:10:49.440 better long term facility. So

NOTE Confidence: 0.98004866

00:10:49.755 --> 00:10:50.875 these are patients that we

NOTE Confidence: 0.98004866

00:10:50.875 --> 00:10:52.795 knew as pediatric residencies, like

NOTE Confidence: 0.98004866

00:10:52.795 --> 00:10:54.175 really long term patients.

NOTE Confidence: 0.9337862

00:10:54.635 --> 00:10:56.155 And as a neonatologist and

NOTE Confidence: 0.9337862

00:10:56.155 --> 00:10:57.355 Doctor. Mercurio said, I'm a

NOTE Confidence: 0.9337862
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00:10:57.355 --> 00:10:58.315 student now too. I spent

NOTE Confidence: 0.9337862

00:10:58.315 --> 00:10:59.275 a lot of time thinking

NOTE Confidence: 0.9337862

00:10:59.275 --> 00:11:00.235 about patients who are in

NOTE Confidence: 0.9337862

00:11:00.235 --> 00:11:01.595 the hospital for a long

NOTE Confidence: 0.9337862

00:11:01.595 --> 00:11:02.095 time.

NOTE Confidence: 0.97856134

00:11:02.399 --> 00:11:03.040 Part of this is in

NOTE Confidence: 0.97856134

00:11:03.040 --> 00:11:03.920 the NICU, if you're born

NOTE Confidence: 0.97856134

00:11:03.920 --> 00:11:05.120 at twenty two weeks, you're

NOTE Confidence: 0.97856134

00:11:05.120 --> 00:11:06.000 in the hospital for a

NOTE Confidence: 0.97856134

00:11:06.000 --> 00:11:06.959 long time just because you

NOTE Confidence: 0.97856134

00:11:06.959 --> 00:11:07.779 have to be.

NOTE Confidence: 0.9537315

00:11:08.240 --> 00:11:09.679 But also we are always

NOTE Confidence: 0.9537315

00:11:09.679 --> 00:11:10.559 full. And if you're an

NOTE Confidence: 0.9537315

00:11:10.559 --> 00:11:12.339 administrator in a children's hospital,

NOTE Confidence: 0.9537315

00:11:12.480 --> 00:11:13.759 you're always full and that's

NOTE Confidence: 0.9537315

00:11:13.759 --> 00:11:14.740 always a crisis.
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NOTE Confidence: 0.9952364

00:11:16.115 --> 00:11:17.815 As a clinical ethics consultant,

NOTE Confidence: 0.97508085

00:11:18.355 --> 00:11:20.454 we now have frequent flyers.

NOTE Confidence: 0.97508085

00:11:20.514 --> 00:11:21.634 These are patients that we

NOTE Confidence: 0.97508085

00:11:21.795 --> 00:11:22.514 I get the page and

NOTE Confidence: 0.97508085

00:11:22.514 --> 00:11:23.475 I'm like, wait. I know

NOTE Confidence: 0.97508085

00:11:23.475 --> 00:11:24.434 this story. I've heard this

NOTE Confidence: 0.97508085

00:11:24.434 --> 00:11:25.714 before. We've already consulted on

NOTE Confidence: 0.97508085

00:11:25.714 --> 00:11:26.754 this patient. And, you know,

NOTE Confidence: 0.97508085

00:11:26.754 --> 00:11:27.875 the NICU for some people

NOTE Confidence: 0.97508085

00:11:27.875 --> 00:11:28.915 is the newborn ICU, but

NOTE Confidence: 0.97508085

00:11:28.915 --> 00:11:29.954 there's the other NICU, right,

NOTE Confidence: 0.97508085

00:11:29.954 --> 00:11:31.649 the neuro ICU. We also

NOTE Confidence: 0.97508085

00:11:31.649 --> 00:11:33.010 have long stay adult patients

NOTE Confidence: 0.97508085

00:11:33.010 --> 00:11:34.370 that we get consulted on

NOTE Confidence: 0.97508085

00:11:34.370 --> 00:11:35.410 over and over because they're

NOTE Confidence: 0.97508085
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00:11:35.410 --> 00:11:36.550 in the hospital forever.

NOTE Confidence: 0.95841306

00:11:38.130 --> 00:11:39.250 And we're starting to think

NOTE Confidence: 0.95841306

00:11:39.250 --> 00:11:40.290 about this as a research

NOTE Confidence: 0.95841306

00:11:40.290 --> 00:11:40.790 lab.

NOTE Confidence: 0.9367673

00:11:41.490 --> 00:11:42.610 And so we've been talking

NOTE Confidence: 0.9367673

00:11:42.610 --> 00:11:43.889 about this in various forms.

NOTE Confidence: 0.9367673

00:11:43.889 --> 00:11:45.155 We all have our own

NOTE Confidence: 0.9367673

00:11:45.155 --> 00:11:46.591 take on it, but my

NOTE Confidence: 0.9367673

00:11:46.591 --> 00:11:48.026 collaborators, Beanie Meadow, who's a

NOTE Confidence: 0.9367673

00:11:48.026 --> 00:11:49.461 neonatologist with me, and Erica

NOTE Confidence: 0.9367673

00:11:49.461 --> 00:11:50.896 Andres, who's a PICU doc,

NOTE Confidence: 0.9367673

00:11:50.896 --> 00:11:52.331 and I have, like, worked

NOTE Confidence: 0.9367673

00:11:52.331 --> 00:11:53.766 on this and come up

NOTE Confidence: 0.9367673

00:11:53.766 --> 00:11:55.201 with our own kind of

NOTE Confidence: 0.9367673

00:11:55.201 --> 00:11:56.636 intentionally kind of neatly, neatly,

NOTE Confidence: 0.9367673

00:11:56.636 --> 00:11:57.690 neatly titles. And when we
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NOTE Confidence: 0.9367673

00:11:57.690 --> 00:11:58.890 first started talking about this,

NOTE Confidence: 0.9367673

00:11:58.890 --> 00:11:59.770 I said, I don't care

NOTE Confidence: 0.9367673

00:11:59.770 --> 00:12:00.570 what we talk about, but

NOTE Confidence: 0.9367673

00:12:00.570 --> 00:12:01.290 the title is going to

NOTE Confidence: 0.9367673

00:12:01.290 --> 00:12:01.929 be, You Don't Have to

NOTE Confidence: 0.9367673

00:12:01.929 --> 00:12:02.570 Go Home, But You Can't

NOTE Confidence: 0.9367673

00:12:02.570 --> 00:12:03.530 Stay Here, because that is

NOTE Confidence: 0.9367673

00:12:03.530 --> 00:12:04.410 my dream to have a

NOTE Confidence: 0.9367673

00:12:04.410 --> 00:12:05.550 talk that's called this.

NOTE Confidence: 0.98363763

00:12:06.090 --> 00:12:06.970 And if you're going to

NOTE Confidence: 0.98363763

00:12:06.970 --> 00:12:08.490 go present a weird idea

NOTE Confidence: 0.98363763

00:12:08.490 --> 00:12:09.370 at a meeting and see

NOTE Confidence: 0.98363763

00:12:09.370 --> 00:12:10.250 how it is going to

NOTE Confidence: 0.98363763

00:12:10.250 --> 00:12:10.970 go, you do that at

NOTE Confidence: 0.98363763

00:12:10.970 --> 00:12:12.410 the American Society for Bioethics

NOTE Confidence: 0.98363763
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00:12:12.410 --> 00:12:13.070 and Humanities.

NOTE Confidence: 0.99037427

00:12:13.635 --> 00:12:14.915 And that's where we started

NOTE Confidence: 0.99037427

00:12:14.915 --> 00:12:16.595 talking about this. But we're

NOTE Confidence: 0.99037427

00:12:16.595 --> 00:12:17.635 still at our phases of

NOTE Confidence: 0.99037427

00:12:17.635 --> 00:12:18.935 trying to take this from

NOTE Confidence: 0.9876969

00:12:19.315 --> 00:12:21.075 normative ethics work to empirical

NOTE Confidence: 0.9876969

00:12:21.075 --> 00:12:22.035 work and kind of gearing

NOTE Confidence: 0.9876969

00:12:22.035 --> 00:12:23.075 up to start studying this

NOTE Confidence: 0.9876969

00:12:23.075 --> 00:12:24.355 in a more like counting

NOTE Confidence: 0.9876969

00:12:24.355 --> 00:12:24.855 stuff

NOTE Confidence: 0.9458971

00:12:25.290 --> 00:12:26.649 kind of way. So here's

NOTE Confidence: 0.9458971

00:12:26.649 --> 00:12:27.630 what we're going to

NOTE Confidence: 0.98883295

00:12:28.089 --> 00:12:29.050 do. I'm going to try

NOTE Confidence: 0.98883295

00:12:29.050 --> 00:12:30.170 to impart the idea that

NOTE Confidence: 0.98883295

00:12:30.170 --> 00:12:31.050 these patients aren't all the

NOTE Confidence: 0.98883295

00:12:31.050 --> 00:12:32.089 same, and that there are
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NOTE Confidence: 0.98883295

00:12:32.089 --> 00:12:33.769 different forces that lead to

NOTE Confidence: 0.98883295

00:12:33.769 --> 00:12:34.730 these patients being in the

NOTE Confidence: 0.98883295

00:12:34.730 --> 00:12:35.690 hospital for as long as

NOTE Confidence: 0.98883295

00:12:35.690 --> 00:12:36.429 they are.

NOTE Confidence: 0.9876207

00:12:37.625 --> 00:12:38.825 That there's more than one

NOTE Confidence: 0.9876207

00:12:38.825 --> 00:12:39.945 moral dimension to this. And

NOTE Confidence: 0.9876207

00:12:39.945 --> 00:12:41.065 there's a lot of different

NOTE Confidence: 0.9876207

00:12:41.065 --> 00:12:41.865 ethical things we have to

NOTE Confidence: 0.9876207

00:12:41.865 --> 00:12:42.605 think about.

NOTE Confidence: 0.96269435

00:12:43.785 --> 00:12:44.985 And I'm just trying to

NOTE Confidence: 0.96269435

00:12:44.985 --> 00:12:45.945 end with, you know, what

NOTE Confidence: 0.96269435

00:12:45.945 --> 00:12:46.985 should we be thinking about?

NOTE Confidence: 0.96269435

00:12:46.985 --> 00:12:48.184 What should we be studying?

NOTE Confidence: 0.96269435

00:12:48.184 --> 00:12:49.225 And then what? What do

NOTE Confidence: 0.96269435

00:12:49.225 --> 00:12:50.425 we do about patients like

NOTE Confidence: 0.96269435
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00:12:50.425 --> 00:12:50.925 this?

NOTE Confidence: 0.96546024

00:12:52.460 --> 00:12:53.500 One thing that makes this

NOTE Confidence: 0.96546024

00:12:53.500 --> 00:12:54.380 really hard, I'm gonna talk

NOTE Confidence: 0.96546024

00:12:54.380 --> 00:12:55.500 in a minute about this

NOTE Confidence: 0.96546024

00:12:55.500 --> 00:12:57.339 population called the chronically critically

NOTE Confidence: 0.96546024

00:12:57.339 --> 00:12:59.179 ill. Chronic critical illness is

NOTE Confidence: 0.96546024

00:12:59.179 --> 00:13:00.220 not my idea. I didn't

NOTE Confidence: 0.96546024

00:13:00.220 --> 00:13:01.179 invent it and I wanna

NOTE Confidence: 0.96546024

00:13:01.179 --> 00:13:02.059 be clear that that's an

NOTE Confidence: 0.96546024

00:13:02.059 --> 00:13:03.179 area that's a focus of

NOTE Confidence: 0.96546024

00:13:03.179 --> 00:13:04.005 a lot of research.

NOTE Confidence: 0.98313886

00:13:05.045 --> 00:13:06.725 The area of super long

NOTE Confidence: 0.98313886

00:13:06.725 --> 00:13:07.225 hospitalization

NOTE Confidence: 0.99809813

00:13:07.525 --> 00:13:08.745 is infuriatingly

NOTE Confidence: 0.9755231

00:13:09.205 --> 00:13:10.645 not. And part of the

NOTE Confidence: 0.9755231

00:13:10.645 --> 00:13:11.525 reason I say that is
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NOTE Confidence: 0.9755231

00:13:11.525 --> 00:13:12.405 when you try to figure

NOTE Confidence: 0.9755231

00:13:12.405 --> 00:13:13.845 out what defines a long

NOTE Confidence: 0.9755231

00:13:13.845 --> 00:13:16.165 hospitalization, you get like, more

NOTE Confidence: 0.9755231

00:13:16.165 --> 00:13:17.040 than twelve days,

NOTE Confidence: 0.95510113

00:13:17.600 --> 00:13:18.720 Right? And that doesn't have

NOTE Confidence: 0.95510113

00:13:18.720 --> 00:13:19.759 anything to do with what

NOTE Confidence: 0.95510113

00:13:19.759 --> 00:13:20.880 I'm trying to describe. And

NOTE Confidence: 0.95510113

00:13:20.880 --> 00:13:22.480 in this paper that I'll

NOTE Confidence: 0.95510113

00:13:22.480 --> 00:13:23.279 come back to the end

NOTE Confidence: 0.95510113

00:13:23.279 --> 00:13:24.720 that defines like a research

NOTE Confidence: 0.95510113

00:13:24.720 --> 00:13:26.000 agenda for kids with chronic

NOTE Confidence: 0.95510113

00:13:26.000 --> 00:13:26.899 critical illness.

NOTE Confidence: 0.9739233

00:13:27.360 --> 00:13:29.199 Nobody's really, really talking about

NOTE Confidence: 0.9739233

00:13:29.199 --> 00:13:30.559 like more than three months.

NOTE Confidence: 0.9739233

00:13:30.559 --> 00:13:32.115 And that's one study that

NOTE Confidence: 0.9739233
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00:13:32.115 --> 00:13:33.075 talks about more than three

NOTE Confidence: 0.9739233

00:13:33.075 --> 00:13:33.895 months even.

NOTE Confidence: 0.983726

00:13:34.835 --> 00:13:36.115 But this is a population

NOTE Confidence: 0.983726

00:13:36.115 --> 00:13:37.895 that's been vexing people forever.

NOTE Confidence: 0.983726

00:13:38.195 --> 00:13:39.235 You know, since the eighties,

NOTE Confidence: 0.983726

00:13:39.235 --> 00:13:40.755 people have been thinking about

NOTE Confidence: 0.983726

00:13:40.755 --> 00:13:42.115 what happens to these patients

NOTE Confidence: 0.983726

00:13:42.115 --> 00:13:43.315 that stay in the hospital

NOTE Confidence: 0.983726

00:13:43.315 --> 00:13:44.455 longer than we wanted.

NOTE Confidence: 0.99739057

00:13:45.059 --> 00:13:46.020 And for at least a

NOTE Confidence: 0.99739057

00:13:46.020 --> 00:13:47.620 decade, people have been starting

NOTE Confidence: 0.99739057

00:13:47.620 --> 00:13:49.240 to notice that these patients

NOTE Confidence: 0.99884427

00:13:49.780 --> 00:13:50.820 take up a lot of

NOTE Confidence: 0.99884427

00:13:50.820 --> 00:13:51.480 the bed

NOTE Confidence: 0.9467682

00:13:51.780 --> 00:13:52.980 bandwidth, if you can think

NOTE Confidence: 0.9467682

00:13:52.980 --> 00:13:53.700 about it that way. It's
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NOTE Confidence: 0.9467682

00:13:53.700 --> 00:13:54.920 sort of they're taking up

NOTE Confidence: 0.9854443

00:13:55.220 --> 00:13:55.720 proportionally

NOTE Confidence: 0.9766826

00:13:56.100 --> 00:13:57.460 more and more of the

NOTE Confidence: 0.9766826

00:13:57.460 --> 00:13:58.580 bed days, which is how

NOTE Confidence: 0.9766826

00:13:58.580 --> 00:13:59.540 you think about how much

NOTE Confidence: 0.9766826

00:13:59.540 --> 00:14:01.735 of the pie something a

NOTE Confidence: 0.9766826

00:14:01.915 --> 00:14:03.295 hospital patient takes up.

NOTE Confidence: 0.99785846

00:14:04.715 --> 00:14:05.995 People are also starting to

NOTE Confidence: 0.99785846

00:14:05.995 --> 00:14:07.595 think about how this impacts

NOTE Confidence: 0.99785846

00:14:07.595 --> 00:14:09.135 different populations differently.

NOTE Confidence: 0.9935

00:14:09.595 --> 00:14:10.875 So in a Canadian study

NOTE Confidence: 0.9935

00:14:10.875 --> 00:14:11.595 of this, they looked at

NOTE Confidence: 0.9935

00:14:11.595 --> 00:14:12.475 how many kids like this

NOTE Confidence: 0.9935

00:14:12.475 --> 00:14:13.515 actually went home to their

NOTE Confidence: 0.9935

00:14:13.515 --> 00:14:14.255 own families.

NOTE Confidence: 0.98189366
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00:14:15.280 --> 00:14:16.559 And patients who were just

NOTE Confidence: 0.98189366

00:14:16.559 --> 00:14:17.840 separated from their families were

NOTE Confidence: 0.98189366

00:14:17.840 --> 00:14:19.060 more likely to be Aboriginal

NOTE Confidence: 0.98189366

00:14:19.120 --> 00:14:20.080 than other kids in the

NOTE Confidence: 0.98189366

00:14:20.080 --> 00:14:20.580 study.

NOTE Confidence: 0.9839932

00:14:21.920 --> 00:14:23.280 And their, you know, early

NOTE Confidence: 0.9839932

00:14:23.280 --> 00:14:24.560 days looked at, wow, these

NOTE Confidence: 0.9839932

00:14:24.560 --> 00:14:25.600 are a really small number

NOTE Confidence: 0.9839932

00:14:25.600 --> 00:14:26.560 of patients, but they take

NOTE Confidence: 0.9839932

00:14:26.560 --> 00:14:27.200 up a lot of our

NOTE Confidence: 0.9839932

00:14:27.200 --> 00:14:28.160 bed days and even more

NOTE Confidence: 0.9839932

00:14:28.160 --> 00:14:29.620 of our ventilator days.

NOTE Confidence: 0.99125046

00:14:30.345 --> 00:14:31.865 And this isn't just a

NOTE Confidence: 0.99125046

00:14:31.865 --> 00:14:33.225 child problem in the UK.

NOTE Confidence: 0.99125046

00:14:33.225 --> 00:14:34.185 This is a really interesting

NOTE Confidence: 0.99125046

00:14:34.185 --> 00:14:35.225 study out of the National
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NOTE Confidence: 0.99125046

00:14:35.225 --> 00:14:35.885 Health Service

NOTE Confidence: 0.94025767

00:14:36.265 --> 00:14:37.865 that they were doing a

NOTE Confidence: 0.94025767

00:14:37.865 --> 00:14:39.325 look at could we reduce

NOTE Confidence: 0.94025767

00:14:39.385 --> 00:14:41.145 overall, like, median length of

NOTE Confidence: 0.94025767

00:14:41.145 --> 00:14:42.665 stay across our whole population

NOTE Confidence: 0.94025767

00:14:42.665 --> 00:14:43.785 of inpatients to free up

NOTE Confidence: 0.94025767

00:14:43.785 --> 00:14:45.720 beds? And they identified this

NOTE Confidence: 0.94025767

00:14:45.720 --> 00:14:47.160 tiny, tiny fraction of patients

NOTE Confidence: 0.94025767

00:14:47.160 --> 00:14:48.200 who were in the hospital

NOTE Confidence: 0.94025767

00:14:48.200 --> 00:14:49.500 more than a hundred days

NOTE Confidence: 0.79922736

00:14:50.360 --> 00:14:50.860 and

NOTE Confidence: 0.99480474

00:14:51.240 --> 00:14:52.280 discovered that if you took

NOTE Confidence: 0.99480474

00:14:52.280 --> 00:14:54.120 those out, you didn't move

NOTE Confidence: 0.99480474

00:14:54.120 --> 00:14:55.240 the median length of stay

NOTE Confidence: 0.99480474

00:14:55.240 --> 00:14:56.620 for the National Health Service

NOTE Confidence: 0.99480474
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00:14:56.680 --> 00:14:57.340 at all.

NOTE Confidence: 0.93903255

00:14:57.845 --> 00:14:59.125 And the the idea here

NOTE Confidence: 0.93903255

00:14:59.125 --> 00:15:00.985 is if we're trying to

NOTE Confidence: 0.9604667

00:15:01.845 --> 00:15:02.965 lower length of stay, like

NOTE Confidence: 0.9604667

00:15:02.965 --> 00:15:04.405 free up beds, we could

NOTE Confidence: 0.9604667

00:15:04.405 --> 00:15:05.285 free up a lot of

NOTE Confidence: 0.9604667

00:15:05.285 --> 00:15:06.885 beds and targeting median length

NOTE Confidence: 0.9604667

00:15:06.885 --> 00:15:07.845 of stay isn't gonna do

NOTE Confidence: 0.9604667

00:15:07.845 --> 00:15:08.805 that in the same way

NOTE Confidence: 0.9604667

00:15:08.805 --> 00:15:10.005 that just looking at these

NOTE Confidence: 0.9604667

00:15:10.005 --> 00:15:11.545 patients specifically well.

NOTE Confidence: 0.93750346

00:15:14.100 --> 00:15:15.540 So chronic critical illness is

NOTE Confidence: 0.93750346

00:15:15.540 --> 00:15:16.899 a very specific thing. It's

NOTE Confidence: 0.93750346

00:15:17.140 --> 00:15:18.020 this figure is not to

NOTE Confidence: 0.93750346

00:15:18.020 --> 00:15:19.060 scale and it's also not

NOTE Confidence: 0.93750346

00:15:19.060 --> 00:15:19.640 my figure.
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NOTE Confidence: 0.93000734

00:15:21.380 --> 00:15:22.660 But it's it's a subset

NOTE Confidence: 0.93000734

00:15:22.660 --> 00:15:23.940 of kids with special health

NOTE Confidence: 0.93000734

00:15:23.940 --> 00:15:24.899 care needs who are in

NOTE Confidence: 0.93000734

00:15:24.899 --> 00:15:26.264 a subset of set set

NOTE Confidence: 0.93000734

00:15:26.264 --> 00:15:27.805 of kids with medical complexity.

NOTE Confidence: 0.9774316

00:15:28.345 --> 00:15:29.805 And the gist of this

NOTE Confidence: 0.9774316

00:15:29.865 --> 00:15:32.105 is that these kids have,

NOTE Confidence: 0.9608556

00:15:33.384 --> 00:15:35.944 complex diseases, technology dependence, and

NOTE Confidence: 0.9608556

00:15:35.944 --> 00:15:37.144 they interact with the health

NOTE Confidence: 0.9608556

00:15:37.144 --> 00:15:38.444 care system in a completely

NOTE Confidence: 0.9608556

00:15:38.665 --> 00:15:40.524 different way a lot.

NOTE Confidence: 0.99237895

00:15:42.320 --> 00:15:42.820 So

NOTE Confidence: 0.9916178

00:15:43.360 --> 00:15:44.880 what are the practical dimensions

NOTE Confidence: 0.9916178

00:15:44.880 --> 00:15:45.540 of this?

NOTE Confidence: 0.94764084

00:15:46.640 --> 00:15:48.240 Sometimes it's that the body

NOTE Confidence: 0.94764084
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00:15:48.240 --> 00:15:49.760 is imperfect. And these are

NOTE Confidence: 0.94764084

00:15:49.760 --> 00:15:51.600 patients who legitimately can't be

NOTE Confidence: 0.94764084

00:15:51.600 --> 00:15:52.880 cared for except in an

NOTE Confidence: 0.94764084

00:15:52.880 --> 00:15:54.800 acute care hospital, usually an

NOTE Confidence: 0.94764084

00:15:54.800 --> 00:15:55.300 ICU.

NOTE Confidence: 0.9843772

00:15:55.715 --> 00:15:56.355 But they seem to be

NOTE Confidence: 0.9843772

00:15:56.355 --> 00:15:57.655 able to do that indefinitely.

NOTE Confidence: 0.9843772

00:15:57.875 --> 00:15:59.635 So this is not patients

NOTE Confidence: 0.9843772

00:15:59.635 --> 00:16:00.675 who take a long time

NOTE Confidence: 0.9843772

00:16:00.675 --> 00:16:01.875 dying. That is a very

NOTE Confidence: 0.9843772

00:16:01.875 --> 00:16:03.235 different population of patients and

NOTE Confidence: 0.9843772

00:16:03.235 --> 00:16:04.435 that's not who I'm talking

NOTE Confidence: 0.9843772

00:16:04.435 --> 00:16:05.815 about. This isn't the futility

NOTE Confidence: 0.9843772

00:16:05.875 --> 00:16:06.375 dwindles.

NOTE Confidence: 0.9434339

00:16:06.995 --> 00:16:08.835 This is patients who they're

NOTE Confidence: 0.9434339

00:16:08.995 --> 00:16:10.215 they live like this.
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NOTE Confidence: 0.9696958

00:16:11.529 --> 00:16:12.890 Sometimes it's that the system

NOTE Confidence: 0.9696958

00:16:12.890 --> 00:16:13.850 fails. So these are people

NOTE Confidence: 0.9696958

00:16:13.850 --> 00:16:15.210 who could, in theory, go

NOTE Confidence: 0.9696958

00:16:15.210 --> 00:16:16.570 home, but there's some sort

NOTE Confidence: 0.9696958

00:16:16.570 --> 00:16:17.930 of barrier to safe discharge.

NOTE Confidence: 0.9696958

00:16:17.930 --> 00:16:19.529 And, like, safe we'll get

NOTE Confidence: 0.9696958

00:16:19.529 --> 00:16:20.250 to this, but, like, safe

NOTE Confidence: 0.9696958

00:16:20.250 --> 00:16:21.290 can mean any number of

NOTE Confidence: 0.9696958

00:16:21.290 --> 00:16:23.150 things. But there's some obstacle

NOTE Confidence: 0.9696958

00:16:23.210 --> 00:16:25.470 to a theoretically achievable discharge.

NOTE Confidence: 0.97808117

00:16:26.885 --> 00:16:29.145 And sometimes consensus is elusive.

NOTE Confidence: 0.97808117

00:16:29.205 --> 00:16:30.485 There's something that might get

NOTE Confidence: 0.97808117

00:16:30.485 --> 00:16:31.545 this child home,

NOTE Confidence: 0.9976915

00:16:32.005 --> 00:16:32.505 but

NOTE Confidence: 0.9888644

00:16:32.965 --> 00:16:34.245 something like the parents don't

NOTE Confidence: 0.9888644
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00:16:34.245 --> 00:16:35.145 want that thing.

NOTE Confidence: 0.9541753

00:16:36.005 --> 00:16:37.045 These are sort of paradigm.

NOTE Confidence: 0.9541753

00:16:37.045 --> 00:16:38.805 This is really oversimplified. But

NOTE Confidence: 0.9541753

00:16:38.965 --> 00:16:40.808 and, like, a lot of

NOTE Confidence: 0.9541753

00:16:40.808 --> 00:16:42.322 times, it's kind of a

NOTE Confidence: 0.9541753

00:16:42.322 --> 00:16:43.836 mishmash of these things, which

NOTE Confidence: 0.9541753

00:16:43.836 --> 00:16:45.350 makes it even harder because

NOTE Confidence: 0.9541753

00:16:45.350 --> 00:16:46.864 just untangling what is the

NOTE Confidence: 0.9541753

00:16:46.864 --> 00:16:48.378 barrier to discharge is really

NOTE Confidence: 0.9541753

00:16:48.378 --> 00:16:49.892 hard. Alright. Mark, I warned

NOTE Confidence: 0.9541753

00:16:49.892 --> 00:16:51.406 you about this, but so

NOTE Confidence: 0.9541753

00:16:51.406 --> 00:16:52.920 physical physical barriers. Right? So

NOTE Confidence: 0.9541753

00:16:52.920 --> 00:16:54.435 here's here's doctor Mercurio again.

NOTE Confidence: 0.9541753

00:16:54.755 --> 00:16:55.955 Right? And I think that

NOTE Confidence: 0.9541753

00:16:55.955 --> 00:16:57.235 everyone would agree that if

NOTE Confidence: 0.9541753

00:16:57.235 --> 00:16:58.215 you can see that That's
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NOTE Confidence: 0.9541753

00:16:58.435 --> 00:16:59.395 my high school graduation. This

NOTE Confidence: 0.9541753

00:16:59.395 --> 00:17:00.595 is his high school graduation

NOTE Confidence: 0.9541753

00:17:00.595 --> 00:17:01.095 photo.

NOTE Confidence: 0.951454

00:17:02.995 --> 00:17:04.115 And he also reminded me

NOTE Confidence: 0.951454

00:17:04.115 --> 00:17:05.395 that this is before he'd

NOTE Confidence: 0.951454

00:17:05.395 --> 00:17:06.135 had the,

NOTE Confidence: 0.9764959

00:17:06.675 --> 00:17:07.175 the

NOTE Confidence: 0.95229256

00:17:07.850 --> 00:17:08.970 burden of being the division

NOTE Confidence: 0.95229256

00:17:08.970 --> 00:17:10.330 director, like, voiced it upon

NOTE Confidence: 0.95229256

00:17:10.330 --> 00:17:11.470 him for a decade. But,

NOTE Confidence: 0.9699112

00:17:12.010 --> 00:17:13.369 I think everyone would argue

NOTE Confidence: 0.9699112

00:17:13.369 --> 00:17:14.590 that he has a neck.

NOTE Confidence: 0.9699112

00:17:14.650 --> 00:17:15.530 Right? And you can see

NOTE Confidence: 0.9699112

00:17:15.530 --> 00:17:16.190 his neck.

NOTE Confidence: 0.96989083

00:17:17.290 --> 00:17:19.050 Where's this kid's neck? Right

NOTE Confidence: 0.96989083
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00:17:19.050 --> 00:17:20.090 now, this is a random

NOTE Confidence: 0.96989083

00:17:20.090 --> 00:17:21.210 healthy baby. There's nothing wrong

NOTE Confidence: 0.96989083

00:17:21.210 --> 00:17:21.930 with this kid. This kid

NOTE Confidence: 0.96989083

00:17:21.930 --> 00:17:22.990 doesn't need a tracheostomy.

NOTE Confidence: 0.9275326

00:17:24.185 --> 00:17:25.225 But the point is sometimes

NOTE Confidence: 0.9275326

00:17:25.225 --> 00:17:25.945 there are things like the

NOTE Confidence: 0.9275326

00:17:25.945 --> 00:17:26.905 baby needs a trach, but

NOTE Confidence: 0.9275326

00:17:26.905 --> 00:17:27.965 there's some geographic,

NOTE Confidence: 0.9353349

00:17:28.825 --> 00:17:31.325 geographic, like, medical, physical, like,

NOTE Confidence: 0.9353349

00:17:31.385 --> 00:17:32.665 thing. You can't do the

NOTE Confidence: 0.9353349

00:17:32.665 --> 00:17:34.025 trach for some reason. Probably

NOTE Confidence: 0.9353349

00:17:34.025 --> 00:17:34.905 not just that they like,

NOTE Confidence: 0.9353349

00:17:34.905 --> 00:17:36.425 babies can have trachs, but

NOTE Confidence: 0.9353349

00:17:36.425 --> 00:17:37.785 but for you you just

NOTE Confidence: 0.9353349

00:17:37.785 --> 00:17:38.765 can't do it.

NOTE Confidence: 0.89072853

00:17:40.470 --> 00:17:41.830 Sometimes there are real logistic
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NOTE Confidence: 0.89072853

00:17:41.830 --> 00:17:43.430 barriers. So I live in,

NOTE Confidence: 0.89072853

00:17:43.750 --> 00:17:44.550 Michigan, so we have two

NOTE Confidence: 0.89072853

00:17:44.550 --> 00:17:45.990 peninsulas. Right? And, like, Yooper

NOTE Confidence: 0.89072853

00:17:45.990 --> 00:17:47.369 is the upper peninsula, UP.

NOTE Confidence: 0.60875124

00:17:48.950 --> 00:17:50.550 So you can use my

NOTE Confidence: 0.60875124

00:17:50.800 --> 00:17:51.300 so

NOTE Confidence: 0.9246137

00:17:51.734 --> 00:17:53.015 we're here. Here's Ann Arbor.

NOTE Confidence: 0.9246137

00:17:53.015 --> 00:17:54.375 Right? And here's like the

NOTE Confidence: 0.9246137

00:17:54.375 --> 00:17:56.135 way upper peninsula. That's like

NOTE Confidence: 0.9246137

00:17:56.135 --> 00:17:57.095 a ten to twelve hour

NOTE Confidence: 0.9246137

00:17:57.095 --> 00:17:58.635 drive when it's not snowing.

NOTE Confidence: 0.9669616

00:17:59.975 --> 00:18:01.494 And so or you, you

NOTE Confidence: 0.9669616

00:18:01.494 --> 00:18:02.615 know, you can drive to

NOTE Confidence: 0.9669616

00:18:02.775 --> 00:18:03.815 you can drive to Marquette.

NOTE Confidence: 0.9669616

00:18:03.815 --> 00:18:04.615 You can fly to Marquette,

NOTE Confidence: 0.9669616
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00:18:04.615 --> 00:18:05.335 which is here, and you

NOTE Confidence: 0.9669616

00:18:05.335 --> 00:18:06.295 still have a six hour

NOTE Confidence: 0.9669616

00:18:06.295 --> 00:18:06.795 drive.

NOTE Confidence: 0.960362

00:18:08.270 --> 00:18:10.109 Getting a child, you know,

NOTE Confidence: 0.960362

00:18:10.109 --> 00:18:10.770 to Houghton

NOTE Confidence: 0.9477582

00:18:11.390 --> 00:18:12.830 with a tracheostomy and getting

NOTE Confidence: 0.9477582

00:18:12.830 --> 00:18:14.029 home nursing and, like, where's

NOTE Confidence: 0.9477582

00:18:14.029 --> 00:18:15.390 their closest hospital that can

NOTE Confidence: 0.9477582

00:18:15.390 --> 00:18:16.510 actually help them? I mean,

NOTE Confidence: 0.9477582

00:18:16.510 --> 00:18:18.450 these this is almost impossible.

NOTE Confidence: 0.9477582

00:18:18.510 --> 00:18:19.725 It can be done, but

NOTE Confidence: 0.9477582

00:18:19.965 --> 00:18:23.164 but real geographic, like, barriers

NOTE Confidence: 0.9477582

00:18:23.164 --> 00:18:24.525 to discharge. Or,

NOTE Confidence: 0.96238697

00:18:25.484 --> 00:18:26.625 so this is a picture

NOTE Confidence: 0.96238697

00:18:26.924 --> 00:18:27.725 of a trailer park, and

NOTE Confidence: 0.96238697

00:18:27.725 --> 00:18:29.085 I intentionally picked a picture
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NOTE Confidence: 0.96238697

00:18:29.085 --> 00:18:30.125 of, like, a nice trailer

NOTE Confidence: 0.96238697

00:18:30.125 --> 00:18:31.905 park. Right? But, like, outfitting

NOTE Confidence: 0.96238697

00:18:32.205 --> 00:18:33.804 a trailer that someone doesn't

NOTE Confidence: 0.96238697

00:18:33.804 --> 00:18:35.309 own for what they need

NOTE Confidence: 0.96238697

00:18:35.309 --> 00:18:36.270 to safely have a home

NOTE Confidence: 0.96238697

00:18:36.270 --> 00:18:36.770 ventilator,

NOTE Confidence: 0.98684734

00:18:37.470 --> 00:18:39.549 that's there are huge barriers

NOTE Confidence: 0.98684734

00:18:39.549 --> 00:18:40.369 to doing that.

NOTE Confidence: 0.9741876

00:18:42.429 --> 00:18:43.470 And sometimes there are real

NOTE Confidence: 0.9741876

00:18:43.470 --> 00:18:44.529 barriers to consensus.

NOTE Confidence: 0.95235187

00:18:46.029 --> 00:18:47.630 Sometimes just what is the

NOTE Confidence: 0.95235187

00:18:47.630 --> 00:18:49.390 appropriate disposition? When is it

NOTE Confidence: 0.95235187

00:18:49.390 --> 00:18:50.244 the right time to go

NOTE Confidence: 0.95235187

00:18:50.244 --> 00:18:51.445 home? Where is the best

NOTE Confidence: 0.95235187

00:18:51.445 --> 00:18:52.244 place to go? It was

NOTE Confidence: 0.95235187
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00:18:52.244 --> 00:18:53.205 really hard. So I don't

NOTE Confidence: 0.95235187

00:18:53.205 --> 00:18:54.804 know anything about this this

NOTE Confidence: 0.95235187

00:18:54.804 --> 00:18:55.304 baby.

NOTE Confidence: 0.9608571

00:18:56.244 --> 00:18:57.365 But if you look at

NOTE Confidence: 0.9608571

00:18:57.365 --> 00:18:58.965 this baby, there's a village

NOTE Confidence: 0.9608571

00:18:58.965 --> 00:19:00.164 around her taking care of

NOTE Confidence: 0.9608571

00:19:00.164 --> 00:19:00.965 her. And there's a lot

NOTE Confidence: 0.9608571

00:19:00.965 --> 00:19:01.684 of stuff and there's a

NOTE Confidence: 0.9608571

00:19:01.684 --> 00:19:02.345 lot of hands.

NOTE Confidence: 0.95801604

00:19:02.960 --> 00:19:03.920 And if you think about

NOTE Confidence: 0.95801604

00:19:03.920 --> 00:19:04.880 what this takes and this

NOTE Confidence: 0.95801604

00:19:04.880 --> 00:19:05.680 kid was kind of like

NOTE Confidence: 0.95801604

00:19:05.680 --> 00:19:07.040 thriving. Right? Like, you can

NOTE Confidence: 0.95801604

00:19:07.040 --> 00:19:08.080 imagine why a person would

NOTE Confidence: 0.95801604

00:19:08.080 --> 00:19:08.880 say, like, I don't know

NOTE Confidence: 0.95801604

00:19:08.880 --> 00:19:10.000 that I can replicate that
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NOTE Confidence: 0.95801604

00:19:10.000 --> 00:19:10.640 at home. And I don't

NOTE Confidence: 0.95801604

00:19:10.640 --> 00:19:11.359 know that I want to

NOTE Confidence: 0.95801604

00:19:11.359 --> 00:19:11.859 try.

NOTE Confidence: 0.93282217

00:19:12.480 --> 00:19:13.760 This was an interesting story

NOTE Confidence: 0.93282217

00:19:13.760 --> 00:19:14.560 that we pulled out because

NOTE Confidence: 0.93282217

00:19:14.560 --> 00:19:15.440 this was, you know, twenty

NOTE Confidence: 0.93282217

00:19:15.440 --> 00:19:16.560 twenty four and, like, an

NOTE Confidence: 0.93282217

00:19:16.560 --> 00:19:17.540 NPR story

NOTE Confidence: 0.9900066

00:19:18.105 --> 00:19:19.225 about an eighteen year old

NOTE Confidence: 0.9900066

00:19:19.225 --> 00:19:20.105 who was stuck in the

NOTE Confidence: 0.9900066

00:19:20.105 --> 00:19:21.645 hospital for many, many months.

NOTE Confidence: 0.9900066

00:19:21.705 --> 00:19:22.744 And the issue was that

NOTE Confidence: 0.9900066

00:19:22.744 --> 00:19:23.945 the hospital wanted to send

NOTE Confidence: 0.9900066

00:19:23.945 --> 00:19:24.984 her to a facility. And

NOTE Confidence: 0.9900066

00:19:24.984 --> 00:19:26.744 the closest one was many

NOTE Confidence: 0.9900066
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00:19:26.744 --> 00:19:28.265 hours from where her family

NOTE Confidence: 0.9900066

00:19:28.265 --> 00:19:28.765 lived,

NOTE Confidence: 0.9561421

00:19:29.145 --> 00:19:30.744 hours from her school, hours

NOTE Confidence: 0.9561421

00:19:30.744 --> 00:19:31.880 from her life. And she

NOTE Confidence: 0.9561421

00:19:31.880 --> 00:19:32.680 said, I don't want to

NOTE Confidence: 0.9561421

00:19:32.680 --> 00:19:33.960 be six hours from where

NOTE Confidence: 0.9561421

00:19:33.960 --> 00:19:35.320 my family is. I want

NOTE Confidence: 0.9561421

00:19:35.400 --> 00:19:36.120 and if that means I

NOTE Confidence: 0.9561421

00:19:36.120 --> 00:19:36.920 gotta stay in the hospital,

NOTE Confidence: 0.9561421

00:19:36.920 --> 00:19:37.560 you got to keep me

NOTE Confidence: 0.9561421

00:19:37.560 --> 00:19:38.120 here. And there was a

NOTE Confidence: 0.9561421

00:19:38.120 --> 00:19:39.500 lawsuit about this.

NOTE Confidence: 0.9455905

00:19:40.600 --> 00:19:41.800 Sometimes there are real disagreements

NOTE Confidence: 0.9455905

00:19:41.800 --> 00:19:42.680 about the goals of care

NOTE Confidence: 0.9455905

00:19:42.680 --> 00:19:43.480 too. We were talking about

NOTE Confidence: 0.9455905

00:19:43.480 --> 00:19:44.440 this over lunch a little

56



NOTE Confidence: 0.9455905

00:19:44.440 --> 00:19:45.340 bit that like,

NOTE Confidence: 0.97565186

00:19:45.775 --> 00:19:46.734 the you know, to say

NOTE Confidence: 0.97565186

00:19:46.734 --> 00:19:47.695 that, like, they just don't

NOTE Confidence: 0.97565186

00:19:47.695 --> 00:19:48.815 want the tracheostomy, there are

NOTE Confidence: 0.97565186

00:19:48.815 --> 00:19:50.494 really, like, good rational reasons

NOTE Confidence: 0.97565186

00:19:50.494 --> 00:19:51.615 to be really worried about

NOTE Confidence: 0.97565186

00:19:51.615 --> 00:19:53.054 getting a tracheostomy. Right? Like,

NOTE Confidence: 0.97565186

00:19:53.054 --> 00:19:54.895 the in home mortality from

NOTE Confidence: 0.97565186

00:19:54.895 --> 00:19:55.695 kids who go home with

NOTE Confidence: 0.97565186

00:19:55.695 --> 00:19:57.475 a tracheostomy is is high.

NOTE Confidence: 0.97565186

00:19:57.740 --> 00:19:59.180 And it's not always because

NOTE Confidence: 0.97565186

00:19:59.180 --> 00:20:00.300 of the thing that made

NOTE Confidence: 0.97565186

00:20:00.300 --> 00:20:01.680 the child need the tracheostomy.

NOTE Confidence: 0.97565186

00:20:01.900 --> 00:20:03.359 If you look at reasons

NOTE Confidence: 0.97565186

00:20:03.420 --> 00:20:05.500 patient with tracheostomies die, things

NOTE Confidence: 0.97565186
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00:20:05.500 --> 00:20:06.720 like trachea accidents

NOTE Confidence: 0.9836342

00:20:07.100 --> 00:20:08.220 are one of the biggest

NOTE Confidence: 0.9836342

00:20:08.220 --> 00:20:09.580 reasons that that happens. So

NOTE Confidence: 0.9836342

00:20:09.580 --> 00:20:11.040 it's not entirely irrational

NOTE Confidence: 0.9815093

00:20:11.355 --> 00:20:12.075 to say, I don't want

NOTE Confidence: 0.9815093

00:20:12.075 --> 00:20:13.115 it. I wanna stay here

NOTE Confidence: 0.9815093

00:20:13.115 --> 00:20:13.835 until we don't need it

NOTE Confidence: 0.9815093

00:20:13.835 --> 00:20:14.335 anymore.

NOTE Confidence: 0.9758154

00:20:15.434 --> 00:20:16.315 Alright. So there are moral

NOTE Confidence: 0.9758154

00:20:16.315 --> 00:20:18.734 dimensions too, though. Right? Resources.

NOTE Confidence: 0.99934226

00:20:19.115 --> 00:20:20.415 How much is the discharge

NOTE Confidence: 0.99934226

00:20:20.475 --> 00:20:21.915 worth? Is it worth three

NOTE Confidence: 0.99934226

00:20:21.915 --> 00:20:22.975 years in the hospital?

NOTE Confidence: 0.98610497

00:20:23.674 --> 00:20:24.955 Does every patient have a

NOTE Confidence: 0.98610497

00:20:24.955 --> 00:20:26.669 same claim on that bed?

NOTE Confidence: 0.98610497

00:20:26.669 --> 00:20:27.470 So would this be a
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NOTE Confidence: 0.98610497

00:20:27.470 --> 00:20:28.750 relevant question if we had

NOTE Confidence: 0.98610497

00:20:28.750 --> 00:20:30.289 infinite ICU beds? If

NOTE Confidence: 0.98773646

00:20:30.590 --> 00:20:31.950 that PICU could just grow

NOTE Confidence: 0.98773646

00:20:31.950 --> 00:20:33.309 indefinitely, would this be a

NOTE Confidence: 0.98773646

00:20:33.309 --> 00:20:33.809 discussion?

NOTE Confidence: 0.9811605

00:20:35.630 --> 00:20:37.630 And is hospital bioethics really

NOTE Confidence: 0.9811605

00:20:37.630 --> 00:20:38.590 the right arena, right? Is

NOTE Confidence: 0.9811605

00:20:38.590 --> 00:20:39.675 this a public health question?

NOTE Confidence: 0.9811605

00:20:39.675 --> 00:20:40.955 Is this about society and

NOTE Confidence: 0.9811605

00:20:40.955 --> 00:20:42.255 how we think about disability

NOTE Confidence: 0.9870697

00:20:42.635 --> 00:20:43.935 and how we think about

NOTE Confidence: 0.9994803

00:20:44.475 --> 00:20:44.975 the

NOTE Confidence: 0.9846763

00:20:45.595 --> 00:20:46.495 the value

NOTE Confidence: 0.94874

00:20:47.035 --> 00:20:47.995 that we're gonna place on

NOTE Confidence: 0.94874

00:20:47.995 --> 00:20:48.955 kids like this and what

NOTE Confidence: 0.94874
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00:20:48.955 --> 00:20:50.235 we're gonna invest in taking

NOTE Confidence: 0.94874

00:20:50.235 --> 00:20:51.115 care of kids like this

NOTE Confidence: 0.94874

00:20:51.115 --> 00:20:52.050 in the community? Or is

NOTE Confidence: 0.94874

00:20:52.050 --> 00:20:52.930 it about something else? You

NOTE Confidence: 0.94874

00:20:52.930 --> 00:20:53.890 know, Mark was saying, I

NOTE Confidence: 0.94874

00:20:53.890 --> 00:20:54.930 got my, like, public policy

NOTE Confidence: 0.94874

00:20:54.930 --> 00:20:56.050 degree and my ethics fellowship

NOTE Confidence: 0.94874

00:20:56.050 --> 00:20:57.570 and then my NICU fellowship

NOTE Confidence: 0.94874

00:20:57.570 --> 00:20:58.210 at the same time, so

NOTE Confidence: 0.94874

00:20:58.210 --> 00:20:59.010 maybe it's about something else

NOTE Confidence: 0.94874

00:20:59.010 --> 00:20:59.970 and just y'all can tell

NOTE Confidence: 0.94874

00:20:59.970 --> 00:21:00.790 me what that is.

NOTE Confidence: 0.9853612

00:21:01.890 --> 00:21:02.850 But maybe it's about the

NOTE Confidence: 0.9853612

00:21:02.850 --> 00:21:04.155 same stuff it always is.

NOTE Confidence: 0.9853612

00:21:04.234 --> 00:21:05.755 Maybe it's about parental authority

NOTE Confidence: 0.9853612

00:21:05.755 --> 00:21:06.955 and best interest. Maybe it's
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NOTE Confidence: 0.9853612

00:21:06.955 --> 00:21:08.655 about weighing benefit and harm.

NOTE Confidence: 0.9853612

00:21:08.875 --> 00:21:10.655 Maybe it's about prognostic prognostic

NOTE Confidence: 0.9853612

00:21:10.875 --> 00:21:11.994 uncertainty, and maybe it's about

NOTE Confidence: 0.9853612

00:21:11.994 --> 00:21:13.435 reasonable people disagreeing. This is

NOTE Confidence: 0.9853612

00:21:13.435 --> 00:21:15.035 what it always is in

NOTE Confidence: 0.9853612

00:21:15.035 --> 00:21:16.015 pediatric ethics.

NOTE Confidence: 0.9745684

00:21:17.040 --> 00:21:18.160 So when you think about

NOTE Confidence: 0.9745684

00:21:18.160 --> 00:21:20.720 these resource questions, though, so

NOTE Confidence: 0.9745684

00:21:20.720 --> 00:21:21.520 this is where we got

NOTE Confidence: 0.9745684

00:21:21.520 --> 00:21:22.160 to like, you don't have

NOTE Confidence: 0.9745684

00:21:22.160 --> 00:21:22.720 to go home, but you

NOTE Confidence: 0.9745684

00:21:22.720 --> 00:21:23.600 can't stay here and you

NOTE Confidence: 0.9745684

00:21:23.600 --> 00:21:24.480 do you, but you can't

NOTE Confidence: 0.9745684

00:21:24.480 --> 00:21:25.840 have my hospital bed. Right?

NOTE Confidence: 0.9745684

00:21:25.840 --> 00:21:27.280 That's one of the potential

NOTE Confidence: 0.9745684
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00:21:27.280 --> 00:21:28.160 ways you can think about

NOTE Confidence: 0.9745684

00:21:28.160 --> 00:21:29.700 this. And this is entirely

NOTE Confidence: 0.9745684

00:21:29.760 --> 00:21:30.880 about pie and who gets

NOTE Confidence: 0.9745684

00:21:30.880 --> 00:21:31.545 to eat it.

NOTE Confidence: 0.93483305

00:21:32.025 --> 00:21:33.965 Right? And long hospital stays

NOTE Confidence: 0.9312386

00:21:34.505 --> 00:21:35.545 take up a lot of

NOTE Confidence: 0.9312386

00:21:35.545 --> 00:21:37.385 pie, whether that pie is

NOTE Confidence: 0.9312386

00:21:37.385 --> 00:21:38.905 beds or hospital dollars, health

NOTE Confidence: 0.9312386

00:21:38.905 --> 00:21:39.565 care dollars.

NOTE Confidence: 0.97411776

00:21:40.744 --> 00:21:42.045 So we can think about

NOTE Confidence: 0.94301486

00:21:42.345 --> 00:21:43.465 these kids like they don't

NOTE Confidence: 0.94301486

00:21:43.465 --> 00:21:44.970 really need an acute care

NOTE Confidence: 0.94301486

00:21:45.049 --> 00:21:46.250 hospital. And so can these

NOTE Confidence: 0.94301486

00:21:46.250 --> 00:21:47.690 patients lay claim on acute

NOTE Confidence: 0.94301486

00:21:47.690 --> 00:21:48.190 care,

NOTE Confidence: 0.914752

00:21:48.650 --> 00:21:49.450 beds? And what I would
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NOTE Confidence: 0.914752

00:21:49.450 --> 00:21:51.049 ask is relative to what,

NOTE Confidence: 0.914752

00:21:51.049 --> 00:21:51.549 though,

NOTE Confidence: 0.9967323

00:21:51.850 --> 00:21:52.970 is that relative to going

NOTE Confidence: 0.9967323

00:21:52.970 --> 00:21:54.570 somewhere else? Is that relative

NOTE Confidence: 0.9967323

00:21:54.570 --> 00:21:55.869 to dying instead?

NOTE Confidence: 0.98873603

00:21:57.315 --> 00:21:58.274 And I would challenge that

NOTE Confidence: 0.98873603

00:21:58.274 --> 00:21:59.634 we don't have any framework

NOTE Confidence: 0.98873603

00:21:59.634 --> 00:22:01.335 to rationally have that conversation,

NOTE Confidence: 0.9630732

00:22:01.794 --> 00:22:02.914 you know, other than like

NOTE Confidence: 0.9630732

00:22:02.914 --> 00:22:04.494 in something like in the,

NOTE Confidence: 0.9630732

00:22:04.514 --> 00:22:05.715 you know, public health crisis.

NOTE Confidence: 0.9630732

00:22:05.715 --> 00:22:06.434 We know a little bit

NOTE Confidence: 0.9630732

00:22:06.434 --> 00:22:07.715 about those now. We don't

NOTE Confidence: 0.9630732

00:22:07.715 --> 00:22:09.075 have any framework for that.

NOTE Confidence: 0.9630732

00:22:09.075 --> 00:22:10.115 And kind of the same

NOTE Confidence: 0.9630732
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00:22:10.115 --> 00:22:11.475 thing about money. Right? Is

NOTE Confidence: 0.9630732

00:22:11.475 --> 00:22:11.975 there

NOTE Confidence: 0.9165491

00:22:13.109 --> 00:22:14.570 is a does a hospitalization

NOTE Confidence: 0.9165491

00:22:14.790 --> 00:22:16.150 just become at some point

NOTE Confidence: 0.9165491

00:22:16.150 --> 00:22:17.750 in an absolute way too

NOTE Confidence: 0.9165491

00:22:17.750 --> 00:22:18.250 expensive?

NOTE Confidence: 0.9557742

00:22:19.030 --> 00:22:19.990 Right? And I would again

NOTE Confidence: 0.9557742

00:22:19.990 --> 00:22:21.910 say relative to what? And

NOTE Confidence: 0.9557742

00:22:21.910 --> 00:22:23.109 what's the framework that we

NOTE Confidence: 0.9557742

00:22:23.109 --> 00:22:24.490 have to talk about that?

NOTE Confidence: 0.9020759

00:22:27.525 --> 00:22:28.765 The right arena question is

NOTE Confidence: 0.9020759

00:22:28.765 --> 00:22:30.025 I think also really interesting.

NOTE Confidence: 0.97488403

00:22:30.645 --> 00:22:31.285 I had to show you

NOTE Confidence: 0.97488403

00:22:31.285 --> 00:22:32.005 at least one paper I'd

NOTE Confidence: 0.97488403

00:22:32.005 --> 00:22:32.744 written myself.

NOTE Confidence: 0.99328256

00:22:33.125 --> 00:22:33.845 And so one of the
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NOTE Confidence: 0.99328256

00:22:33.845 --> 00:22:34.725 things we talked about a

NOTE Confidence: 0.99328256

00:22:34.725 --> 00:22:36.085 lot during the pandemic was

NOTE Confidence: 0.99328256

00:22:36.085 --> 00:22:37.605 about bedside rationing. And I

NOTE Confidence: 0.99328256

00:22:37.605 --> 00:22:38.565 get a lot of ethics

NOTE Confidence: 0.99328256

00:22:38.565 --> 00:22:39.065 consults

NOTE Confidence: 0.9998092

00:22:39.540 --> 00:22:40.040 about

NOTE Confidence: 0.9674211

00:22:40.340 --> 00:22:41.860 isn't this patient eating too

NOTE Confidence: 0.9674211

00:22:41.860 --> 00:22:43.380 much pie? To which my

NOTE Confidence: 0.9674211

00:22:43.380 --> 00:22:44.820 answer is always that's not

NOTE Confidence: 0.9674211

00:22:44.820 --> 00:22:45.860 what a health care ethics

NOTE Confidence: 0.9674211

00:22:45.860 --> 00:22:47.380 consultation is. Right? We don't

NOTE Confidence: 0.9674211

00:22:47.380 --> 00:22:48.740 ration at the bedside for

NOTE Confidence: 0.9674211

00:22:48.740 --> 00:22:49.940 the simple person that you

NOTE Confidence: 0.9674211

00:22:49.940 --> 00:22:50.900 taking care of your for

NOTE Confidence: 0.9674211

00:22:50.900 --> 00:22:51.860 the simple reason that you

NOTE Confidence: 0.9674211
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00:22:51.860 --> 00:22:53.080 taking care of your patient

NOTE Confidence: 0.98752415

00:22:53.585 --> 00:22:54.945 can't do the big picture

NOTE Confidence: 0.98752415

00:22:54.945 --> 00:22:55.744 at the same time that

NOTE Confidence: 0.98752415

00:22:55.744 --> 00:22:56.965 you do the small picture.

NOTE Confidence: 0.9590259

00:22:58.305 --> 00:23:00.225 And but there is a

NOTE Confidence: 0.9590259

00:23:00.225 --> 00:23:01.585 bigger picture and someone has

NOTE Confidence: 0.9590259

00:23:01.585 --> 00:23:02.565 to look at it.

NOTE Confidence: 0.96813494

00:23:03.345 --> 00:23:04.385 And when you look at

NOTE Confidence: 0.96813494

00:23:04.385 --> 00:23:06.465 the literature about children with

NOTE Confidence: 0.96813494

00:23:06.465 --> 00:23:08.065 medical complexity and the chronically

NOTE Confidence: 0.96813494

00:23:08.065 --> 00:23:09.899 critically ill, They're mostly about

NOTE Confidence: 0.96813494

00:23:09.899 --> 00:23:11.019 health systems and the way

NOTE Confidence: 0.96813494

00:23:11.019 --> 00:23:11.980 we take these care of

NOTE Confidence: 0.96813494

00:23:11.980 --> 00:23:13.820 these pictures, these babies in

NOTE Confidence: 0.96813494

00:23:13.820 --> 00:23:15.179 the big picture, not about

NOTE Confidence: 0.96813494

00:23:15.179 --> 00:23:15.899 how we do that as
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NOTE Confidence: 0.96813494

00:23:15.899 --> 00:23:16.399 individuals.

NOTE Confidence: 0.9904409

00:23:17.419 --> 00:23:18.779 And I think one sign

NOTE Confidence: 0.9904409

00:23:18.779 --> 00:23:19.580 that we have a real

NOTE Confidence: 0.9904409

00:23:19.580 --> 00:23:20.859 systems problem is that when

NOTE Confidence: 0.9904409

00:23:20.859 --> 00:23:22.005 you look at programs that

NOTE Confidence: 0.9904409

00:23:22.005 --> 00:23:22.965 are out there at children's

NOTE Confidence: 0.9904409

00:23:22.965 --> 00:23:24.484 hospitals that are built to

NOTE Confidence: 0.9904409

00:23:24.484 --> 00:23:25.465 support families

NOTE Confidence: 0.97850925

00:23:26.005 --> 00:23:27.365 who have children like this,

NOTE Confidence: 0.97850925

00:23:27.365 --> 00:23:28.965 and programs actually whose primary

NOTE Confidence: 0.97850925

00:23:28.965 --> 00:23:29.845 goal is often to keep

NOTE Confidence: 0.97850925

00:23:29.845 --> 00:23:30.645 these kids out of the

NOTE Confidence: 0.97850925

00:23:30.645 --> 00:23:31.925 hospital, which they do fairly

NOTE Confidence: 0.97850925

00:23:31.925 --> 00:23:32.425 successfully,

NOTE Confidence: 0.9495901

00:23:32.965 --> 00:23:35.045 they're almost always philanthropically funded,

NOTE Confidence: 0.9495901
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00:23:35.045 --> 00:23:35.810 which which means no one

NOTE Confidence: 0.9495901

00:23:35.810 --> 00:23:36.770 else is paying for them.

NOTE Confidence: 0.9495901

00:23:36.770 --> 00:23:37.890 Right? And that it you

NOTE Confidence: 0.9495901

00:23:37.890 --> 00:23:39.030 have to go to donors

NOTE Confidence: 0.9959596

00:23:39.490 --> 00:23:40.930 to invest in keeping these

NOTE Confidence: 0.9959596

00:23:40.930 --> 00:23:42.050 kids out of hospitals, which

NOTE Confidence: 0.9959596

00:23:42.050 --> 00:23:42.850 gives you a sense of

NOTE Confidence: 0.9959596

00:23:42.850 --> 00:23:44.790 what our societal priorities are.

NOTE Confidence: 0.9441081

00:23:46.770 --> 00:23:47.810 And then there's the stuff

NOTE Confidence: 0.9441081

00:23:47.810 --> 00:23:48.530 that I told you it's

NOTE Confidence: 0.9441081

00:23:48.530 --> 00:23:50.905 always about. Right? Who determines

NOTE Confidence: 0.9441081

00:23:50.965 --> 00:23:52.165 when someone is ready to

NOTE Confidence: 0.9441081

00:23:52.165 --> 00:23:53.285 go home? That's in some

NOTE Confidence: 0.9441081

00:23:53.285 --> 00:23:54.965 sense a parental authority question

NOTE Confidence: 0.9441081

00:23:54.965 --> 00:23:56.645 is what people want relevant

NOTE Confidence: 0.9441081

00:23:56.645 --> 00:23:58.184 here? Is a parent's preference
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NOTE Confidence: 0.99152255

00:23:58.484 --> 00:23:58.984 relevant?

NOTE Confidence: 0.9829978

00:24:00.085 --> 00:24:01.365 Who decides where a child

NOTE Confidence: 0.9829978

00:24:01.365 --> 00:24:02.710 is better off? And how

NOTE Confidence: 0.9829978

00:24:02.710 --> 00:24:03.910 do you weigh things like

NOTE Confidence: 0.9829978

00:24:03.910 --> 00:24:05.670 the risk of nosocomial infection

NOTE Confidence: 0.9829978

00:24:05.670 --> 00:24:06.630 versus the risk of a

NOTE Confidence: 0.9829978

00:24:06.630 --> 00:24:07.670 trach accident in a home?

NOTE Confidence: 0.9829978

00:24:07.670 --> 00:24:08.790 That's kind of an oranges

NOTE Confidence: 0.9829978

00:24:08.790 --> 00:24:09.770 and apples thing.

NOTE Confidence: 0.9933265

00:24:11.110 --> 00:24:12.150 How sure do we need

NOTE Confidence: 0.9933265

00:24:12.150 --> 00:24:13.270 to be that that child

NOTE Confidence: 0.9933265

00:24:13.270 --> 00:24:14.970 will eventually go home?

NOTE Confidence: 0.98342216

00:24:15.424 --> 00:24:16.465 And what if parents don't

NOTE Confidence: 0.98342216

00:24:16.465 --> 00:24:17.585 agree with our certainty about

NOTE Confidence: 0.98342216

00:24:17.585 --> 00:24:18.225 that? What if they say,

NOTE Confidence: 0.98342216
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00:24:18.225 --> 00:24:18.945 well, look, maybe it's a

NOTE Confidence: 0.98342216

00:24:18.945 --> 00:24:19.825 really low chance, but I'm

NOTE Confidence: 0.98342216

00:24:19.825 --> 00:24:20.725 gonna take it?

NOTE Confidence: 0.9885075

00:24:21.984 --> 00:24:22.945 And are some of these

NOTE Confidence: 0.9885075

00:24:22.945 --> 00:24:23.445 impasses

NOTE Confidence: 0.99223584

00:24:23.744 --> 00:24:24.565 just inevitable?

NOTE Confidence: 0.9991069

00:24:25.265 --> 00:24:26.244 Is there a utilitarian

NOTE Confidence: 0.9862687

00:24:26.625 --> 00:24:27.905 final arbiter in that impasse

NOTE Confidence: 0.9862687

00:24:27.905 --> 00:24:28.945 who just gets to decide

NOTE Confidence: 0.9862687

00:24:28.945 --> 00:24:29.664 you don't get to stay

NOTE Confidence: 0.9862687

00:24:29.664 --> 00:24:30.645 here for three years?

NOTE Confidence: 0.9980382

00:24:33.020 --> 00:24:33.820 So I just went through

NOTE Confidence: 0.9980382

00:24:33.820 --> 00:24:35.020 this whole host of things

NOTE Confidence: 0.9980382

00:24:35.020 --> 00:24:35.900 that I think that this

NOTE Confidence: 0.9980382

00:24:35.900 --> 00:24:37.440 is potentially about.

NOTE Confidence: 0.9979078

00:24:37.900 --> 00:24:38.859 Right? There are a lot
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NOTE Confidence: 0.9979078

00:24:38.859 --> 00:24:39.680 of different

NOTE Confidence: 0.97384065

00:24:41.100 --> 00:24:42.060 different things. And the point

NOTE Confidence: 0.97384065

00:24:42.060 --> 00:24:43.420 of this is, I hope

NOTE Confidence: 0.97384065

00:24:43.420 --> 00:24:44.460 you're already convinced of this,

NOTE Confidence: 0.97384065

00:24:44.460 --> 00:24:45.915 but that, like, there's a

NOTE Confidence: 0.97384065

00:24:45.915 --> 00:24:47.915 lot of ethics in these

NOTE Confidence: 0.97384065

00:24:47.915 --> 00:24:48.415 hospitalizations.

NOTE Confidence: 0.9864915

00:24:48.875 --> 00:24:49.755 But there's one thing that

NOTE Confidence: 0.9864915

00:24:49.755 --> 00:24:50.955 I think none of this

NOTE Confidence: 0.9864915

00:24:50.955 --> 00:24:52.015 has talked about.

NOTE Confidence: 0.97946566

00:24:53.035 --> 00:24:54.235 And I think that that's

NOTE Confidence: 0.97946566

00:24:54.235 --> 00:24:55.755 that we also have this

NOTE Confidence: 0.97946566

00:24:55.755 --> 00:24:56.255 collective,

NOTE Confidence: 0.96750295

00:24:56.715 --> 00:24:58.395 tacitly, but firmly held belief

NOTE Confidence: 0.96750295

00:24:58.395 --> 00:24:59.115 that a good life is

NOTE Confidence: 0.96750295
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00:24:59.115 --> 00:25:00.015 lived at home

NOTE Confidence: 0.98365754

00:25:00.390 --> 00:25:01.350 and that there's a moral

NOTE Confidence: 0.98365754

00:25:01.350 --> 00:25:02.950 imperative to get kids out

NOTE Confidence: 0.98365754

00:25:02.950 --> 00:25:03.830 of the hospital as a

NOTE Confidence: 0.98365754

00:25:03.830 --> 00:25:05.530 distinct existential good.

NOTE Confidence: 0.96605694

00:25:05.910 --> 00:25:06.710 And that's why I've shown

NOTE Confidence: 0.96605694

00:25:06.710 --> 00:25:07.430 you this picture that I

NOTE Confidence: 0.96605694

00:25:07.430 --> 00:25:08.710 stole from some children's hospital

NOTE Confidence: 0.96605694

00:25:08.710 --> 00:25:09.910 website of this, like, very

NOTE Confidence: 0.96605694

00:25:09.910 --> 00:25:11.910 harmonious, appealing looking picture of

NOTE Confidence: 0.96605694

00:25:11.910 --> 00:25:12.950 a mother taking care of

NOTE Confidence: 0.96605694

00:25:12.950 --> 00:25:14.285 her child with a tracheostomy

NOTE Confidence: 0.9480799

00:25:14.585 --> 00:25:15.625 and what is clearly a

NOTE Confidence: 0.9480799

00:25:15.625 --> 00:25:17.145 home. Right? That this is

NOTE Confidence: 0.9480799

00:25:17.145 --> 00:25:18.425 what people are supposed to

NOTE Confidence: 0.9480799

00:25:18.425 --> 00:25:20.045 want and that it's achievable.
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NOTE Confidence: 0.9953872

00:25:21.785 --> 00:25:23.705 So what's inherently bad about

NOTE Confidence: 0.9953872

00:25:23.705 --> 00:25:24.765 living in the hospital?

NOTE Confidence: 0.96683747

00:25:25.385 --> 00:25:26.905 So relative to what? Again,

NOTE Confidence: 0.96683747

00:25:26.905 --> 00:25:28.365 what's the comparison here?

NOTE Confidence: 0.943346

00:25:29.120 --> 00:25:30.820 Bad versus living at home,

NOTE Confidence: 0.9770034

00:25:31.120 --> 00:25:32.320 bad versus dying in the

NOTE Confidence: 0.9770034

00:25:32.320 --> 00:25:33.540 hospital. What's the comparison?

NOTE Confidence: 0.9966577

00:25:34.320 --> 00:25:35.200 And what if living at

NOTE Confidence: 0.9966577

00:25:35.200 --> 00:25:36.560 the hospital is better than

NOTE Confidence: 0.9966577

00:25:36.560 --> 00:25:37.680 living at home for some

NOTE Confidence: 0.9966577

00:25:37.680 --> 00:25:38.180 people?

NOTE Confidence: 0.99951345

00:25:38.880 --> 00:25:40.020 And who decides

NOTE Confidence: 0.9798833

00:25:40.320 --> 00:25:42.025 if dying is the least

NOTE Confidence: 0.9798833

00:25:42.025 --> 00:25:43.705 worst outcome among the things

NOTE Confidence: 0.9798833

00:25:43.705 --> 00:25:44.845 that are available to you?

NOTE Confidence: 0.9798833
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00:25:44.905 --> 00:25:45.865 And is that dying in

NOTE Confidence: 0.9798833

00:25:45.865 --> 00:25:47.385 the hospital? Is that going

NOTE Confidence: 0.9798833

00:25:47.385 --> 00:25:48.285 home with hospice?

NOTE Confidence: 0.99736404

00:25:49.305 --> 00:25:50.744 I think that when we

NOTE Confidence: 0.99736404

00:25:50.744 --> 00:25:52.605 complain about these long hospitalizations

NOTE Confidence: 0.9900634

00:25:52.905 --> 00:25:54.345 without really getting into this

NOTE Confidence: 0.9900634

00:25:54.345 --> 00:25:56.025 we're ignoring how complicated this

NOTE Confidence: 0.9900634

00:25:56.025 --> 00:25:56.550 problem is.

NOTE Confidence: 0.98627114

00:25:57.830 --> 00:25:58.790 So when we think about

NOTE Confidence: 0.98627114

00:25:58.790 --> 00:26:00.150 what might be inherently bad

NOTE Confidence: 0.98627114

00:26:00.150 --> 00:26:01.110 or good about living in

NOTE Confidence: 0.98627114

00:26:01.110 --> 00:26:02.150 the hospital, there's a lot

NOTE Confidence: 0.98627114

00:26:02.150 --> 00:26:03.350 of different stakeholders here. I

NOTE Confidence: 0.98627114

00:26:03.350 --> 00:26:04.710 heard recently that stakeholders like

NOTE Confidence: 0.98627114

00:26:04.710 --> 00:26:05.510 a bad word that I'm

NOTE Confidence: 0.98627114

00:26:05.510 --> 00:26:06.190 not supposed to use, but
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NOTE Confidence: 0.98627114

00:26:06.190 --> 00:26:06.869 I don't know what the

NOTE Confidence: 0.98627114

00:26:06.869 --> 00:26:07.850 alternative is.

NOTE Confidence: 0.98047346

00:26:08.644 --> 00:26:09.605 So for the patient, for

NOTE Confidence: 0.98047346

00:26:09.605 --> 00:26:10.884 the family, for the hospital,

NOTE Confidence: 0.98047346

00:26:10.884 --> 00:26:11.705 for the unit,

NOTE Confidence: 0.9433273

00:26:12.164 --> 00:26:13.684 for the healthcare professionals, I

NOTE Confidence: 0.9433273

00:26:13.684 --> 00:26:14.825 think some of these hospitalizations

NOTE Confidence: 0.99940985

00:26:15.445 --> 00:26:17.365 do take a specific toll

NOTE Confidence: 0.99940985

00:26:17.365 --> 00:26:18.184 on individual

NOTE Confidence: 0.9381843

00:26:19.125 --> 00:26:21.284 providers, particularly first line healthcare

NOTE Confidence: 0.9381843

00:26:21.284 --> 00:26:23.205 providers, like bedside providers, like

NOTE Confidence: 0.9381843

00:26:23.205 --> 00:26:24.184 nurses and RTs.

NOTE Confidence: 0.9716732

00:26:25.420 --> 00:26:26.619 So what's the bad stuff

NOTE Confidence: 0.9716732

00:26:26.619 --> 00:26:27.500 about living in the hospital?

NOTE Confidence: 0.9716732

00:26:27.500 --> 00:26:28.300 I mean, this has actually

NOTE Confidence: 0.9716732

75



00:26:28.300 --> 00:26:29.340 been studied a little. People

NOTE Confidence: 0.9716732

00:26:29.340 --> 00:26:30.380 have gone and really interviewed

NOTE Confidence: 0.9716732

00:26:30.380 --> 00:26:31.420 people on, like, what's bad

NOTE Confidence: 0.9716732

00:26:31.420 --> 00:26:32.540 about living in the hospital?

NOTE Confidence: 0.9716732

00:26:32.540 --> 00:26:34.720 But you get exposed to

NOTE Confidence: 0.9716732

00:26:34.859 --> 00:26:35.359 unequivocally

NOTE Confidence: 0.853282

00:26:35.820 --> 00:26:37.840 bad things like multi resistant,

NOTE Confidence: 0.853282

00:26:37.900 --> 00:26:39.359 multi drug resistant organisms.

NOTE Confidence: 0.98771626

00:26:40.380 --> 00:26:41.475 In preparing for this, I

NOTE Confidence: 0.98771626

00:26:41.475 --> 00:26:42.515 read that, you know, medical

NOTE Confidence: 0.98771626

00:26:42.515 --> 00:26:43.955 error, there's like a dose

NOTE Confidence: 0.98771626

00:26:43.955 --> 00:26:45.555 response relationship. The longer you're

NOTE Confidence: 0.98771626

00:26:45.555 --> 00:26:46.595 in the hospital, the more

NOTE Confidence: 0.98771626

00:26:46.595 --> 00:26:47.715 errors you're going to get

NOTE Confidence: 0.98771626

00:26:47.715 --> 00:26:48.835 exposed to just by virtue

NOTE Confidence: 0.98771626

00:26:48.835 --> 00:26:49.734 of being there.
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NOTE Confidence: 0.9437554

00:26:50.275 --> 00:26:52.135 There's noise. You get like,

NOTE Confidence: 0.9437554

00:26:52.275 --> 00:26:54.115 like ICU hysteria, right? You're

NOTE Confidence: 0.9437554

00:26:54.115 --> 00:26:55.395 not exposed to normal light

NOTE Confidence: 0.9437554

00:26:55.395 --> 00:26:55.895 cycling.

NOTE Confidence: 0.9753271

00:26:57.100 --> 00:26:58.720 You don't get a normal

NOTE Confidence: 0.9753271

00:26:58.779 --> 00:27:01.500 childhood emotional experience. You don't

NOTE Confidence: 0.9753271

00:27:01.500 --> 00:27:02.940 get normal development. You can

NOTE Confidence: 0.9753271

00:27:02.940 --> 00:27:04.059 regress. You don't get to

NOTE Confidence: 0.9753271

00:27:04.059 --> 00:27:05.020 move around. You're sort of

NOTE Confidence: 0.9753271

00:27:05.020 --> 00:27:05.980 not free in the way

NOTE Confidence: 0.9753271

00:27:05.980 --> 00:27:07.100 that kids are supposed to

NOTE Confidence: 0.9753271

00:27:07.100 --> 00:27:08.880 be free. You don't interact

NOTE Confidence: 0.9753271

00:27:09.100 --> 00:27:10.315 with your peers. You don't

NOTE Confidence: 0.9753271

00:27:10.315 --> 00:27:11.435 get too attached to your

NOTE Confidence: 0.9753271

00:27:11.435 --> 00:27:12.975 family in the same way.

NOTE Confidence: 0.9823629
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00:27:14.155 --> 00:27:15.195 And there are ways that

NOTE Confidence: 0.9823629

00:27:15.195 --> 00:27:15.994 I'll talk about in a

NOTE Confidence: 0.9823629

00:27:15.994 --> 00:27:17.275 minute that the care model,

NOTE Confidence: 0.9823629

00:27:17.275 --> 00:27:18.155 if you live in the

NOTE Confidence: 0.9823629

00:27:18.155 --> 00:27:20.335 ICU, is really probably not

NOTE Confidence: 0.9823629

00:27:20.395 --> 00:27:21.915 the care model that you

NOTE Confidence: 0.9823629

00:27:21.915 --> 00:27:22.415 need.

NOTE Confidence: 0.9834797

00:27:24.410 --> 00:27:25.770 On the other hand, you're

NOTE Confidence: 0.9834797

00:27:25.770 --> 00:27:27.289 safe. Right? You have a

NOTE Confidence: 0.9834797

00:27:27.289 --> 00:27:28.490 huge pool of care providers

NOTE Confidence: 0.9834797

00:27:28.490 --> 00:27:29.549 that take care of you.

NOTE Confidence: 0.9834797

00:27:29.770 --> 00:27:31.130 Potentially, there's all this stuff

NOTE Confidence: 0.9834797

00:27:31.130 --> 00:27:32.169 that's easier for you to

NOTE Confidence: 0.9834797

00:27:32.169 --> 00:27:33.369 get there than it is

NOTE Confidence: 0.9834797

00:27:33.369 --> 00:27:34.090 for you to get when

NOTE Confidence: 0.9834797

00:27:34.090 --> 00:27:35.130 you live at the far
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NOTE Confidence: 0.9834797

00:27:35.130 --> 00:27:36.410 reaches of the Upper Peninsula,

NOTE Confidence: 0.9834797

00:27:36.410 --> 00:27:37.609 for example. But even in

NOTE Confidence: 0.9834797

00:27:37.609 --> 00:27:38.490 a big city, if your

NOTE Confidence: 0.9834797

00:27:38.490 --> 00:27:39.494 parents don't have a car,

NOTE Confidence: 0.9660354

00:27:41.415 --> 00:27:43.175 You know, OT, PT, speech,

NOTE Confidence: 0.9660354

00:27:43.175 --> 00:27:44.455 all of these things are

NOTE Confidence: 0.9660354

00:27:44.455 --> 00:27:45.434 there for you.

NOTE Confidence: 0.99480397

00:27:45.734 --> 00:27:46.615 You have access to all

NOTE Confidence: 0.99480397

00:27:46.615 --> 00:27:47.655 your specialists that can come

NOTE Confidence: 0.99480397

00:27:47.655 --> 00:27:48.375 when you need them. You

NOTE Confidence: 0.99480397

00:27:48.375 --> 00:27:49.175 can get all your labs.

NOTE Confidence: 0.99480397

00:27:49.175 --> 00:27:49.895 You can get all your

NOTE Confidence: 0.99480397

00:27:49.895 --> 00:27:51.035 tests. I would argue

NOTE Confidence: 0.9935948

00:27:51.494 --> 00:27:53.255 that there are some good

NOTE Confidence: 0.9935948

00:27:53.255 --> 00:27:54.455 things for you about living

NOTE Confidence: 0.9935948
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00:27:54.455 --> 00:27:55.195 in the hospital.

NOTE Confidence: 0.95715165

00:27:56.270 --> 00:27:57.230 So what about for parents,

NOTE Confidence: 0.95715165

00:27:57.230 --> 00:27:57.869 right? I think there are

NOTE Confidence: 0.95715165

00:27:57.869 --> 00:27:58.909 some really bad things for

NOTE Confidence: 0.95715165

00:27:58.909 --> 00:28:00.030 parents about having their kid

NOTE Confidence: 0.95715165

00:28:00.030 --> 00:28:01.630 live in the hospital. They're

NOTE Confidence: 0.95715165

00:28:01.630 --> 00:28:03.150 separated. People are really starting

NOTE Confidence: 0.95715165

00:28:03.150 --> 00:28:04.690 to get things like the

NOTE Confidence: 0.95715165

00:28:04.830 --> 00:28:06.669 indirect cost of having a

NOTE Confidence: 0.95715165

00:28:06.669 --> 00:28:08.109 hospitalized child, both in terms

NOTE Confidence: 0.95715165

00:28:08.109 --> 00:28:09.309 of things like that the

NOTE Confidence: 0.95715165

00:28:09.309 --> 00:28:10.909 insurance doesn't cover, but also

NOTE Confidence: 0.95715165

00:28:10.909 --> 00:28:12.615 things like parking, right, or

NOTE Confidence: 0.95715165

00:28:12.615 --> 00:28:13.734 like eating at the expensive

NOTE Confidence: 0.95715165

00:28:13.734 --> 00:28:14.234 cafeteria.

NOTE Confidence: 0.99058765

00:28:15.975 --> 00:28:16.775 What it does to your
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NOTE Confidence: 0.99058765

00:28:16.775 --> 00:28:18.295 other kids, the stressors on

NOTE Confidence: 0.99058765

00:28:18.295 --> 00:28:18.795 you,

NOTE Confidence: 0.9428383

00:28:19.175 --> 00:28:20.695 the last, the loss of

NOTE Confidence: 0.9428383

00:28:20.695 --> 00:28:22.155 a normal kind of natural

NOTE Confidence: 0.9663483

00:28:22.455 --> 00:28:24.935 parenting experience, the fishbowl effect,

NOTE Confidence: 0.9663483

00:28:24.935 --> 00:28:26.234 people are looking at you

NOTE Confidence: 0.95322704

00:28:26.659 --> 00:28:27.940 all the time. And you

NOTE Confidence: 0.95322704

00:28:27.940 --> 00:28:28.740 kind of can't talk about

NOTE Confidence: 0.95322704

00:28:28.740 --> 00:28:29.859 this without talking about this

NOTE Confidence: 0.95322704

00:28:29.859 --> 00:28:30.359 really

NOTE Confidence: 0.9384448

00:28:30.980 --> 00:28:32.820 poignant essay that my friend

NOTE Confidence: 0.9384448

00:28:32.820 --> 00:28:34.100 and colleague Annie Jeanvier wrote.

NOTE Confidence: 0.9384448

00:28:34.100 --> 00:28:35.380 She's a neonatal ethicist who

NOTE Confidence: 0.9384448

00:28:35.380 --> 00:28:36.519 had a twenty five weeker.

NOTE Confidence: 0.9950596

00:28:36.820 --> 00:28:38.340 And she talks about this

NOTE Confidence: 0.9950596
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00:28:38.340 --> 00:28:39.539 pressure she felt to go

NOTE Confidence: 0.9950596

00:28:39.539 --> 00:28:40.659 visit on days that she

NOTE Confidence: 0.9950596

00:28:40.659 --> 00:28:41.925 didn't want to go because

NOTE Confidence: 0.9950596

00:28:41.925 --> 00:28:42.885 she felt like she had

NOTE Confidence: 0.9950596

00:28:42.885 --> 00:28:43.605 to go show that she

NOTE Confidence: 0.9950596

00:28:43.605 --> 00:28:44.505 was a good parent.

NOTE Confidence: 0.9909383

00:28:46.725 --> 00:28:47.225 But

NOTE Confidence: 0.98679495

00:28:47.845 --> 00:28:49.845 we see hospitalization for some

NOTE Confidence: 0.98679495

00:28:49.845 --> 00:28:51.045 of our families be their

NOTE Confidence: 0.98679495

00:28:51.045 --> 00:28:53.045 route to housing security and

NOTE Confidence: 0.98679495

00:28:53.045 --> 00:28:53.545 food

NOTE Confidence: 0.98777133

00:28:54.019 --> 00:28:55.539 and help and respite care

NOTE Confidence: 0.98777133

00:28:55.539 --> 00:28:56.659 and community. You know, we

NOTE Confidence: 0.98777133

00:28:56.659 --> 00:28:57.799 see people who find

NOTE Confidence: 0.9695483

00:28:58.179 --> 00:29:00.100 lifelong friends who understand their

NOTE Confidence: 0.9695483

00:29:00.100 --> 00:29:01.620 challenges living at the Ronald
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NOTE Confidence: 0.9695483

00:29:01.620 --> 00:29:03.460 McDonald House. Right? It's not

NOTE Confidence: 0.9695483

00:29:03.460 --> 00:29:04.200 all bad.

NOTE Confidence: 0.9956352

00:29:05.620 --> 00:29:07.000 And when they go home,

NOTE Confidence: 0.9879468

00:29:07.505 --> 00:29:08.545 the supports that are supposed

NOTE Confidence: 0.9879468

00:29:08.545 --> 00:29:09.765 to be there aren't there.

NOTE Confidence: 0.96805996

00:29:10.065 --> 00:29:11.265 Right? And there are studies

NOTE Confidence: 0.96805996

00:29:11.265 --> 00:29:11.985 that show that all these

NOTE Confidence: 0.96805996

00:29:11.985 --> 00:29:12.865 people from your church and

NOTE Confidence: 0.96805996

00:29:12.865 --> 00:29:13.905 your community that say they're

NOTE Confidence: 0.96805996

00:29:13.905 --> 00:29:14.785 gonna be with you, all

NOTE Confidence: 0.96805996

00:29:14.785 --> 00:29:15.585 of that's gone in a

NOTE Confidence: 0.96805996

00:29:15.585 --> 00:29:17.185 year. And the home nursing

NOTE Confidence: 0.96805996

00:29:17.185 --> 00:29:17.985 you were supposed to get

NOTE Confidence: 0.96805996

00:29:17.985 --> 00:29:19.345 doesn't come. So you go

NOTE Confidence: 0.96805996

00:29:19.345 --> 00:29:20.485 home and you're alone.

NOTE Confidence: 0.9509002
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00:29:21.730 --> 00:29:23.169 Now for the hospital, there's

NOTE Confidence: 0.9509002

00:29:23.169 --> 00:29:24.289 lots of downsides to this,

NOTE Confidence: 0.9509002

00:29:24.289 --> 00:29:25.330 right? We're full all the

NOTE Confidence: 0.9509002

00:29:25.330 --> 00:29:25.830 time.

NOTE Confidence: 0.9636656

00:29:26.210 --> 00:29:27.490 There's a resource strain. And

NOTE Confidence: 0.9636656

00:29:27.490 --> 00:29:28.210 I have a friend who

NOTE Confidence: 0.9636656

00:29:28.210 --> 00:29:29.169 talks about this in terms

NOTE Confidence: 0.9636656

00:29:29.169 --> 00:29:30.390 of time, money and feelings.

NOTE Confidence: 0.9636656

00:29:30.690 --> 00:29:31.730 Right? And you put a

NOTE Confidence: 0.9636656

00:29:31.730 --> 00:29:33.615 lot into these patients. There's

NOTE Confidence: 0.9636656

00:29:33.615 --> 00:29:35.135 this tacit triage that you're

NOTE Confidence: 0.9636656

00:29:35.135 --> 00:29:35.935 doing all the time because

NOTE Confidence: 0.9636656

00:29:35.935 --> 00:29:37.135 you have the chronic patient

NOTE Confidence: 0.9636656

00:29:37.135 --> 00:29:38.175 and you get paired with,

NOTE Confidence: 0.9636656

00:29:38.175 --> 00:29:39.055 like you're the nurse, you

NOTE Confidence: 0.9636656

00:29:39.055 --> 00:29:40.095 get paired with the sickest
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NOTE Confidence: 0.9636656

00:29:40.095 --> 00:29:41.535 patient in the ICU, and

NOTE Confidence: 0.9636656

00:29:41.535 --> 00:29:42.895 you're constantly trying to decide

NOTE Confidence: 0.9636656

00:29:42.895 --> 00:29:44.015 where you put your energy

NOTE Confidence: 0.9636656

00:29:44.015 --> 00:29:45.315 and that burns you out

NOTE Confidence: 0.9636656

00:29:45.375 --> 00:29:47.135 and burned out nurses leave

NOTE Confidence: 0.9636656

00:29:47.135 --> 00:29:47.795 the profession.

NOTE Confidence: 0.77834123

00:29:48.670 --> 00:29:49.170 Right?

NOTE Confidence: 0.99346787

00:29:50.190 --> 00:29:51.470 And it's a care model

NOTE Confidence: 0.99346787

00:29:51.470 --> 00:29:52.750 mismatch. This is not what

NOTE Confidence: 0.99346787

00:29:52.750 --> 00:29:54.270 acute care children's hospitals are

NOTE Confidence: 0.99346787

00:29:54.270 --> 00:29:55.250 built to do.

NOTE Confidence: 0.96553886

00:29:56.910 --> 00:29:57.870 You kind of have to

NOTE Confidence: 0.96553886

00:29:57.870 --> 00:30:00.030 really hunt for good sides

NOTE Confidence: 0.96553886

00:30:00.030 --> 00:30:01.070 of this for the hospital,

NOTE Confidence: 0.96553886

00:30:01.070 --> 00:30:02.414 right? Maybe there's some joy,

NOTE Confidence: 0.96553886
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00:30:02.414 --> 00:30:04.195 maybe there's some emotional reward.

NOTE Confidence: 0.9800835

00:30:04.654 --> 00:30:06.414 These hospitalizations are generally kind

NOTE Confidence: 0.9800835

00:30:06.414 --> 00:30:07.534 of money losers. But some

NOTE Confidence: 0.9800835

00:30:07.534 --> 00:30:08.335 of these patients in the

NOTE Confidence: 0.9800835

00:30:08.335 --> 00:30:09.135 long run, they have lots

NOTE Confidence: 0.9800835

00:30:09.135 --> 00:30:10.674 of surgeries, surgeries make money,

NOTE Confidence: 0.833852

00:30:10.975 --> 00:30:12.495 to save lives. They're scandalous

NOTE Confidence: 0.833852

00:30:12.495 --> 00:30:13.615 sometimes and like sometimes it's

NOTE Confidence: 0.833852

00:30:13.615 --> 00:30:14.175 good, right? I don't want

NOTE Confidence: 0.833852

00:30:14.175 --> 00:30:15.075 to blow it off.

NOTE Confidence: 0.9770763

00:30:15.409 --> 00:30:17.090 All right. So there's a

NOTE Confidence: 0.9770763

00:30:17.090 --> 00:30:18.690 population of children who live

NOTE Confidence: 0.9770763

00:30:18.690 --> 00:30:19.970 in the hospital competing for

NOTE Confidence: 0.9770763

00:30:19.970 --> 00:30:21.330 acute care beds and attention

NOTE Confidence: 0.9770763

00:30:21.330 --> 00:30:22.690 with no good alternatives. I

NOTE Confidence: 0.9770763

00:30:22.690 --> 00:30:23.429 think everybody
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NOTE Confidence: 0.9648412

00:30:24.289 --> 00:30:25.250 sold on that. But so

NOTE Confidence: 0.9648412

00:30:25.250 --> 00:30:25.909 now what?

NOTE Confidence: 0.9574713

00:30:26.769 --> 00:30:27.649 So what are the long

NOTE Confidence: 0.9574713

00:30:27.649 --> 00:30:29.795 term fixes? Right? So there's

NOTE Confidence: 0.9574713

00:30:29.795 --> 00:30:31.175 the really distant

NOTE Confidence: 0.98180556

00:30:31.555 --> 00:30:33.075 Mount Everest kind of hard

NOTE Confidence: 0.98180556

00:30:33.075 --> 00:30:33.575 stuff,

NOTE Confidence: 0.9995067

00:30:33.875 --> 00:30:35.975 which is getting the resources

NOTE Confidence: 0.9995067

00:30:36.035 --> 00:30:37.075 that these children need to

NOTE Confidence: 0.9995067

00:30:37.075 --> 00:30:37.955 put them in a better

NOTE Confidence: 0.9995067

00:30:37.955 --> 00:30:39.095 environment for them.

NOTE Confidence: 0.96716845

00:30:40.595 --> 00:30:42.675 So like long term extended

NOTE Confidence: 0.96716845

00:30:42.675 --> 00:30:44.159 care, like adults have something

NOTE Confidence: 0.96716845

00:30:44.159 --> 00:30:45.200 called an LTAC, like a

NOTE Confidence: 0.96716845

00:30:45.200 --> 00:30:47.120 long term acute care center.

NOTE Confidence: 0.96716845
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00:30:47.120 --> 00:30:47.919 Like, we don't really have

NOTE Confidence: 0.96716845

00:30:47.919 --> 00:30:48.879 those for kids in most

NOTE Confidence: 0.96716845

00:30:48.879 --> 00:30:49.379 states.

NOTE Confidence: 0.96261513

00:30:50.240 --> 00:30:51.360 Respite care, like, in the

NOTE Confidence: 0.96261513

00:30:51.360 --> 00:30:52.960 UK, at least, I think

NOTE Confidence: 0.96261513

00:30:52.960 --> 00:30:53.919 there used to be, like,

NOTE Confidence: 0.96261513

00:30:53.919 --> 00:30:54.879 if you took care of

NOTE Confidence: 0.96261513

00:30:54.879 --> 00:30:55.600 a child like this at

NOTE Confidence: 0.96261513

00:30:55.600 --> 00:30:56.480 home, you could take them

NOTE Confidence: 0.96261513

00:30:56.480 --> 00:30:57.519 somewhere to take get a

NOTE Confidence: 0.96261513

00:30:57.519 --> 00:30:58.019 break

NOTE Confidence: 0.99749666

00:30:58.559 --> 00:30:59.415 from doing this.

NOTE Confidence: 0.98782563

00:31:00.215 --> 00:31:01.015 And, you know, a lot

NOTE Confidence: 0.98782563

00:31:01.015 --> 00:31:02.615 of the chronic critical illness

NOTE Confidence: 0.98782563

00:31:02.615 --> 00:31:04.695 literature talks about better complex

NOTE Confidence: 0.98782563

00:31:04.695 --> 00:31:06.055 primary care and medical home
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NOTE Confidence: 0.98782563

00:31:06.055 --> 00:31:07.495 models so that the world

NOTE Confidence: 0.98782563

00:31:07.495 --> 00:31:09.015 is better for kids like

NOTE Confidence: 0.98782563

00:31:09.015 --> 00:31:09.515 this.

NOTE Confidence: 0.9623374

00:31:10.855 --> 00:31:11.735 So if you think about

NOTE Confidence: 0.9623374

00:31:11.735 --> 00:31:13.095 case one, though, right, that

NOTE Confidence: 0.9623374

00:31:13.095 --> 00:31:13.975 that first case that I

NOTE Confidence: 0.9623374

00:31:13.975 --> 00:31:14.695 told you about about the

NOTE Confidence: 0.9623374

00:31:14.695 --> 00:31:15.870 child who just like codes

NOTE Confidence: 0.9623374

00:31:15.870 --> 00:31:16.770 all the time.

NOTE Confidence: 0.9635123

00:31:18.110 --> 00:31:19.150 So here's the model I

NOTE Confidence: 0.9635123

00:31:19.150 --> 00:31:20.270 showed you. Right? And I

NOTE Confidence: 0.9635123

00:31:20.270 --> 00:31:21.710 think, though, there's a subset

NOTE Confidence: 0.9635123

00:31:21.710 --> 00:31:23.230 of this chronic critical illness

NOTE Confidence: 0.9635123

00:31:23.230 --> 00:31:24.610 with people who really are,

NOTE Confidence: 0.9635123

00:31:24.750 --> 00:31:26.690 like, constantly unstable.

NOTE Confidence: 0.9871615
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00:31:27.664 --> 00:31:28.465 And there's a set of

NOTE Confidence: 0.9871615

00:31:28.465 --> 00:31:29.585 patients who really do live

NOTE Confidence: 0.9871615

00:31:29.585 --> 00:31:31.105 in this liminal space where

NOTE Confidence: 0.9871615

00:31:31.105 --> 00:31:32.705 they're too sick or unstable

NOTE Confidence: 0.9871615

00:31:32.705 --> 00:31:33.664 to go home, but they're

NOTE Confidence: 0.9871615

00:31:33.664 --> 00:31:34.485 not dying.

NOTE Confidence: 0.97603315

00:31:35.345 --> 00:31:36.304 They're too chronic for an

NOTE Confidence: 0.97603315

00:31:36.304 --> 00:31:37.505 acute care hospital. And this

NOTE Confidence: 0.97603315

00:31:37.505 --> 00:31:38.304 is where we've talked in

NOTE Confidence: 0.97603315

00:31:38.304 --> 00:31:39.184 our group about this need

NOTE Confidence: 0.97603315

00:31:39.184 --> 00:31:40.290 for, like, the baby LTCH

NOTE Confidence: 0.97603315

00:31:40.450 --> 00:31:41.830 that nobody really has,

NOTE Confidence: 0.9860112

00:31:42.770 --> 00:31:43.730 that can take care of

NOTE Confidence: 0.9860112

00:31:43.730 --> 00:31:44.770 a child like this in

NOTE Confidence: 0.9860112

00:31:44.770 --> 00:31:45.910 an appropriate setting,

NOTE Confidence: 0.9821959

00:31:46.450 --> 00:31:47.890 with better mechanisms to support
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NOTE Confidence: 0.9821959

00:31:47.890 --> 00:31:49.090 continuity, and I'll talk more

NOTE Confidence: 0.9821959

00:31:49.090 --> 00:31:50.130 about that in a minute,

NOTE Confidence: 0.9821959

00:31:50.130 --> 00:31:51.410 that aren't in competition for

NOTE Confidence: 0.9821959

00:31:51.410 --> 00:31:52.755 acute care beds. And I

NOTE Confidence: 0.9821959

00:31:52.755 --> 00:31:53.655 put an asterisk

NOTE Confidence: 0.9633502

00:31:54.275 --> 00:31:55.475 beside this because kids like

NOTE Confidence: 0.9633502

00:31:55.475 --> 00:31:57.555 this truthfully do tend to

NOTE Confidence: 0.9633502

00:31:57.555 --> 00:31:58.995 toggle back and forth between

NOTE Confidence: 0.9633502

00:31:58.995 --> 00:32:00.515 institutions. It's not really true

NOTE Confidence: 0.9633502

00:32:00.515 --> 00:32:01.635 that they just stay there.

NOTE Confidence: 0.9633502

00:32:01.635 --> 00:32:03.175 But I think there,

NOTE Confidence: 0.99814665

00:32:03.635 --> 00:32:05.415 you could build a place

NOTE Confidence: 0.92503625

00:32:05.929 --> 00:32:07.049 for like someone like the

NOTE Confidence: 0.92503625

00:32:07.049 --> 00:32:08.570 patient, the patient in case

NOTE Confidence: 0.92503625

00:32:08.570 --> 00:32:09.070 one.

NOTE Confidence: 0.9695594
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00:32:10.169 --> 00:32:11.530 And maybe sometimes we really

NOTE Confidence: 0.9695594

00:32:11.530 --> 00:32:12.570 do kick the can down

NOTE Confidence: 0.9695594

00:32:12.570 --> 00:32:13.530 the road and just fail

NOTE Confidence: 0.9695594

00:32:13.530 --> 00:32:14.570 to put together a coherent

NOTE Confidence: 0.9695594

00:32:14.570 --> 00:32:15.450 long term plan. We don't

NOTE Confidence: 0.9695594

00:32:15.450 --> 00:32:16.570 do that on purpose. This

NOTE Confidence: 0.9695594

00:32:16.570 --> 00:32:17.710 is not a bad intentions

NOTE Confidence: 0.9695594

00:32:17.770 --> 00:32:19.210 thing. Usually in ethics, I

NOTE Confidence: 0.9695594

00:32:19.210 --> 00:32:20.715 mean, like intentions are good.

NOTE Confidence: 0.99517816

00:32:21.434 --> 00:32:22.715 But it's just the wrong

NOTE Confidence: 0.99517816

00:32:22.715 --> 00:32:23.455 care model.

NOTE Confidence: 0.972526

00:32:24.395 --> 00:32:25.515 And so Erica, one of

NOTE Confidence: 0.972526

00:32:25.515 --> 00:32:26.635 my partners in this, Erica

NOTE Confidence: 0.972526

00:32:26.635 --> 00:32:28.075 Andrus, talks about there's more

NOTE Confidence: 0.972526

00:32:28.075 --> 00:32:29.534 than one kind of continuity

NOTE Confidence: 0.972526

00:32:29.674 --> 00:32:30.815 problem that we have.
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NOTE Confidence: 0.99437726

00:32:31.835 --> 00:32:33.755 It's informational continuity. How do

NOTE Confidence: 0.99437726

00:32:33.755 --> 00:32:35.135 we hand off relationship

NOTE Confidence: 0.66222656

00:32:36.570 --> 00:32:37.070 information?

NOTE Confidence: 0.9846516

00:32:38.090 --> 00:32:39.290 Shift to shift, week to

NOTE Confidence: 0.9846516

00:32:39.290 --> 00:32:40.330 week, month to month. How

NOTE Confidence: 0.9846516

00:32:40.330 --> 00:32:41.549 do we get that information

NOTE Confidence: 0.9846516

00:32:41.690 --> 00:32:42.730 into the right brains in

NOTE Confidence: 0.9846516

00:32:42.730 --> 00:32:43.549 the right way?

NOTE Confidence: 0.97498596

00:32:44.170 --> 00:32:45.130 How do we hand off

NOTE Confidence: 0.97498596

00:32:45.130 --> 00:32:46.970 plans, that management continuity? How

NOTE Confidence: 0.97498596

00:32:46.970 --> 00:32:47.770 do we agree on how

NOTE Confidence: 0.97498596

00:32:47.770 --> 00:32:48.410 we're going to take care

NOTE Confidence: 0.97498596

00:32:48.410 --> 00:32:49.150 of this patient?

NOTE Confidence: 0.98765755

00:32:49.545 --> 00:32:50.825 Relational continuity. How do you

NOTE Confidence: 0.98765755

00:32:50.825 --> 00:32:52.185 give these patients that sort

NOTE Confidence: 0.98765755
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00:32:52.185 --> 00:32:53.245 of long term

NOTE Confidence: 0.9623565

00:32:53.785 --> 00:32:55.465 care relationship that they need?

NOTE Confidence: 0.9623565

00:32:55.465 --> 00:32:56.345 And this figure, I don't

NOTE Confidence: 0.9623565

00:32:56.345 --> 00:32:57.145 expect you to read it

NOTE Confidence: 0.9623565

00:32:57.145 --> 00:32:58.265 all, but this this is

NOTE Confidence: 0.9623565

00:32:58.265 --> 00:33:00.265 a really complicated patient to

NOTE Confidence: 0.9623565

00:33:00.265 --> 00:33:01.145 take care of in a

NOTE Confidence: 0.9623565

00:33:01.145 --> 00:33:03.005 setting where, like, most ICUs,

NOTE Confidence: 0.9623565

00:33:03.065 --> 00:33:04.505 the attending changes every week.

NOTE Confidence: 0.9623565

00:33:04.505 --> 00:33:05.309 And for the record, like

NOTE Confidence: 0.9623565

00:33:05.309 --> 00:33:06.429 as the division director, I

NOTE Confidence: 0.9623565

00:33:06.429 --> 00:33:07.230 don't think that we should

NOTE Confidence: 0.9623565

00:33:07.230 --> 00:33:07.950 be on service for a

NOTE Confidence: 0.9623565

00:33:07.950 --> 00:33:09.090 month, but,

NOTE Confidence: 0.9982799

00:33:09.470 --> 00:33:10.929 but it doesn't really work.

NOTE Confidence: 0.9853478

00:33:11.789 --> 00:33:12.909 And I do think that
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NOTE Confidence: 0.9853478

00:33:12.909 --> 00:33:14.270 there are some shorter term

NOTE Confidence: 0.9853478

00:33:14.270 --> 00:33:15.549 fixes or we could at

NOTE Confidence: 0.9853478

00:33:15.549 --> 00:33:16.049 least

NOTE Confidence: 0.97563124

00:33:16.429 --> 00:33:18.270 try. And, and I do

NOTE Confidence: 0.97563124

00:33:18.270 --> 00:33:19.470 think this is a little

NOTE Confidence: 0.97563124

00:33:19.470 --> 00:33:20.595 bit still the case of

NOTE Confidence: 0.97563124

00:33:20.595 --> 00:33:21.795 the nothing we've tried isn't

NOTE Confidence: 0.97563124

00:33:21.795 --> 00:33:23.395 working and we're spending a

NOTE Confidence: 0.97563124

00:33:23.395 --> 00:33:24.995 lot of time admiring this

NOTE Confidence: 0.97563124

00:33:24.995 --> 00:33:25.495 problem.

NOTE Confidence: 0.9730152

00:33:26.755 --> 00:33:28.435 These are not low hanging

NOTE Confidence: 0.9730152

00:33:28.435 --> 00:33:29.555 fruit though. This this is

NOTE Confidence: 0.9730152

00:33:29.555 --> 00:33:30.055 still

NOTE Confidence: 0.97884583

00:33:30.515 --> 00:33:32.195 hard, gnarly stuff to get

NOTE Confidence: 0.97884583

00:33:32.195 --> 00:33:34.055 at. But thinking about

NOTE Confidence: 0.97653854

95



00:33:34.540 --> 00:33:35.500 what is the way you

NOTE Confidence: 0.97653854

00:33:35.500 --> 00:33:37.200 get a complex care coordination?

NOTE Confidence: 0.99862987

00:33:37.580 --> 00:33:38.700 How do we communicate about

NOTE Confidence: 0.99862987

00:33:38.700 --> 00:33:39.360 these patients?

NOTE Confidence: 0.9829321

00:33:39.980 --> 00:33:40.780 I don't even think we're

NOTE Confidence: 0.9829321

00:33:40.780 --> 00:33:41.980 just talking about implicit bias

NOTE Confidence: 0.9829321

00:33:41.980 --> 00:33:43.100 here. I think there's explicit

NOTE Confidence: 0.9829321

00:33:43.100 --> 00:33:43.740 bias here. I mean, I

NOTE Confidence: 0.9829321

00:33:43.740 --> 00:33:44.940 think there's biases we know

NOTE Confidence: 0.9829321

00:33:44.940 --> 00:33:45.660 we have in the way

NOTE Confidence: 0.9829321

00:33:45.660 --> 00:33:46.380 we take care of these

NOTE Confidence: 0.9829321

00:33:46.380 --> 00:33:46.880 patients.

NOTE Confidence: 0.9913971

00:33:47.325 --> 00:33:48.765 And decision support is a

NOTE Confidence: 0.9913971

00:33:48.765 --> 00:33:49.565 thing that we know a

NOTE Confidence: 0.9913971

00:33:49.565 --> 00:33:50.845 lot about abstractly that we

NOTE Confidence: 0.9913971

00:33:50.845 --> 00:33:52.465 have not brought very effectively
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NOTE Confidence: 0.9913971

00:33:52.605 --> 00:33:54.625 into actual hospitals to do

NOTE Confidence: 0.9808894

00:33:55.645 --> 00:33:57.005 it. And people are starting

NOTE Confidence: 0.9808894

00:33:57.005 --> 00:33:57.804 to write about this, both

NOTE Confidence: 0.9808894

00:33:57.804 --> 00:33:58.765 in the adult world and

NOTE Confidence: 0.9808894

00:33:58.765 --> 00:34:00.630 in the pediatric world, about

NOTE Confidence: 0.9808894

00:34:00.790 --> 00:34:02.310 how do you do better

NOTE Confidence: 0.9808894

00:34:02.310 --> 00:34:03.270 when these kids come into

NOTE Confidence: 0.9808894

00:34:03.270 --> 00:34:04.870 the hospital and provide the

NOTE Confidence: 0.9808894

00:34:04.870 --> 00:34:05.910 kind of interventions that they

NOTE Confidence: 0.9808894

00:34:05.910 --> 00:34:06.410 need.

NOTE Confidence: 0.9964413

00:34:09.110 --> 00:34:10.870 We could think about being

NOTE Confidence: 0.9964413

00:34:10.870 --> 00:34:11.690 more consistent

NOTE Confidence: 0.97558004

00:34:12.310 --> 00:34:13.190 in the way that we

NOTE Confidence: 0.97558004

00:34:13.190 --> 00:34:14.694 apply care for these patients,

NOTE Confidence: 0.97558004

00:34:14.694 --> 00:34:16.315 both to reduce that maddening

NOTE Confidence: 0.97558004
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00:34:16.375 --> 00:34:17.895 odyssey of nobody agrees on

NOTE Confidence: 0.97558004

00:34:17.895 --> 00:34:18.454 whether or not we should

NOTE Confidence: 0.97558004

00:34:18.454 --> 00:34:19.175 do the trach. We talked

NOTE Confidence: 0.97558004

00:34:19.175 --> 00:34:20.395 about this at lunch, too.

NOTE Confidence: 0.9788255

00:34:21.494 --> 00:34:22.775 And potentially to make that

NOTE Confidence: 0.9788255

00:34:22.775 --> 00:34:24.954 hospitalization more efficient and potentially

NOTE Confidence: 0.9788255

00:34:25.015 --> 00:34:26.375 shorter. Right? So I just

NOTE Confidence: 0.9788255

00:34:26.375 --> 00:34:27.175 picked here, I tried to

NOTE Confidence: 0.9788255

00:34:27.175 --> 00:34:28.055 say, does anyone know when

NOTE Confidence: 0.9788255

00:34:28.055 --> 00:34:29.500 you should do a tracheostomy

NOTE Confidence: 0.9788255

00:34:29.500 --> 00:34:31.775 for a premature baby with

NOTE Confidence: 0.9788255

00:34:31.775 --> 00:34:34.050 bronchopulmonary dysplasia? And the answer

NOTE Confidence: 0.9788255

00:34:34.050 --> 00:34:35.415 is no. Right?

NOTE Confidence: 0.981965

00:34:35.870 --> 00:34:38.145 People have attempted to kind

NOTE Confidence: 0.981965

00:34:38.145 --> 00:34:40.420 of get at this in

NOTE Confidence: 0.981965

00:34:40.420 --> 00:34:40.875 other
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NOTE Confidence: 0.9994128

00:34:41.275 --> 00:34:41.775 similarly

NOTE Confidence: 0.9965568

00:34:42.235 --> 00:34:43.295 messy spaces.

NOTE Confidence: 0.97677314

00:34:43.915 --> 00:34:45.114 So this is the multi

NOTE Confidence: 0.97677314

00:34:45.114 --> 00:34:46.635 organization statement that looked at

NOTE Confidence: 0.97677314

00:34:46.635 --> 00:34:47.915 how you resolve kind of

NOTE Confidence: 0.97677314

00:34:47.915 --> 00:34:49.695 intractable disputes about,

NOTE Confidence: 0.94944185

00:34:51.515 --> 00:34:53.289 potentially non beneficial treatment, right,

NOTE Confidence: 0.94944185

00:34:53.289 --> 00:34:54.329 which is not these patients.

NOTE Confidence: 0.94944185

00:34:54.329 --> 00:34:55.549 But the idea is

NOTE Confidence: 0.9722743

00:34:55.930 --> 00:34:57.069 even the stickiest

NOTE Confidence: 0.9995303

00:34:57.369 --> 00:34:57.869 problems

NOTE Confidence: 0.9978826

00:34:58.410 --> 00:35:00.190 do lend themselves to

NOTE Confidence: 0.9186083

00:35:00.569 --> 00:35:01.069 guidelines.

NOTE Confidence: 0.99321795

00:35:01.529 --> 00:35:02.890 Right? And we could probably

NOTE Confidence: 0.99321795

00:35:02.890 --> 00:35:04.269 do better to do that.

NOTE Confidence: 0.9901444
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00:35:06.755 --> 00:35:08.355 Where I'm less sure that

NOTE Confidence: 0.9901444

00:35:08.355 --> 00:35:09.715 we're at all ready to

NOTE Confidence: 0.9901444

00:35:09.715 --> 00:35:10.215 go

NOTE Confidence: 0.8259519

00:35:10.595 --> 00:35:11.415 is like,

NOTE Confidence: 0.950044

00:35:12.035 --> 00:35:12.755 could we at the front

NOTE Confidence: 0.950044

00:35:12.755 --> 00:35:13.655 end say no?

NOTE Confidence: 0.9302931

00:35:14.035 --> 00:35:14.535 Right?

NOTE Confidence: 0.94747823

00:35:15.075 --> 00:35:16.195 This is a sort of

NOTE Confidence: 0.94747823

00:35:16.195 --> 00:35:17.555 tweaked version of that that

NOTE Confidence: 0.94747823

00:35:17.555 --> 00:35:18.595 figure I showed you earlier

NOTE Confidence: 0.94747823

00:35:18.595 --> 00:35:19.475 about, like, who eats the

NOTE Confidence: 0.94747823

00:35:19.475 --> 00:35:19.975 pie?

NOTE Confidence: 0.8682057

00:35:22.010 --> 00:35:22.969 Other than in a true

NOTE Confidence: 0.8682057

00:35:22.969 --> 00:35:24.250 public health crisis, and we

NOTE Confidence: 0.8682057

00:35:24.250 --> 00:35:25.050 know we've just had one,

NOTE Confidence: 0.8682057

00:35:25.050 --> 00:35:26.010 we got we did do
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NOTE Confidence: 0.8682057

00:35:26.010 --> 00:35:26.510 this,

NOTE Confidence: 0.9202493

00:35:27.530 --> 00:35:28.650 to say, like, you deserve

NOTE Confidence: 0.9202493

00:35:28.650 --> 00:35:30.109 the bad and you don't.

NOTE Confidence: 0.92609346

00:35:32.489 --> 00:35:33.609 I don't think we're ready

NOTE Confidence: 0.92609346

00:35:33.609 --> 00:35:34.330 to do that for this

NOTE Confidence: 0.92609346

00:35:34.330 --> 00:35:35.530 population when we haven't showed

NOTE Confidence: 0.92609346

00:35:35.530 --> 00:35:36.250 that we're ready to do

NOTE Confidence: 0.92609346

00:35:36.250 --> 00:35:37.984 that for any other population,

NOTE Confidence: 0.9940902

00:35:39.565 --> 00:35:40.924 when we don't have anywhere

NOTE Confidence: 0.9940902

00:35:40.924 --> 00:35:42.285 else for this patient to

NOTE Confidence: 0.9940902

00:35:42.285 --> 00:35:43.164 go. So what we'd really

NOTE Confidence: 0.9940902

00:35:43.164 --> 00:35:44.065 be saying is

NOTE Confidence: 0.9617387

00:35:44.765 --> 00:35:46.204 our algorithm predicts that you're

NOTE Confidence: 0.9617387

00:35:46.204 --> 00:35:47.085 still gonna be here in

NOTE Confidence: 0.9617387

00:35:47.085 --> 00:35:48.045 two years, so you don't

NOTE Confidence: 0.9617387
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00:35:48.045 --> 00:35:49.790 get to live. And I

NOTE Confidence: 0.9617387

00:35:49.790 --> 00:35:51.469 don't think that that that's

NOTE Confidence: 0.9617387

00:35:51.469 --> 00:35:52.370 where we are.

NOTE Confidence: 0.9514407

00:35:52.910 --> 00:35:53.730 And similarly,

NOTE Confidence: 0.99252856

00:35:55.550 --> 00:35:56.350 I don't think that we

NOTE Confidence: 0.99252856

00:35:56.350 --> 00:35:57.630 have the collective will to

NOTE Confidence: 0.99252856

00:35:57.630 --> 00:35:58.590 cut people off from their

NOTE Confidence: 0.99252856

00:35:58.590 --> 00:35:59.730 health care in a coherent,

NOTE Confidence: 0.99252856

00:35:59.790 --> 00:36:02.030 transparent, and systematically applied way,

NOTE Confidence: 0.99252856

00:36:02.030 --> 00:36:02.989 which isn't to say that

NOTE Confidence: 0.99252856

00:36:02.989 --> 00:36:04.515 I don't think people die

NOTE Confidence: 0.99252856

00:36:04.515 --> 00:36:05.714 because the health care system

NOTE Confidence: 0.99252856

00:36:05.714 --> 00:36:06.434 won't pay for them. I

NOTE Confidence: 0.99252856

00:36:06.434 --> 00:36:07.234 think that happens all the

NOTE Confidence: 0.99252856

00:36:07.234 --> 00:36:08.275 time, but not in the

NOTE Confidence: 0.99252856

00:36:08.275 --> 00:36:09.015 light of day.
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NOTE Confidence: 0.95738304

00:36:09.954 --> 00:36:11.335 And, again, I don't

NOTE Confidence: 0.93955004

00:36:11.714 --> 00:36:13.315 think in the US, we

NOTE Confidence: 0.93955004

00:36:13.315 --> 00:36:14.914 are ready to say this

NOTE Confidence: 0.93955004

00:36:14.914 --> 00:36:16.194 hospitalization. You have spent as

NOTE Confidence: 0.93955004

00:36:16.194 --> 00:36:17.155 much as we're gonna spend

NOTE Confidence: 0.93955004

00:36:17.155 --> 00:36:17.895 on this hospitalization.

NOTE Confidence: 0.96956295

00:36:18.360 --> 00:36:19.480 You have to leave even

NOTE Confidence: 0.96956295

00:36:19.480 --> 00:36:20.280 if there's nowhere for you

NOTE Confidence: 0.96956295

00:36:20.280 --> 00:36:21.800 to go. Now, other health

NOTE Confidence: 0.96956295

00:36:21.800 --> 00:36:23.020 systems in other countries

NOTE Confidence: 0.98705137

00:36:23.320 --> 00:36:24.920 do this kind of, but

NOTE Confidence: 0.98705137

00:36:24.920 --> 00:36:26.540 we haven't done that coherently

NOTE Confidence: 0.88703823

00:36:27.239 --> 00:36:28.380 openly in this country.

NOTE Confidence: 0.9770647

00:36:30.520 --> 00:36:31.960 And society really does fail.

NOTE Confidence: 0.9770647

00:36:31.960 --> 00:36:33.239 Some patients who could be

NOTE Confidence: 0.9770647
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00:36:33.239 --> 00:36:34.575 home or housed if the

NOTE Confidence: 0.9770647

00:36:34.575 --> 00:36:35.535 resources were there. And that

NOTE Confidence: 0.9770647

00:36:35.535 --> 00:36:36.494 was my second case. Like,

NOTE Confidence: 0.9770647

00:36:36.494 --> 00:36:37.775 this is a patient who,

NOTE Confidence: 0.9770647

00:36:37.775 --> 00:36:39.695 like, if medical foster care

NOTE Confidence: 0.9770647

00:36:39.695 --> 00:36:40.594 was an actual

NOTE Confidence: 0.9517619

00:36:41.214 --> 00:36:42.415 thing, that patient could have

NOTE Confidence: 0.9517619

00:36:42.415 --> 00:36:43.155 gone home.

NOTE Confidence: 0.99121046

00:36:43.535 --> 00:36:44.655 But at least in my

NOTE Confidence: 0.99121046

00:36:44.655 --> 00:36:45.155 state,

NOTE Confidence: 0.94563025

00:36:45.855 --> 00:36:47.489 it's a it's a medical

NOTE Confidence: 0.94563025

00:36:47.489 --> 00:36:48.790 foster care is an idea.

NOTE Confidence: 0.9965901

00:36:49.410 --> 00:36:50.930 And what medical foster care

NOTE Confidence: 0.9965901

00:36:50.930 --> 00:36:52.390 actually becomes is

NOTE Confidence: 0.97856593

00:36:53.170 --> 00:36:54.530 we call that patient's mom

NOTE Confidence: 0.97856593

00:36:54.530 --> 00:36:55.969 a bad mom for not
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NOTE Confidence: 0.97856593

00:36:55.969 --> 00:36:57.570 being able to mobilize the

NOTE Confidence: 0.97856593

00:36:57.570 --> 00:36:58.850 no resources that she has

NOTE Confidence: 0.97856593

00:36:58.850 --> 00:36:59.570 to take care of her

NOTE Confidence: 0.97856593

00:36:59.570 --> 00:37:00.675 child, and we call CPS

NOTE Confidence: 0.97856593

00:37:00.755 --> 00:37:01.955 and forcibly remove that child.

NOTE Confidence: 0.97856593

00:37:01.955 --> 00:37:02.835 And that is not medical

NOTE Confidence: 0.97856593

00:37:02.835 --> 00:37:03.875 foster care. That is something

NOTE Confidence: 0.97856593

00:37:03.875 --> 00:37:04.535 else entirely.

NOTE Confidence: 0.9408422

00:37:05.955 --> 00:37:06.915 And we don't have some

NOTE Confidence: 0.9408422

00:37:06.915 --> 00:37:08.275 states have great medical long

NOTE Confidence: 0.9408422

00:37:08.275 --> 00:37:09.015 term facilities,

NOTE Confidence: 0.9744042

00:37:09.715 --> 00:37:10.755 for kids like this. My

NOTE Confidence: 0.9744042

00:37:10.755 --> 00:37:13.255 state doesn't. Right? And so

NOTE Confidence: 0.9743887

00:37:14.010 --> 00:37:15.130 this is we're not gonna

NOTE Confidence: 0.9743887

00:37:15.130 --> 00:37:16.330 solve this at the hospital

NOTE Confidence: 0.9743887
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00:37:16.330 --> 00:37:17.450 level. This is a policy

NOTE Confidence: 0.9743887

00:37:17.450 --> 00:37:18.410 level problem. And, again, this

NOTE Confidence: 0.9743887

00:37:18.410 --> 00:37:19.310 is Mount Everest.

NOTE Confidence: 0.998304

00:37:19.930 --> 00:37:20.430 But

NOTE Confidence: 0.9954752

00:37:21.690 --> 00:37:23.870 but we're failing to to

NOTE Confidence: 0.9954752

00:37:24.090 --> 00:37:24.969 to come up with an

NOTE Confidence: 0.9954752

00:37:24.969 --> 00:37:26.170 alternative to the three hundred

NOTE Confidence: 0.9954752

00:37:26.170 --> 00:37:27.450 day hospitalization for some of

NOTE Confidence: 0.9954752

00:37:27.450 --> 00:37:28.110 these kids.

NOTE Confidence: 0.9341197

00:37:29.705 --> 00:37:30.685 So now what?

NOTE Confidence: 0.99632657

00:37:31.145 --> 00:37:31.864 So I told you about

NOTE Confidence: 0.99632657

00:37:31.864 --> 00:37:32.525 this paper,

NOTE Confidence: 0.93518025

00:37:32.985 --> 00:37:34.265 which was this, this, these

NOTE Confidence: 0.93518025

00:37:34.265 --> 00:37:35.065 are kind of a Renee

NOTE Confidence: 0.93518025

00:37:35.065 --> 00:37:36.265 Boss and Miriam Shapiro are

NOTE Confidence: 0.93518025

00:37:36.265 --> 00:37:37.305 really kind of leading the
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NOTE Confidence: 0.93518025

00:37:37.305 --> 00:37:38.505 efforts to define this. But

NOTE Confidence: 0.93518025

00:37:38.505 --> 00:37:39.465 they're looking at this from

NOTE Confidence: 0.93518025

00:37:39.465 --> 00:37:41.225 a population level of who

NOTE Confidence: 0.93518025

00:37:41.225 --> 00:37:42.985 are children with chronic critical

NOTE Confidence: 0.93518025

00:37:42.985 --> 00:37:43.945 illness and how do we

NOTE Confidence: 0.93518025

00:37:43.945 --> 00:37:44.445 decide,

NOTE Confidence: 0.9849858

00:37:44.760 --> 00:37:45.260 define

NOTE Confidence: 0.9984766

00:37:45.719 --> 00:37:46.460 a research

NOTE Confidence: 0.96187586

00:37:47.080 --> 00:37:48.380 agenda for those kids.

NOTE Confidence: 0.9412268

00:37:49.000 --> 00:37:50.120 So if you're interested in

NOTE Confidence: 0.9412268

00:37:50.120 --> 00:37:50.840 this, I mean, they they

NOTE Confidence: 0.9412268

00:37:50.920 --> 00:37:52.040 they're they've written a road

NOTE Confidence: 0.9412268

00:37:52.040 --> 00:37:53.080 map for, like, what to

NOTE Confidence: 0.9412268

00:37:53.080 --> 00:37:53.580 study.

NOTE Confidence: 0.98370326

00:37:54.040 --> 00:37:55.580 There's nothing wrong with this.

NOTE Confidence: 0.9987526
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00:37:56.040 --> 00:37:57.320 But I also think we

NOTE Confidence: 0.9987526

00:37:57.320 --> 00:37:58.200 need to do this. I

NOTE Confidence: 0.9987526

00:37:58.200 --> 00:37:59.239 think that we need to

NOTE Confidence: 0.9987526

00:37:59.239 --> 00:37:59.925 look at this

NOTE Confidence: 0.9890402

00:38:01.125 --> 00:38:02.745 from a defining these hospitalizations

NOTE Confidence: 0.97459364

00:38:03.125 --> 00:38:04.245 in a more coherent way

NOTE Confidence: 0.97459364

00:38:04.245 --> 00:38:05.545 to study these as hospitalizations.

NOTE Confidence: 0.94561255

00:38:07.125 --> 00:38:08.485 So get past you were

NOTE Confidence: 0.94561255

00:38:08.485 --> 00:38:09.685 in the PICU for fourteen

NOTE Confidence: 0.94561255

00:38:09.685 --> 00:38:10.185 days

NOTE Confidence: 0.9459731

00:38:10.645 --> 00:38:12.005 and really think about this

NOTE Confidence: 0.9459731

00:38:12.005 --> 00:38:12.905 as to

NOTE Confidence: 0.9637024

00:38:13.680 --> 00:38:15.380 are we measuring these hospitalizations

NOTE Confidence: 0.9555856

00:38:15.760 --> 00:38:17.940 in days, weeks, months, years?

NOTE Confidence: 0.9866517

00:38:19.200 --> 00:38:20.400 Can we wrap our heads

NOTE Confidence: 0.9866517

00:38:20.400 --> 00:38:22.260 around who these patients are?
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NOTE Confidence: 0.9866517

00:38:22.400 --> 00:38:23.520 What are the outcomes that

NOTE Confidence: 0.9866517

00:38:23.520 --> 00:38:25.200 we're interested in? And what

NOTE Confidence: 0.9866517

00:38:25.200 --> 00:38:26.180 does that mean?

NOTE Confidence: 0.97461945

00:38:26.605 --> 00:38:27.645 And I think that, you

NOTE Confidence: 0.97461945

00:38:27.645 --> 00:38:28.765 know, I was mentored by

NOTE Confidence: 0.97461945

00:38:28.765 --> 00:38:29.505 Bill Meadow,

NOTE Confidence: 0.76107854

00:38:29.885 --> 00:38:30.385 who's

NOTE Confidence: 0.9463502

00:38:31.485 --> 00:38:33.085 kind of revolutionary insight at

NOTE Confidence: 0.9463502

00:38:33.085 --> 00:38:34.145 the time was

NOTE Confidence: 0.98119086

00:38:34.445 --> 00:38:35.565 when you don't know what

NOTE Confidence: 0.98119086

00:38:35.565 --> 00:38:36.945 to do about an ethically

NOTE Confidence: 0.97694784

00:38:37.405 --> 00:38:38.765 vexing problem, you start by

NOTE Confidence: 0.97694784

00:38:38.765 --> 00:38:40.364 counting stuff. And we haven't

NOTE Confidence: 0.97694784

00:38:40.364 --> 00:38:41.910 even really started to count

NOTE Confidence: 0.97694784

00:38:41.989 --> 00:38:42.950 this yet. And I think

NOTE Confidence: 0.97694784
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00:38:42.950 --> 00:38:44.250 we really need to.

NOTE Confidence: 0.88702506

00:38:45.270 --> 00:38:46.089 So I'm gonna

NOTE Confidence: 0.83854985

00:38:46.630 --> 00:38:47.030 summarize.

NOTE Confidence: 0.951516

00:38:47.589 --> 00:38:48.390 I think, am I where

NOTE Confidence: 0.951516

00:38:48.390 --> 00:38:49.030 you wanted me to be?

NOTE Confidence: 0.951516

00:38:49.030 --> 00:38:49.930 I think I am.

NOTE Confidence: 0.98208565

00:38:51.030 --> 00:38:52.789 So a small but important

NOTE Confidence: 0.98208565

00:38:52.789 --> 00:38:54.730 population of medically complex children

NOTE Confidence: 0.98208565

00:38:54.789 --> 00:38:56.069 lives in acute care hospitals

NOTE Confidence: 0.98208565

00:38:56.069 --> 00:38:56.950 in the US and around

NOTE Confidence: 0.98208565

00:38:56.950 --> 00:38:58.445 the world in a system

NOTE Confidence: 0.98208565

00:38:58.445 --> 00:38:59.965 that fails them and everybody

NOTE Confidence: 0.98208565

00:38:59.965 --> 00:39:01.325 else. It's not just hurting

NOTE Confidence: 0.98208565

00:39:01.325 --> 00:39:01.825 them.

NOTE Confidence: 0.9814183

00:39:02.605 --> 00:39:03.805 There's a care model and

NOTE Confidence: 0.9814183

00:39:03.805 --> 00:39:04.785 resource mismatch.
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NOTE Confidence: 0.96348476

00:39:05.805 --> 00:39:07.905 There's no available and appropriate

NOTE Confidence: 0.96348476

00:39:08.045 --> 00:39:10.364 resource allocation framework that's gonna

NOTE Confidence: 0.96348476

00:39:10.364 --> 00:39:12.065 triage us out of this.

NOTE Confidence: 0.9964795

00:39:13.500 --> 00:39:14.960 And there's this unrealistic

NOTE Confidence: 0.95711803

00:39:15.420 --> 00:39:17.660 monolithic expectation that going home

NOTE Confidence: 0.95711803

00:39:17.660 --> 00:39:19.840 is everybody's North Star.

NOTE Confidence: 0.9846711

00:39:20.300 --> 00:39:21.100 And to bring this back

NOTE Confidence: 0.9846711

00:39:21.100 --> 00:39:22.380 to ethics, that's a parental

NOTE Confidence: 0.9846711

00:39:22.380 --> 00:39:23.500 authority problem. That's a best

NOTE Confidence: 0.9846711

00:39:23.500 --> 00:39:25.100 interest problem. We don't know

NOTE Confidence: 0.9846711

00:39:25.100 --> 00:39:26.140 how to try to force

NOTE Confidence: 0.9846711

00:39:26.140 --> 00:39:27.435 everybody to want the same,

NOTE Confidence: 0.9846711

00:39:27.515 --> 00:39:28.635 how not to force everybody

NOTE Confidence: 0.9846711

00:39:28.635 --> 00:39:29.695 to want the same thing.

NOTE Confidence: 0.9743805

00:39:31.114 --> 00:39:32.415 There's limited resources

NOTE Confidence: 0.9599427
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00:39:32.875 --> 00:39:34.635 and will for things that

NOTE Confidence: 0.9599427

00:39:34.635 --> 00:39:35.995 could help address challenges in

NOTE Confidence: 0.9599427

00:39:35.995 --> 00:39:36.955 the short term. And those

NOTE Confidence: 0.9599427

00:39:36.955 --> 00:39:38.415 aren't fast, easy, or cheap,

NOTE Confidence: 0.9599427

00:39:38.635 --> 00:39:39.594 but there's even less for

NOTE Confidence: 0.9599427

00:39:39.594 --> 00:39:40.315 the long term. And I've

NOTE Confidence: 0.9599427

00:39:40.315 --> 00:39:40.955 said it now, I think

NOTE Confidence: 0.9599427

00:39:40.955 --> 00:39:41.835 the third time, that's Mount

NOTE Confidence: 0.9599427

00:39:41.835 --> 00:39:42.335 Everest.

NOTE Confidence: 0.988094

00:39:43.890 --> 00:39:44.770 So that's what I'm gonna

NOTE Confidence: 0.988094

00:39:44.770 --> 00:39:45.569 say about that. That's the

NOTE Confidence: 0.988094

00:39:45.569 --> 00:39:46.609 living roof of my children's

NOTE Confidence: 0.988094

00:39:46.609 --> 00:39:47.410 hospital, which I think is

NOTE Confidence: 0.988094

00:39:47.410 --> 00:39:48.069 pretty cool.

NOTE Confidence: 0.9180439

00:39:48.609 --> 00:39:49.969 I wanna acknowledge Erica and

NOTE Confidence: 0.9180439

00:39:49.969 --> 00:39:50.930 Beanie who have been my,

112



NOTE Confidence: 0.9180439

00:39:50.930 --> 00:39:51.750 like, thought

NOTE Confidence: 0.8269038

00:39:52.450 --> 00:39:53.109 kind of,

NOTE Confidence: 0.9610665

00:39:53.410 --> 00:39:54.450 partners in crime in this.

NOTE Confidence: 0.9610665

00:39:54.450 --> 00:39:55.329 That's my email address if

NOTE Confidence: 0.9610665

00:39:55.329 --> 00:39:56.210 you're interested in this and

NOTE Confidence: 0.9610665

00:39:56.210 --> 00:39:57.315 wanna get in on it.

NOTE Confidence: 0.9610665

00:39:57.795 --> 00:39:58.835 And I'm gonna stop there.

NOTE Confidence: 0.9610665

00:39:58.835 --> 00:39:59.875 And hopefully, you're gonna ask

NOTE Confidence: 0.9610665

00:39:59.875 --> 00:40:00.675 me hard questions that I

NOTE Confidence: 0.9610665

00:40:00.675 --> 00:40:01.875 can't answer because then I've

NOTE Confidence: 0.9610665

00:40:01.875 --> 00:40:02.614 done it right.

NOTE Confidence: 0.8998671

00:40:09.489 --> 00:40:10.290 Yeah. I'm gonna I'm gonna

NOTE Confidence: 0.8998671

00:40:10.290 --> 00:40:11.090 sit and take the second

NOTE Confidence: 0.8998671

00:40:11.090 --> 00:40:11.890 bottle of water. Yeah. Well,

NOTE Confidence: 0.8998671

00:40:11.890 --> 00:40:12.530 if you could sit, I'm

NOTE Confidence: 0.8998671
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00:40:12.530 --> 00:40:13.170 gonna give you one of

NOTE Confidence: 0.8998671

00:40:13.170 --> 00:40:14.050 these to take a minute.

NOTE Confidence: 0.8998671

00:40:14.050 --> 00:40:14.550 Okay.

NOTE Confidence: 0.831003

00:40:15.170 --> 00:40:15.989 There you go.

NOTE Confidence: 0.9745381

00:40:16.610 --> 00:40:17.510 There you go.

NOTE Confidence: 0.956111

00:40:19.410 --> 00:40:21.010 Alright. Well, that was pretty

NOTE Confidence: 0.956111

00:40:21.010 --> 00:40:21.510 depressing.

NOTE Confidence: 0.9516504

00:40:23.170 --> 00:40:24.690 But that's alright because, I

NOTE Confidence: 0.9516504

00:40:24.690 --> 00:40:25.190 mean,

NOTE Confidence: 0.9944237

00:40:25.725 --> 00:40:26.525 those who work in the

NOTE Confidence: 0.9944237

00:40:26.525 --> 00:40:27.885 field are not shocked or

NOTE Confidence: 0.9944237

00:40:27.885 --> 00:40:28.385 depressed,

NOTE Confidence: 0.97590303

00:40:29.165 --> 00:40:30.225 by this because,

NOTE Confidence: 0.95377535

00:40:30.925 --> 00:40:31.965 we're well aware of it.

NOTE Confidence: 0.95377535

00:40:31.965 --> 00:40:32.845 This is a this is

NOTE Confidence: 0.95377535

00:40:32.925 --> 00:40:33.485 for those of you who
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NOTE Confidence: 0.95377535

00:40:33.485 --> 00:40:34.525 don't know, for the students

NOTE Confidence: 0.95377535

00:40:34.525 --> 00:40:35.805 here, this is not,

NOTE Confidence: 0.9995332

00:40:37.325 --> 00:40:38.605 this is a problem here

NOTE Confidence: 0.9995332

00:40:38.605 --> 00:40:39.265 as well.

NOTE Confidence: 0.9519879

00:40:41.600 --> 00:40:43.360 I I guess that I'll

NOTE Confidence: 0.9519879

00:40:43.360 --> 00:40:44.320 take the first question while

NOTE Confidence: 0.9519879

00:40:44.320 --> 00:40:45.440 you guys think of your

NOTE Confidence: 0.9519879

00:40:45.440 --> 00:40:45.940 questions.

NOTE Confidence: 0.9592041

00:40:46.320 --> 00:40:47.200 One of the things that

NOTE Confidence: 0.9592041

00:40:47.200 --> 00:40:48.180 occurs to me

NOTE Confidence: 0.96740913

00:40:48.560 --> 00:40:49.840 is that and and when

NOTE Confidence: 0.96740913

00:40:49.840 --> 00:40:51.040 you mentioned Bill Meadow, I

NOTE Confidence: 0.96740913

00:40:51.040 --> 00:40:52.080 I was reminded of a

NOTE Confidence: 0.96740913

00:40:52.080 --> 00:40:53.475 paper that Bill wrote years

NOTE Confidence: 0.96740913

00:40:53.475 --> 00:40:54.675 ago, which you may come

NOTE Confidence: 0.96740913
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00:40:54.675 --> 00:40:55.315 to mind for you as

NOTE Confidence: 0.96740913

00:40:55.315 --> 00:40:55.875 well. You might have been

NOTE Confidence: 0.96740913

00:40:55.875 --> 00:40:56.595 involved in. In fact, it

NOTE Confidence: 0.96740913

00:40:56.595 --> 00:40:57.555 was a study done at

NOTE Confidence: 0.96740913

00:40:57.555 --> 00:40:59.175 University of Chicago years ago.

NOTE Confidence: 0.9144181

00:40:59.715 --> 00:41:00.595 When we talk about these

NOTE Confidence: 0.9144181

00:41:00.595 --> 00:41:02.135 kids, we could also

NOTE Confidence: 0.9337685

00:41:02.995 --> 00:41:04.355 and you alluded this early

NOTE Confidence: 0.9337685

00:41:04.355 --> 00:41:05.095 in the talk,

NOTE Confidence: 0.9446668

00:41:05.440 --> 00:41:07.040 categorize them broadly. Right? And

NOTE Confidence: 0.9446668

00:41:07.040 --> 00:41:08.000 say, these are the kids

NOTE Confidence: 0.9446668

00:41:08.000 --> 00:41:09.040 who we think this kid's

NOTE Confidence: 0.9446668

00:41:09.040 --> 00:41:09.840 never gonna get out of

NOTE Confidence: 0.9446668

00:41:09.840 --> 00:41:11.120 here alive. And these are

NOTE Confidence: 0.9446668

00:41:11.120 --> 00:41:11.840 the kids who we think,

NOTE Confidence: 0.9446668

00:41:11.840 --> 00:41:12.480 you know what? If we
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NOTE Confidence: 0.9446668

00:41:12.480 --> 00:41:13.360 really work at this for

NOTE Confidence: 0.9446668

00:41:13.360 --> 00:41:14.640 a long, long time, this

NOTE Confidence: 0.9446668

00:41:14.640 --> 00:41:16.000 kid's relatively stable. We just

NOTE Confidence: 0.9446668

00:41:16.000 --> 00:41:17.200 gotta eventually find a way

NOTE Confidence: 0.9446668

00:41:17.200 --> 00:41:18.080 to get this kid someplace

NOTE Confidence: 0.9446668

00:41:18.080 --> 00:41:18.719 where he can be on

NOTE Confidence: 0.9446668

00:41:18.719 --> 00:41:20.085 the ventilator, you know, and

NOTE Confidence: 0.9446668

00:41:20.085 --> 00:41:20.885 get the kind of care

NOTE Confidence: 0.9446668

00:41:20.885 --> 00:41:21.545 he needs.

NOTE Confidence: 0.99165064

00:41:22.965 --> 00:41:23.765 One of the things that

NOTE Confidence: 0.99165064

00:41:23.765 --> 00:41:24.965 Bill showed years ago was

NOTE Confidence: 0.99165064

00:41:24.965 --> 00:41:25.925 we're really bad at figuring

NOTE Confidence: 0.99165064

00:41:25.925 --> 00:41:26.965 out who those kids are

NOTE Confidence: 0.99165064

00:41:26.965 --> 00:41:27.925 who are not gonna get

NOTE Confidence: 0.99165064

00:41:27.925 --> 00:41:28.885 out of here alive, at

NOTE Confidence: 0.99165064
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00:41:28.885 --> 00:41:29.705 least in neonatology.

NOTE Confidence: 0.92419904

00:41:31.445 --> 00:41:33.125 But it's a separate thing,

NOTE Confidence: 0.92419904

00:41:33.125 --> 00:41:34.244 I guess, what what I'm

NOTE Confidence: 0.92419904

00:41:34.244 --> 00:41:36.140 thinking, that the staff becomes

NOTE Confidence: 0.92419904

00:41:36.140 --> 00:41:36.880 very distressed

NOTE Confidence: 0.96737134

00:41:38.220 --> 00:41:39.260 by kids who were in

NOTE Confidence: 0.96737134

00:41:39.260 --> 00:41:39.900 the in the in the

NOTE Confidence: 0.96737134

00:41:39.900 --> 00:41:40.940 ICU for a very long

NOTE Confidence: 0.96737134

00:41:40.940 --> 00:41:41.900 period of time when people

NOTE Confidence: 0.96737134

00:41:41.900 --> 00:41:43.260 think that this is never

NOTE Confidence: 0.96737134

00:41:43.260 --> 00:41:44.380 gonna have a happy ending.

NOTE Confidence: 0.96737134

00:41:44.380 --> 00:41:45.340 Now you're you made the

NOTE Confidence: 0.96737134

00:41:45.340 --> 00:41:46.700 point with your examples that

NOTE Confidence: 0.96737134

00:41:46.700 --> 00:41:47.739 sometimes there is a happy

NOTE Confidence: 0.96737134

00:41:47.739 --> 00:41:48.239 ending.

NOTE Confidence: 0.9879679

00:41:49.315 --> 00:41:50.275 Is there a way when
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NOTE Confidence: 0.9879679

00:41:50.275 --> 00:41:51.395 we think about this to

NOTE Confidence: 0.9879679

00:41:51.395 --> 00:41:52.594 try and divide these up

NOTE Confidence: 0.9879679

00:41:52.594 --> 00:41:53.955 into two different groups in

NOTE Confidence: 0.9879679

00:41:53.955 --> 00:41:54.915 our mind, or is that

NOTE Confidence: 0.9879679

00:41:54.915 --> 00:41:57.015 gonna just make things worse?

NOTE Confidence: 0.97497153

00:41:57.955 --> 00:41:58.455 Well,

NOTE Confidence: 0.89778215

00:41:58.915 --> 00:42:00.055 is this I don't know.

NOTE Confidence: 0.9516447

00:42:03.700 --> 00:42:04.739 Tap it. It might be

NOTE Confidence: 0.9516447

00:42:04.739 --> 00:42:05.239 on.

NOTE Confidence: 0.80674076

00:42:06.660 --> 00:42:07.160 Nope.

NOTE Confidence: 0.9474675

00:42:08.100 --> 00:42:08.980 Am I on? There you

NOTE Confidence: 0.9474675

00:42:08.980 --> 00:42:10.280 go. Okay. It's on.

NOTE Confidence: 0.9752127

00:42:12.180 --> 00:42:13.000 Sort of.

NOTE Confidence: 0.9372247

00:42:13.380 --> 00:42:15.300 I'm not in this. I'm

NOTE Confidence: 0.9372247

00:42:15.300 --> 00:42:16.695 not thinking about patients

NOTE Confidence: 0.9249273
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00:42:17.094 --> 00:42:18.855 who have a condition where

NOTE Confidence: 0.9249273

00:42:18.855 --> 00:42:20.055 from the get go, we're

NOTE Confidence: 0.9249273

00:42:20.055 --> 00:42:20.555 saying,

NOTE Confidence: 0.98837143

00:42:20.935 --> 00:42:21.835 this is likely

NOTE Confidence: 0.9692504

00:42:22.215 --> 00:42:23.735 not a condition that you

NOTE Confidence: 0.9692504

00:42:23.735 --> 00:42:25.094 survive. I think that's a

NOTE Confidence: 0.9692504

00:42:25.094 --> 00:42:26.475 sort of different entity.

NOTE Confidence: 0.9897105

00:42:27.094 --> 00:42:28.855 These are kids that you

NOTE Confidence: 0.9897105

00:42:28.855 --> 00:42:30.295 really thought you were gonna

NOTE Confidence: 0.9897105

00:42:30.295 --> 00:42:30.955 get home.

NOTE Confidence: 0.9700533

00:42:31.590 --> 00:42:32.470 Right? And I, and I

NOTE Confidence: 0.9700533

00:42:32.470 --> 00:42:33.930 think that the idea is

NOTE Confidence: 0.9700533

00:42:34.150 --> 00:42:35.350 it's gonna be long and

NOTE Confidence: 0.9700533

00:42:35.350 --> 00:42:36.410 it's gonna be hard,

NOTE Confidence: 0.99532855

00:42:36.710 --> 00:42:38.570 but everyone has sort of

NOTE Confidence: 0.994833

00:42:39.030 --> 00:42:39.530 assumed
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NOTE Confidence: 0.9881713

00:42:40.150 --> 00:42:41.270 that there is some way

NOTE Confidence: 0.9881713

00:42:41.270 --> 00:42:42.310 that this gets better and

NOTE Confidence: 0.9881713

00:42:42.310 --> 00:42:43.210 you go home.

NOTE Confidence: 0.88883513

00:42:44.070 --> 00:42:44.570 Now,

NOTE Confidence: 0.9343953

00:42:44.975 --> 00:42:46.015 like my first case, you'd

NOTE Confidence: 0.9343953

00:42:46.015 --> 00:42:46.975 think like how many codes

NOTE Confidence: 0.9343953

00:42:46.975 --> 00:42:47.855 is this gonna take for

NOTE Confidence: 0.9343953

00:42:47.855 --> 00:42:49.075 us to adjust that

NOTE Confidence: 0.94620484

00:42:49.535 --> 00:42:50.895 that assumption? But the idea

NOTE Confidence: 0.94620484

00:42:50.895 --> 00:42:52.255 is this is somehow with

NOTE Confidence: 0.94620484

00:42:52.255 --> 00:42:53.315 time reversible.

NOTE Confidence: 0.9817667

00:42:54.655 --> 00:42:55.695 Right? And so this is

NOTE Confidence: 0.9817667

00:42:55.695 --> 00:42:56.575 one of the things about

NOTE Confidence: 0.9817667

00:42:56.575 --> 00:42:57.535 kids with trachs, right, is

NOTE Confidence: 0.9817667

00:42:57.535 --> 00:42:58.335 that a lot of them

NOTE Confidence: 0.9817667
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00:42:58.335 --> 00:42:59.295 decalate. A lot of them

NOTE Confidence: 0.9817667

00:42:59.295 --> 00:43:00.840 don't need these ventilators forever.

NOTE Confidence: 0.96152925

00:43:01.320 --> 00:43:02.600 So I think that you

NOTE Confidence: 0.96152925

00:43:02.760 --> 00:43:03.800 so so I guess to

NOTE Confidence: 0.96152925

00:43:03.800 --> 00:43:04.760 try to answer your question,

NOTE Confidence: 0.96152925

00:43:04.760 --> 00:43:05.320 I think you have to

NOTE Confidence: 0.96152925

00:43:05.320 --> 00:43:06.920 start as what's the primary

NOTE Confidence: 0.96152925

00:43:06.920 --> 00:43:08.360 condition, and is there something

NOTE Confidence: 0.96152925

00:43:08.360 --> 00:43:09.660 here that gets better

NOTE Confidence: 0.9877716

00:43:10.040 --> 00:43:11.000 if you can write out

NOTE Confidence: 0.9877716

00:43:11.000 --> 00:43:12.219 the initial hard part?

NOTE Confidence: 0.9823623

00:43:12.600 --> 00:43:13.480 So maybe that's what it

NOTE Confidence: 0.9823623

00:43:13.480 --> 00:43:14.780 is. The defining thing is,

NOTE Confidence: 0.9823623

00:43:14.885 --> 00:43:16.325 is there some aspect of

NOTE Confidence: 0.9823623

00:43:16.325 --> 00:43:17.204 this that gets better with

NOTE Confidence: 0.9823623

00:43:17.204 --> 00:43:17.704 time?
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NOTE Confidence: 0.9695531

00:43:19.444 --> 00:43:20.724 Yes, please. Wait. Give us

NOTE Confidence: 0.9695531

00:43:20.724 --> 00:43:21.444 one second till,

NOTE Confidence: 0.9740917

00:43:22.005 --> 00:43:23.045 we get the microphone to

NOTE Confidence: 0.9740917

00:43:23.045 --> 00:43:23.545 you.

NOTE Confidence: 0.94540507

00:43:27.520 --> 00:43:28.720 That was, that was really

NOTE Confidence: 0.94540507

00:43:28.720 --> 00:43:29.920 wonderful. You have my mind

NOTE Confidence: 0.94540507

00:43:29.920 --> 00:43:31.440 spinning, though, and my head's

NOTE Confidence: 0.94540507

00:43:31.440 --> 00:43:32.960 spinning, and I think that

NOTE Confidence: 0.94540507

00:43:32.960 --> 00:43:34.720 was your your aim. I'm

NOTE Confidence: 0.94540507

00:43:34.720 --> 00:43:35.460 Larry Vitilano,

NOTE Confidence: 0.85364527

00:43:36.000 --> 00:43:37.280 a long, long time,

NOTE Confidence: 0.95916486

00:43:37.600 --> 00:43:39.760 pediatric psychologist here. And,

NOTE Confidence: 0.9831887

00:43:40.855 --> 00:43:42.455 my question is, on the

NOTE Confidence: 0.9831887

00:43:42.455 --> 00:43:44.055 other side, thinking about what

NOTE Confidence: 0.9831887

00:43:44.055 --> 00:43:45.415 parents really want for their

NOTE Confidence: 0.9831887
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00:43:45.415 --> 00:43:45.915 kids,

NOTE Confidence: 0.95169723

00:43:46.455 --> 00:43:47.815 for a second. And and

NOTE Confidence: 0.95169723

00:43:47.815 --> 00:43:48.775 if, you know, I always

NOTE Confidence: 0.95169723

00:43:48.775 --> 00:43:50.295 assume that in their own

NOTE Confidence: 0.95169723

00:43:50.295 --> 00:43:51.835 ways, they want what's best

NOTE Confidence: 0.9907478

00:43:52.215 --> 00:43:53.094 for their kids. We may

NOTE Confidence: 0.9907478

00:43:53.094 --> 00:43:54.270 not agree with it, but

NOTE Confidence: 0.9907478

00:43:54.270 --> 00:43:55.250 it's it's what they

NOTE Confidence: 0.97228515

00:43:55.790 --> 00:43:57.150 want. And can do you

NOTE Confidence: 0.97228515

00:43:57.150 --> 00:43:58.430 do is it useful to

NOTE Confidence: 0.97228515

00:43:58.430 --> 00:43:59.550 think about can we give

NOTE Confidence: 0.97228515

00:43:59.550 --> 00:44:00.850 parents more options,

NOTE Confidence: 0.92221105

00:44:02.510 --> 00:44:03.870 for them to choose on

NOTE Confidence: 0.92221105

00:44:04.270 --> 00:44:05.630 choose from a home or

NOTE Confidence: 0.92221105

00:44:05.630 --> 00:44:06.130 institutional,

NOTE Confidence: 0.9595486

00:44:07.630 --> 00:44:08.895 you know, I don't know,
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NOTE Confidence: 0.9595486

00:44:08.895 --> 00:44:10.175 some kind of live in

NOTE Confidence: 0.9595486

00:44:10.175 --> 00:44:10.675 paraprofessionals.

NOTE Confidence: 0.9896035

00:44:12.495 --> 00:44:13.535 You know, I know that

NOTE Confidence: 0.9896035

00:44:13.535 --> 00:44:14.495 a lot of cultures do

NOTE Confidence: 0.9896035

00:44:14.495 --> 00:44:16.015 that. They they they train

NOTE Confidence: 0.9896035

00:44:16.015 --> 00:44:17.135 someone who then lives with

NOTE Confidence: 0.9896035

00:44:17.135 --> 00:44:17.635 them.

NOTE Confidence: 0.9969678

00:44:19.055 --> 00:44:20.435 What's your thoughts about

NOTE Confidence: 0.9763494

00:44:21.110 --> 00:44:22.469 giving parents more options, or

NOTE Confidence: 0.9763494

00:44:22.469 --> 00:44:23.690 should we just stay with

NOTE Confidence: 0.9763494

00:44:23.830 --> 00:44:25.690 what's the medically soundest

NOTE Confidence: 0.996147

00:44:26.550 --> 00:44:28.890 option in our majority opinion?

NOTE Confidence: 0.9833986

00:44:30.310 --> 00:44:31.190 Well, so I think that

NOTE Confidence: 0.9833986

00:44:31.190 --> 00:44:32.310 that is there's there's a

NOTE Confidence: 0.9833986

00:44:32.310 --> 00:44:33.370 lot in that question.

NOTE Confidence: 0.9864965
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00:44:34.614 --> 00:44:36.535 The least satisfying part is

NOTE Confidence: 0.9864965

00:44:36.535 --> 00:44:37.895 you'd like to give parents

NOTE Confidence: 0.9864965

00:44:37.895 --> 00:44:39.335 all the options that you

NOTE Confidence: 0.9864965

00:44:39.335 --> 00:44:40.135 have. And I think you

NOTE Confidence: 0.9864965

00:44:40.135 --> 00:44:41.255 have a moral obligation to

NOTE Confidence: 0.9864965

00:44:41.255 --> 00:44:42.135 do that. I think the

NOTE Confidence: 0.9864965

00:44:42.135 --> 00:44:44.135 reality is depending on where

NOTE Confidence: 0.9864965

00:44:44.135 --> 00:44:44.875 you live,

NOTE Confidence: 0.99620956

00:44:45.415 --> 00:44:46.535 sometimes you really don't have

NOTE Confidence: 0.99620956

00:44:46.535 --> 00:44:47.275 that many.

NOTE Confidence: 0.9783528

00:44:47.750 --> 00:44:49.369 Right? And so things like

NOTE Confidence: 0.9783528

00:44:49.430 --> 00:44:50.790 medical foster care, which is

NOTE Confidence: 0.9783528

00:44:50.790 --> 00:44:52.550 this sort of theoretical unicorn

NOTE Confidence: 0.9783528

00:44:52.550 --> 00:44:53.770 that doesn't really exist,

NOTE Confidence: 0.9653619

00:44:56.469 --> 00:44:57.609 where I think

NOTE Confidence: 0.94180596

00:44:58.069 --> 00:44:59.510 I am gonna get to
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NOTE Confidence: 0.94180596

00:44:59.510 --> 00:45:00.684 use an extra slide. We

NOTE Confidence: 0.94180596

00:45:00.684 --> 00:45:01.484 had this big debate about

NOTE Confidence: 0.94180596

00:45:01.484 --> 00:45:02.285 whether I get to use

NOTE Confidence: 0.94180596

00:45:02.285 --> 00:45:03.565 an extra slide. Alright. It's

NOTE Confidence: 0.94180596

00:45:03.565 --> 00:45:04.305 really exciting.

NOTE Confidence: 0.98661697

00:45:05.885 --> 00:45:06.844 Because I wanted to talk

NOTE Confidence: 0.98661697

00:45:06.844 --> 00:45:07.724 about this a little bit.

NOTE Confidence: 0.98661697

00:45:07.724 --> 00:45:08.704 I think that

NOTE Confidence: 0.59365296

00:45:10.045 --> 00:45:10.944 what is,

NOTE Confidence: 0.98798066

00:45:14.609 --> 00:45:16.289 this one. What is really

NOTE Confidence: 0.98798066

00:45:16.289 --> 00:45:16.789 hard

NOTE Confidence: 0.99203545

00:45:17.250 --> 00:45:17.989 is that

NOTE Confidence: 0.8996706

00:45:19.489 --> 00:45:20.869 when you think about options,

NOTE Confidence: 0.9849099

00:45:21.170 --> 00:45:22.609 is this gets really gray

NOTE Confidence: 0.9849099

00:45:22.609 --> 00:45:24.130 really fast in these kinds

NOTE Confidence: 0.9849099
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00:45:24.130 --> 00:45:25.329 of situations when you're trying

NOTE Confidence: 0.9849099

00:45:25.329 --> 00:45:26.309 to engage parents

NOTE Confidence: 0.8775486

00:45:26.609 --> 00:45:28.645 because our whole concept

NOTE Confidence: 0.9843117

00:45:28.945 --> 00:45:29.825 of what it means to

NOTE Confidence: 0.9843117

00:45:29.825 --> 00:45:31.344 be ready for discharge and

NOTE Confidence: 0.9843117

00:45:31.344 --> 00:45:32.645 what a safe discharge

NOTE Confidence: 0.99949276

00:45:33.105 --> 00:45:33.605 means

NOTE Confidence: 0.9203173

00:45:33.984 --> 00:45:35.505 is really a square peg

NOTE Confidence: 0.9203173

00:45:35.505 --> 00:45:36.465 in a round hole thing.

NOTE Confidence: 0.9203173

00:45:36.465 --> 00:45:37.585 And that it's not built

NOTE Confidence: 0.9203173

00:45:37.585 --> 00:45:39.125 around this kind of kid.

NOTE Confidence: 0.97214663

00:45:39.505 --> 00:45:40.785 And when you're thinking about

NOTE Confidence: 0.97214663

00:45:40.785 --> 00:45:42.065 how parents are going to

NOTE Confidence: 0.97214663

00:45:42.065 --> 00:45:42.565 weigh

NOTE Confidence: 0.9902725

00:45:43.640 --> 00:45:44.620 different options,

NOTE Confidence: 0.91772693

00:45:44.920 --> 00:45:46.600 they're not comparing opposite oranges,
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NOTE Confidence: 0.91772693

00:45:46.600 --> 00:45:48.120 right? They're really different kinds

NOTE Confidence: 0.91772693

00:45:48.120 --> 00:45:48.860 of outcomes.

NOTE Confidence: 0.99025524

00:45:49.239 --> 00:45:49.980 And so

NOTE Confidence: 0.9734132

00:45:51.560 --> 00:45:53.160 it takes a really advanced

NOTE Confidence: 0.9734132

00:45:53.160 --> 00:45:54.060 kind of communication

NOTE Confidence: 0.96427023

00:45:54.360 --> 00:45:55.400 skill set and a lot

NOTE Confidence: 0.96427023

00:45:55.400 --> 00:45:56.280 of time and a lot

NOTE Confidence: 0.96427023

00:45:56.280 --> 00:45:57.520 of encounters. And that's, that's

NOTE Confidence: 0.96427023

00:45:57.520 --> 00:45:59.145 why I talked about decision

NOTE Confidence: 0.96427023

00:45:59.145 --> 00:46:00.770 support a little bit. I

NOTE Confidence: 0.96427023

00:46:00.770 --> 00:46:02.395 think walking parents through that

NOTE Confidence: 0.96427023

00:46:02.395 --> 00:46:04.020 is is hard because nothing

NOTE Confidence: 0.96427023

00:46:04.020 --> 00:46:05.645 that we have in the

NOTE Confidence: 0.96427023

00:46:05.645 --> 00:46:07.270 hospital, none of our tools

NOTE Confidence: 0.96427023

00:46:07.270 --> 00:46:08.895 are built for these kinds

NOTE Confidence: 0.96427023

129



00:46:08.895 --> 00:46:10.844 of decisions. And also this

NOTE Confidence: 0.96427023

00:46:10.844 --> 00:46:12.219 idea of, like, are you

NOTE Confidence: 0.96427023

00:46:12.219 --> 00:46:13.420 going to achieve the ideal

NOTE Confidence: 0.96427023

00:46:13.420 --> 00:46:14.300 discharge? You talk about the

NOTE Confidence: 0.96427023

00:46:14.300 --> 00:46:14.800 paraprofessional

NOTE Confidence: 0.9537312

00:46:15.100 --> 00:46:15.600 thing.

NOTE Confidence: 0.962653

00:46:16.700 --> 00:46:17.580 A lot of times, a

NOTE Confidence: 0.962653

00:46:17.580 --> 00:46:18.860 lot, in the times that

NOTE Confidence: 0.962653

00:46:18.860 --> 00:46:19.739 I've seen some of these

NOTE Confidence: 0.962653

00:46:19.739 --> 00:46:20.239 discharge,

NOTE Confidence: 0.97538334

00:46:20.940 --> 00:46:22.880 we do move the goalposts

NOTE Confidence: 0.97538334

00:46:23.100 --> 00:46:24.219 over time based on sort

NOTE Confidence: 0.97538334

00:46:24.219 --> 00:46:26.045 of what's seeming achievable. So,

NOTE Confidence: 0.97538334

00:46:26.045 --> 00:46:26.765 like, I'll give you an

NOTE Confidence: 0.97538334

00:46:26.765 --> 00:46:28.125 example of that. In our

NOTE Confidence: 0.97538334

00:46:28.125 --> 00:46:29.485 HomeVent program, we say you
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NOTE Confidence: 0.97538334

00:46:29.485 --> 00:46:30.605 have to have two trained

NOTE Confidence: 0.97538334

00:46:30.605 --> 00:46:31.105 providers.

NOTE Confidence: 0.93686855

00:46:31.725 --> 00:46:33.085 Someone has to like, providers

NOTE Confidence: 0.93686855

00:46:33.085 --> 00:46:34.605 meaning parents, you know, who

NOTE Confidence: 0.93686855

00:46:34.605 --> 00:46:36.364 are or parent equivalents who

NOTE Confidence: 0.93686855

00:46:36.364 --> 00:46:38.279 are one of them has

NOTE Confidence: 0.93686855

00:46:38.279 --> 00:46:39.520 to be trained up on

NOTE Confidence: 0.93686855

00:46:39.520 --> 00:46:41.359 eight million things that they

NOTE Confidence: 0.93686855

00:46:41.359 --> 00:46:42.079 have to be able to

NOTE Confidence: 0.93686855

00:46:42.079 --> 00:46:43.140 do and demonstrate

NOTE Confidence: 0.96395457

00:46:43.520 --> 00:46:45.119 competence in doing. And one

NOTE Confidence: 0.96395457

00:46:45.119 --> 00:46:45.920 of them has to be

NOTE Confidence: 0.96395457

00:46:45.920 --> 00:46:46.980 home with that child

NOTE Confidence: 0.9543713

00:46:47.359 --> 00:46:48.660 twenty four hours a day

NOTE Confidence: 0.9543713

00:46:48.799 --> 00:46:51.140 to provide that, like, awake

NOTE Confidence: 0.9625354
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00:46:51.805 --> 00:46:53.245 to tend to the digging

NOTE Confidence: 0.9625354

00:46:53.245 --> 00:46:53.965 and the bells and the

NOTE Confidence: 0.9625354

00:46:53.965 --> 00:46:55.405 things and the emergencies with

NOTE Confidence: 0.9625354

00:46:55.405 --> 00:46:56.145 the thing.

NOTE Confidence: 0.98005676

00:46:56.445 --> 00:46:57.645 And then maybe they can

NOTE Confidence: 0.98005676

00:46:57.645 --> 00:46:58.525 get home nursing and maybe

NOTE Confidence: 0.98005676

00:46:58.525 --> 00:46:59.185 they can't.

NOTE Confidence: 0.9911041

00:46:59.805 --> 00:47:00.705 Right? And

NOTE Confidence: 0.9828108

00:47:01.725 --> 00:47:03.425 sometimes you really don't have

NOTE Confidence: 0.9828108

00:47:03.485 --> 00:47:04.625 that second person.

NOTE Confidence: 0.9766451

00:47:05.600 --> 00:47:07.120 And at some point, sometimes

NOTE Confidence: 0.9766451

00:47:07.120 --> 00:47:07.860 we say,

NOTE Confidence: 0.9546743

00:47:08.480 --> 00:47:09.280 we're going to let you

NOTE Confidence: 0.9546743

00:47:09.280 --> 00:47:10.560 do this without the second

NOTE Confidence: 0.9546743

00:47:10.560 --> 00:47:11.060 person.

NOTE Confidence: 0.96793085

00:47:11.680 --> 00:47:12.880 And it's not our favorite
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NOTE Confidence: 0.96793085

00:47:12.880 --> 00:47:14.239 option and it's not the

NOTE Confidence: 0.96793085

00:47:14.239 --> 00:47:15.620 best option, but

NOTE Confidence: 0.9987933

00:47:16.000 --> 00:47:17.060 it's the option.

NOTE Confidence: 0.96924126

00:47:17.625 --> 00:47:19.305 And if the alternative, like

NOTE Confidence: 0.96924126

00:47:19.305 --> 00:47:20.265 in my state is you

NOTE Confidence: 0.96924126

00:47:20.265 --> 00:47:21.545 give up custody of this

NOTE Confidence: 0.96924126

00:47:21.545 --> 00:47:22.045 child

NOTE Confidence: 0.9275474

00:47:22.344 --> 00:47:23.645 because you're never leaving,

NOTE Confidence: 0.9850856

00:47:24.105 --> 00:47:25.145 maybe that's a good enough

NOTE Confidence: 0.9850856

00:47:25.145 --> 00:47:26.185 option. And I think that

NOTE Confidence: 0.9850856

00:47:26.185 --> 00:47:27.325 a lot of these discharge

NOTE Confidence: 0.9850856

00:47:27.385 --> 00:47:28.685 do become about

NOTE Confidence: 0.9974125

00:47:29.145 --> 00:47:31.325 building consensus with parents about

NOTE Confidence: 0.99776447

00:47:31.864 --> 00:47:32.765 safe enough

NOTE Confidence: 0.9658835

00:47:33.369 --> 00:47:35.070 in an imperfect world.

NOTE Confidence: 0.9556827
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00:47:35.690 --> 00:47:36.489 But one of the things

NOTE Confidence: 0.9556827

00:47:36.489 --> 00:47:37.690 that's really hard is when,

NOTE Confidence: 0.9556827

00:47:37.690 --> 00:47:38.890 especially when we start getting

NOTE Confidence: 0.9556827

00:47:38.890 --> 00:47:40.330 really creative and engaging parents

NOTE Confidence: 0.9556827

00:47:40.330 --> 00:47:41.070 with like

NOTE Confidence: 0.9457558

00:47:41.609 --> 00:47:42.489 really out of the box

NOTE Confidence: 0.9457558

00:47:42.489 --> 00:47:43.849 ways, finding like resources in

NOTE Confidence: 0.9457558

00:47:43.849 --> 00:47:45.290 their communities and things is

NOTE Confidence: 0.9457558

00:47:45.290 --> 00:47:47.935 that there there are data

NOTE Confidence: 0.99384135

00:47:48.235 --> 00:47:49.855 that those resources go away

NOTE Confidence: 0.9506357

00:47:50.395 --> 00:47:51.675 and that these safety nets

NOTE Confidence: 0.9506357

00:47:51.675 --> 00:47:53.435 that people build, the novelty

NOTE Confidence: 0.9506357

00:47:53.435 --> 00:47:54.555 of this wears off and

NOTE Confidence: 0.9506357

00:47:54.555 --> 00:47:55.375 people leave.

NOTE Confidence: 0.988198

00:47:57.195 --> 00:47:57.695 But

NOTE Confidence: 0.98075056

00:47:58.969 --> 00:48:00.969 how you get people we're
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NOTE Confidence: 0.98075056

00:48:00.969 --> 00:48:02.329 doing some empirical research at

NOTE Confidence: 0.98075056

00:48:02.329 --> 00:48:03.369 our place on how parents

NOTE Confidence: 0.98075056

00:48:03.369 --> 00:48:05.210 get engaged in tracheostomy decision

NOTE Confidence: 0.98075056

00:48:05.210 --> 00:48:06.650 making and who they talk

NOTE Confidence: 0.98075056

00:48:06.650 --> 00:48:07.450 to and where they go

NOTE Confidence: 0.98075056

00:48:07.450 --> 00:48:08.190 for information

NOTE Confidence: 0.94251585

00:48:08.730 --> 00:48:10.270 and how you get people

NOTE Confidence: 0.94251585

00:48:10.329 --> 00:48:10.829 to

NOTE Confidence: 0.97409827

00:48:11.484 --> 00:48:12.685 really engage with this question

NOTE Confidence: 0.97409827

00:48:12.685 --> 00:48:13.405 of, am I ready to

NOTE Confidence: 0.97409827

00:48:13.405 --> 00:48:14.285 have an ICU in my

NOTE Confidence: 0.97409827

00:48:14.285 --> 00:48:14.785 house?

NOTE Confidence: 0.98956907

00:48:15.724 --> 00:48:16.864 And if I'm not,

NOTE Confidence: 0.9705966

00:48:17.325 --> 00:48:19.005 what's the alternative? So in

NOTE Confidence: 0.9705966

00:48:19.005 --> 00:48:19.744 my experience,

NOTE Confidence: 0.99803704
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00:48:20.285 --> 00:48:21.405 when people say no to

NOTE Confidence: 0.99803704

00:48:21.405 --> 00:48:21.905 tracheostomy,

NOTE Confidence: 0.93030834

00:48:23.244 --> 00:48:24.625 they're not saying,

NOTE Confidence: 0.9231662

00:48:25.250 --> 00:48:26.369 if what this takes is

NOTE Confidence: 0.9231662

00:48:26.369 --> 00:48:27.650 a tracheostomy and then ICU

NOTE Confidence: 0.9231662

00:48:27.650 --> 00:48:28.390 in my house,

NOTE Confidence: 0.95820075

00:48:28.770 --> 00:48:30.450 I'd rather consider hospice and

NOTE Confidence: 0.95820075

00:48:30.450 --> 00:48:32.049 comfort care. What they're saying

NOTE Confidence: 0.95820075

00:48:32.049 --> 00:48:32.930 is we will stay here

NOTE Confidence: 0.95820075

00:48:32.930 --> 00:48:34.069 until we don't need one.

NOTE Confidence: 0.9815428

00:48:34.609 --> 00:48:35.730 What? Until we don't need

NOTE Confidence: 0.9815428

00:48:35.730 --> 00:48:36.230 one.

NOTE Confidence: 0.9743942

00:48:36.770 --> 00:48:37.730 And we talked about this

NOTE Confidence: 0.9743942

00:48:37.730 --> 00:48:39.329 at lunch. Sometimes they successfully

NOTE Confidence: 0.9743942

00:48:39.329 --> 00:48:40.210 stay until they don't need

NOTE Confidence: 0.9743942

00:48:40.210 --> 00:48:40.695 one.
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NOTE Confidence: 0.9574494

00:48:41.015 --> 00:48:42.375 Sometimes they stay until they're

NOTE Confidence: 0.9574494

00:48:42.375 --> 00:48:43.255 like, alright. I guess we're

NOTE Confidence: 0.9574494

00:48:43.255 --> 00:48:44.375 not ever gonna not need

NOTE Confidence: 0.9574494

00:48:44.375 --> 00:48:45.815 one, and they got one.

NOTE Confidence: 0.9574494

00:48:45.815 --> 00:48:47.675 Sometimes something catastrophic happens.

NOTE Confidence: 0.9236892

00:48:48.295 --> 00:48:50.055 But usually, the alternative they're

NOTE Confidence: 0.9236892

00:48:50.055 --> 00:48:50.555 weighing

NOTE Confidence: 0.98784816

00:48:51.015 --> 00:48:52.535 is not different goals of

NOTE Confidence: 0.98784816

00:48:52.535 --> 00:48:54.710 care. It's a workaround to

NOTE Confidence: 0.98784816

00:48:54.710 --> 00:48:55.989 the thing that they don't

NOTE Confidence: 0.98784816

00:48:55.989 --> 00:48:57.770 want, can't fathom, can't achieve.

NOTE Confidence: 0.8985991

00:48:58.230 --> 00:48:58.710 I don't know if that

NOTE Confidence: 0.8985991

00:48:58.710 --> 00:48:59.690 kinda got it here.

NOTE Confidence: 0.9481818

00:49:02.710 --> 00:49:03.910 But to a point that

NOTE Confidence: 0.9481818

00:49:03.910 --> 00:49:04.550 you made,

NOTE Confidence: 0.93117344
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00:49:04.869 --> 00:49:06.170 here, take that with you,

NOTE Confidence: 0.93117344

00:49:06.275 --> 00:49:06.915 To a point that you

NOTE Confidence: 0.93117344

00:49:06.915 --> 00:49:08.695 made before, Naomi, which is

NOTE Confidence: 0.93117344

00:49:08.835 --> 00:49:10.035 maybe we can reject the

NOTE Confidence: 0.93117344

00:49:10.035 --> 00:49:11.075 premise. And this is something

NOTE Confidence: 0.93117344

00:49:11.075 --> 00:49:12.035 that you touched on, which

NOTE Confidence: 0.93117344

00:49:12.035 --> 00:49:13.255 that does

NOTE Confidence: 0.9768275

00:49:13.635 --> 00:49:14.475 going home

NOTE Confidence: 0.97122866

00:49:14.915 --> 00:49:16.355 I mean, should that be

NOTE Confidence: 0.97122866

00:49:16.355 --> 00:49:17.555 the North Star? Would we

NOTE Confidence: 0.97122866

00:49:17.555 --> 00:49:18.594 take an awful lot of

NOTE Confidence: 0.97122866

00:49:18.594 --> 00:49:19.094 pressure

NOTE Confidence: 0.9314894

00:49:19.475 --> 00:49:20.755 off an awful lot of

NOTE Confidence: 0.9314894

00:49:20.755 --> 00:49:21.975 people if

NOTE Confidence: 0.94717747

00:49:22.650 --> 00:49:23.450 we didn't say what we're

NOTE Confidence: 0.94717747

00:49:23.450 --> 00:49:24.089 gonna try and do is
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NOTE Confidence: 0.94717747

00:49:24.089 --> 00:49:24.730 get this to the point

NOTE Confidence: 0.94717747

00:49:24.730 --> 00:49:25.369 where you can take this

NOTE Confidence: 0.94717747

00:49:25.369 --> 00:49:26.569 child home. You know what?

NOTE Confidence: 0.94717747

00:49:26.569 --> 00:49:27.690 Your life is could be

NOTE Confidence: 0.94717747

00:49:27.690 --> 00:49:28.569 better, and, in fact, the

NOTE Confidence: 0.94717747

00:49:28.569 --> 00:49:29.930 kid's life could be better

NOTE Confidence: 0.94717747

00:49:29.930 --> 00:49:30.969 if we found some place

NOTE Confidence: 0.94717747

00:49:30.969 --> 00:49:32.170 within a thirty minute drive

NOTE Confidence: 0.94717747

00:49:32.170 --> 00:49:32.989 of your house,

NOTE Confidence: 0.9241082

00:49:33.609 --> 00:49:34.489 where they could take care

NOTE Confidence: 0.9241082

00:49:34.489 --> 00:49:35.210 of this. And you could

NOTE Confidence: 0.9241082

00:49:35.210 --> 00:49:36.250 still be very much involved

NOTE Confidence: 0.9241082

00:49:36.250 --> 00:49:38.030 in the child's life. And,

NOTE Confidence: 0.9241082

00:49:38.195 --> 00:49:39.395 I mean, here, I mean,

NOTE Confidence: 0.9241082

00:49:39.395 --> 00:49:40.195 some folks in the room

NOTE Confidence: 0.9241082
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00:49:40.195 --> 00:49:41.575 still might remember our pediatric

NOTE Confidence: 0.9241082

00:49:41.635 --> 00:49:42.855 respiratory care unit.

NOTE Confidence: 0.94585437

00:49:43.955 --> 00:49:44.994 And, I mean, I mean,

NOTE Confidence: 0.94585437

00:49:44.994 --> 00:49:46.515 I'll be blunt, which was

NOTE Confidence: 0.94585437

00:49:46.515 --> 00:49:47.875 for, you know, for some

NOTE Confidence: 0.94585437

00:49:47.875 --> 00:49:49.315 cases like this, it wasn't

NOTE Confidence: 0.94585437

00:49:49.315 --> 00:49:50.594 designed for exactly like this,

NOTE Confidence: 0.94585437

00:49:50.594 --> 00:49:51.780 but I I never heard

NOTE Confidence: 0.94585437

00:49:51.780 --> 00:49:53.060 an argument for closing it

NOTE Confidence: 0.94585437

00:49:53.060 --> 00:49:54.600 down except that, you know,

NOTE Confidence: 0.8553989

00:49:54.980 --> 00:49:56.040 it costs money.

NOTE Confidence: 0.93570143

00:49:58.020 --> 00:49:59.460 That, obviously, it would cost

NOTE Confidence: 0.93570143

00:49:59.460 --> 00:50:00.660 money to have these facilities

NOTE Confidence: 0.93570143

00:50:00.660 --> 00:50:01.480 and and

NOTE Confidence: 0.96865

00:50:01.940 --> 00:50:03.540 in terms of generating RVUs,

NOTE Confidence: 0.96865

00:50:03.540 --> 00:50:04.660 etcetera, this would be a
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NOTE Confidence: 0.96865

00:50:04.660 --> 00:50:05.864 big question. But but but

NOTE Confidence: 0.96865

00:50:05.864 --> 00:50:07.225 what about that? You you

NOTE Confidence: 0.96865

00:50:07.225 --> 00:50:08.425 you question that premise yourself

NOTE Confidence: 0.96865

00:50:08.425 --> 00:50:09.705 that maybe we shouldn't be

NOTE Confidence: 0.96865

00:50:09.705 --> 00:50:10.505 aiming to get these kids

NOTE Confidence: 0.96865

00:50:10.505 --> 00:50:12.105 home, but someplace else parents

NOTE Confidence: 0.96865

00:50:12.105 --> 00:50:12.905 who don't want I mean,

NOTE Confidence: 0.96865

00:50:12.905 --> 00:50:13.885 I think to say

NOTE Confidence: 0.9967089

00:50:14.265 --> 00:50:15.465 to take a parent who

NOTE Confidence: 0.9967089

00:50:15.465 --> 00:50:16.825 doesn't wanna turn their living

NOTE Confidence: 0.9967089

00:50:16.825 --> 00:50:17.885 room into an ICU

NOTE Confidence: 0.9218159

00:50:18.344 --> 00:50:19.625 but wants their kid to

NOTE Confidence: 0.9218159

00:50:19.625 --> 00:50:20.125 live

NOTE Confidence: 0.97885406

00:50:20.600 --> 00:50:22.520 as being fundamentally irrational, I

NOTE Confidence: 0.97885406

00:50:22.520 --> 00:50:23.820 don't think that's that irrational.

NOTE Confidence: 0.9400393
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00:50:24.120 --> 00:50:25.080 Like, I think that makes

NOTE Confidence: 0.9400393

00:50:25.080 --> 00:50:26.120 a lot of sense. You

NOTE Confidence: 0.9400393

00:50:26.120 --> 00:50:26.620 know?

NOTE Confidence: 0.9960488

00:50:27.960 --> 00:50:28.460 Please.

NOTE Confidence: 0.97804195

00:50:29.000 --> 00:50:30.600 Sure. Thank you so much,

NOTE Confidence: 0.97804195

00:50:30.840 --> 00:50:32.440 for coming. It's really a

NOTE Confidence: 0.97804195

00:50:32.440 --> 00:50:34.380 thought provoking talk, and

NOTE Confidence: 0.9694953

00:50:35.364 --> 00:50:36.805 it made me think of,

NOTE Confidence: 0.9655383

00:50:38.165 --> 00:50:40.085 Emily Oster, who's an economist

NOTE Confidence: 0.9655383

00:50:40.085 --> 00:50:41.205 out of Brown who writes

NOTE Confidence: 0.9655383

00:50:41.205 --> 00:50:42.825 about parenting issues.

NOTE Confidence: 0.97951823

00:50:43.205 --> 00:50:44.645 And she often says there's

NOTE Confidence: 0.97951823

00:50:44.645 --> 00:50:46.745 no secret option c, meaning

NOTE Confidence: 0.97951823

00:50:46.965 --> 00:50:48.245 we ought to dispense with

NOTE Confidence: 0.97951823

00:50:48.245 --> 00:50:49.385 the magical thinking

NOTE Confidence: 0.9845817

00:50:49.860 --> 00:50:51.380 and the wishing away of

142



NOTE Confidence: 0.9845817

00:50:51.380 --> 00:50:53.300 certain problems and sometimes come

NOTE Confidence: 0.9845817

00:50:53.300 --> 00:50:54.520 to a place of acceptance

NOTE Confidence: 0.9845817

00:50:54.580 --> 00:50:55.620 depending on our role in

NOTE Confidence: 0.9845817

00:50:55.620 --> 00:50:56.840 a given system about

NOTE Confidence: 0.9633845

00:50:57.780 --> 00:50:59.700 what the limitations are. And

NOTE Confidence: 0.9633845

00:50:59.700 --> 00:51:00.660 you reference, like, some of

NOTE Confidence: 0.9633845

00:51:00.660 --> 00:51:02.155 these are hospital level solutions.

NOTE Confidence: 0.9633845

00:51:02.155 --> 00:51:03.235 Some of these are systems

NOTE Confidence: 0.9633845

00:51:03.235 --> 00:51:04.515 level solutions. Some of these

NOTE Confidence: 0.9633845

00:51:04.515 --> 00:51:05.875 are Mount Everest y things

NOTE Confidence: 0.9633845

00:51:05.875 --> 00:51:06.835 where we'd have to move

NOTE Confidence: 0.9633845

00:51:06.835 --> 00:51:07.875 heaven and earth to get

NOTE Confidence: 0.9633845

00:51:07.875 --> 00:51:08.455 to them.

NOTE Confidence: 0.98004544

00:51:09.395 --> 00:51:10.515 I'm in my first year

NOTE Confidence: 0.98004544

00:51:10.515 --> 00:51:11.655 of medical school.

NOTE Confidence: 0.985823
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00:51:12.435 --> 00:51:13.715 So I'm thinking about the

NOTE Confidence: 0.985823

00:51:13.715 --> 00:51:15.575 long training road ahead, and

NOTE Confidence: 0.9957533

00:51:15.980 --> 00:51:17.660 I'm wondering what you think

NOTE Confidence: 0.9957533

00:51:17.660 --> 00:51:18.160 are

NOTE Confidence: 0.99965596

00:51:18.700 --> 00:51:19.200 practical

NOTE Confidence: 0.9992138

00:51:20.299 --> 00:51:20.799 skills

NOTE Confidence: 0.997056

00:51:21.180 --> 00:51:22.400 that medical students,

NOTE Confidence: 0.98153585

00:51:23.020 --> 00:51:25.660 residents, fellows, even attendings. What

NOTE Confidence: 0.98153585

00:51:25.660 --> 00:51:27.180 have you seen people equip

NOTE Confidence: 0.98153585

00:51:27.180 --> 00:51:28.239 themselves with

NOTE Confidence: 0.99591583

00:51:28.700 --> 00:51:29.839 that lets them

NOTE Confidence: 0.9762656

00:51:30.645 --> 00:51:31.605 come to a place of

NOTE Confidence: 0.9762656

00:51:31.605 --> 00:51:33.205 acceptance without having to solve

NOTE Confidence: 0.9762656

00:51:33.205 --> 00:51:34.665 those systems level problems.

NOTE Confidence: 0.99830353

00:51:35.844 --> 00:51:36.344 And

NOTE Confidence: 0.98986053

00:51:36.965 --> 00:51:38.805 we'll never avoid moral distress,
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NOTE Confidence: 0.98986053

00:51:38.805 --> 00:51:40.565 but navigate it in a

NOTE Confidence: 0.98986053

00:51:40.565 --> 00:51:42.965 healthy way while caring for

NOTE Confidence: 0.98986053

00:51:42.965 --> 00:51:43.785 these patients.

NOTE Confidence: 0.9728023

00:51:45.060 --> 00:51:46.180 Well, I'll give you one

NOTE Confidence: 0.9728023

00:51:46.180 --> 00:51:47.300 that doesn't apply to all

NOTE Confidence: 0.9728023

00:51:47.300 --> 00:51:48.280 of those situations,

NOTE Confidence: 0.9863383

00:51:49.140 --> 00:51:50.840 but does work for me

NOTE Confidence: 0.9863383

00:51:50.900 --> 00:51:52.040 a lot of the time

NOTE Confidence: 0.8610247

00:51:52.580 --> 00:51:53.640 that comes around

NOTE Confidence: 0.9671592

00:51:54.500 --> 00:51:56.100 letting people want things that

NOTE Confidence: 0.9671592

00:51:56.100 --> 00:51:57.239 I wouldn't pick.

NOTE Confidence: 0.9603311

00:51:57.725 --> 00:51:59.005 Right. And mine is it's

NOTE Confidence: 0.9603311

00:51:59.005 --> 00:52:00.125 truly a mantra and it's,

NOTE Confidence: 0.9603311

00:52:00.125 --> 00:52:00.844 I wish they didn't want

NOTE Confidence: 0.9603311

00:52:00.844 --> 00:52:02.125 this, but they do. And

NOTE Confidence: 0.9603311
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00:52:02.125 --> 00:52:03.245 I say those words in

NOTE Confidence: 0.9603311

00:52:03.245 --> 00:52:03.965 my head, I wish they

NOTE Confidence: 0.9603311

00:52:03.965 --> 00:52:04.844 didn't want this, but they

NOTE Confidence: 0.9603311

00:52:04.844 --> 00:52:07.085 do as opposed to what's

NOTE Confidence: 0.9603311

00:52:07.085 --> 00:52:08.045 wrong with you, that you

NOTE Confidence: 0.9603311

00:52:08.045 --> 00:52:09.805 want this. Right. And letting

NOTE Confidence: 0.9603311

00:52:09.805 --> 00:52:11.885 people want something and value

NOTE Confidence: 0.9603311

00:52:11.885 --> 00:52:12.385 something

NOTE Confidence: 0.99861723

00:52:12.930 --> 00:52:14.690 that isn't necessarily what you

NOTE Confidence: 0.99861723

00:52:14.690 --> 00:52:15.430 would pick.

NOTE Confidence: 0.98360085

00:52:15.969 --> 00:52:16.469 Right?

NOTE Confidence: 0.9612711

00:52:16.770 --> 00:52:18.450 And that to me, to

NOTE Confidence: 0.9612711

00:52:18.450 --> 00:52:19.410 me, it has all been

NOTE Confidence: 0.9612711

00:52:19.410 --> 00:52:21.030 about trying to at least

NOTE Confidence: 0.9612711

00:52:21.170 --> 00:52:21.969 come out of a place

NOTE Confidence: 0.9612711

00:52:21.969 --> 00:52:22.630 of judgment
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NOTE Confidence: 0.93920875

00:52:23.010 --> 00:52:24.450 and try not to view

NOTE Confidence: 0.93920875

00:52:24.450 --> 00:52:25.969 people as particularly as being

NOTE Confidence: 0.93920875

00:52:25.969 --> 00:52:27.010 defective for wanting their kid

NOTE Confidence: 0.93920875

00:52:27.010 --> 00:52:28.505 to live. Right as a,

NOTE Confidence: 0.93920875

00:52:28.505 --> 00:52:29.885 as a general idea.

NOTE Confidence: 0.9414905

00:52:32.344 --> 00:52:34.105 And not to confuse hope

NOTE Confidence: 0.9414905

00:52:34.105 --> 00:52:34.844 and denial,

NOTE Confidence: 0.95927346

00:52:35.465 --> 00:52:37.165 right? So when people say,

NOTE Confidence: 0.95927346

00:52:37.225 --> 00:52:38.185 I know you're telling me

NOTE Confidence: 0.95927346

00:52:38.185 --> 00:52:39.065 that this is really long

NOTE Confidence: 0.95927346

00:52:39.065 --> 00:52:39.945 shot and I believe that

NOTE Confidence: 0.95927346

00:52:39.945 --> 00:52:40.585 my child is going to

NOTE Confidence: 0.95927346

00:52:40.585 --> 00:52:41.305 be the zero point one

NOTE Confidence: 0.95927346

00:52:41.305 --> 00:52:41.805 percent,

NOTE Confidence: 0.99527776

00:52:42.719 --> 00:52:44.340 They're not making an actuarial

NOTE Confidence: 0.99527776
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00:52:44.560 --> 00:52:45.920 determination that they think that

NOTE Confidence: 0.99527776

00:52:45.920 --> 00:52:46.719 their child is gonna be

NOTE Confidence: 0.99527776

00:52:46.719 --> 00:52:47.760 a point one percent. Right?

NOTE Confidence: 0.99527776

00:52:47.760 --> 00:52:49.119 That's not the activity that

NOTE Confidence: 0.99527776

00:52:49.119 --> 00:52:51.119 they're engaging in. And so

NOTE Confidence: 0.99527776

00:52:51.119 --> 00:52:52.400 trying to talk them out

NOTE Confidence: 0.99527776

00:52:52.400 --> 00:52:53.440 of that by making an

NOTE Confidence: 0.99527776

00:52:53.440 --> 00:52:55.520 actuarial argument isn't going to

NOTE Confidence: 0.99527776

00:52:55.520 --> 00:52:56.020 work.

NOTE Confidence: 0.9969992

00:52:56.320 --> 00:52:57.680 Right? And so I think

NOTE Confidence: 0.9969992

00:52:57.680 --> 00:52:58.155 that

NOTE Confidence: 0.97994244

00:53:00.795 --> 00:53:02.335 don't put it that way.

NOTE Confidence: 0.97994244

00:53:02.475 --> 00:53:03.515 If that you know, if

NOTE Confidence: 0.97994244

00:53:03.515 --> 00:53:04.815 it's not gonna happen,

NOTE Confidence: 0.9266888

00:53:05.435 --> 00:53:06.715 just say it's not gonna

NOTE Confidence: 0.9266888

00:53:06.715 --> 00:53:08.075 happen and don't hinge it
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NOTE Confidence: 0.9266888

00:53:08.075 --> 00:53:09.035 on, like, this. But I

NOTE Confidence: 0.9266888

00:53:09.035 --> 00:53:10.609 have to be absolutely truth

NOTE Confidence: 0.9266888

00:53:10.609 --> 00:53:11.410 and tell them that, like,

NOTE Confidence: 0.9266888

00:53:11.410 --> 00:53:12.690 I guess it's theoretically a

NOTE Confidence: 0.9266888

00:53:12.690 --> 00:53:13.969 tiny bit possible and, like,

NOTE Confidence: 0.9266888

00:53:13.969 --> 00:53:14.930 offer that as an anchor.

NOTE Confidence: 0.9266888

00:53:14.930 --> 00:53:15.670 Right? So

NOTE Confidence: 0.9719041

00:53:15.969 --> 00:53:17.810 so one is let people

NOTE Confidence: 0.9719041

00:53:17.810 --> 00:53:18.530 pick things that you wouldn't

NOTE Confidence: 0.9719041

00:53:18.530 --> 00:53:20.450 pick. Another is don't offer

NOTE Confidence: 0.9719041

00:53:20.450 --> 00:53:22.130 people choices that aren't things

NOTE Confidence: 0.9719041

00:53:22.130 --> 00:53:22.630 that

NOTE Confidence: 0.953098

00:53:23.105 --> 00:53:24.464 they, that you're going to

NOTE Confidence: 0.953098

00:53:24.464 --> 00:53:25.344 let them pick. Right? So

NOTE Confidence: 0.953098

00:53:25.344 --> 00:53:25.984 if it's not a choice,

NOTE Confidence: 0.953098
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00:53:25.984 --> 00:53:26.625 don't put it on the

NOTE Confidence: 0.953098

00:53:26.625 --> 00:53:27.424 menu and then say you

NOTE Confidence: 0.953098

00:53:27.424 --> 00:53:28.305 were wrong for picking the

NOTE Confidence: 0.953098

00:53:28.305 --> 00:53:29.184 thing that I didn't want

NOTE Confidence: 0.953098

00:53:29.184 --> 00:53:29.765 you pick.

NOTE Confidence: 0.9629993

00:53:31.825 --> 00:53:32.785 How not to, as a

NOTE Confidence: 0.9629993

00:53:32.785 --> 00:53:33.525 first year

NOTE Confidence: 0.8314432

00:53:34.065 --> 00:53:35.664 student, be totally depressed by

NOTE Confidence: 0.8314432

00:53:35.664 --> 00:53:36.545 this. You know, Mark started

NOTE Confidence: 0.8314432

00:53:36.545 --> 00:53:38.100 with like this depressing. Right?

NOTE Confidence: 0.98771596

00:53:39.380 --> 00:53:40.420 Is a lot harder, right?

NOTE Confidence: 0.98771596

00:53:40.420 --> 00:53:41.380 And how not to feel

NOTE Confidence: 0.98771596

00:53:41.380 --> 00:53:43.220 totally daunted by this is

NOTE Confidence: 0.98771596

00:53:43.220 --> 00:53:44.100 a lot harder. And, you

NOTE Confidence: 0.98771596

00:53:44.100 --> 00:53:45.140 know, we talked earlier this

NOTE Confidence: 0.98771596

00:53:45.140 --> 00:53:46.680 morning about just the challenges
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NOTE Confidence: 0.98771596

00:53:46.739 --> 00:53:48.020 of like, how do you

NOTE Confidence: 0.98771596

00:53:48.020 --> 00:53:48.520 build

NOTE Confidence: 0.98456544

00:53:49.140 --> 00:53:51.300 a working functional system to

NOTE Confidence: 0.98456544

00:53:51.300 --> 00:53:53.694 improve continuity over the six

NOTE Confidence: 0.98456544

00:53:53.694 --> 00:53:54.674 months of a hospitalization.

NOTE Confidence: 0.9945095

00:53:55.214 --> 00:53:56.755 Even that's really hard.

NOTE Confidence: 0.91505563

00:53:57.454 --> 00:53:58.895 And that my last sort

NOTE Confidence: 0.91505563

00:53:58.895 --> 00:54:00.415 of mantra there is like

NOTE Confidence: 0.91505563

00:54:00.415 --> 00:54:01.474 if you read the book,

NOTE Confidence: 0.91130596

00:54:02.174 --> 00:54:03.135 the power of habit is

NOTE Confidence: 0.91130596

00:54:03.135 --> 00:54:05.295 small wins, right? Just you

NOTE Confidence: 0.91130596

00:54:05.295 --> 00:54:06.494 don't have to fix it

NOTE Confidence: 0.91130596

00:54:06.494 --> 00:54:08.260 all. Like, take a tiny

NOTE Confidence: 0.91130596

00:54:08.260 --> 00:54:09.539 thing and fix a tiny

NOTE Confidence: 0.91130596

00:54:09.539 --> 00:54:10.980 thing is is the way

NOTE Confidence: 0.91130596
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00:54:10.980 --> 00:54:11.799 that I have

NOTE Confidence: 0.9946631

00:54:12.579 --> 00:54:14.099 lived with how imperfect that

NOTE Confidence: 0.9946631

00:54:14.099 --> 00:54:14.760 it is.

NOTE Confidence: 0.91217166

00:54:16.099 --> 00:54:16.980 Yeah. Well, here we got

NOTE Confidence: 0.91217166

00:54:16.980 --> 00:54:17.700 a gentleman here and then

NOTE Confidence: 0.91217166

00:54:17.700 --> 00:54:18.839 a gentleman back there.

NOTE Confidence: 0.76030946

00:54:19.315 --> 00:54:19.815 Hi.

NOTE Confidence: 0.95740336

00:54:20.195 --> 00:54:21.655 Thank you so much for,

NOTE Confidence: 0.9923024

00:54:22.275 --> 00:54:23.315 this talk. It's a lot

NOTE Confidence: 0.9923024

00:54:23.315 --> 00:54:24.114 to think about.

NOTE Confidence: 0.9598175

00:54:24.675 --> 00:54:25.795 I wanted to touch on

NOTE Confidence: 0.9598175

00:54:25.795 --> 00:54:26.755 the question that's on the

NOTE Confidence: 0.9598175

00:54:26.755 --> 00:54:27.255 slide.

NOTE Confidence: 0.8843898

00:54:27.715 --> 00:54:28.835 When is good enough good

NOTE Confidence: 0.8843898

00:54:28.835 --> 00:54:29.335 enough?

NOTE Confidence: 0.9829653

00:54:30.114 --> 00:54:31.395 And we talked a lot
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NOTE Confidence: 0.9829653

00:54:31.395 --> 00:54:32.755 during this talk about how

NOTE Confidence: 0.9829653

00:54:32.755 --> 00:54:34.114 the healthcare system is really

NOTE Confidence: 0.9829653

00:54:34.114 --> 00:54:34.614 strained.

NOTE Confidence: 0.9874318

00:54:35.280 --> 00:54:36.560 There's often a backlog of

NOTE Confidence: 0.9874318

00:54:36.560 --> 00:54:37.380 a lot of patients.

NOTE Confidence: 0.99382013

00:54:37.920 --> 00:54:38.880 And I was curious if

NOTE Confidence: 0.99382013

00:54:38.880 --> 00:54:39.780 those pressures

NOTE Confidence: 0.98099387

00:54:40.239 --> 00:54:42.719 of, like, the high, like,

NOTE Confidence: 0.98099387

00:54:42.719 --> 00:54:44.820 load on these hospital systems

NOTE Confidence: 0.98099387

00:54:44.880 --> 00:54:46.400 ever changes the threshold of

NOTE Confidence: 0.98099387

00:54:46.400 --> 00:54:47.700 good enough for patients.

NOTE Confidence: 0.9427028

00:54:48.080 --> 00:54:48.580 And,

NOTE Confidence: 0.8466625

00:54:49.205 --> 00:54:51.705 additionally, whether, like, the implied

NOTE Confidence: 0.8466625

00:54:51.844 --> 00:54:52.344 odds

NOTE Confidence: 0.9903721

00:54:52.885 --> 00:54:54.485 of, like, a patient's family

NOTE Confidence: 0.9903721
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00:54:54.485 --> 00:54:55.445 being able to take care

NOTE Confidence: 0.9903721

00:54:55.445 --> 00:54:56.485 of them outside of the

NOTE Confidence: 0.9903721

00:54:56.485 --> 00:54:57.705 hospital ever changes,

NOTE Confidence: 0.9547315

00:54:58.485 --> 00:54:59.765 what we define as good

NOTE Confidence: 0.9547315

00:54:59.765 --> 00:55:01.205 enough, whether it does and

NOTE Confidence: 0.9547315

00:55:01.205 --> 00:55:02.185 whether it should.

NOTE Confidence: 0.96864307

00:55:03.510 --> 00:55:04.790 That's a really good question.

NOTE Confidence: 0.96864307

00:55:04.790 --> 00:55:05.910 And in some ways, there

NOTE Confidence: 0.96864307

00:55:05.910 --> 00:55:07.270 are some sort of simple

NOTE Confidence: 0.96864307

00:55:07.270 --> 00:55:07.770 answers,

NOTE Confidence: 0.95356345

00:55:08.790 --> 00:55:10.630 that I really learned during

NOTE Confidence: 0.95356345

00:55:10.630 --> 00:55:12.150 the pandemic, actually. So one

NOTE Confidence: 0.95356345

00:55:12.150 --> 00:55:12.950 of the things that happened,

NOTE Confidence: 0.95356345

00:55:12.950 --> 00:55:14.010 like, if you're a bioethicist

NOTE Confidence: 0.95356345

00:55:14.070 --> 00:55:15.110 during the pandemic, you're like,

NOTE Confidence: 0.95356345

00:55:15.110 --> 00:55:15.750 this is it. This is
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NOTE Confidence: 0.95356345

00:55:15.750 --> 00:55:16.810 what we trained for.

NOTE Confidence: 0.97943866

00:55:17.910 --> 00:55:18.410 And

NOTE Confidence: 0.9795311

00:55:18.924 --> 00:55:19.885 one of the things that

NOTE Confidence: 0.9795311

00:55:19.885 --> 00:55:21.085 I learned that I invoke

NOTE Confidence: 0.9795311

00:55:21.085 --> 00:55:22.204 all the time is if

NOTE Confidence: 0.9795311

00:55:22.204 --> 00:55:24.785 you're going to ration something,

NOTE Confidence: 0.99833775

00:55:25.164 --> 00:55:26.285 you do it with rules

NOTE Confidence: 0.99833775

00:55:26.285 --> 00:55:27.424 in the light of day.

NOTE Confidence: 0.99440384

00:55:28.045 --> 00:55:29.164 You don't do it in

NOTE Confidence: 0.99440384

00:55:29.164 --> 00:55:30.525 darkness. You don't make it

NOTE Confidence: 0.99440384

00:55:30.525 --> 00:55:31.505 up on the fly.

NOTE Confidence: 0.9843143

00:55:31.805 --> 00:55:32.305 You

NOTE Confidence: 0.94402117

00:55:32.650 --> 00:55:34.410 you convene a room. You're

NOTE Confidence: 0.94402117

00:55:34.410 --> 00:55:35.690 explicit that that's what you're

NOTE Confidence: 0.94402117

00:55:35.690 --> 00:55:36.890 doing and you write it

NOTE Confidence: 0.94402117
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00:55:36.890 --> 00:55:38.170 down and you vet it

NOTE Confidence: 0.94402117

00:55:38.170 --> 00:55:38.969 and vet it and vet

NOTE Confidence: 0.94402117

00:55:38.969 --> 00:55:39.770 it and you show it

NOTE Confidence: 0.94402117

00:55:39.770 --> 00:55:40.810 to people that you know

NOTE Confidence: 0.94402117

00:55:40.810 --> 00:55:41.770 are going to hate it

NOTE Confidence: 0.94402117

00:55:41.770 --> 00:55:42.969 and pick it apart and

NOTE Confidence: 0.94402117

00:55:42.969 --> 00:55:43.930 you make sure you've done

NOTE Confidence: 0.94402117

00:55:43.930 --> 00:55:45.450 it fairly. So if you're

NOTE Confidence: 0.94402117

00:55:45.450 --> 00:55:46.489 going to do something like,

NOTE Confidence: 0.94402117

00:55:46.489 --> 00:55:46.989 say,

NOTE Confidence: 0.9817884

00:55:47.925 --> 00:55:49.364 it's RSV season and the

NOTE Confidence: 0.9817884

00:55:49.364 --> 00:55:50.485 hospital is more full than

NOTE Confidence: 0.9817884

00:55:50.485 --> 00:55:51.285 usual, so we're going to

NOTE Confidence: 0.9817884

00:55:51.285 --> 00:55:52.405 move the goalpost about when

NOTE Confidence: 0.9817884

00:55:52.405 --> 00:55:53.205 we do this or what

NOTE Confidence: 0.9817884

00:55:53.205 --> 00:55:54.745 the discharge criteria are.
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NOTE Confidence: 0.9971593

00:55:55.125 --> 00:55:56.005 I mean, I think it's

NOTE Confidence: 0.9971593

00:55:56.005 --> 00:55:56.505 extremely

NOTE Confidence: 0.9728347

00:55:56.805 --> 00:55:59.364 hard to, to execute something

NOTE Confidence: 0.9728347

00:55:59.364 --> 00:56:01.200 like that, but you're really

NOTE Confidence: 0.9728347

00:56:01.200 --> 00:56:02.980 explicit about what you're doing

NOTE Confidence: 0.9728347

00:56:03.200 --> 00:56:04.160 and you make the trade

NOTE Confidence: 0.9728347

00:56:04.160 --> 00:56:05.860 offs really clear.

NOTE Confidence: 0.9743659

00:56:07.920 --> 00:56:08.980 I think this,

NOTE Confidence: 0.97474545

00:56:09.280 --> 00:56:10.239 you know, things come up

NOTE Confidence: 0.97474545

00:56:10.239 --> 00:56:11.300 like this with like

NOTE Confidence: 0.9551943

00:56:11.934 --> 00:56:13.454 early discharge around newborn care,

NOTE Confidence: 0.9551943

00:56:13.454 --> 00:56:14.255 right? Where you have some

NOTE Confidence: 0.9551943

00:56:14.255 --> 00:56:15.375 parents who really want to

NOTE Confidence: 0.9551943

00:56:15.375 --> 00:56:16.414 go home, like the, like

NOTE Confidence: 0.9551943

00:56:16.414 --> 00:56:17.295 the UK model where you

NOTE Confidence: 0.9551943
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00:56:17.295 --> 00:56:18.335 go home after six hours,

NOTE Confidence: 0.9551943

00:56:18.335 --> 00:56:19.454 right? And generally we think

NOTE Confidence: 0.9551943

00:56:19.454 --> 00:56:20.255 of like going home with

NOTE Confidence: 0.9551943

00:56:20.255 --> 00:56:21.535 a newborn in less than

NOTE Confidence: 0.9551943

00:56:21.535 --> 00:56:22.815 twenty four hours as being

NOTE Confidence: 0.9551943

00:56:22.815 --> 00:56:23.315 like,

NOTE Confidence: 0.9725813

00:56:23.614 --> 00:56:25.960 like potentially risky, right? Sometimes

NOTE Confidence: 0.9725813

00:56:25.960 --> 00:56:26.600 the way you do this

NOTE Confidence: 0.9725813

00:56:26.600 --> 00:56:27.880 is you build creative workarounds.

NOTE Confidence: 0.9725813

00:56:27.880 --> 00:56:28.600 Like the way we're doing

NOTE Confidence: 0.9725813

00:56:28.600 --> 00:56:29.560 this at our hospital is

NOTE Confidence: 0.9725813

00:56:29.560 --> 00:56:30.060 we're

NOTE Confidence: 0.9426141

00:56:30.520 --> 00:56:31.100 we're sending,

NOTE Confidence: 0.98956615

00:56:31.719 --> 00:56:33.480 midwives to the homes. Right?

NOTE Confidence: 0.98956615

00:56:33.480 --> 00:56:34.520 So sometimes the way you

NOTE Confidence: 0.98956615

00:56:34.520 --> 00:56:35.880 do the good enough is
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NOTE Confidence: 0.98956615

00:56:35.880 --> 00:56:37.260 that you think more creatively

NOTE Confidence: 0.98956615

00:56:37.320 --> 00:56:38.780 about what the patches are.

NOTE Confidence: 0.98956615

00:56:39.075 --> 00:56:40.035 Right? And you don't just

NOTE Confidence: 0.98956615

00:56:40.035 --> 00:56:40.835 say, well, this sucks, but

NOTE Confidence: 0.98956615

00:56:40.835 --> 00:56:41.474 I guess it's all we

NOTE Confidence: 0.98956615

00:56:41.474 --> 00:56:43.315 can do. You think really

NOTE Confidence: 0.98956615

00:56:43.315 --> 00:56:44.455 creatively about

NOTE Confidence: 0.94888306

00:56:45.155 --> 00:56:46.355 the and. Right? Like, it's

NOTE Confidence: 0.94888306

00:56:46.355 --> 00:56:47.075 not a but, it's an

NOTE Confidence: 0.94888306

00:56:47.075 --> 00:56:48.455 and. Like, well, we're gonna

NOTE Confidence: 0.99915314

00:56:49.075 --> 00:56:50.135 change the standard

NOTE Confidence: 0.8611528

00:56:50.435 --> 00:56:51.815 and we're gonna

NOTE Confidence: 0.9963791

00:56:52.250 --> 00:56:54.170 mitigate our discomfort with the

NOTE Confidence: 0.9963791

00:56:54.170 --> 00:56:55.770 potential downsides of that by

NOTE Confidence: 0.9963791

00:56:55.770 --> 00:56:56.989 adding these other things.

NOTE Confidence: 0.9933102
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00:56:58.650 --> 00:57:00.089 It's when what we learned

NOTE Confidence: 0.9933102

00:57:00.089 --> 00:57:01.290 during the pandemic is that

NOTE Confidence: 0.9933102

00:57:01.290 --> 00:57:02.190 when we didn't

NOTE Confidence: 0.99586713

00:57:02.489 --> 00:57:03.609 think hard enough and we

NOTE Confidence: 0.99586713

00:57:03.609 --> 00:57:05.265 weren't careful enough and we

NOTE Confidence: 0.99586713

00:57:05.265 --> 00:57:06.625 didn't show it to enough

NOTE Confidence: 0.99586713

00:57:06.625 --> 00:57:09.045 people, we made terrible mistakes.

NOTE Confidence: 0.9718918

00:57:11.905 --> 00:57:13.184 The other thing that's sad

NOTE Confidence: 0.9718918

00:57:13.184 --> 00:57:14.704 is that kids often pay

NOTE Confidence: 0.9718918

00:57:14.704 --> 00:57:15.585 the price for this because

NOTE Confidence: 0.9718918

00:57:15.585 --> 00:57:16.785 we're all they're almost always

NOTE Confidence: 0.9718918

00:57:16.785 --> 00:57:18.480 an afterthought. Right? Like, the

NOTE Confidence: 0.9718918

00:57:18.480 --> 00:57:19.680 outer space for kids is

NOTE Confidence: 0.9718918

00:57:19.680 --> 00:57:20.800 almost always less of a

NOTE Confidence: 0.9718918

00:57:20.800 --> 00:57:22.480 perceived crisis than like outer

NOTE Confidence: 0.9718918

00:57:22.480 --> 00:57:23.380 space for adults.
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NOTE Confidence: 0.9738099

00:57:25.280 --> 00:57:25.780 But

NOTE Confidence: 0.98864853

00:57:27.360 --> 00:57:30.100 it's really dicey to say,

NOTE Confidence: 0.92428315

00:57:30.640 --> 00:57:32.420 well, we're full. So like,

NOTE Confidence: 0.91257054

00:57:33.265 --> 00:57:34.625 you know, yesterday, you you

NOTE Confidence: 0.91257054

00:57:34.625 --> 00:57:36.065 needed two providers, but today

NOTE Confidence: 0.91257054

00:57:36.065 --> 00:57:37.425 it's that, you know, like,

NOTE Confidence: 0.91257054

00:57:37.425 --> 00:57:38.865 you start doing that case

NOTE Confidence: 0.91257054

00:57:38.865 --> 00:57:40.145 by case and somebody gets

NOTE Confidence: 0.91257054

00:57:40.145 --> 00:57:40.645 hurt.

NOTE Confidence: 0.9630742

00:57:42.945 --> 00:57:45.205 So my question is around,

NOTE Confidence: 0.99531937

00:57:47.020 --> 00:57:48.940 my question is around what

NOTE Confidence: 0.99531937

00:57:48.940 --> 00:57:50.400 is meaningful function

NOTE Confidence: 0.96506256

00:57:50.780 --> 00:57:52.620 that makes sort of, like,

NOTE Confidence: 0.96506256

00:57:52.620 --> 00:57:54.560 return to home, like,

NOTE Confidence: 0.8634228

00:57:55.660 --> 00:57:56.940 a a moral good in

NOTE Confidence: 0.8634228
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00:57:56.940 --> 00:57:58.560 a sense. Meaningful function?

NOTE Confidence: 0.99067956

00:57:59.020 --> 00:58:00.400 Like, meaningful function.

NOTE Confidence: 0.95235795

00:58:01.260 --> 00:58:01.760 So,

NOTE Confidence: 0.97152144

00:58:02.060 --> 00:58:03.285 like, I think a lot

NOTE Confidence: 0.97152144

00:58:03.285 --> 00:58:04.244 of the reasons why we

NOTE Confidence: 0.97152144

00:58:04.244 --> 00:58:06.005 consider, like, going home and

NOTE Confidence: 0.97152144

00:58:06.005 --> 00:58:07.045 we assume that going home

NOTE Confidence: 0.97152144

00:58:07.045 --> 00:58:07.925 is a good idea is

NOTE Confidence: 0.97152144

00:58:07.925 --> 00:58:09.305 also because of the potential

NOTE Confidence: 0.97152144

00:58:09.365 --> 00:58:10.805 activities and development that the

NOTE Confidence: 0.97152144

00:58:10.805 --> 00:58:12.265 child can engage in,

NOTE Confidence: 0.9701163

00:58:13.125 --> 00:58:14.405 at home as opposed to

NOTE Confidence: 0.9701163

00:58:14.405 --> 00:58:15.845 in the hospital. And you've

NOTE Confidence: 0.9701163

00:58:15.845 --> 00:58:16.530 kind of, like,

NOTE Confidence: 0.97501886

00:58:17.170 --> 00:58:18.530 pushed against some of these.

NOTE Confidence: 0.97501886

00:58:18.530 --> 00:58:19.810 But I I'm wondering if
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NOTE Confidence: 0.97501886

00:58:19.810 --> 00:58:21.750 there's any thought around, like,

NOTE Confidence: 0.99738723

00:58:22.450 --> 00:58:24.230 are there, like, requirements

NOTE Confidence: 0.9781051

00:58:24.610 --> 00:58:26.370 of certain children that make

NOTE Confidence: 0.9781051

00:58:26.370 --> 00:58:28.290 it such that the function

NOTE Confidence: 0.9781051

00:58:28.290 --> 00:58:29.030 that they

NOTE Confidence: 0.91830546

00:58:29.525 --> 00:58:30.645 will regain or are likely

NOTE Confidence: 0.91830546

00:58:30.645 --> 00:58:31.525 to regain in the short

NOTE Confidence: 0.91830546

00:58:31.525 --> 00:58:32.505 term is, like,

NOTE Confidence: 0.9980507

00:58:33.285 --> 00:58:34.965 not enough for them to

NOTE Confidence: 0.9980507

00:58:34.965 --> 00:58:35.865 actually benefit

NOTE Confidence: 0.92967623

00:58:36.165 --> 00:58:37.225 from going home.

NOTE Confidence: 0.9803698

00:58:38.085 --> 00:58:39.285 I am gonna push back

NOTE Confidence: 0.9803698

00:58:39.285 --> 00:58:40.405 against what you're saying. I

NOTE Confidence: 0.9803698

00:58:40.405 --> 00:58:41.765 think that there is a

NOTE Confidence: 0.9803698

00:58:41.765 --> 00:58:42.825 sense that

NOTE Confidence: 0.9886559
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00:58:43.550 --> 00:58:45.470 there's existential good in being

NOTE Confidence: 0.9886559

00:58:45.470 --> 00:58:46.130 at home

NOTE Confidence: 0.84320486

00:58:46.670 --> 00:58:48.050 beyond some of those,

NOTE Confidence: 0.9679872

00:58:48.590 --> 00:58:49.470 you get to roll around

NOTE Confidence: 0.9679872

00:58:49.470 --> 00:58:50.349 on the floor with your

NOTE Confidence: 0.9679872

00:58:50.349 --> 00:58:51.550 your siblings and your dog

NOTE Confidence: 0.9679872

00:58:51.550 --> 00:58:52.609 kind of things. I mean,

NOTE Confidence: 0.9679872

00:58:52.750 --> 00:58:54.270 we have people who ask

NOTE Confidence: 0.9679872

00:58:54.270 --> 00:58:55.950 to take the bodies of

NOTE Confidence: 0.9679872

00:58:55.950 --> 00:58:57.310 their children who have died

NOTE Confidence: 0.9679872

00:58:57.310 --> 00:58:57.645 home.

NOTE Confidence: 0.9336273

00:58:58.285 --> 00:58:59.485 Right? And we we have

NOTE Confidence: 0.9336273

00:58:59.485 --> 00:59:00.605 people, you know, people who

NOTE Confidence: 0.9336273

00:59:00.605 --> 00:59:02.545 go home, you know, ambulance

NOTE Confidence: 0.9336273

00:59:02.605 --> 00:59:03.805 home on CPAP so that

NOTE Confidence: 0.9336273

00:59:03.805 --> 00:59:05.085 their children can die at
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NOTE Confidence: 0.9336273

00:59:05.085 --> 00:59:06.925 home. I think for some

NOTE Confidence: 0.9336273

00:59:06.925 --> 00:59:08.065 families, this

NOTE Confidence: 0.9557679

00:59:08.445 --> 00:59:10.385 truly kind of spiritual existential,

NOTE Confidence: 0.9557679

00:59:10.525 --> 00:59:11.805 you belong at home with

NOTE Confidence: 0.9557679

00:59:11.805 --> 00:59:13.780 us thing has nothing to

NOTE Confidence: 0.9557679

00:59:13.780 --> 00:59:15.000 do with function at all.

NOTE Confidence: 0.9813931

00:59:15.460 --> 00:59:16.819 And we sell that when

NOTE Confidence: 0.9813931

00:59:16.819 --> 00:59:18.260 it's convenient. Right? When we

NOTE Confidence: 0.9813931

00:59:18.260 --> 00:59:19.780 want our bed back, we

NOTE Confidence: 0.9813931

00:59:19.780 --> 00:59:20.819 push hard on this, don't

NOTE Confidence: 0.9813931

00:59:20.819 --> 00:59:21.700 you want your child at

NOTE Confidence: 0.9813931

00:59:21.700 --> 00:59:22.740 home with you? And some

NOTE Confidence: 0.9813931

00:59:22.740 --> 00:59:24.585 people really do. I mean,

NOTE Confidence: 0.9813931

00:59:24.744 --> 00:59:25.785 so it is the North

NOTE Confidence: 0.9813931

00:59:25.785 --> 00:59:27.224 Star for some people that

NOTE Confidence: 0.9813931
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00:59:27.224 --> 00:59:28.845 has nothing to do with

NOTE Confidence: 0.9663847

00:59:29.625 --> 00:59:30.905 tangible things they're gonna get

NOTE Confidence: 0.9663847

00:59:30.905 --> 00:59:31.945 out of being at home.

NOTE Confidence: 0.9663847

00:59:31.945 --> 00:59:32.685 It's that

NOTE Confidence: 0.98445034

00:59:33.224 --> 00:59:34.665 our family is together at

NOTE Confidence: 0.98445034

00:59:34.665 --> 00:59:35.165 home.

NOTE Confidence: 0.9592766

00:59:35.705 --> 00:59:37.065 And even if it's just

NOTE Confidence: 0.9592766

00:59:37.065 --> 00:59:38.345 that they smile when we

NOTE Confidence: 0.9592766

00:59:38.345 --> 00:59:39.305 come into the room or

NOTE Confidence: 0.9592766

00:59:39.305 --> 00:59:40.560 I smile when I see

NOTE Confidence: 0.9592766

00:59:40.560 --> 00:59:41.360 them in the room that

NOTE Confidence: 0.9592766

00:59:41.360 --> 00:59:42.020 they belong,

NOTE Confidence: 0.99528295

00:59:44.000 --> 00:59:44.960 that has nothing to do

NOTE Confidence: 0.99528295

00:59:44.960 --> 00:59:46.560 with the function they're going

NOTE Confidence: 0.99528295

00:59:46.560 --> 00:59:47.220 to achieve.

NOTE Confidence: 0.9894345

00:59:50.320 --> 00:59:51.600 The bigger question of
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NOTE Confidence: 0.9404625

00:59:52.160 --> 00:59:53.280 so one way people have

NOTE Confidence: 0.9404625

00:59:53.280 --> 00:59:54.240 talked about this is relational

NOTE Confidence: 0.9404625

00:59:54.240 --> 00:59:55.280 potential, right? Just thinking in

NOTE Confidence: 0.9404625

00:59:55.280 --> 00:59:56.175 the longer term about

NOTE Confidence: 0.97732013

00:59:57.695 --> 00:59:57.923 about how much does a

NOTE Confidence: 0.97732013

00:59:57.923 --> 00:59:58.655 society invest in someone who

NOTE Confidence: 0.97732013

00:59:58.655 --> 00:59:59.875 is technology dependent

NOTE Confidence: 0.94651204

01:00:00.175 --> 01:00:01.475 has to do with their

NOTE Confidence: 0.9769549

01:00:02.255 --> 01:00:03.695 different kinds of potential. That's

NOTE Confidence: 0.9769549

01:00:03.695 --> 01:00:05.215 a very different conversation than

NOTE Confidence: 0.9769549

01:00:05.215 --> 01:00:06.335 what I've talked about. That's

NOTE Confidence: 0.9769549

01:00:06.335 --> 01:00:08.035 a who's worth it question.

NOTE Confidence: 0.9769549

01:00:08.095 --> 01:00:09.715 That is not really what

NOTE Confidence: 0.9769549

01:00:09.890 --> 01:00:10.790 I talked about

NOTE Confidence: 0.8911104

01:00:11.330 --> 01:00:12.070 here, which

NOTE Confidence: 0.9084673
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01:00:14.050 --> 01:00:15.250 I'd say in general in

NOTE Confidence: 0.9084673

01:00:15.250 --> 01:00:17.010 pediatric ethics, we've mostly moved

NOTE Confidence: 0.9084673

01:00:17.010 --> 01:00:17.970 away from, right? Like this

NOTE Confidence: 0.9084673

01:00:17.970 --> 01:00:19.090 idea that like we get

NOTE Confidence: 0.9084673

01:00:19.090 --> 01:00:19.750 to decide

NOTE Confidence: 0.82490754

01:00:20.290 --> 01:00:20.790 whose

NOTE Confidence: 0.987519

01:00:21.810 --> 01:00:23.090 quality of life is worth

NOTE Confidence: 0.987519

01:00:23.090 --> 01:00:24.845 it. I think our bracket

NOTE Confidence: 0.987519

01:00:24.845 --> 01:00:26.305 around that is really suffering.

NOTE Confidence: 0.987519

01:00:26.444 --> 01:00:27.565 Right? If we you have

NOTE Confidence: 0.987519

01:00:27.565 --> 01:00:29.265 suffering that I can't relieve,

NOTE Confidence: 0.99817854

01:00:30.684 --> 01:00:32.444 I don't prolong that suffering.

NOTE Confidence: 0.99817854

01:00:32.444 --> 01:00:33.585 But beyond that,

NOTE Confidence: 0.9996868

01:00:33.885 --> 01:00:34.464 I think

NOTE Confidence: 0.97639304

01:00:34.924 --> 01:00:35.905 if your parents

NOTE Confidence: 0.988156

01:00:36.605 --> 01:00:37.744 see that you
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NOTE Confidence: 0.9949146

01:00:38.640 --> 01:00:39.920 you live a life that

NOTE Confidence: 0.9949146

01:00:39.920 --> 01:00:41.599 they see you benefiting from

NOTE Confidence: 0.9949146

01:00:41.599 --> 01:00:42.099 having,

NOTE Confidence: 0.9985345

01:00:42.400 --> 01:00:43.839 we we don't push back

NOTE Confidence: 0.9985345

01:00:43.839 --> 01:00:44.740 against that.

NOTE Confidence: 0.9258971

01:00:49.760 --> 01:00:50.579 Here, please.

NOTE Confidence: 0.99659336

01:00:57.585 --> 01:00:59.525 Hi. Thank you. I'm curious,

NOTE Confidence: 0.9519421

01:00:59.905 --> 01:01:00.865 like, how much of this

NOTE Confidence: 0.9519421

01:01:00.865 --> 01:01:01.665 problem, if any of this

NOTE Confidence: 0.9519421

01:01:01.665 --> 01:01:02.964 problem, you think could be

NOTE Confidence: 0.9729725

01:01:03.345 --> 01:01:04.865 addressed by simply increasing the

NOTE Confidence: 0.9729725

01:01:04.865 --> 01:01:06.145 number of NICU beds? And

NOTE Confidence: 0.9729725

01:01:06.145 --> 01:01:07.025 you talked about, like, the

NOTE Confidence: 0.9729725

01:01:07.025 --> 01:01:07.525 baby,

NOTE Confidence: 0.9127932

01:01:08.520 --> 01:01:10.040 baby LTAC, so it was.

NOTE Confidence: 0.9127932
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01:01:10.280 --> 01:01:11.400 Like, how how like, what

NOTE Confidence: 0.9127932

01:01:11.400 --> 01:01:13.160 sort of additional ethical challenges

NOTE Confidence: 0.9127932

01:01:13.160 --> 01:01:14.700 that that might, address?

NOTE Confidence: 0.97368807

01:01:15.160 --> 01:01:15.960 Well, so we don't have

NOTE Confidence: 0.97368807

01:01:15.960 --> 01:01:17.160 enough beds, full stop. Right?

NOTE Confidence: 0.97368807

01:01:17.160 --> 01:01:18.360 And it's not just the

NOTE Confidence: 0.97368807

01:01:18.360 --> 01:01:19.240 right beds. It's the right

NOTE Confidence: 0.97368807

01:01:19.240 --> 01:01:20.460 beds in the right places,

NOTE Confidence: 0.97368807

01:01:20.520 --> 01:01:21.100 the right

NOTE Confidence: 0.9954872

01:01:21.744 --> 01:01:23.045 providers in the right places.

NOTE Confidence: 0.965086

01:01:25.585 --> 01:01:27.265 The baby LTAC thing is

NOTE Confidence: 0.965086

01:01:27.265 --> 01:01:28.385 is there there's two questions.

NOTE Confidence: 0.965086

01:01:28.385 --> 01:01:30.545 There's capacity overall. There's there's

NOTE Confidence: 0.965086

01:01:30.545 --> 01:01:31.744 these could we ever have

NOTE Confidence: 0.965086

01:01:31.744 --> 01:01:32.945 a baby LTAC? Who would

NOTE Confidence: 0.965086

01:01:32.945 --> 01:01:33.605 be the
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NOTE Confidence: 0.9676683

01:01:34.130 --> 01:01:35.490 care providers in those places?

NOTE Confidence: 0.9676683

01:01:35.490 --> 01:01:36.610 Like, we are looking, for

NOTE Confidence: 0.9676683

01:01:36.610 --> 01:01:37.570 example, at my place. We

NOTE Confidence: 0.9676683

01:01:37.570 --> 01:01:39.490 just acquired another NICU. And

NOTE Confidence: 0.9676683

01:01:39.490 --> 01:01:40.550 we are looking

NOTE Confidence: 0.96321744

01:01:42.050 --> 01:01:43.090 at if you are not

NOTE Confidence: 0.96321744

01:01:43.090 --> 01:01:43.970 ready for a trach, you

NOTE Confidence: 0.96321744

01:01:43.970 --> 01:01:44.850 can go to this other

NOTE Confidence: 0.96321744

01:01:44.850 --> 01:01:46.130 NICU and you can be

NOTE Confidence: 0.96321744

01:01:46.130 --> 01:01:47.664 there for months on CPAP,

NOTE Confidence: 0.96321744

01:01:47.664 --> 01:01:48.545 sort of like trying to

NOTE Confidence: 0.96321744

01:01:48.545 --> 01:01:49.444 get off this.

NOTE Confidence: 0.9813598

01:01:49.744 --> 01:01:51.025 But it's the reason that

NOTE Confidence: 0.9813598

01:01:51.025 --> 01:01:52.464 I talked about my research

NOTE Confidence: 0.9813598

01:01:52.464 --> 01:01:53.345 agenda for this. I don't

NOTE Confidence: 0.9813598
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01:01:53.345 --> 01:01:54.305 think we have any real

NOTE Confidence: 0.9813598

01:01:54.305 --> 01:01:55.184 sense of what the scope

NOTE Confidence: 0.9813598

01:01:55.184 --> 01:01:56.545 of this is because we're

NOTE Confidence: 0.9813598

01:01:56.545 --> 01:01:58.065 still defining ultra long stay

NOTE Confidence: 0.9813598

01:01:58.065 --> 01:01:59.045 as twelve days.

NOTE Confidence: 0.99682087

01:02:00.865 --> 01:02:01.744 I think we need to

NOTE Confidence: 0.99682087

01:02:01.744 --> 01:02:02.484 know that.

NOTE Confidence: 0.72456414

01:02:06.120 --> 01:02:06.840 Do you think it'd be

NOTE Confidence: 0.72456414

01:02:06.840 --> 01:02:08.440 premature? Sorry. Just tell you

NOTE Confidence: 0.72456414

01:02:08.440 --> 01:02:09.080 to make any of these

NOTE Confidence: 0.72456414

01:02:09.080 --> 01:02:10.200 big changes before you got

NOTE Confidence: 0.72456414

01:02:10.200 --> 01:02:11.180 that sort of data.

NOTE Confidence: 0.95032763

01:02:13.560 --> 01:02:14.600 Could you repeat the question

NOTE Confidence: 0.95032763

01:02:14.600 --> 01:02:15.494 then? Yeah. So the question

NOTE Confidence: 0.95032763

01:02:15.494 --> 01:02:16.295 is whether it would be

NOTE Confidence: 0.95032763

01:02:16.295 --> 01:02:17.335 premature to make those sort
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NOTE Confidence: 0.95032763

01:02:17.335 --> 01:02:18.135 of big changes. If I've

NOTE Confidence: 0.95032763

01:02:18.135 --> 01:02:19.255 learned anything in my budding

NOTE Confidence: 0.95032763

01:02:19.255 --> 01:02:20.295 career as like a suit,

NOTE Confidence: 0.95032763

01:02:20.295 --> 01:02:21.414 it's that you can't make

NOTE Confidence: 0.95032763

01:02:21.414 --> 01:02:22.615 a big change without making

NOTE Confidence: 0.95032763

01:02:22.615 --> 01:02:23.835 a numbers case for it.

NOTE Confidence: 0.96169275

01:02:24.214 --> 01:02:25.255 So and it's not a

NOTE Confidence: 0.96169275

01:02:25.255 --> 01:02:26.295 good idea. Right? Because if

NOTE Confidence: 0.96169275

01:02:26.295 --> 01:02:27.335 you do that once, right,

NOTE Confidence: 0.96169275

01:02:27.335 --> 01:02:28.375 if you get people to

NOTE Confidence: 0.96169275

01:02:28.375 --> 01:02:29.815 invent invest in a big

NOTE Confidence: 0.96169275

01:02:29.815 --> 01:02:31.359 idea once and you were

NOTE Confidence: 0.96169275

01:02:31.359 --> 01:02:32.480 wrong, they never listen to

NOTE Confidence: 0.96169275

01:02:32.480 --> 01:02:34.160 you again. So I wouldn't

NOTE Confidence: 0.96169275

01:02:34.160 --> 01:02:35.300 advocate for that.

NOTE Confidence: 0.99906844
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01:02:36.960 --> 01:02:37.920 Thank you so much.

NOTE Confidence: 0.94723135

01:02:39.119 --> 01:02:40.960 I'm Sylvia. I am a

NOTE Confidence: 0.94723135

01:02:40.960 --> 01:02:41.540 a pediatric,

NOTE Confidence: 0.9928865

01:02:41.920 --> 01:02:43.200 social worker here at the

NOTE Confidence: 0.9928865

01:02:43.200 --> 01:02:44.315 hospital, and I work with,

NOTE Confidence: 0.9928865

01:02:44.795 --> 01:02:46.734 transplant recipients and transplant candidates.

NOTE Confidence: 0.9928865

01:02:46.954 --> 01:02:48.154 So while we're waiting for

NOTE Confidence: 0.9928865

01:02:48.154 --> 01:02:48.815 the transplant,

NOTE Confidence: 0.9942919

01:02:49.914 --> 01:02:51.295 we do have long hospitalizations.

NOTE Confidence: 0.97062534

01:02:52.234 --> 01:02:53.115 And I have found that

NOTE Confidence: 0.97062534

01:02:53.115 --> 01:02:54.414 for the moral distress

NOTE Confidence: 0.98091227

01:02:54.714 --> 01:02:56.315 part, like, actually having, like,

NOTE Confidence: 0.98091227

01:02:56.315 --> 01:02:57.630 debriefings and talking to one

NOTE Confidence: 0.98091227

01:02:57.630 --> 01:02:58.750 another, hey. This is really

NOTE Confidence: 0.98091227

01:02:58.750 --> 01:02:59.950 challenging to see the the

NOTE Confidence: 0.98091227

01:02:59.950 --> 01:03:01.329 child with this long hospitalization
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NOTE Confidence: 0.98091227

01:03:01.390 --> 01:03:02.450 has been very helpful.

NOTE Confidence: 0.9744012

01:03:02.910 --> 01:03:04.109 And in Connecticut, we do

NOTE Confidence: 0.9744012

01:03:04.109 --> 01:03:06.289 have medically complex foster homes,

NOTE Confidence: 0.9976786

01:03:07.069 --> 01:03:08.670 but I've seen children be

NOTE Confidence: 0.9976786

01:03:08.670 --> 01:03:09.569 completely heartbroken

NOTE Confidence: 0.9880903

01:03:10.425 --> 01:03:12.025 when we advocate for a

NOTE Confidence: 0.9880903

01:03:12.025 --> 01:03:14.125 safe placement because it's psychosocially

NOTE Confidence: 0.9880903

01:03:14.345 --> 01:03:16.025 unfit, and all that child

NOTE Confidence: 0.9880903

01:03:16.025 --> 01:03:17.625 wants to do is to

NOTE Confidence: 0.9880903

01:03:17.625 --> 01:03:18.985 go home with with their

NOTE Confidence: 0.9880903

01:03:18.985 --> 01:03:19.485 parent,

NOTE Confidence: 0.9998147

01:03:20.105 --> 01:03:21.485 regardless of the ramifications.

NOTE Confidence: 0.99451333

01:03:22.760 --> 01:03:23.720 So one of the saddest

NOTE Confidence: 0.99451333

01:03:23.720 --> 01:03:25.000 cases I had, he had

NOTE Confidence: 0.99451333

01:03:25.000 --> 01:03:26.380 a really short life expectancy.

NOTE Confidence: 0.98991394
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01:03:27.160 --> 01:03:27.560 And,

NOTE Confidence: 0.9988828

01:03:28.119 --> 01:03:29.320 part of all my advocacy

NOTE Confidence: 0.9988828

01:03:29.320 --> 01:03:30.839 efforts towards the end was

NOTE Confidence: 0.9988828

01:03:30.839 --> 01:03:32.599 trying to break down the

NOTE Confidence: 0.9988828

01:03:32.599 --> 01:03:33.099 barriers

NOTE Confidence: 0.9432194

01:03:33.640 --> 01:03:34.680 put in place by our

NOTE Confidence: 0.9432194

01:03:34.680 --> 01:03:36.440 department of children and families,

NOTE Confidence: 0.9432194

01:03:36.440 --> 01:03:37.180 your CPS.

NOTE Confidence: 0.97778195

01:03:37.974 --> 01:03:39.494 So this is extremely emotionally

NOTE Confidence: 0.97778195

01:03:39.494 --> 01:03:40.935 challenging. And I feel like

NOTE Confidence: 0.97778195

01:03:40.935 --> 01:03:41.595 my patient

NOTE Confidence: 0.9885455

01:03:41.895 --> 01:03:43.734 is the pediatric patient and

NOTE Confidence: 0.9885455

01:03:43.734 --> 01:03:45.655 also the families, but also

NOTE Confidence: 0.9885455

01:03:45.655 --> 01:03:46.775 the staff. And it's been

NOTE Confidence: 0.9885455

01:03:46.775 --> 01:03:48.535 really hard, to to provide

NOTE Confidence: 0.9885455

01:03:48.535 --> 01:03:49.675 support with the staff.
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NOTE Confidence: 0.99516445

01:03:50.450 --> 01:03:51.410 Yeah. There's a lot in

NOTE Confidence: 0.99516445

01:03:51.410 --> 01:03:52.710 that comment that's important.

NOTE Confidence: 0.9939586

01:03:53.570 --> 01:03:55.010 I mean, one is just

NOTE Confidence: 0.9939586

01:03:55.010 --> 01:03:56.530 any version of calling people

NOTE Confidence: 0.9939586

01:03:56.530 --> 01:03:57.830 bad parents for

NOTE Confidence: 0.9918795

01:03:58.530 --> 01:03:59.830 not I mean,

NOTE Confidence: 0.9818756

01:04:00.290 --> 01:04:02.050 doing that with healthy children

NOTE Confidence: 0.9818756

01:04:02.050 --> 01:04:03.170 when parents don't have what

NOTE Confidence: 0.9818756

01:04:03.170 --> 01:04:04.050 they need is sort of

NOTE Confidence: 0.9818756

01:04:04.050 --> 01:04:05.355 bad enough. But when what

NOTE Confidence: 0.9818756

01:04:05.355 --> 01:04:06.475 they need is heroic, I

NOTE Confidence: 0.9818756

01:04:06.475 --> 01:04:07.275 think is sort of even

NOTE Confidence: 0.9818756

01:04:07.275 --> 01:04:07.775 worse.

NOTE Confidence: 0.9610179

01:04:08.795 --> 01:04:10.155 And yeah, kids want to

NOTE Confidence: 0.9610179

01:04:10.155 --> 01:04:11.115 be with their parents even

NOTE Confidence: 0.9610179
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01:04:11.115 --> 01:04:11.994 when their lives with their

NOTE Confidence: 0.9610179

01:04:11.994 --> 01:04:13.195 parents are pretty bad. And

NOTE Confidence: 0.9610179

01:04:13.195 --> 01:04:14.635 even when their parents are

NOTE Confidence: 0.9610179

01:04:14.635 --> 01:04:15.994 potentially not good people, kids

NOTE Confidence: 0.9610179

01:04:15.994 --> 01:04:16.635 want to be with their

NOTE Confidence: 0.9610179

01:04:16.635 --> 01:04:17.280 parents. Right?

NOTE Confidence: 0.92119795

01:04:18.000 --> 01:04:18.960 The issue of staff, I

NOTE Confidence: 0.92119795

01:04:18.960 --> 01:04:19.840 mean, there's been some work,

NOTE Confidence: 0.92119795

01:04:19.840 --> 01:04:21.360 like, in NICUs, for example,

NOTE Confidence: 0.92119795

01:04:21.360 --> 01:04:24.100 about embedded psychologists in NICUs

NOTE Confidence: 0.92119795

01:04:24.160 --> 01:04:25.440 to support, not like like

NOTE Confidence: 0.92119795

01:04:25.440 --> 01:04:26.560 for parents, but also for

NOTE Confidence: 0.92119795

01:04:26.560 --> 01:04:28.020 staff. Right? I mean, the

NOTE Confidence: 0.94445217

01:04:28.400 --> 01:04:29.840 the toll these kinds of

NOTE Confidence: 0.94445217

01:04:29.840 --> 01:04:30.855 cases take on people, you

NOTE Confidence: 0.94445217

01:04:30.855 --> 01:04:31.815 know, like in our NICU,
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NOTE Confidence: 0.94445217

01:04:31.815 --> 01:04:32.855 I imagine the NICU here

NOTE Confidence: 0.94445217

01:04:32.855 --> 01:04:33.975 is the same, nurses take

NOTE Confidence: 0.94445217

01:04:33.975 --> 01:04:35.255 on this, like, primary role.

NOTE Confidence: 0.94445217

01:04:35.255 --> 01:04:36.555 Right? And they and

NOTE Confidence: 0.96607697

01:04:37.175 --> 01:04:38.395 one, I mean, the potential

NOTE Confidence: 0.96607697

01:04:38.455 --> 01:04:39.195 for, like,

NOTE Confidence: 0.957487

01:04:40.295 --> 01:04:42.615 really problematic boundary violations. Right?

NOTE Confidence: 0.957487

01:04:42.615 --> 01:04:43.835 But also just, like,

NOTE Confidence: 0.97706926

01:04:44.210 --> 01:04:46.049 they when these patients die,

NOTE Confidence: 0.97706926

01:04:46.049 --> 01:04:47.569 they experience profound loss. When

NOTE Confidence: 0.97706926

01:04:47.569 --> 01:04:48.930 these patients get discharged, they

NOTE Confidence: 0.97706926

01:04:48.930 --> 01:04:50.869 have, like, problems with separation.

NOTE Confidence: 0.97706926

01:04:50.930 --> 01:04:52.069 I mean, I think that

NOTE Confidence: 0.9757477

01:04:52.769 --> 01:04:54.289 we didn't build acute care

NOTE Confidence: 0.9757477

01:04:54.289 --> 01:04:56.210 hospitals for what these kinds

NOTE Confidence: 0.9757477
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01:04:56.210 --> 01:04:57.569 of relationships were gonna do

NOTE Confidence: 0.9757477

01:04:57.569 --> 01:04:58.935 to our staff either. And

NOTE Confidence: 0.9757477

01:04:59.095 --> 01:05:00.635 they are leaving the profession.

NOTE Confidence: 0.9359685

01:05:01.175 --> 01:05:02.375 They also make more mistakes.

NOTE Confidence: 0.9359685

01:05:02.375 --> 01:05:03.015 They do there's a thing

NOTE Confidence: 0.9359685

01:05:03.015 --> 01:05:04.055 called, like, values and position.

NOTE Confidence: 0.9359685

01:05:04.055 --> 01:05:04.935 We talked about this. Right?

NOTE Confidence: 0.9359685

01:05:04.935 --> 01:05:06.215 Like, you lose the ability

NOTE Confidence: 0.9359685

01:05:06.215 --> 01:05:07.815 to to participate in perspective

NOTE Confidence: 0.9359685

01:05:07.815 --> 01:05:09.575 taking. Like, what happens to

NOTE Confidence: 0.9359685

01:05:09.575 --> 01:05:11.035 you if you don't

NOTE Confidence: 0.89831585

01:05:11.735 --> 01:05:13.095 have this kind of thing

NOTE Confidence: 0.89831585

01:05:13.095 --> 01:05:14.720 tended to over months and

NOTE Confidence: 0.89831585

01:05:14.720 --> 01:05:15.760 years is is like we

NOTE Confidence: 0.89831585

01:05:15.760 --> 01:05:16.980 know it's really bad.

NOTE Confidence: 0.82590854

01:05:18.079 --> 01:05:18.960 I just probably have to
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NOTE Confidence: 0.82590854

01:05:18.960 --> 01:05:20.160 hear it. But they don't

NOTE Confidence: 0.82590854

01:05:20.160 --> 01:05:20.960 they don't get to see

NOTE Confidence: 0.82590854

01:05:20.960 --> 01:05:22.400 the long term outcome that

NOTE Confidence: 0.82590854

01:05:22.400 --> 01:05:23.599 I do. I'm inpatient and

NOTE Confidence: 0.82590854

01:05:23.599 --> 01:05:24.099 outpatient.

NOTE Confidence: 0.96375495

01:05:24.480 --> 01:05:25.599 Mhmm. So so I think

NOTE Confidence: 0.96375495

01:05:25.599 --> 01:05:26.640 that's important. We should

NOTE Confidence: 0.99344194

01:05:27.555 --> 01:05:28.355 I think it would be

NOTE Confidence: 0.99344194

01:05:28.355 --> 01:05:30.194 curative to have the inpatient

NOTE Confidence: 0.99344194

01:05:30.194 --> 01:05:31.395 staff that only sees the

NOTE Confidence: 0.99344194

01:05:31.395 --> 01:05:32.515 acute part. Like, in my

NOTE Confidence: 0.99344194

01:05:32.515 --> 01:05:34.115 role as a transplant social

NOTE Confidence: 0.99344194

01:05:34.115 --> 01:05:35.494 worker, I get to serve

NOTE Confidence: 0.95993686

01:05:35.875 --> 01:05:37.474 inpatient and outpatient. And these

NOTE Confidence: 0.95993686

01:05:37.474 --> 01:05:38.675 nurses are just seeing the,

NOTE Confidence: 0.95993686
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01:05:38.675 --> 01:05:39.175 like,

NOTE Confidence: 0.97157127

01:05:39.560 --> 01:05:41.160 the most brutal time without

NOTE Confidence: 0.97157127

01:05:41.160 --> 01:05:42.680 seeing the awesome quality of

NOTE Confidence: 0.97157127

01:05:42.680 --> 01:05:44.280 life that comes after. And

NOTE Confidence: 0.97157127

01:05:44.280 --> 01:05:45.240 I've been trying to shed

NOTE Confidence: 0.97157127

01:05:45.240 --> 01:05:46.280 light on that, but I

NOTE Confidence: 0.97157127

01:05:46.280 --> 01:05:47.120 think that that should be

NOTE Confidence: 0.97157127

01:05:47.120 --> 01:05:48.520 in embedded. It shouldn't be

NOTE Confidence: 0.97157127

01:05:48.520 --> 01:05:51.020 something that is spontaneously offered.

NOTE Confidence: 0.97157127

01:05:51.080 --> 01:05:51.880 Oh, when they come back

NOTE Confidence: 0.97157127

01:05:51.880 --> 01:05:53.160 for their outpatient appointment, I'll

NOTE Confidence: 0.97157127

01:05:53.160 --> 01:05:53.960 make sure that they come

NOTE Confidence: 0.97157127

01:05:53.960 --> 01:05:54.945 visit you at the unit.

NOTE Confidence: 0.97157127

01:05:55.185 --> 01:05:56.145 Yeah. I think that that

NOTE Confidence: 0.97157127

01:05:56.145 --> 01:05:57.185 kind of closure that's something

NOTE Confidence: 0.97157127

01:05:57.185 --> 01:05:58.305 we see with residents too.
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NOTE Confidence: 0.97157127

01:05:58.305 --> 01:05:59.265 And it actually becomes a

NOTE Confidence: 0.97157127

01:05:59.265 --> 01:06:00.805 big problem with residents because

NOTE Confidence: 0.9916608

01:06:01.345 --> 01:06:02.945 the kids with chronic critical

NOTE Confidence: 0.9916608

01:06:02.945 --> 01:06:03.825 illness that they see are

NOTE Confidence: 0.9916608

01:06:03.825 --> 01:06:04.785 the ones who get admitted

NOTE Confidence: 0.9916608

01:06:04.785 --> 01:06:05.505 every month. Right? And they

NOTE Confidence: 0.9916608

01:06:05.505 --> 01:06:06.225 don't see the ones who

NOTE Confidence: 0.9916608

01:06:06.225 --> 01:06:06.805 are home.

NOTE Confidence: 0.8874647

01:06:07.130 --> 01:06:07.930 Right? And I had this

NOTE Confidence: 0.8874647

01:06:07.930 --> 01:06:09.130 happen to me actually. I

NOTE Confidence: 0.8874647

01:06:09.130 --> 01:06:10.010 was in attending when this

NOTE Confidence: 0.8874647

01:06:10.010 --> 01:06:10.650 happened where it's,

NOTE Confidence: 0.94841516

01:06:11.770 --> 01:06:12.570 a patient that I was

NOTE Confidence: 0.94841516

01:06:12.570 --> 01:06:13.370 seeing was telling me about

NOTE Confidence: 0.94841516

01:06:13.370 --> 01:06:14.750 her another child

NOTE Confidence: 0.955254

183



01:06:15.050 --> 01:06:16.250 that had Down syndrome. And

NOTE Confidence: 0.955254

01:06:16.250 --> 01:06:16.890 I said, oh, like, you

NOTE Confidence: 0.955254

01:06:16.890 --> 01:06:17.610 know, where does he get

NOTE Confidence: 0.955254

01:06:17.610 --> 01:06:18.410 his specialty care? And she

NOTE Confidence: 0.955254

01:06:18.410 --> 01:06:19.290 said, what specialty care? He

NOTE Confidence: 0.955254

01:06:19.290 --> 01:06:20.985 doesn't need any. Right? And

NOTE Confidence: 0.955254

01:06:20.985 --> 01:06:22.185 we don't see that child,

NOTE Confidence: 0.955254

01:06:22.185 --> 01:06:23.465 right? We don't and our

NOTE Confidence: 0.955254

01:06:23.465 --> 01:06:24.505 residents have this all the

NOTE Confidence: 0.955254

01:06:24.505 --> 01:06:25.865 time where their experience of

NOTE Confidence: 0.955254

01:06:25.865 --> 01:06:27.245 like, for me, extreme prematurity,

NOTE Confidence: 0.94703895

01:06:27.705 --> 01:06:28.205 prematurity

NOTE Confidence: 0.9475447

01:06:28.905 --> 01:06:30.105 is the frequent flyers to

NOTE Confidence: 0.9475447

01:06:30.105 --> 01:06:31.145 the ER, not the ones

NOTE Confidence: 0.9475447

01:06:31.145 --> 01:06:31.865 who go home and stay

NOTE Confidence: 0.9475447

01:06:31.865 --> 01:06:33.065 there. Right? And so I
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NOTE Confidence: 0.9475447

01:06:33.065 --> 01:06:34.560 do think that ability to,

NOTE Confidence: 0.9475447

01:06:34.720 --> 01:06:36.340 to achieve that, to recognize

NOTE Confidence: 0.9475447

01:06:36.400 --> 01:06:37.520 that life over the lifespan

NOTE Confidence: 0.9475447

01:06:37.520 --> 01:06:39.620 builds empathy, if nothing else.

NOTE Confidence: 0.9460151

01:06:40.960 --> 01:06:41.920 I kind of just sort

NOTE Confidence: 0.9460151

01:06:41.920 --> 01:06:43.220 of a pragmatic question.

NOTE Confidence: 0.97805166

01:06:43.760 --> 01:06:45.360 And those families that are

NOTE Confidence: 0.97805166

01:06:45.360 --> 01:06:46.880 sort of decisionally rigid and

NOTE Confidence: 0.97805166

01:06:46.880 --> 01:06:47.620 maybe you're

NOTE Confidence: 0.97204185

01:06:48.005 --> 01:06:49.045 choosing the thing you're not

NOTE Confidence: 0.97204185

01:06:49.045 --> 01:06:50.265 wanting them to choose.

NOTE Confidence: 0.9623617

01:06:50.965 --> 01:06:52.665 I'm thinking about the repeated

NOTE Confidence: 0.9623617

01:06:52.725 --> 01:06:54.565 code type patient. How do

NOTE Confidence: 0.9623617

01:06:54.565 --> 01:06:56.725 you build a constructive relationship

NOTE Confidence: 0.9623617

01:06:56.725 --> 01:06:57.925 with that family? I I

NOTE Confidence: 0.9623617
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01:06:57.925 --> 01:06:58.965 would imagine they if they're

NOTE Confidence: 0.9623617

01:06:58.965 --> 01:07:00.005 seeing you for the sixth

NOTE Confidence: 0.9623617

01:07:00.005 --> 01:07:00.505 time,

NOTE Confidence: 0.9712839

01:07:00.965 --> 01:07:03.220 they're not going to engage

NOTE Confidence: 0.9712839

01:07:03.220 --> 01:07:04.099 with you. And I know

NOTE Confidence: 0.9712839

01:07:04.099 --> 01:07:05.380 there's certainly something to be

NOTE Confidence: 0.9712839

01:07:05.380 --> 01:07:06.980 said for rapport building, but

NOTE Confidence: 0.9712839

01:07:06.980 --> 01:07:07.859 I just know that through

NOTE Confidence: 0.9712839

01:07:07.859 --> 01:07:08.920 some of my work with

NOTE Confidence: 0.9712839

01:07:08.980 --> 01:07:10.660 tracheostomy, and I'm kind of

NOTE Confidence: 0.9712839

01:07:10.660 --> 01:07:11.880 the face of that discussion

NOTE Confidence: 0.9712839

01:07:12.099 --> 01:07:13.220 month over month with some

NOTE Confidence: 0.9712839

01:07:13.220 --> 01:07:13.960 of these families.

NOTE Confidence: 0.97383374

01:07:14.635 --> 01:07:15.835 Some of that that's been

NOTE Confidence: 0.97383374

01:07:15.835 --> 01:07:17.615 a I've built great relationships

NOTE Confidence: 0.97383374

01:07:17.675 --> 01:07:19.035 that I've continued even beyond
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NOTE Confidence: 0.97383374

01:07:19.035 --> 01:07:20.555 discharge, and sometimes I feel

NOTE Confidence: 0.97383374

01:07:20.555 --> 01:07:21.055 like

NOTE Confidence: 0.9760252

01:07:21.675 --> 01:07:23.275 the family can become avoidant

NOTE Confidence: 0.9760252

01:07:23.275 --> 01:07:24.395 of the hospital, and I'm

NOTE Confidence: 0.9760252

01:07:24.395 --> 01:07:24.895 building

NOTE Confidence: 0.9767533

01:07:25.515 --> 01:07:27.375 an interaction that is distancing

NOTE Confidence: 0.9767533

01:07:27.435 --> 01:07:28.890 that parent from their child,

NOTE Confidence: 0.9767533

01:07:28.890 --> 01:07:29.770 which I hate. And I

NOTE Confidence: 0.9767533

01:07:29.770 --> 01:07:31.130 was just wondering what your

NOTE Confidence: 0.9767533

01:07:31.130 --> 01:07:32.650 perspective is on kind of

NOTE Confidence: 0.9767533

01:07:32.650 --> 01:07:33.530 a how can we build

NOTE Confidence: 0.9767533

01:07:33.530 --> 01:07:34.349 something constructive

NOTE Confidence: 0.9817628

01:07:34.970 --> 01:07:36.089 and be and hold their

NOTE Confidence: 0.9817628

01:07:36.089 --> 01:07:38.250 hand longitudinally rather than drive

NOTE Confidence: 0.9817628

01:07:38.250 --> 01:07:38.990 them away?

NOTE Confidence: 0.9630614
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01:07:39.530 --> 01:07:40.810 I think there's a lot

NOTE Confidence: 0.9630614

01:07:40.810 --> 01:07:41.770 there's a lot there, and

NOTE Confidence: 0.9630614

01:07:41.770 --> 01:07:42.825 and it you're one, one,

NOTE Confidence: 0.9630614

01:07:42.825 --> 01:07:43.545 I mean, you accept that

NOTE Confidence: 0.9630614

01:07:43.545 --> 01:07:44.185 you're not gonna win them

NOTE Confidence: 0.9630614

01:07:44.185 --> 01:07:45.865 all. But but I think

NOTE Confidence: 0.9630614

01:07:45.865 --> 01:07:46.905 some of that is building

NOTE Confidence: 0.9630614

01:07:46.905 --> 01:07:48.744 in other sorts of supports

NOTE Confidence: 0.9630614

01:07:48.744 --> 01:07:50.025 for parents. So they have

NOTE Confidence: 0.9630614

01:07:50.025 --> 01:07:51.405 other outlets of it. Like,

NOTE Confidence: 0.9993195

01:07:51.785 --> 01:07:53.244 they feel heard

NOTE Confidence: 0.93789065

01:07:53.545 --> 01:07:55.065 in other settings. Some of

NOTE Confidence: 0.93789065

01:07:55.065 --> 01:07:57.260 it is anticipatory guidance. We're

NOTE Confidence: 0.93789065

01:07:57.260 --> 01:07:58.220 gonna talk about this and

NOTE Confidence: 0.93789065

01:07:58.220 --> 01:07:59.500 we're gonna keep talking about

NOTE Confidence: 0.93789065

01:07:59.500 --> 01:08:00.000 this.

188



NOTE Confidence: 0.93137294

01:08:00.300 --> 01:08:01.580 And sort of setting up

NOTE Confidence: 0.93137294

01:08:01.580 --> 01:08:02.940 early so that you're having

NOTE Confidence: 0.93137294

01:08:02.940 --> 01:08:04.460 that conversation before the sign

NOTE Confidence: 0.93137294

01:08:04.460 --> 01:08:05.180 goes up on the wall

NOTE Confidence: 0.93137294

01:08:05.180 --> 01:08:05.900 that says I don't wanna

NOTE Confidence: 0.93137294

01:08:05.900 --> 01:08:07.660 hear anything negative. Right? Because

NOTE Confidence: 0.93137294

01:08:07.660 --> 01:08:08.540 you've heard that by the

NOTE Confidence: 0.93137294

01:08:08.540 --> 01:08:09.675 time the sign goes up,

NOTE Confidence: 0.9676264

01:08:10.235 --> 01:08:11.595 it's it's gone. And and

NOTE Confidence: 0.9676264

01:08:11.595 --> 01:08:13.355 that experience of the parents

NOTE Confidence: 0.9676264

01:08:13.355 --> 01:08:14.235 never come, and as soon

NOTE Confidence: 0.9676264

01:08:14.235 --> 01:08:14.795 as they come, you're like,

NOTE Confidence: 0.9676264

01:08:14.795 --> 01:08:15.595 good. You're here. I can

NOTE Confidence: 0.9676264

01:08:15.595 --> 01:08:16.235 tell you how bad it

NOTE Confidence: 0.9676264

01:08:16.235 --> 01:08:17.275 is. And then they don't

NOTE Confidence: 0.9676264
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01:08:17.275 --> 01:08:18.975 come back. And then and

NOTE Confidence: 0.99402845

01:08:19.354 --> 01:08:19.854 you

NOTE Confidence: 0.95832783

01:08:20.235 --> 01:08:21.435 that's the QI. Like, you've

NOTE Confidence: 0.95832783

01:08:21.435 --> 01:08:22.475 built the system designed to

NOTE Confidence: 0.95832783

01:08:22.475 --> 01:08:23.435 get exactly the result that

NOTE Confidence: 0.95832783

01:08:23.435 --> 01:08:24.989 it gets. Right? When people

NOTE Confidence: 0.95832783

01:08:24.989 --> 01:08:26.349 come and all you do

NOTE Confidence: 0.95832783

01:08:26.349 --> 01:08:27.789 is bludgeon them with the

NOTE Confidence: 0.95832783

01:08:27.789 --> 01:08:28.289 truth.

NOTE Confidence: 0.9460126

01:08:28.590 --> 01:08:29.710 And for me, that, yeah,

NOTE Confidence: 0.9460126

01:08:29.710 --> 01:08:30.670 I heard you the first

NOTE Confidence: 0.9460126

01:08:30.670 --> 01:08:31.949 twenty times, you told me

NOTE Confidence: 0.9460126

01:08:31.949 --> 01:08:33.170 how bad this is.

NOTE Confidence: 0.9992876

01:08:34.349 --> 01:08:35.010 I think

NOTE Confidence: 0.94547504

01:08:36.030 --> 01:08:38.505 setting expectations early for what

NOTE Confidence: 0.94547504

01:08:38.505 --> 01:08:39.945 these goals of care conversations
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NOTE Confidence: 0.94547504

01:08:39.945 --> 01:08:41.545 are gonna be like, that

NOTE Confidence: 0.94547504

01:08:41.545 --> 01:08:42.505 we are gonna talk about

NOTE Confidence: 0.94547504

01:08:42.505 --> 01:08:43.804 this at regular intervals.

NOTE Confidence: 0.9873941

01:08:45.625 --> 01:08:46.824 But I also think a

NOTE Confidence: 0.9873941

01:08:46.824 --> 01:08:47.705 lot of us in ways

NOTE Confidence: 0.9873941

01:08:47.705 --> 01:08:49.304 that we don't realize are

NOTE Confidence: 0.9873941

01:08:49.304 --> 01:08:50.284 kind of like

NOTE Confidence: 0.97691876

01:08:51.000 --> 01:08:52.199 punitive about some of the

NOTE Confidence: 0.97691876

01:08:52.199 --> 01:08:53.159 way we talk about this

NOTE Confidence: 0.97691876

01:08:53.159 --> 01:08:53.960 in ways that we don't

NOTE Confidence: 0.97691876

01:08:53.960 --> 01:08:54.760 even realize. So like one

NOTE Confidence: 0.97691876

01:08:54.760 --> 01:08:55.320 of the things that I

NOTE Confidence: 0.97691876

01:08:55.320 --> 01:08:56.539 sometimes hear is,

NOTE Confidence: 0.94105315

01:08:57.079 --> 01:08:57.800 you know, when I have

NOTE Confidence: 0.94105315

01:08:57.800 --> 01:08:59.079 a parent who's chosen something

NOTE Confidence: 0.94105315
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01:08:59.079 --> 01:09:00.199 that they don't, that people

NOTE Confidence: 0.94105315

01:09:00.199 --> 01:09:01.159 didn't want them to choose,

NOTE Confidence: 0.94105315

01:09:01.159 --> 01:09:02.119 right? It's like, I want

NOTE Confidence: 0.94105315

01:09:02.119 --> 01:09:02.840 them to go up to

NOTE Confidence: 0.94105315

01:09:02.840 --> 01:09:03.559 the pick you and see

NOTE Confidence: 0.94105315

01:09:03.559 --> 01:09:04.599 what this is gonna look

NOTE Confidence: 0.94105315

01:09:04.599 --> 01:09:06.619 like when when he's six.

NOTE Confidence: 0.9822264

01:09:07.025 --> 01:09:08.064 And part of me is

NOTE Confidence: 0.9822264

01:09:08.064 --> 01:09:09.045 like, think about

NOTE Confidence: 0.9884552

01:09:09.665 --> 01:09:11.265 that six year old's parent

NOTE Confidence: 0.9884552

01:09:11.265 --> 01:09:12.005 and the

NOTE Confidence: 0.97727937

01:09:12.545 --> 01:09:13.845 you just made a cautionary

NOTE Confidence: 0.97727937

01:09:13.905 --> 01:09:15.104 tale out of someone else's

NOTE Confidence: 0.97727937

01:09:15.104 --> 01:09:16.945 kid. Right? And imagine if

NOTE Confidence: 0.97727937

01:09:16.945 --> 01:09:18.064 that was your kid. And

NOTE Confidence: 0.97727937

01:09:18.064 --> 01:09:18.945 and so the lack of

192



NOTE Confidence: 0.97727937

01:09:18.945 --> 01:09:20.064 empathy for the whole situation

NOTE Confidence: 0.97727937

01:09:20.064 --> 01:09:21.130 there, like to punish you

NOTE Confidence: 0.97727937

01:09:21.130 --> 01:09:22.010 for wanting something I don't

NOTE Confidence: 0.97727937

01:09:22.010 --> 01:09:22.650 want you to want, I'm

NOTE Confidence: 0.97727937

01:09:22.650 --> 01:09:23.310 gonna go,

NOTE Confidence: 0.91731584

01:09:23.690 --> 01:09:24.670 like, like,

NOTE Confidence: 0.97304916

01:09:25.130 --> 01:09:26.730 waterboard you with with with

NOTE Confidence: 0.97304916

01:09:26.730 --> 01:09:27.550 something bad.

NOTE Confidence: 0.98042035

01:09:28.970 --> 01:09:29.470 But,

NOTE Confidence: 0.99917436

01:09:32.490 --> 01:09:33.150 I think

NOTE Confidence: 0.9842642

01:09:35.145 --> 01:09:36.285 setting up the expectation,

NOTE Confidence: 0.99862254

01:09:38.345 --> 01:09:38.845 not

NOTE Confidence: 0.9642723

01:09:39.545 --> 01:09:41.064 making people, like, sort of

NOTE Confidence: 0.9642723

01:09:41.064 --> 01:09:41.945 saying, like, you're wrong for

NOTE Confidence: 0.9642723

01:09:41.945 --> 01:09:42.685 being hopeful.

NOTE Confidence: 0.981271
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01:09:44.505 --> 01:09:44.825 But,

NOTE Confidence: 0.95345473

01:09:46.025 --> 01:09:46.985 like, there's another piece of

NOTE Confidence: 0.95345473

01:09:46.985 --> 01:09:47.865 this that I I do

NOTE Confidence: 0.95345473

01:09:47.865 --> 01:09:48.985 think is actually helpful that,

NOTE Confidence: 0.95345473

01:09:48.985 --> 01:09:49.725 like, flitted

NOTE Confidence: 0.94504523

01:09:50.430 --> 01:09:51.410 past me. But

NOTE Confidence: 0.9597491

01:09:53.710 --> 01:09:55.170 I I think there's something

NOTE Confidence: 0.9597491

01:09:55.229 --> 01:09:57.150 about the way we engage

NOTE Confidence: 0.9597491

01:09:57.150 --> 01:09:58.350 with it that isn't just

NOTE Confidence: 0.9597491

01:09:58.350 --> 01:09:59.470 like you're wrong, wrong, you're

NOTE Confidence: 0.9597491

01:09:59.470 --> 01:10:00.430 wrong. Like one of my

NOTE Confidence: 0.9597491

01:10:00.430 --> 01:10:01.310 one of my colleagues used

NOTE Confidence: 0.9597491

01:10:01.310 --> 01:10:02.110 to say something like, if

NOTE Confidence: 0.9597491

01:10:02.110 --> 01:10:03.425 you wanna be hopeful, I'll

NOTE Confidence: 0.9597491

01:10:03.425 --> 01:10:04.945 be hopeful with you. And

NOTE Confidence: 0.9597491

01:10:04.945 --> 01:10:05.985 we still have to talk
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NOTE Confidence: 0.9597491

01:10:05.985 --> 01:10:07.025 about what this is going

NOTE Confidence: 0.9597491

01:10:07.025 --> 01:10:08.225 to look like if it

NOTE Confidence: 0.9597491

01:10:08.225 --> 01:10:09.425 doesn't go the way both

NOTE Confidence: 0.9597491

01:10:09.425 --> 01:10:10.305 of us hoped it would

NOTE Confidence: 0.9597491

01:10:10.305 --> 01:10:11.745 go. Right? And sort of

NOTE Confidence: 0.9597491

01:10:11.745 --> 01:10:13.025 building this alliance around, like,

NOTE Confidence: 0.9597491

01:10:13.025 --> 01:10:14.705 I will share the wanting

NOTE Confidence: 0.9597491

01:10:14.705 --> 01:10:16.064 this to go well, and

NOTE Confidence: 0.9597491

01:10:16.064 --> 01:10:17.745 also help you prepare for

NOTE Confidence: 0.9597491

01:10:17.745 --> 01:10:18.965 what if it doesn't.

NOTE Confidence: 0.9827697

01:10:19.479 --> 01:10:20.840 Instead of this, like, you

NOTE Confidence: 0.9827697

01:10:20.840 --> 01:10:21.560 know it's gonna be really

NOTE Confidence: 0.9827697

01:10:21.560 --> 01:10:22.360 bad. Right? And the other

NOTE Confidence: 0.9827697

01:10:22.360 --> 01:10:23.240 thing is the best way

NOTE Confidence: 0.9827697

01:10:23.240 --> 01:10:24.840 to lose someone is by

NOTE Confidence: 0.9827697
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01:10:24.840 --> 01:10:26.040 telling them about only the

NOTE Confidence: 0.9827697

01:10:26.040 --> 01:10:27.080 bad parts and having it

NOTE Confidence: 0.9827697

01:10:27.080 --> 01:10:28.780 go better than expected. Right?

NOTE Confidence: 0.9827697

01:10:28.840 --> 01:10:29.340 Like

NOTE Confidence: 0.9291342

01:10:29.720 --> 01:10:31.420 like, you lose someone forever

NOTE Confidence: 0.96693194

01:10:32.045 --> 01:10:33.564 when you only prepare them

NOTE Confidence: 0.96693194

01:10:33.564 --> 01:10:34.685 for a terrible outcome and

NOTE Confidence: 0.96693194

01:10:34.685 --> 01:10:35.405 it goes really well. And

NOTE Confidence: 0.96693194

01:10:35.405 --> 01:10:36.045 they're like, why would I

NOTE Confidence: 0.96693194

01:10:36.045 --> 01:10:37.405 trust you? You rooted against

NOTE Confidence: 0.96693194

01:10:37.405 --> 01:10:38.765 my kid. Why would I

NOTE Confidence: 0.96693194

01:10:38.765 --> 01:10:39.585 trust you?

NOTE Confidence: 0.9781456

01:10:40.685 --> 01:10:41.885 So but you're gonna lose

NOTE Confidence: 0.9781456

01:10:41.885 --> 01:10:42.604 some people some of the

NOTE Confidence: 0.9781456

01:10:42.604 --> 01:10:44.285 time. Right? And the Internet's

NOTE Confidence: 0.9781456

01:10:44.285 --> 01:10:45.325 gonna tell them how terrible
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NOTE Confidence: 0.9781456

01:10:45.325 --> 01:10:46.285 you are and how terrible

NOTE Confidence: 0.9781456

01:10:46.285 --> 01:10:46.930 all of us are, and

NOTE Confidence: 0.9781456

01:10:46.930 --> 01:10:47.890 you're gonna lose some people

NOTE Confidence: 0.9781456

01:10:47.890 --> 01:10:48.689 some of the time. And

NOTE Confidence: 0.9781456

01:10:48.689 --> 01:10:49.570 you give yourself some grace

NOTE Confidence: 0.9781456

01:10:49.570 --> 01:10:50.470 when that happens.

NOTE Confidence: 0.8878642

01:10:56.050 --> 01:10:57.650 Anyone else? Is there anybody

NOTE Confidence: 0.8878642

01:10:57.650 --> 01:10:58.530 that you'd like to share?

NOTE Confidence: 0.8878642

01:10:58.610 --> 01:10:59.729 Online or Say again? Is

NOTE Confidence: 0.8878642

01:10:59.729 --> 01:11:00.950 there anyone on Zoom?

NOTE Confidence: 0.9291844

01:11:01.365 --> 01:11:02.325 Do we have I mean,

NOTE Confidence: 0.9291844

01:11:02.325 --> 01:11:03.045 you wanna check, see if

NOTE Confidence: 0.9291844

01:11:03.045 --> 01:11:04.425 there's a question on Zoom?

NOTE Confidence: 0.8389142

01:11:07.365 --> 01:11:08.005 What is where it means

NOTE Confidence: 0.8389142

01:11:08.005 --> 01:11:08.725 to be You know, it

NOTE Confidence: 0.8389142
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01:11:08.725 --> 01:11:10.005 was it was you know,

NOTE Confidence: 0.8389142

01:11:10.005 --> 01:11:11.305 you made a a point,

NOTE Confidence: 0.9622255

01:11:11.685 --> 01:11:12.725 Naomi, that I thought was

NOTE Confidence: 0.9622255

01:11:12.725 --> 01:11:13.225 really,

NOTE Confidence: 0.92787975

01:11:13.970 --> 01:11:15.410 important. And there's a couple

NOTE Confidence: 0.92787975

01:11:15.410 --> 01:11:16.689 points when you talked about,

NOTE Confidence: 0.92787975

01:11:16.689 --> 01:11:17.810 you know, when this is

NOTE Confidence: 0.92787975

01:11:17.810 --> 01:11:19.970 what kids want, sometime is

NOTE Confidence: 0.92787975

01:11:19.970 --> 01:11:21.650 is is sometimes it's not

NOTE Confidence: 0.92787975

01:11:21.650 --> 01:11:22.610 just about trying to figure

NOTE Confidence: 0.92787975

01:11:22.610 --> 01:11:23.970 out what kids want. You

NOTE Confidence: 0.92787975

01:11:23.970 --> 01:11:24.770 know, I I tell a

NOTE Confidence: 0.92787975

01:11:24.770 --> 01:11:25.890 story about when one of

NOTE Confidence: 0.92787975

01:11:25.890 --> 01:11:27.110 my kids wanted something,

NOTE Confidence: 0.9947671

01:11:27.604 --> 01:11:28.564 and I said, well, I

NOTE Confidence: 0.9947671

01:11:28.564 --> 01:11:29.685 can't do that because I
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NOTE Confidence: 0.9947671

01:11:29.685 --> 01:11:30.645 have to justify it to

NOTE Confidence: 0.9947671

01:11:30.645 --> 01:11:31.304 the boss.

NOTE Confidence: 0.8814274

01:11:31.604 --> 01:11:32.564 She's like a twelve year

NOTE Confidence: 0.8814274

01:11:32.564 --> 01:11:33.285 old girl and wants her

NOTE Confidence: 0.8814274

01:11:33.285 --> 01:11:33.925 to do something I thought

NOTE Confidence: 0.8814274

01:11:33.925 --> 01:11:34.804 was dangerous. And then she

NOTE Confidence: 0.8814274

01:11:34.804 --> 01:11:35.945 said, well, who's the boss?

NOTE Confidence: 0.9777843

01:11:36.405 --> 01:11:37.205 And I said, well, the

NOTE Confidence: 0.9777843

01:11:37.205 --> 01:11:38.564 boss is twenty five year

NOTE Confidence: 0.9777843

01:11:38.564 --> 01:11:40.085 old you. And when she

NOTE Confidence: 0.9777843

01:11:40.085 --> 01:11:40.965 gets here, I have to

NOTE Confidence: 0.9777843

01:11:40.965 --> 01:11:42.240 explain. So, I mean, it

NOTE Confidence: 0.9777843

01:11:42.240 --> 01:11:43.439 gets to a question of

NOTE Confidence: 0.9777843

01:11:43.439 --> 01:11:45.300 will people will these kids

NOTE Confidence: 0.93512815

01:11:46.000 --> 01:11:46.960 I mean, I I think

NOTE Confidence: 0.93512815
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01:11:46.960 --> 01:11:48.240 that it's not so much

NOTE Confidence: 0.93512815

01:11:48.240 --> 01:11:48.979 about making

NOTE Confidence: 0.8672959

01:11:49.360 --> 01:11:51.060 a a a child happy

NOTE Confidence: 0.953117

01:11:51.439 --> 01:11:52.479 as as it is. It's

NOTE Confidence: 0.953117

01:11:52.640 --> 01:11:54.080 certainly, that's important or even

NOTE Confidence: 0.953117

01:11:54.080 --> 01:11:55.465 the parents happy, but I

NOTE Confidence: 0.953117

01:11:55.465 --> 01:11:56.585 sometimes think the person I

NOTE Confidence: 0.953117

01:11:56.585 --> 01:11:57.485 work for most

NOTE Confidence: 0.978148

01:11:57.945 --> 01:11:59.064 is this kid at twenty

NOTE Confidence: 0.978148

01:11:59.064 --> 01:11:59.945 five. Will this kid at

NOTE Confidence: 0.978148

01:11:59.945 --> 01:12:01.064 twenty five look back and

NOTE Confidence: 0.978148

01:12:01.064 --> 01:12:02.344 say, thank you. You did

NOTE Confidence: 0.978148

01:12:02.344 --> 01:12:03.225 the right thing for me,

NOTE Confidence: 0.978148

01:12:03.225 --> 01:12:04.265 or you really did the

NOTE Confidence: 0.978148

01:12:04.265 --> 01:12:05.145 wrong thing for me. That

NOTE Confidence: 0.978148

01:12:05.145 --> 01:12:06.425 may be everything from placing
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NOTE Confidence: 0.978148

01:12:06.425 --> 01:12:07.560 the child with the the

NOTE Confidence: 0.978148

01:12:07.560 --> 01:12:10.040 the biological parents to, doing

NOTE Confidence: 0.978148

01:12:10.040 --> 01:12:11.560 a tracheostomy or whatever is

NOTE Confidence: 0.978148

01:12:11.560 --> 01:12:12.760 to try and imagine what

NOTE Confidence: 0.978148

01:12:12.760 --> 01:12:14.040 this looks like from the

NOTE Confidence: 0.978148

01:12:14.040 --> 01:12:15.180 child's point of view,

NOTE Confidence: 0.9997198

01:12:15.800 --> 01:12:16.620 looking back

NOTE Confidence: 0.9900122

01:12:17.000 --> 01:12:17.960 as an adult. That's a

NOTE Confidence: 0.9900122

01:12:17.960 --> 01:12:18.840 very hard thing to do

NOTE Confidence: 0.9900122

01:12:18.840 --> 01:12:19.500 with newborns.

NOTE Confidence: 0.97033465

01:12:20.165 --> 01:12:21.045 The older the kid gets,

NOTE Confidence: 0.97033465

01:12:21.045 --> 01:12:21.844 it gets a little bit

NOTE Confidence: 0.97033465

01:12:21.844 --> 01:12:23.125 easier. But to try and

NOTE Confidence: 0.97033465

01:12:23.125 --> 01:12:24.564 have that perspective because in

NOTE Confidence: 0.97033465

01:12:24.564 --> 01:12:26.405 the moment, some so much

NOTE Confidence: 0.97033465
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01:12:26.405 --> 01:12:27.705 of it seems so cruel.

NOTE Confidence: 0.9731518

01:12:28.564 --> 01:12:29.525 Well and I don't know

NOTE Confidence: 0.9731518

01:12:29.525 --> 01:12:31.125 about you, but the longer

NOTE Confidence: 0.9731518

01:12:31.125 --> 01:12:32.085 I do this, the less

NOTE Confidence: 0.9731518

01:12:32.085 --> 01:12:33.045 confident I feel on my

NOTE Confidence: 0.9731518

01:12:33.045 --> 01:12:33.945 crystal ball.

NOTE Confidence: 0.9702476

01:12:34.330 --> 01:12:35.210 You know, and and and

NOTE Confidence: 0.9702476

01:12:35.210 --> 01:12:36.170 the less sure I am

NOTE Confidence: 0.9702476

01:12:36.170 --> 01:12:36.969 that I can predict the

NOTE Confidence: 0.9702476

01:12:36.969 --> 01:12:38.570 future. And and somebody asked

NOTE Confidence: 0.9702476

01:12:38.570 --> 01:12:39.290 about this, you know, but

NOTE Confidence: 0.9702476

01:12:39.290 --> 01:12:40.410 patients that I didn't think

NOTE Confidence: 0.9702476

01:12:40.410 --> 01:12:41.550 were gonna live, live.

NOTE Confidence: 0.95630306

01:12:41.850 --> 01:12:42.890 And patients that I thought

NOTE Confidence: 0.95630306

01:12:42.890 --> 01:12:43.850 were gonna need a Drake

NOTE Confidence: 0.95630306

01:12:43.850 --> 01:12:44.810 don't or, you know, patients
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NOTE Confidence: 0.95630306

01:12:44.810 --> 01:12:45.530 I thought were gonna do

NOTE Confidence: 0.95630306

01:12:45.530 --> 01:12:46.489 pretty well, do way worse

NOTE Confidence: 0.95630306

01:12:46.489 --> 01:12:47.229 than I expected.

NOTE Confidence: 0.98916554

01:12:47.689 --> 01:12:48.510 And so

NOTE Confidence: 0.9579439

01:12:48.935 --> 01:12:49.895 how on earth do you

NOTE Confidence: 0.9579439

01:12:49.895 --> 01:12:51.335 know how to answer to

NOTE Confidence: 0.9579439

01:12:51.335 --> 01:12:52.614 that future twenty five year

NOTE Confidence: 0.9579439

01:12:52.614 --> 01:12:54.455 old? Some sometimes you do.

NOTE Confidence: 0.9579439

01:12:54.455 --> 01:12:55.575 I would say that sometimes

NOTE Confidence: 0.9579439

01:12:55.575 --> 01:12:56.795 you do because some things

NOTE Confidence: 0.9579439

01:12:57.015 --> 01:12:58.215 are are are clearly not

NOTE Confidence: 0.9579439

01:12:58.215 --> 01:12:59.015 good for the child. So

NOTE Confidence: 0.9579439

01:12:59.015 --> 01:13:00.295 for example, the child who

NOTE Confidence: 0.9579439

01:13:00.295 --> 01:13:01.175 wants very much to be

NOTE Confidence: 0.9579439

01:13:01.175 --> 01:13:02.375 placed with a parent who

NOTE Confidence: 0.9579439
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01:13:02.375 --> 01:13:02.875 clearly

NOTE Confidence: 0.95920956

01:13:03.300 --> 01:13:05.060 is, an an important and

NOTE Confidence: 0.95920956

01:13:05.060 --> 01:13:06.680 significant danger to that child.

NOTE Confidence: 0.95920956

01:13:06.900 --> 01:13:08.420 So clearly, I think you

NOTE Confidence: 0.95920956

01:13:08.420 --> 01:13:09.460 can bet that that child

NOTE Confidence: 0.95920956

01:13:09.460 --> 01:13:10.420 as an adult may look

NOTE Confidence: 0.95920956

01:13:10.420 --> 01:13:11.460 back and say, I'm glad

NOTE Confidence: 0.95920956

01:13:11.460 --> 01:13:12.260 I was taken out of

NOTE Confidence: 0.95920956

01:13:12.260 --> 01:13:14.180 that unsafe setting. But your

NOTE Confidence: 0.95920956

01:13:14.180 --> 01:13:15.300 point is well taken that

NOTE Confidence: 0.95920956

01:13:15.300 --> 01:13:16.604 that that often, you know,

NOTE Confidence: 0.95920956

01:13:16.685 --> 01:13:17.885 often we can't we can't

NOTE Confidence: 0.95920956

01:13:17.885 --> 01:13:18.925 know and we can't predict

NOTE Confidence: 0.95920956

01:13:18.925 --> 01:13:20.845 that stuff. You're absolutely right

NOTE Confidence: 0.95920956

01:13:20.845 --> 01:13:22.385 about that. And and so,

NOTE Confidence: 0.95920956

01:13:22.604 --> 01:13:24.285 you know, we're left grappling
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NOTE Confidence: 0.95920956

01:13:24.285 --> 01:13:25.165 with this stuff and trying

NOTE Confidence: 0.95920956

01:13:25.165 --> 01:13:26.364 to make small changes and

NOTE Confidence: 0.95920956

01:13:26.364 --> 01:13:27.585 working with these things.

NOTE Confidence: 0.9800356

01:13:29.245 --> 01:13:29.985 Other thoughts?

NOTE Confidence: 0.97674423

01:13:32.130 --> 01:13:32.870 Yes, please.

NOTE Confidence: 0.99950373

01:13:33.650 --> 01:13:34.710 Wait for the mic.

NOTE Confidence: 0.9655328

01:13:39.250 --> 01:13:41.010 Well, thank you for for

NOTE Confidence: 0.9655328

01:13:41.010 --> 01:13:41.670 the thought.

NOTE Confidence: 0.9822688

01:13:43.250 --> 01:13:44.950 Well, my name is Francisco.

NOTE Confidence: 0.95815265

01:13:45.410 --> 01:13:47.375 I am from Colombia. I

NOTE Confidence: 0.95815265

01:13:47.375 --> 01:13:49.475 am during this month as

NOTE Confidence: 0.95815265

01:13:49.695 --> 01:13:51.075 international med student,

NOTE Confidence: 0.9828504

01:13:52.015 --> 01:13:53.314 and I want to share

NOTE Confidence: 0.9828504

01:13:53.375 --> 01:13:55.215 an experience that we have

NOTE Confidence: 0.9828504

01:13:55.215 --> 01:13:56.195 in our country.

NOTE Confidence: 0.9679308
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01:13:57.375 --> 01:13:58.115 It's called,

NOTE Confidence: 0.9491759

01:13:59.229 --> 01:14:01.469 hospitalization. Maybe you have any

NOTE Confidence: 0.9491759

01:14:01.469 --> 01:14:01.969 strategy

NOTE Confidence: 0.9398298

01:14:02.349 --> 01:14:03.329 similar to it,

NOTE Confidence: 0.98961467

01:14:03.710 --> 01:14:05.329 and I want to know,

NOTE Confidence: 0.93794566

01:14:05.630 --> 01:14:07.250 what's your opinion about it

NOTE Confidence: 0.93794566

01:14:07.310 --> 01:14:08.610 because, well,

NOTE Confidence: 0.92952937

01:14:09.310 --> 01:14:10.610 a step behind,

NOTE Confidence: 0.9727624

01:14:12.265 --> 01:14:14.604 the full discharge of the

NOTE Confidence: 0.9727624

01:14:14.745 --> 01:14:16.104 of the hospital of on

NOTE Confidence: 0.9727624

01:14:16.104 --> 01:14:17.885 our patients in the area,

NOTE Confidence: 0.9727624

01:14:18.104 --> 01:14:19.645 on pediatrics area.

NOTE Confidence: 0.97572494

01:14:20.825 --> 01:14:21.325 We

NOTE Confidence: 0.8980229

01:14:22.505 --> 01:14:23.005 recently

NOTE Confidence: 0.7592371

01:14:23.385 --> 01:14:24.205 used it

NOTE Confidence: 0.9238445

01:14:24.870 --> 01:14:25.930 on that patients
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NOTE Confidence: 0.8653926

01:14:26.470 --> 01:14:28.950 that only need oxygen or

NOTE Confidence: 0.8653926

01:14:28.950 --> 01:14:29.450 antibiotics.

NOTE Confidence: 0.93139064

01:14:30.630 --> 01:14:32.890 And, well, that things,

NOTE Confidence: 0.9991122

01:14:34.070 --> 01:14:34.570 limit

NOTE Confidence: 0.9901743

01:14:34.950 --> 01:14:35.930 the the

NOTE Confidence: 0.99759805

01:14:36.390 --> 01:14:37.610 the usefulness

NOTE Confidence: 0.98246884

01:14:38.295 --> 01:14:38.795 of,

NOTE Confidence: 0.9591591

01:14:40.215 --> 01:14:41.495 of the admission of that

NOTE Confidence: 0.9591591

01:14:41.495 --> 01:14:42.554 patients on

NOTE Confidence: 0.9854492

01:14:42.854 --> 01:14:43.594 on our,

NOTE Confidence: 0.99485254

01:14:44.695 --> 01:14:45.195 hospitalization

NOTE Confidence: 0.98813105

01:14:45.735 --> 01:14:46.235 floor.

NOTE Confidence: 0.99650633

01:14:46.695 --> 01:14:48.775 So the question that we

NOTE Confidence: 0.99650633

01:14:48.775 --> 01:14:49.594 use is,

NOTE Confidence: 0.9922254

01:14:50.614 --> 01:14:52.054 when is the the time

NOTE Confidence: 0.9922254
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01:14:52.054 --> 01:14:53.435 that our patients

NOTE Confidence: 0.9696163

01:14:54.090 --> 01:14:56.010 can go to home and

NOTE Confidence: 0.9696163

01:14:56.010 --> 01:14:57.870 staying on a constant follow-up,

NOTE Confidence: 0.926923

01:14:59.130 --> 01:14:59.630 consults?

NOTE Confidence: 0.8655275

01:15:01.050 --> 01:15:01.710 And, well,

NOTE Confidence: 0.9359358

01:15:02.410 --> 01:15:04.270 do you have an strategy

NOTE Confidence: 0.92104614

01:15:05.130 --> 01:15:07.130 similar to it, or do

NOTE Confidence: 0.92104614

01:15:07.130 --> 01:15:07.870 you use

NOTE Confidence: 0.9647503

01:15:08.265 --> 01:15:08.765 that,

NOTE Confidence: 0.8628438

01:15:09.385 --> 01:15:11.324 home hospitalization as an strategy,

NOTE Confidence: 0.938881

01:15:12.665 --> 01:15:14.364 behind the full discharge

NOTE Confidence: 0.70619255

01:15:15.145 --> 01:15:17.324 or, like, medium point?

NOTE Confidence: 0.9760465

01:15:18.505 --> 01:15:20.025 So if I understand this

NOTE Confidence: 0.9760465

01:15:20.025 --> 01:15:21.304 correctly, you're talking about situations

NOTE Confidence: 0.9760465

01:15:21.304 --> 01:15:22.185 where you go home with

NOTE Confidence: 0.9760465

01:15:22.185 --> 01:15:23.064 a fair amount of in
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NOTE Confidence: 0.9760465

01:15:23.064 --> 01:15:23.885 home supports?

NOTE Confidence: 0.9647292

01:15:24.320 --> 01:15:25.840 Yeah. Yeah. So I guess

NOTE Confidence: 0.9647292

01:15:25.840 --> 01:15:27.300 we I think different different

NOTE Confidence: 0.9647292

01:15:27.439 --> 01:15:28.880 institutions use that more or

NOTE Confidence: 0.9647292

01:15:28.880 --> 01:15:29.600 less. I mean, like in

NOTE Confidence: 0.9647292

01:15:29.600 --> 01:15:30.640 our adult hospital, we have

NOTE Confidence: 0.9647292

01:15:30.640 --> 01:15:32.000 something we call hospital at

NOTE Confidence: 0.9647292

01:15:32.000 --> 01:15:33.080 home. You know, we're really

NOTE Confidence: 0.9647292

01:15:33.200 --> 01:15:33.920 I mean, I think this

NOTE Confidence: 0.9647292

01:15:33.920 --> 01:15:35.360 is a fairly intensive amount

NOTE Confidence: 0.9647292

01:15:35.360 --> 01:15:36.560 of of services that we're

NOTE Confidence: 0.9647292

01:15:36.560 --> 01:15:38.000 providing in the home. Mhmm.

NOTE Confidence: 0.9474577

01:15:38.665 --> 01:15:39.705 You know, we, for example,

NOTE Confidence: 0.9474577

01:15:39.705 --> 01:15:40.425 like my one of my

NOTE Confidence: 0.9474577

01:15:40.425 --> 01:15:41.225 examples, I mean, we send

NOTE Confidence: 0.9474577
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01:15:41.225 --> 01:15:42.425 kids home on oxygen all

NOTE Confidence: 0.9474577

01:15:42.425 --> 01:15:44.185 the time. We are very

NOTE Confidence: 0.9474577

01:15:44.185 --> 01:15:45.705 aggressively sending kids home with

NOTE Confidence: 0.9474577

01:15:45.705 --> 01:15:46.525 NG tubes.

NOTE Confidence: 0.940546

01:15:47.545 --> 01:15:48.665 And I think this again,

NOTE Confidence: 0.940546

01:15:48.665 --> 01:15:49.625 starts to get into at

NOTE Confidence: 0.940546

01:15:49.625 --> 01:15:51.385 least with kids, interesting things

NOTE Confidence: 0.940546

01:15:51.385 --> 01:15:52.125 about parental

NOTE Confidence: 0.9823352

01:15:52.505 --> 01:15:53.005 preferences.

NOTE Confidence: 0.9169336

01:15:53.479 --> 01:15:54.600 Okay. Right? Because we do

NOTE Confidence: 0.9169336

01:15:54.600 --> 01:15:56.520 still offer some choices about

NOTE Confidence: 0.9169336

01:15:56.520 --> 01:15:57.800 this and, you know, sort

NOTE Confidence: 0.9169336

01:15:57.800 --> 01:15:57.880 of.

NOTE Confidence: 0.93147206

01:15:59.560 --> 01:16:00.920 And what I've done is,

NOTE Confidence: 0.93147206

01:16:00.920 --> 01:16:02.120 you know, parents who say,

NOTE Confidence: 0.93147206

01:16:02.120 --> 01:16:03.320 I would never want to

210



NOTE Confidence: 0.93147206

01:16:03.320 --> 01:16:04.439 take my baby home with

NOTE Confidence: 0.93147206

01:16:04.439 --> 01:16:05.655 an NG tube. After a

NOTE Confidence: 0.93147206

01:16:05.655 --> 01:16:06.534 couple of weeks, they're like,

NOTE Confidence: 0.93147206

01:16:06.534 --> 01:16:07.335 can we talk about that

NOTE Confidence: 0.93147206

01:16:07.335 --> 01:16:08.534 program again? Because I've had

NOTE Confidence: 0.93147206

01:16:08.534 --> 01:16:09.514 enough of this.

NOTE Confidence: 0.953081

01:16:09.814 --> 01:16:10.534 A good friend of mine

NOTE Confidence: 0.953081

01:16:10.534 --> 01:16:11.275 who's a neonatologist,

NOTE Confidence: 0.96191317

01:16:12.054 --> 01:16:13.655 who studies chronic lung disease

NOTE Confidence: 0.96191317

01:16:13.814 --> 01:16:15.494 Yeah. Did a study with

NOTE Confidence: 0.96191317

01:16:15.494 --> 01:16:16.934 parents looking at sort of

NOTE Confidence: 0.96191317

01:16:16.934 --> 01:16:18.534 how much would it be

NOTE Confidence: 0.96191317

01:16:18.534 --> 01:16:20.220 worth to you? Like, how

NOTE Confidence: 0.96191317

01:16:20.380 --> 01:16:21.180 how much longer would you

NOTE Confidence: 0.96191317

01:16:21.180 --> 01:16:21.740 be willing to stay in

NOTE Confidence: 0.96191317
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01:16:21.740 --> 01:16:22.860 the hospital to not go

NOTE Confidence: 0.96191317

01:16:22.860 --> 01:16:23.680 home on oxygen?

NOTE Confidence: 0.9600134

01:16:25.020 --> 01:16:26.060 And sort of had them,

NOTE Confidence: 0.9600134

01:16:26.060 --> 01:16:27.580 like, use, like, a physical

NOTE Confidence: 0.9600134

01:16:27.580 --> 01:16:28.380 scale to kind of, like,

NOTE Confidence: 0.9600134

01:16:28.380 --> 01:16:29.420 pull, like, how many more

NOTE Confidence: 0.9600134

01:16:29.420 --> 01:16:30.380 days you know, if you

NOTE Confidence: 0.9600134

01:16:30.380 --> 01:16:31.740 could go home two more

NOTE Confidence: 0.9600134

01:16:31.740 --> 01:16:32.540 days or two more weeks.

NOTE Confidence: 0.9600134

01:16:32.540 --> 01:16:33.260 So, like, what is it

NOTE Confidence: 0.9600134

01:16:33.260 --> 01:16:34.060 worth to you to stay

NOTE Confidence: 0.9600134

01:16:34.060 --> 01:16:34.940 in the hospital to get

NOTE Confidence: 0.9600134

01:16:34.940 --> 01:16:36.195 off oxygen? And then she

NOTE Confidence: 0.9600134

01:16:36.195 --> 01:16:37.554 actually talked to parents who'd

NOTE Confidence: 0.9600134

01:16:37.554 --> 01:16:38.675 gone home on oxygen or

NOTE Confidence: 0.9600134

01:16:38.675 --> 01:16:39.175 not,
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NOTE Confidence: 0.9973277

01:16:40.354 --> 01:16:41.094 and said,

NOTE Confidence: 0.95322144

01:16:42.034 --> 01:16:42.695 you know,

NOTE Confidence: 0.95792234

01:16:43.074 --> 01:16:43.715 kind of like if you

NOTE Confidence: 0.95792234

01:16:43.715 --> 01:16:44.695 had to do it again.

NOTE Confidence: 0.9785124

01:16:45.155 --> 01:16:46.354 No parent of a baby

NOTE Confidence: 0.9785124

01:16:46.354 --> 01:16:47.494 who went home on oxygen

NOTE Confidence: 0.9785124

01:16:47.635 --> 01:16:48.935 said, I shoulda

NOTE Confidence: 0.9920975

01:16:49.314 --> 01:16:50.520 stayed and come off oxygen.

NOTE Confidence: 0.9357794

01:16:51.000 --> 01:16:51.720 But a lot of parents

NOTE Confidence: 0.9357794

01:16:51.720 --> 01:16:52.920 who who stayed said, I

NOTE Confidence: 0.9357794

01:16:52.920 --> 01:16:53.640 shoulda just gone home on

NOTE Confidence: 0.9357794

01:16:53.640 --> 01:16:55.320 the oxygen. Right? So not

NOTE Confidence: 0.9357794

01:16:55.320 --> 01:16:56.439 that value of being home

NOTE Confidence: 0.9357794

01:16:56.439 --> 01:16:57.479 thing. People start to go

NOTE Confidence: 0.9357794

01:16:57.479 --> 01:16:58.360 a little nuts in the

NOTE Confidence: 0.9357794
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01:16:58.360 --> 01:16:59.479 NICU. Right? Like, they really

NOTE Confidence: 0.9357794

01:16:59.479 --> 01:17:00.840 wanna get out. Yeah. Some

NOTE Confidence: 0.9357794

01:17:00.840 --> 01:17:01.800 people think you shouldn't have

NOTE Confidence: 0.9357794

01:17:01.800 --> 01:17:02.600 a choice about that. Some

NOTE Confidence: 0.9357794

01:17:02.600 --> 01:17:03.640 people say, like, this isn't

NOTE Confidence: 0.9357794

01:17:03.807 --> 01:17:04.455 like, I'm sorry if you

NOTE Confidence: 0.9357794

01:17:04.455 --> 01:17:05.495 don't like it, you meet

NOTE Confidence: 0.9357794

01:17:05.495 --> 01:17:06.935 eligibility criteria. You're going home

NOTE Confidence: 0.9357794

01:17:06.935 --> 01:17:08.955 with oxygen. Right? Different programs

NOTE Confidence: 0.9357794

01:17:09.015 --> 01:17:10.235 build those things differently.

NOTE Confidence: 0.9254457

01:17:12.375 --> 01:17:13.995 I think it also like

NOTE Confidence: 0.9707324

01:17:14.375 --> 01:17:15.495 depends on do you have

NOTE Confidence: 0.9707324

01:17:15.495 --> 01:17:17.255 the resources to consistently put

NOTE Confidence: 0.9707324

01:17:17.255 --> 01:17:18.854 those resources in the home

NOTE Confidence: 0.9707324

01:17:18.854 --> 01:17:19.675 that you need?

NOTE Confidence: 0.8829115

01:17:21.870 --> 01:17:23.470 I think that telehealth for
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NOTE Confidence: 0.8829115

01:17:23.470 --> 01:17:24.770 us changed this a lot.

NOTE Confidence: 0.8829115

01:17:24.910 --> 01:17:27.330 Like our HomeNG program works

NOTE Confidence: 0.8829115

01:17:27.470 --> 01:17:27.970 because

NOTE Confidence: 0.8929879

01:17:28.510 --> 01:17:30.370 almost all the visits are

NOTE Confidence: 0.8929879

01:17:30.430 --> 01:17:31.250 video visits.

NOTE Confidence: 0.9692435

01:17:32.284 --> 01:17:34.625 And our HomeNG program offers

NOTE Confidence: 0.9692435

01:17:34.764 --> 01:17:35.744 a little more

NOTE Confidence: 0.989418

01:17:36.205 --> 01:17:37.405 than if you just go

NOTE Confidence: 0.989418

01:17:37.405 --> 01:17:38.364 home and follow-up with your

NOTE Confidence: 0.989418

01:17:38.364 --> 01:17:38.864 pediatrician.

NOTE Confidence: 0.9509879

01:17:39.165 --> 01:17:39.965 Okay. So like you go

NOTE Confidence: 0.9509879

01:17:39.965 --> 01:17:41.724 home with HomeNG, you get

NOTE Confidence: 0.9509879

01:17:41.724 --> 01:17:43.425 a speech pathologist, a dietitian,

NOTE Confidence: 0.9509879

01:17:43.485 --> 01:17:44.844 and a feeding psychologist. Right?

NOTE Confidence: 0.9509879

01:17:44.844 --> 01:17:45.724 You get this whole bundle,

NOTE Confidence: 0.9509879
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01:17:45.724 --> 01:17:46.525 and we make it really

NOTE Confidence: 0.9509879

01:17:46.525 --> 01:17:47.025 attractive

NOTE Confidence: 0.91004765

01:17:47.530 --> 01:17:48.729 to go home with all

NOTE Confidence: 0.91004765

01:17:48.729 --> 01:17:49.630 these things, like,

NOTE Confidence: 0.7554845

01:17:50.570 --> 01:17:51.290 look over here, look over

NOTE Confidence: 0.7554845

01:17:51.290 --> 01:17:51.850 here, look over all these

NOTE Confidence: 0.7554845

01:17:51.850 --> 01:17:52.170 things.

NOTE Confidence: 0.9715136

01:17:53.770 --> 01:17:55.210 But some people say, like,

NOTE Confidence: 0.9715136

01:17:55.210 --> 01:17:56.650 I don't want stuff on

NOTE Confidence: 0.9715136

01:17:56.650 --> 01:17:58.010 my kid's face. I don't

NOTE Confidence: 0.9715136

01:17:58.010 --> 01:17:59.050 want people to see it.

NOTE Confidence: 0.9715136

01:17:59.050 --> 01:18:00.090 I don't want people to

NOTE Confidence: 0.9715136

01:18:00.090 --> 01:18:01.370 see my child as someone

NOTE Confidence: 0.9715136

01:18:01.370 --> 01:18:02.445 who has all these things.

NOTE Confidence: 0.9715136

01:18:02.525 --> 01:18:03.885 And I think the really

NOTE Confidence: 0.9715136

01:18:03.885 --> 01:18:05.244 compelling question in a country
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NOTE Confidence: 0.9715136

01:18:05.244 --> 01:18:06.045 like the U. S, which

NOTE Confidence: 0.9715136

01:18:06.045 --> 01:18:07.564 is very much about what

NOTE Confidence: 0.9715136

01:18:07.564 --> 01:18:09.005 do I want, is how

NOTE Confidence: 0.9715136

01:18:09.005 --> 01:18:10.284 much do we care about

NOTE Confidence: 0.9715136

01:18:10.284 --> 01:18:11.344 what people want

NOTE Confidence: 0.93730086

01:18:11.724 --> 01:18:13.645 versus our public health need

NOTE Confidence: 0.93730086

01:18:13.645 --> 01:18:14.945 to open up that bed.

NOTE Confidence: 0.9610778

01:18:17.020 --> 01:18:18.140 And right now this is

NOTE Confidence: 0.9610778

01:18:18.140 --> 01:18:19.820 done hospital by it's not

NOTE Confidence: 0.9610778

01:18:19.820 --> 01:18:20.780 even done state by state.

NOTE Confidence: 0.9610778

01:18:20.780 --> 01:18:22.320 It's done hospital by hospital.

NOTE Confidence: 0.9520766

01:18:23.100 --> 01:18:23.900 And there are people who

NOTE Confidence: 0.9520766

01:18:23.900 --> 01:18:25.180 think it's hideously unsafe to

NOTE Confidence: 0.9520766

01:18:25.180 --> 01:18:26.060 send anyone home with an

NOTE Confidence: 0.9520766

01:18:26.060 --> 01:18:26.560 NGT.

NOTE Confidence: 0.9437118
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01:18:26.860 --> 01:18:28.080 Right? And so,

NOTE Confidence: 0.9996603

01:18:28.860 --> 01:18:30.400 we don't have a strong

NOTE Confidence: 0.99176747

01:18:30.855 --> 01:18:32.775 collective identity about how we

NOTE Confidence: 0.99176747

01:18:32.775 --> 01:18:34.295 think that should be done.

NOTE Confidence: 0.99176747

01:18:34.295 --> 01:18:35.915 Okay. Well, thank you.

NOTE Confidence: 0.97215617

01:18:36.375 --> 01:18:36.935 Let me,

NOTE Confidence: 0.948462

01:18:37.335 --> 01:18:39.495 close-up Yeah. Doctor Leventhal with

NOTE Confidence: 0.948462

01:18:39.495 --> 01:18:40.075 a comment.

NOTE Confidence: 0.9803514

01:18:40.775 --> 01:18:42.055 Thank you for this wonderful

NOTE Confidence: 0.9803514

01:18:42.055 --> 01:18:43.495 discussion. I'm a pediatrician at

NOTE Confidence: 0.9803514

01:18:43.495 --> 01:18:44.775 the hospital for special care

NOTE Confidence: 0.9803514

01:18:44.775 --> 01:18:45.435 in Connecticut.

NOTE Confidence: 0.9781682

01:18:45.910 --> 01:18:47.030 About ten percent of the

NOTE Confidence: 0.9781682

01:18:47.030 --> 01:18:48.630 beds are for children. This

NOTE Confidence: 0.9781682

01:18:48.630 --> 01:18:49.670 is the only place in

NOTE Confidence: 0.9781682

01:18:49.670 --> 01:18:51.689 Connecticut that will accept transfers
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NOTE Confidence: 0.9781682

01:18:51.750 --> 01:18:53.270 from Yale's unit or from

NOTE Confidence: 0.9781682

01:18:53.270 --> 01:18:53.930 the PICU.

NOTE Confidence: 0.89692587

01:18:54.630 --> 01:18:55.990 And children you were talking

NOTE Confidence: 0.89692587

01:18:55.990 --> 01:18:57.189 about, yes,

NOTE Confidence: 0.9405475

01:18:57.670 --> 01:18:58.845 you hit on the issues

NOTE Confidence: 0.9405475

01:18:59.085 --> 01:19:00.365 we face every day. So

NOTE Confidence: 0.9405475

01:19:00.365 --> 01:19:01.165 a a note of thanks

NOTE Confidence: 0.9405475

01:19:01.165 --> 01:19:02.565 and endorsement. I will take

NOTE Confidence: 0.9405475

01:19:02.565 --> 01:19:03.965 that. Along those lines, please

NOTE Confidence: 0.9405475

01:19:03.965 --> 01:19:05.025 join me in thanking.

NOTE Confidence: 0.8482274

01:19:12.700 --> 01:19:14.060 That's right. A little something

NOTE Confidence: 0.8482274

01:19:14.060 --> 01:19:15.420 for your wardrobe. This is

NOTE Confidence: 0.8482274

01:19:15.420 --> 01:19:17.500 the best More blue for

NOTE Confidence: 0.8482274

01:19:17.500 --> 01:19:18.240 your wardrobe.

NOTE Confidence: 0.75891876

01:19:18.860 --> 01:19:20.000 Now you're talking.

NOTE Confidence: 0.73854303
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01:19:20.380 --> 01:19:22.220 Oh, yeah, baby. Thank you.

NOTE Confidence: 0.73854303

01:19:22.220 --> 01:19:23.580 Honest. Thank you so much.

NOTE Confidence: 0.73854303

01:19:23.580 --> 01:19:24.700 This was more. Thank you

NOTE Confidence: 0.73854303

01:19:24.700 --> 01:19:25.780 all for Appreciate your buzz.

NOTE Confidence: 0.73854303

01:19:26.140 --> 01:19:27.340 To reach we have a

NOTE Confidence: 0.73854303

01:19:27.340 --> 01:19:28.005 job to lecture.
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