
Pew Break-out session:   Technical Challenges and Opportunities 

Tom Windle & Joe Drozda, MD 

If he's handing those out I think I'd like to get everybody oriented into what this discussion's going to be, 
and especially the assumption we're going into this with. And I think a key one is that we're gonna have 
to assume that the return on investment of doing all this work has been established and it's not been 
given to us to implement. I don't want to get caught up in a lot of discussion about oh, this is too 
expensive, we can't afford this, we don't have that, yada, yada, yada. Okay, we're gonna assume that 
the commitment's been made to make the investment because there is sufficient ROI. So we're gonna 
focus on the technical aspects of actually implementing it. And again I'll go over that. What we're 
supposed to do is identify the technical challenges and resolution of strategies to implementation in 
registry database systems. And secondly we're going to be making recommendations as well as 
identifying resources for formal informatics modeling of common data elements. So I think, just kind of 
keep that in mind. And I think, Tom, you want to run through some of your thoughts to kind of get this 
going? 

 

  Sure, yeah, we had, with the BACC we had a task force a month, or, a couple months ago where we 
identified key challenges to interoperability. Administrative burden, semantic data harmonization, 
syntactic data harmonization, quality of patient safety, workflow, and reports. We've excluded financial 
considerations and advocacy which were two of the other key features that we identified. So I think 
we're gonna first go through and share our experiences with interoperability in terms of registries from 
technical perspective through the lens of one of these six, and then we'll just try to categorize that on 
the fly. 

 

  That sounds good. And before I go any further, we have a small enough group that we can go through 
at least some rapid introductions so we know who we've got here and what your interest is in this 
particular work and where it stems from. You wanna start over here? 

 

- Sure, my name is (___), I'm with the American College of Radiology. I'm a data analyst and I support, 
I'm on the staff that support our registries. This seemed to be the most appropriate workshop to figure 
out technical… 

Hi, I'm (___) , I'm the Director of Technology and Data Services for Global Healthy Living Foundation 
which manages the AR-PoWER PPRN. I don't know if there's any other PPRN representatives here, but 
I'm one of the 18 patient-centered research networks at the time I'm recording. I manage the tech ops 
and implementation, all that stuff for our technical aspects for of our database and a lot of this will be 
falling on my plate. 

 

  Yeah, so you're familiar with the PCORnet and the common data model. 

 



  (___) for CHIO Cognitive Medical Systems. 

 

(__), I'm a data developer for the Cystic Fibrosis Foundation. 

 

  My name is (___) with the University of Arkansas Medical Sciences but I'm also one of the project 
leaders for the Common Clinical Registry Framework Initiative. I'm just trying to harmonize, I guess, 
standards and identify where there might be gaps for registries. And also work with Stan and the rest of 
them to see, 

 

(__) I'm a Medical Oncologist at American Society of Clinical Oncology, I work with the Cancer LinQ 
Project, we're actually kicking off our own minimum common oncology data elements project so it's 
very much interested in this work. 

 

  Yeah, do you guys have to deal with HANA/SAP or - 

 

(__) SAP, the IT provider for Cancer LinQ, that's correct. 

 

  Yeah, that's right, yeah. 

 

(___)  for Research Equality (AHRQ) and we have been doing a harmonization of outcome measures 
project and I'm still trying to understand what all the technical issues are and what the next steps should 
be. 

 

  Hi, (___), senior director for Health IT and credentialed informatics at American College of 
Obstetricians and Gynecologists and we have a number of projects centered around data elements, data 
modeling. We're really interested and we are also launching a registry. 

 

-(___) American College of Cardiology and lead the registry equivalent at the College and also the health 
information technology. 

 

(___), Chief Medical Informatics officer at Intermountain Healthcare and also clinical professor at the 
University of Utah. I'm very involved in information modeling and HL7 and HSPC and CIIC and CIMI and 
so, yeah, excited to be here and participate. 



 

I'm (___), I'm a physical therapist and I work at the American Physical Therapy Association. We started a 
registry project a number of years ago, identified the importance of having data standards, have put all 
of our data elements that are part of clinical practice, everyday clinic practice, and put them at LOINC 
standards and LOINC data panels, and we're trying to leverage that technology using clinical  
interoperability, standards of CCDA documents in order to share that information from EHRs in an 
organization to our registry and then keep the data elements in standardized ways to be able share that 
back. 

 

And I'm (___), Vice President and Chief Scientific Officer for the PCPI Foundation. We have, we convened 
a national quality registry (NQRN), and that's a consortium of registry owners and so this is very 
pertinent for them. I also have, like Stan, been very involved in a terminology standard 
recommendations. 

 

  You kind of introduced me a little bit earlier, but you know, I'm (___), University of Nebraska Medical 
Center Clinical Informatics. 

 

  And I'm (___), I'm a cardiologist and I am not an informatician, I'm user, that's how I like to identify 
myself. So I was on the management board for the NCDR for a period of time and I'm familiar with 
registries from that standpoint. Okay, so (___), you want to carry on from here and kind of get us 
started? 

 

  Sure, yeah, I think first of all we can identify challenges that anyone's had individually or generally. And 
then from there I'm gonna try to frame it within one of these six so we can have some more product 
come out of it. Does anyone have, generally, any technology problems that they want to share? 

 

  This feels like this list could go on and on forever. So I'd say it starts out that the EHRs aren't necessarily 
using data standards. They don't understand data standards, whether it be the syntax of understanding 
how to identify specific data value fields or how to share the information. We can start with that, yeah. 

 

  Anyone wanna piggyback off of the EHRs? 

 

  Yeah, this'll be a good EHR bashing session. I think we ought to start out by venting. 

 



  There's no vendors here so you're not gonna hear, well, we can do that in the system, no one's gonna 
hear that at this specific day. 

 

Maybe they can do, but we found this challenge with willingness to integrate it and to make changes. 

 

- user basis, that's been a challenge throughout. 

 

  So I'm not a vendor but I work with one So based on being on the provider's side, working at a 
University Hospital we're in a situation where we have to provide data to all the different registries 
along with all the other research efforts, along with everybody else who wants data. And so at both 
institutions I recently have been part of, as Jimmy mentioned we had a crew down at the bottom and 
that's all they did was churn out data extracted from EHR to all the different registries and we kept 
adding new people and adding more people and it just got to the point where it's really difficult to keep 
up with all of the data requests. And everybody wants to know a lot of the same data but in all their own 
unique format and methods and that sort of thing so it's a challenge on the provider side regardless of 
the EHR or not. But everybody, even if you could get data out of the system in a standard way, 
everybody has their own flavor of the same thing and how they want it. And so that's the challenge from 
the provider point of view as far as providing data to the registry. 

 

I'll just speak from the oncology perspective to vendor related comments, I mean certainly in oncology 
probably the most important clinical concepts that describe the cancer patient's journey are simply not 
in the structured fields that are built into, you know, even the specialty specific EHRs like staging and 
biomarkers and progression and those kinda concepts. So largely they're documented in clinical notes 
and unstructured text, that's one sort of general comment. The other sort of vendor-bashing comment 
is that the reaction that we always get when we say, you know, these are the things that should be in 
Epic, these are the things that should be in Mosaic, is that when a sufficient mass of our users tell us 
exactly the same thing then that'll be on our development cycle, and talk to us in 2023 type things. 

 

  I think this is a key point that he's getting to here is that, and a lot of us have been talking about 
vendors for a long time, it always comes back around that because we're all hearing the same message 
from the Epics and the Cerners of the world. We'll do that as soon as we have a critical mass of 
customers who want exactly the same thing. So, you know, we're not gonna do it for you, this way, and 
somebody else for this, we can't do that. 

 

So I'm just gonna add that ASCO is trying to get around this, I don't know that we'll be successful. We're 
kicking off a common data element project, you know, to say, and again this is probably our fourth 
attempt at this and I'm leading it this time which is probably a guarantee that it won't be successful. But, 
you know, if we can identify a parsimonious set of data elements, again, exactly what we're talking 



about here, that are specific for oncology we can go to the vendor community and say, this is as neutral 
vendor, this is a neutral party, special society, and represents the oncology community, right, so that's 
our hope. 

 

  To your point though, I know that ACOG made a similar effort several years ago and the vendor's 
response was, maybe in several years when we get around it. That was the entirety of the specialty. So it 
may be necessary for more than just a single specialty to come forward but all of the specialty societies 
supporting each other, saying, we're gonna be able to use and reuse the content you support a specialty 
with within the larger effort of clinical care and we're gonna collectively raise hell about this until you 
actually make content that's needed to support specialty care available. As a side note, the 21st Century 
Cures Act requires ONC, although they have not taken any action on this yet, to create a program and 
mechanism to support specialty clinical care through the certification program. They did not move on 
that for two years, on their mandates, because in part they had no additional funding for it. In fact the 
administration proposed budget cuts to ONC, which they successfully leveraged some of. That was 
Congress feedback from the money. They are saying they're going to move forward on the children's 
EHR data set, you know, a set for pediatrics. I think it will be important for all of us to participate in 
conversations happening upstairs with the ONC & CMS to make sure they re-engineer the process 
around building this content, defining it, pushing it through 21st Century Cures in a way that's useful and 
actually involves direct input from the clinician societies and clinicians themselves. As opposed to say, 
someone create it for some use case a specialty set and we'll use that without having it, you know, go 
through real substantial public comment, without considering workflow, without, you know, getting 
testing across specialties, et cetera. 

 

  I will say to answer, to kind of speak about your problems, we had somebody at the university, no, just 
at Dartmouth, basically create a form. So we have a pretty extensive encounter registry form. They had 
one of their IT developers, along with a fellow create an entire case report form in a smart note. And 
they don't know what to do with the information now and actually it's not the best model but it's 
something they did do on their own, and Epic's saying we can push it into our build so that somebody 
like at the University of Minnesota can do the same thing. They can just download the form and actually 
reuse it. So there are some aspects that can be reused and hopefully at some point maybe we can work 
with a vendor and say, here's our case report form, replicate what we do and just give us the 
information. 

 

  I guess the problem I have with that, I understand that's a reasonable solution. The problem I have with 
that is that is, that puts the entire burden on the clinician to enter all the fields in that form, again, you 
know, the things I'm thinking about, they're in the EHR. I mean, that's easy for Epic to say, well just build 
a smart form or smart phrase, whatever it's called. And sure, anybody could do that at the local site. 

 

  That is one of the current diversions that Epic and others use is the smart form, kinda, we'll give you a 
tool, you do it yourself. 



 

  Exactly, yeah. The other thing, technically speaking, is Epic for example they have their product but 
then once it's, most organizations have their own, quote unquote, Epic team that's totally divorced from 
the mothership Epic. So you're dealing with kind of two issues. One is that underlining architecture of 
Epic but then when you actually want to do an integration with the university or whatever it's a whole 
different group of people. So they're people who are used to developing reports and forms but in CRV 
format, and if you're gonna do any kind of data standard even there, even if there's data standards 
underneath in Epic, they can't translate those same data standards into a format of sharing the 
information that's meaningful either. They're just used to developing CRV files. 

 

  I guess that's one problem with what I, the first part of the session seemed to be about pushing this 
format onto the registries for us to implement. And some of these, these are the challenges that a 
registry would have implementing that. But it is true, it's the EHR level that's giving us the data that 
would almost need these changes before us. 

 

  So you know we don't have whiteboard or anything but it would be nice to say, well, what are we 
talking about here in terms of data flow, right? And where do the CDEs have to be implemented in order 
to make the system work? And that's why I was a little bit, we felt we should've probably started out 
with those kind of definitions. You actually start at the point of care, with whatever system the poor 
clinician is working in, right? And you know it flows from there maybe through an EHR, maybe through 
some middleware or something but it ultimately gets to a registry. And by the way it's also flowing other 
places, quality reporting to somewhere, you know, so you're capturing it once and you're using it 
multiple ways. So that's another, as you start thinking about it from a user perspective the clinician and 
I'll say the hospital system that's trying to support this activity, you know, you need a unified approach. 
You need to cut down on your costs, you can't create common data elements for the ACC CATH PCI 
registry and another one and then try to parcel it out and hire 85,000 nurses to sit down and type it in. I 
mean this is a nightmare that's no longer sustainable. So ultimately we'd like to see this, you know, this 
sort of data flow captured once, use it for multiple purposes. And so I think that this is really good. I 
think if we have that concept as we talk about it and kind of what does it take in each one of those steps 
technologically, and I think we started out correctly maybe with the EHR vendors, but there are other 
clinical solution providers out there, right? We use a hemodynamics system in our Cath Lab called 
Merge. By the way, Merge doesn't talk to Epic. Epic's developing their own and we may ultimately get to 
that point but a lot of us use Merge or Lumedics. So these systems may be designed to talk to the NCDR 
because they're accredited by NCDR but they don't even talk to our Epic system. So there are a lot of 
systems in there that actually have to form and where we need interoperability, you know, in each step. 

 

  I agree but many times they won't say when they're trying to get data in EHR. But we have multiple 
systems, and so if all the data's not coming out of Epic, it's coming out of these other systems that we've 
had to purchase to accommodate especially specialty areas. 

 



  Exactly, yeah. 

 

In cardiology a lot of data could come from a CVIS system and they may use Epic only for real ADT. None 
of the procedure information would be in Epic and by the time it gets to Epic it will be too late for 
submitting to a registry, in many cases. Another part also for collecting once and reusing it, the thing is 
like, at least from an ACC perspective, like, we go registry at a time, procedure at a time. For us to feed 
the entire list of elements that should be incorporated into EHR may not come all at once. Because 
many of our registries are procedure focused and to just give them that information up front. Because 
Epic takes two, three years to implement anything. They are the slowest among all of our registry 
vendors. So to give them up front is kind of a challenge and in many cases the feedback you're going to 
receive is we are already standardized to use this. Why didn't your registry define it this way, would be 
the pushback in many cases, I think. Also on our side we don't do the due diligence to go and see okay, 
how's the data being collected in the EHR system either, we do not do that. 

 

Yeah I think that's why a lever like the ONC mechanism is so important, because it's a function that 
requires a common definition or use case across different systems and so if you push your content 
through that mechanism not only as I said earlier you'd get some guarantee that there's some basement 
level of testing at least, but you can respond to that comment by saying, we don't do a local version of 
the content, you can create mappings and you should. And someone probably should be able to audit 
those things. But we need, for our purposes, system agnostic sets and you need to conform to at least 
being able to spit those out even if that's not part of your interface. And even if you want to maintain 
your local co-sets. And that cost comes on you and you might start to think down the road, do I want to 
maintain the cost of a mapping or do I want to shift some of the fundamental mechanisms of the system 
to these common elements? So that's up to them but when you look at the content of the registry 
forms, things that have no reason to be individually defined, like race and ethnicity in individual 
registries, imagine the level of effort decrease if all the registries collectively stopped doing anything to 
maintain or code all of that content. Content that's not even in the clinical domain, really. That's a huge 
benefit and a huge lift to everyone. And most of the report forms, right, were created for a person to fill 
out a form. But what we actually need is an extraction recipe, right? So it should say, find 'X', so I think 
that's why a data flow mapping exercise is very valuable. You sit down and say, what's the scope of the 
care activities? And then, what information happens when and what information is never generated 
that we need? So we can figure out how, regardless of how many systems, different systems are 
generating the information all of the information is there. And you want to provide multiple ways of 
generating that information then that's sort of icing on the cake, right? You can provide an 
implementation guide, you can provide additional mappings if you want to give ICD-10 options and 
SNOMED options, that's all good. But at least there needs to be one common way that everything distils 
down to. So you send something from one registry to another, you use the standardized extraction 
technique, you always get the exact set. 

 

  I think the one where I got meaning out of this morning was your medications, which I admit we would 
never come close to meeting. But it did make sense because you put up our question, Toby Pottenhiller, 



check box, this is our form, it's a check box, frequency, we give two options and then eradication is 
another option. So to have, we can't get any more medications unless we customize the form 
completely, even from an electronics standpoint. So to make it into your standard of drug, dosage, type, 
it would completely change things for the better but would also mean we'd have to redo a lot of our 
work which is one of the challenges, you know, that we do face there. 

 

  There are things that you can do that can automate, too, and so in case of the medication if you can 
capture and actually, you know, it's actually more natural to capture the details because people have to 
write prescriptions and orders for that stuff but you can, it's not that hard to write programs that would 
say, oh, when I see this then I can say yes, they do have this inhaler. Because for analytics purposes a lot 
of times you just want to know categorically did they get antibiotics during surgery or did they get 
whatever. If you have the detailed data then it's easy to write a little program that can turn it into the 
thing that's easy as a statistical attribute in the analysis. 

 

So thinking of this as a patient, like one of the most important use cases, it seems like, is that if I show 
up at the hospital they are gonna wanna know what my medical history is, right? And so a while ago 
people were talking a lot about health information exchange, has that totally died? What about the Blue 
Button at CMS? The idea that you can send your data, so if you're seeing Provider A and you start to see 
Provider B you can send your data, so aren't there standards that are built into that? Are our standards 
different than those standards? 

 

  I don't know about the answer to that question, maybe somebody else can answer that specifically, but 
the first thought that came to my mind is that we're kind of in a molecular level in terms of defining how 
those data you're talking about are actually defined so that they can actually be transmitted in a way 
that they can be consumed by a provider's electronic health record or by a registry. I think we absolutely 
would want you to be able to do that. You know, you carry your PHR around with you, you should be 
able to dump your information to any provider that you go see. Go to the emergency room and, you 
know, they should be able to consume those data. 

 

But maybe Julia knows after that, 'cause it seems like people have been working on that for like 10 
years. 

 

  Yeah, so they have 2.0, right, and actually CMS is really getting more data into the system. But as 
___said it's dependent on well, someone didn't specify data flowing through the system. And right now 
basically what you're getting when you go in there is administrative data solely. You're getting 
information about the patient's coverage and about activities that were billed for. And I'm not saying 
that that is useless information, there's a lot of useful, rich information about procedures and to some 
extent about medications. Although I know that's not a complete set, but certainly knowing what 
provider saw what patient when through what service is very valuable. But there's not gonna be 



anything beyond that until there's standardization of information in a way that you can go in and query 
and suss that information out. The information on the administrative side is standardized because 
they've had decades longer to standardize it because, you know, it was on paper forms and all they've 
done is make the paper forms electronic. You know, for our purposes, our version of paper forms was 
those lengthy narratives so we have to structure information in a way that Blue Button could actually 
print. I mean the great thing about Blue Button, they are letting access stuff, access to Blue Button data. 
But that doesn't give you clinical care data. 

 

  So let me just kinda reset here, are we, are we kind of finding challenges, are we finding solutions? To 
kind of capture those, or? We'd gone through the electronic health record, EHR vendor challenges and 
other software solutions we're all dealing with at the provider level and trying to get the data out from 
there to registries and share it. So we've kind of gone through that. Is there any other major points that 
we haven't talked about? 

 

  I'd just like to mention the challenge of maintaining different versions because we can go out 
tomorrow and say, this is how we want to define the particular data element but we still have to 
maintain, to a certain point, what form it was that we were penalized, essentially. 

 

  Yeah this is a big technical challenge, isn't it? I mean, you know, if we do come up with common data 
elements, we can't lose history. 

 

  Yeah, version control is essential. So, like, CATH PCI for instance, at NCDR that was big, big change. 

 

Correct it was a big change and from a registry perspective we can do the version, one time 
transformation of the historical data. The question is, how does the EHR or the people who are 
capturing the data in the old system, how do they maintain version? We generally cut off one version 
and move onto another version, we don't believe in supporting multiple versions at the same time. So 
that's how we try to get away from it. But history, we don't lose history from the data we have already 
collected because we do transformation from one to another. But what I've received as a request is if 
you want to enable something like this, collect once and use many times idea, you should be in a 
position to accept multiple coding is what I'm hearing. Like saying that, don't ask me to change all my 
coding. How about you accepting five different ways of coding? Don't just give me one code, give me a 
preferred code and give me other type of codes that also mean a synonym kind of idea. 

 

  What do you mean by that? 

 



Because different systems use different coding and if Epic is implemented in five different places you 
could be coding it differently based on what standard you have. You're picking CPT and other things you 
could see the variability in the coding. So if registry says that I want to do SNOMED they might say that 
this hospital has chosen to use this code for this reason, but what we could do is we could give you an 
alternate code for that advancement. So lots of… heard that many times. 

 

  So unless Marjorie wants to go first, I'll maybe push back on that. So there have been instances where 
you can use multiple code systems for the same purpose. And what we discovered is that two 
supposedly equivalent ways of coding something are not in fact equivalent. The examples are myriad 
and then CMS Electronic Clinical Quality Measures where they're allowing you to use ICD-9, ICD-10 and 
SNOMED at the same time. And anyone who actually tried to map out those would find that you could 
take 1000 patients, put them through those three code systems, and you get three very different quality 
reports numbers. Furthermore, because you don't know what's happening on an interface level and how 
users are being directed to code stuff, it should be on the people who want to use local or a variability in 
their coding to determine what a legal mapping is or not and then those people should be forced to 
defend that if necessary. ONC, for example, discovered that one major EHR vendor was illegally mapping 
content from medications that were ordered into medication dispense data sites. That results in very 
inaccurate results if you're capturing an actual metric. So I see your point and I think that we should say, 
you know, consider equivalent mapping X, Y, and Z. We have to put a stake in the ground as to one 
exchange form and manner because otherwise - 

 

  But if achieve the CDEs the way we're talking about, we're be defining the same codes. It shouldn't be 
an issue, right? 

 

  This is an alternative approach and I'm pointing out that where it's been supported it's cost more and 
lead to bad data quality or worse data. 

 

  Oh, you want to pile on - 

 

I welcome that because I was part of a standard, in fact I've been recommended to multiple code sets 
but initially we had a stake in the ground. So I'll take another example for procedures. The 
recommendation is, this is the standard terminology that you should use, you should use SNOMed. We 
got a lot of bellyaching from people who don't use SNOMed and organizations like the AMA who said, 
we'd love to be a part of that because a lot of people haven't made the transition. We anticipated that 
there would be the challenges that Julia has described and that has come to pass. So I'm just giving you 
some history to support where we're going. The recommendation is, you know, make a stake in the 
ground. Now that might not be practical, we still probably haven't moved far enough to get to the point 
where we can - 



 

  So the theory would be that putting a stake in the ground right now might not be practical from the 
standpoint of a lot of people. Oh, we can't do that, yada, yada, yada. But if you get critical mass, you put 
the stake in the ground, people will moan and groan and cry all the way until they conform and then say, 
oh, that was no big deal. 

 

  They're always going to have maintenance so the point at which you're making updates and changes at 
some point it becomes easier to align than to continue - 

 

  Well especially when you're doing mapping because then you've got to maintain the mapping, you 
know, all the time, you're always, the links always break, right? I mean, you have to fix them. So how 
have you, with the SOLOR project, how has that? 

 

I haven't been involved with that but you know, that's a good coordination across the med but I'll let 
Stan talk about that. 

 

Yeah I can speak to that, do you mind? As a background Keith Campbell has been a fantastic 
terminologist and oncologist and stuff for a long time. But current project, Keith is working for the VA 
most of his time and he's created a terminology server that is a combination, it's a non-redundant, non-
overlapping subset of SNOMED, LOINC, and RxNorm, and other coding systems so it's meant to be the 
subset of things that people are really using and it's, you know, if there are truly duplicate, exactly 
duplicate concepts in those terminologies then there really only ends up being one concept in SOLOR 
and it's mapped to the SNOMED, the LOINC code and the other code and that's the terminology that 
we're using within CIMI because the other thing about SOLOR is that we can get, we can create concepts 
that we need at SOLOR more quickly than we can get to the official SNOMED mechanism. And so we're 
working very closely so that all of the terminology we've created at SOLOR. I think SOLOR is a 
tremendous resource, it's a huge undertaking to do the - 

 

  CIMI is the one that's doing this? 

 

SOLOR is, it's essentially being, I mean, it's Keith Campbell's project, Keith is supported by the VA. But 
SOLOR is using, or excuse me CIMI, is using SOLOR as the source of our terminology for the CIMI model. 

 

  I gotcha, okay. There was somebody back here raising their hand earlier and I didn't want to miss it, 
okay, alright. 



 

One challenge I wanted to ask, like, when we are going with SOLOR, you introduce the concept right? So 
these data elements would be coded to that concept ID or would it be natively coded to a SNOMED or 
LOINC or...? 

 

 So if it existed, so, there's a unique concept idea inside that was never intended to be shared outside. 
So if the concepts exist in SNOMED then you'd use the SNOMED code when you transmit that data and 
when you use that data. But there's a unique concept identifier inside there so that if there's the same 
concept in SNOMED and in LOINC then you have that unique hidden concept identifier but you know the 
mapping to LOINC and you know the mapping to SNOMED and you know the mapping to RX One or to 
whatever the terminology is. But the only time that you see a different identifier is when you create a 
new concept that isn't anywhere yet. And with, so this is getting a little more technical than probably we 
need to, but if the concept is something that's intended for SNOMED, we have a SNOMED I want to say 
partition, what's the right? You know, SNOMED will assign you a name space where you can create your 
own concepts. And SOLOR, actually, its HSPC has a namespace. And so you get a SNOMED consistent 
identifier for the new concept and if that concept is then, becomes part of the standard international 
distribution its concept identifier stays the same. If on the other hand that concept ends up being a 
LOINC code then what happens is that when the LOINC code is created then that temporary identifier 
goes away, and people use the LOINC code instead of using the identifier that was defined by SOLOR. So 
I'm sorry, I've fallen into sort of the bookkeeping detail of how that works. 

 

  Terminology shortcut. 

 

  I think, though, that if we're gonna identify, make a recommendation about resources, you know, on 
the informatics end, you've identified here a resource from the terminology side in SOLOR and, you 
know, I think that's a big, I think that's a pretty good identifier because we get into this whole thing 
about supposedly synonymous codes that aren't really synonymous. 

 

The burden I see here that's going to be shifted might be that I'm just really expecting SOLOR to support 
the coding, the burden is going to be shifted to the EHR who is transmitting data to us. If it is the other 
way around, if it is to facilitate data transfer between the histories or research or other purposes, 
secondary use, then the registry has to do the transformation and say, okay, I'm ready with so much 
trouble but I would control it with the SOLOR concept ID within the system. 

 

  So again, if 99 out of, well I don't know the exact but 95% of SOLOR will be SNOMED and LOINC, SOLOR 
doesn't. So you won't see it even though it says SOLOR here. The concept that you, that's supposedly 
used for that concept is the SNOMED concept, you don't use a different SOLOR identifier. You use the 
SNOMED concept or you use the LOINC concept, use the RxNorm concept. SOLOR is just bringing those 



together and making it non-redundant and non-overlapping. But you, it's not creating its own new 
coding system. It's correlating the existing coding systems. 

 

  Right, and in order for this to be maximally effective we need to get the output that's required for 
other inputs, right? So if you're required to report for quality measures, for CDC surveillance, you know, 
SNOMED codes, then you should get SNOMED codes with your extracted content. This is a technical 
shortcut that allows us to extend what the models are able to represent and create relationships 
between places where there are multiple concepts, that those fit the same clinical concepts. 

I think it's a question-- so the providers are expected to produce something that is mandatory by their 
registries. They might need a cross-log to help them 'cause not all EHR or providers code using certain 
terminologies. They'll need help with a cross-log to those terminologies.  

And that's partly why the USCDI mechanism is useful because it aligns it, it's the same requirements in 
terms of terminology binding so if we create content that falls within required existing terminology 
findings then you should not be able, be able to, or we should respond. Sorry, secondhand shows 
feedback but this isn't what we do, but this is what you're required to do. 

 

Yeah I think this is a good point. I think we are, we just need to step back. What we're saying is, you said 
providers, I'm saying helps us as hospitals, primarily is what we're talking about, physician practices. Are 
we gonna maybe have to change how they code? 

 

Well they have other groups that they're also, you know, providing data to. 

 

Yeah but what we're saying is we want those other groups to accept the common data elements. So you 
gotta start somewhere. You use a provider group, say we subscribe to the generally accepted common 
data elements and we want you to accept it. And they'll say, no, we won't. Okay, well we're not gonna 
pay you as much or we might not participate with you. And if we can get enough then the people that 
really have the regulatory hold over you, the CMSs of the world, etc. we want them to accept these and 
they'll actually be the ones who may say, you've gotta use this. 

 

  We have other regulatory groups. 

 

But you have to start somewhere. The regulatory groups are grabbing at things that are there. If all of a 
sudden there's a generally accepted way of defining a common data element, they're probably gonna 
shift to that new generally accepted way of doing it. It makes their job easier, right? 

 



  Yeah and we'll never get literally everyone in the universe in a room and discuss something to 
agreement. So there's gonna have to be a long tail of adjudication and improvement of all the content. 
And to Tom's point earlier about places where there's a mismatch, Rx CUI’s and NDCs, we actually have 
to do this stuff to find those things, and then we can actually fix them. So like to some extent, you know, 
everyone's not gonna be on board but we'll figure out where we're really suffering and we'll be able to 
target our efforts to fix the suffering faster. 

 

  Let's define this, though, identify it. Call it out as a significant challenge for providers who go the 
common data element route. They're gonna have to have a parallel process on to meet other 
requirements, who knows how long that's gonna last or how long it'll be before it goes away. And it is a 
challenge. 

 

  So another way to think about this, I hate beating a dead horse too much but if we identify that we're 
going to collectively as registries use a data standard and let's say it's, race. And we're gonna use the 
USCDI, We're gonna use that, but we all agree that that's really crappy, right, we all agree that that's not 
the way that it should be. It's been around since 2000 or even before that, that it needs to be updated. 
But if we all agree that we're going to use that as our standard for all of our registries but what we're 
collectively to try to help grow that through the right channels, we'll keep it versioned so in X number of 
years when we're smart enough to say, you know, it shouldn't just be White, African- American, it 
shouldn't just be these things, it should be something else. But that'll come later and we'll keep 
versioning as we go forward. But we'll start holding to a true standard. 

 

  And I think one thing that should be recognized is there's not just one definition for everything in the 
universe in clinical care, right? There will be multiple terms for some things that fit different kinds of use 
cases. And there will be nested things, a lot of nested things. Like a tiny little subset of people under a 
big header, under a little header. So registries and people should come to the table with the 
understanding that there are special use cases and the governance process should recognize it's 
sometimes okay and necessary okay to use multiple ways of describing something. And I think smoking 
status would be a great example for what we just talked about, knowing whether or not someone 
currently smokes a lot, a little bit, or they did, is useful information. Knowing how many pack-year their 
lifetime history is is also very useful information. Those things are related to one another but they're not 
the same thing. And for some purposes you need to know one and for other purposes you need to know 
the other. So we're not gonna say, you know, smoking status is the way you capture it and that's the end 
of it for all time. Because it doesn't - 

 

  And another good example of that is on the medication side. Prescribed and dispensed are actually two 
separate data elements we need to tell you things. But both are important to capture. 

 

  It's prescribed, dispensed, taken. 



 

  Yeah, well, that's when you put the pea size electrode on the pill and you can track it in with the 
Bluetooth device and it comes back to the doctor. But at least those two things are important. 
Medication is very complex as you pointed out. 

 

  I have a question, I don't know if we have any EHR vendors, but how many EHR vendors spend time 
working with the healthcare system and understanding their data and where it comes from? And is that 
to say they really are expecting? The reason why I say that is because we start going to the clinical study 
data can come from multiple places but you may want data from a particular place to meet your 
particular need. And I don't know if any vendors actually take that time. 'Cause there could be two 
different places in the EHR where you might have diagnostics, and which one are you looking for? 

 

  So I'll say from my perspective what we're doing with our registries, it's a three-pronged approach, 
maybe four. So we have our vendor who keeps the data. We have ourselves which are kind of the 
clinical trueness of what the data points are. We have the EHR, so Epic or whoever, and then we have 
the organization. And it has to be a four way conversation with onboarding right now because there's 
not data standards. And what we have to do is we go to each one of our data elements and we say, 
okay, what is it you guys capture here? Does that clinically mean the same thing as we think it means 
from our registry standpoint? The organization's EHR vendor, they have to say yes, that's how it's 
matched and that's how it pulled, and then we have a conversation about how to package it to then 
send it over and then we have to say, okay, when are you going to send it over? When is it due to send 
over? So it's a four way conversation for us. 

 

  Okay I requested simply affects data quality, 'cause when you look at, 'cause a lot of healthcare 
systems have Epic, but they also have a data warehouse. Are they getting the data from Epic or are they 
getting it from the data warehouse? If they're getting it from the data warehouse that information has 
been translated and changed from the original - 

 

  CSV files that end up sinking for us. 

 

  So, and then also when in Epic there may be two different tables where the data is stored. One that 
also functions transformation for purposes of payment which might be cleanest data and which you're 
getting, so you're normally not getting the original data. data quality to know exactly how the data is 
defined and where you're getting it from. 

 

  Yeah, you know, and we're kind of branching into very important aspects of this but I don't know if - 

 



  Well I think the reason I say that is because on part of the definition, when we talk about data quality, 
the definition is more than just what is the name of the data element. But where is the context of that 
data element?  

And I think of EHR being number five on a list of five stakeholders and data quality, five being the 
lowest. With the highest being the local informatics team and the next being the data warehouse 
people. The third probably being the terminology vendor, the fourth being HIE or people you're 
exchanging with and the people who 

 

  So let me throw something out here for people to react here. I hear what you're saying and I 
understand data provenance and cleaning and all the things that impact it. But ultimately when we're 
talking about a standard definition for a common data element, aren't we talking about the gold 
standard against which we judge those systems? Did you actually capture it the way it was defined or 
not? 

 

  I think you can trace that backwards, right? Part of the data quality process is knowing what the 
semantic definition of the data element being extracted is is that one to one match with what happened 
at the point of care. 

 

Yeah but when you say semantic you don't mean semantic from a coding perspective, you mean 
semantic from the meaning perspective. Which is, you know, that's always been an issue. Because you 
can use the same code but if it doesn't mean the same thing - 

 

  Yeah, we're talking about the definition.  

 

Across specialties, you would have the same SNOMED CT code mean different things at different 
hospitals. And it's not really associated with tight definitions. 

 

No, there are some but in order to understand the semantics you have to really be an expert at 
understanding the hierarchies. And if you're not then - 

 

  It's understand that, you know, they don't want to see photography. It's in the eye of the beholder, you 
understand what those concepts are - 

 

Right, they'll have - 



 

  But they're not tied with specific definitions. If you hover over it doesn't give you - 

 

  Yeah, hypertension doesn't have a number. Hypertension has a relationship and that definition is made 
by either specialty societies or the doctor at hand. 

 

  The beauty of the CDEs is that you can include that context as part of the definition, right? There must 
be a human, readable definition to every CDE. And as metadata there can be contextual arrangements. 
Yes, this is,, yes this is semantically the same definition, yes this is semantically same definition, no this is 
not also X which sounds the same. And it's different because of Y. 

 

It also, just to build on my other question, SNOMED, and maybe other terminologies don't, they just 
have the definitional knowledge. So if you have hypertension it's not, you have to, everybody has to 
agree what the standard of care is. So the standard of care now based on ACC guidelines, you know, 
three readings of 130 over 80 standing, sitting, or whatever, that's not a part of the SNOMED logical 
definition of adult understanding. 

 

  You know, the kind of definition that you'll have in SNOMED or other things, The definition would be 
something like a relative lack of insulin that increased glucose and abnormal hemoglobin A1Cs or 
whatever. And that's important but actually for what we're doing, what we need are what I would call 
computable definitions that say when I see these data elements in this patient's record I know they have 
diabetes. When I see high glucose, when I see that they're being treated with insulin and that the insulin 
decreases their glucose values and their hemoglobin A1cs come down I know that patient has diabetes. 
And that's a whole different kind of knowledge that is, I don't know what the right name is, operational 
knowledge or a computable way to define it. Because those operational things are the way that we can 
get accurate comparisons institution to institution as long as we all have that conceptual definition and 
then it's a homework example for us to figure out how we find it in our system then you're gonna get 
different answers from every institution because they implement that definition different - 

 

  Right right great point, great point. And definitions being, you know, we're talking about definitions of 
the data elements, computable definitions at the data element level. We're not defining diabetes 
anymore. And then we can with diabetes it becomes an inference that we get from our data. 

 

  Absolutely right, exactly so the data elements are sort of the start of a learning health system and the 
start of knowledge because if you, so, looking at simplistically what we want to be able to do, what we 
want to do is create an infrastructure that says when this thing happens in the real world this is the way 
you create an accurate explicit representation of that electronically. And once you have those things 



then you can start making rules and say when I see all of these things in this chronological order, that's 
hypertension. When I see this other pattern that's diabetes mellitus. When I see this other pattern it's 
heart failure. When I see, you know, and then you have a computable, reproducible way to create 
knowledge based on that. But until, you know, until we have those common data elements we're 
standing on a foundation of sand. And the next storm we move.  

 

So ICD-11, I don't know if that achieves the goal of a one to one, does anyone know? 

 

  It's inspiration when it started out was that and they gave up. Well, Chris Chute didn't give up but they 
couldn't sustain the effort that was needed to make it.  

  Same of SNOMED CT also, you know, I work in the medical device world a lot, some of the SNOMED CT 
also, and GMDN on medical device, they did a one to one match. They're both kind of used within the 
FDA's GUDID and that just broke down, what happened is the GMDN has the ability to start including 
devices in a term that weren't there initially. So essentially, they changed their definition and they lose 
the one-to-one mapping. Well yeah, they maintain a definition where some of that SNOMED CT doesn't 
but then other devices come along that meet the definition and they'll expand the group. So they lose 
the ones, that's why I'm kind of down on trying to make these terminologies match each other. 

 

  It's really hard to do and we can't do it universally to start with. Any time you do mapping you're gonna 
have information loss which ultimately can lead to patient safety errors and certainly errors in 
evaluating quality or effectiveness or anything else. I mean Ed Hammond, who's been mentioned 
before. Ed Hammond says, you know, look, if we're doing terminologies and one terminology has the 
same codes as the other, it has the exact meaning, then we don't need both of them, let's just do one. If 
they don't mean the same thing then we need to add concepts to the one terminology but there's no 
guessing when you have two terminologies trying to do the same thing. All you do is create confusion 
and opportunities for error and misuse. Are there other things we need to touch on? 

 

Yeah it's about 2:15 so I think we've really - So no, we've touched on everything. Not so much work 
reports as much as, you know, but so going forward what can we accomplish? What can we take from 
this as a group? Either health systems to registry, registry back to health systems or even registry to 
registry, is there any, are there any? 

 

Was there a final answer for the mapping? Who's doing the mapping, the health system or the registry? 

 

 I think health system. How we have to for our rheumatology data, how, before we even get to like 
FIGMD. So if we're using FIGMD to populate a registry. We start out with Epic med records in the clinic. 
From there it goes to Clarity, which is everyone here kind of familiar with Epic language generally 



enough? At the end of the week it populates Clarity, which is our research instance, which so this is a 
MUMPS system and goes to a relational SQL system. Then we have to do an extraction based on MRN 
and providers to see what doctors they saw. Out of that we got Epic drug codes. From there we built an 
Epic to RxNorm bridge to make a local list. Now let's say if we're doing drug classes of specific drugs then 
we have to build another list that we combine using RXClass to get those RxNorm supersets then that's 
when FIGMD starts. So we have one, two, three, four, we have four ETLs before FIG even touches it. And 
even if-- and let's say Epic provides, or any vendor provides RxNorm codes on the output, best case 
scenario we get that down to two transformations, I would say, before, because we still have to look 
based on MRN, get that, get that list of drug classes because I mean, we're just finally getting a system 
for RxNorm, we're not even close to them doing RxClass or MedRT. What, 27 vendors that make up 99% 
of the country? Eight that make up 75%, I think, and I'm including, VA is going to Cerner so that'll really - 

 

  Epic cannot provide you with RxNorm mapping? 

 

  Just their new version, yes, their new version we're not gonna get for another two years. 

 

  We should tell ONC that that's a violation of their certification. 

 

  Well it is but I blame our administrators more for not upgrading to a version that complies. 

 

  To me it's actually one of the other technical problems we all face is when we're working with like EHR 
vendors and we're all of phase in terms of implementing the new version. We're always at least a year 
or two behind Epic versions as well. 

 

  And it could be that these data that we're getting out is also prescription so they don't support NDC, 
could be the problem. And it's one of our data warehouse people doesn't know the right code to ask for. 

 

  They're still on Windows 95, too. 

 

  We went and I saw a Windows XP system last month like an EHR that runs Windows XP. 

 

  We collect data from 270 clinics so I, as part of this whole process, to tell them they need to get me an 
RxNorm code I'd be looking at years until implementation was finished. 

 



  I think providers, anybody that's providing data would definitely like to have a standard list to serve all 
of their registries because that would make it easier on them. I think that's a great start. But we need to 
make sure that the other registry groups are kind of on board, you know? What do we do, do we test 
this first and then expand it to the rest of the registry group? 

 

  So I'm of the opinion that everyone here is representing their specialist society, it's not just the registry. 
I think that's an important way for us to think about it. So if we're not just a registry, we're all the 
physicians and clinicians in the specialty society then we have a huge group of people here. And if each 
of us goes back and applies those standards or defines our registry's new standards, so like LOINC, you 
guys, everything's LOINC in yours, correct? Yeah and so that's why I think maybe SOLOR might be a good 
way to start thinking about how we define our own data. 

 

  How do you determine what's the reference of truth with that, so let's say your example of you have 
SNOMED, LOINC, and whatever, RxNorm, they all have their terms. SOLOR identifies they have it. What 
do you identify as the reference? 

 

  The unified SOLOR. There's an ID that is so if there's the same thing, so there's the SNOMED and LOINC 
code that are similar, there's a SOLOR code. If there's an RxNorm and LOINC code, there's a SOLOR code. 
If there's just a LOINC code it's just a LOINC code. And so forth and so forth. I don't know how well it 
works the other way around. So if you provide a LOINC code whether it - It just came out in January, I 
want to say, the full trial, and we're getting a lot of data about it. 

 

  So are you saying that SOLOR would be the one who pilots that to see if it works? 

 

  I mean, that would be really helpful for us. It's an NLM defined through the two NL, it's, is SNOMED 
NLM defined? No, it's not. 

 

  No, SNOMED is owned by the IH…, yeah. 

 

  Yeah, the RxNorm is the only native NLM from there. 

 

Did you mention if there's more than one code representing the same definition SOLOR would issue its 
own code and that would be the one that would - 

 



  It has that internally, you don't use it externally. And if, and I mean this is a little fuzzy but not, but the 
main rule is clear. If it's an observation identifier, if it's a name of a characteristic or an attribute you use 
the LOINC code. If it's an answer to that thing, use the SNOMED code. Now there's some, that's the 
general rule, there's some icky sort of gray boundary between that. Because SNOMED has incorporated 
a lot of concepts that are LOINC concepts and in that case you shouldn't use the LOINC concept with it, 
and the opposite is true too. There are things that are answers that should be in SNOMED and aren't 
and so you end up using LOINC answer codes rather than SNOMED coding. In general, if, you know, if 
you will, the identifier of the question, or the measurement, or the action, is a LOINC code and then if 
it's a coded thing the coded value should be SNOMED codes. And if you're talking about medicines the 
answer code is the RxNorm code. 

 

It should be, when we published the data LMS I'm assuming that they believe one code that's perfect, 
right? 

 

  So they're, you know, at the examples that they're talking about, you'd have, you know, race, there 
would be a LOINC code that says race. And then you would have answers, you know, white, African-
American, Black or African-American, et cetera. Those guys would classically be SNOMED codes. The 
answers, you know, Black, all of those would be, those would be SNOMED codes. Now, you're right. 

 

  Right now they're CDC REC(?) codes. 

 

  Yeah, and that's okay. So, you know, we're talking in generalities here but there's a huge code set. 

 

  That will be the end of the law. 

 

  But it's the, in general, you know, the LOINC is the name of the character. Some people just 
characterize it as LOINC assigns the code to the question and that the answers come from the other 
terminologies, either SNOMED or, if there's an HL7 or an OMB or somebody else that has an 
authoritative, regulated set of codes you use those codes as the answer. 

 

  I'm doing HL7, V3 as much as syntactic interoperability sources within Semantic, as much as a 
computer's defining, would that be a fair characterization, or you don't...? 

 

  So say that again? 

 



  So I've been thinking of HL7, V3 more as a syntactic computable format rather than a definition. So it's 
a way to connect the systems rather than define what's being connected. 

 

  I would be doing FHIR - 

 

  Yeah, okay. 

 

  But you're right, FHIR, again, it's exactly as you say, prior, especially if you think about observation or 
some of those other things, it's a container that tells you how to parse a message and then what we 
need to do with the common data elements thing is to say exactly what LOINC codes you're gonna use 
in that, it's the binding and the terminology that gets you to real interoperability from that base 
standard. 

 

So can I just mention, one of the plans that's happened in this core common data set, is that we would 
run it through an HL7 process and map it to those CIMI models and then map it to FHIR. So that part of 
the long term plan within the next year. Don't have a release date on that. 

 

  Cool 

 

  Did somebody capture that? 

 

  So I guess one question, I would divide and say, why logical models independent of the FHIR? And then, 
you know, if you have biological models why use them? 

 

  One other question I had was around, in terms of like identifying and solving technical challenges that I 
think, as a group, we've struggled with, what's the right group of stakeholders to get together to solve a 
problem? You know, a lot of times you don't have EHR vendors because you feel like they're your enemy 
or, you know, you're missing, like, for the SOLOR people, or, you know, how do you get the right group 
together so that you can actually like have people doing things - 

  Address the challenges. 

  What stakeholder group is responsible for making these things happen? 

 



  At the ACC interoperability meeting there were five distinct groups. There were clinicians, there were 
vendors, there were governance, standards and terminology, and then also health systems 
administration. So administrators and standards of terminology groups, governance, FDA, NLM, NIH, 
sort of.  

So actually let me just kind of back up and frame this a little more broadly. This is a very important point 
you brought up in terms of technical challenges. To the operational challenges and the governance 
challenges, you've identified operational, bringing people together that have the technical capabilities of 
making identified changes and implementing the common data elements. Governance means you've got 
to bring together the people to say that's okay, you know, this is what we're gonna do and this is what 
we're not gonna do, and that have set the framework, right? Data governance is always something that 
people just, you know, talk about, you know, it's one of those things that's an ideal but not a value. 
Everybody says, gee, we should have data governance. But nobody really does it well. An ideal is, we 
should do it, a value is actually, we're doing it. But we need governance over this process. 

 

But that's a good question. So there's two groups, so this effort is part of a larger effort called the 
Registries on FHIR effort. And so I think that one group has tried to pull together the different 
stakeholders, and then that project, that effort is part of a project within the HSPC CIIC group which is 
also bringing together groups of people. And so one of the things we talked about on one of the kind of 
previous calls was like, who are the stakeholders that need to look at this list and engage in the process 
starting now. It's early. It's a small group early on before we bring, you know, branch out to larger 
groups. So maybe perhaps looking at that list might, sharing that list with you might be helpful. 

[Nadia] I mean I guess if we just think about it the other thing is like I guess on multiple levels, right? So 
as a medical specialty society we're responsible for representing our OBGYNs. We have to convene our 
own group to get input and feedback that has really nothing to do with some of these other groups, I 
mean I don't think like most of our commissions are that interested in CIC or know what it is. But they 
want things to work well, right? So you have to have that group of people - 

 

  They just want it to work. 

 

  Right, they just want it to work, I mean that's really what it comes down to. So I mean I guess, just 
trying to, I feel like it's, I definitely get what you're saying. I think it would be helpful to have that list to 
understand who the right people are but I think it's on a few different levels, right, of how do you really 
say, these are things that we need to do, these are the people that need to do it and these are the 
people that kind of make the decisions to make the other groups that do the work. The other group 
though that I, and maybe you did mention, I think, did you say government and like FDA? 

 

  Yeah. 

 



  Okay, I mean I feel like, my hope is that government has a lot more influence. 

 

  Yeah, clinicians provide the content that we use. Vendors, clinicians, content, standards organizations 
buy terminology for that content. The governance is the rules of that content. The vendors provide the 
technology to move that content and then the system leaders are the administrators who implement 
that as to kind of how. 

 

  So we need really a multi-stakeholder governance that should include pertinent government entities, 
right? But it also probably should include health systems and maybe we'll let the EHR vendors in 
governance. But I think I can see them in operations but that's just me. 

 

  Before you bring that in I think this, the terminology and the content needs to be unified. 

 

  Right, and they can come in, they can come in later on. But the terminology content has to be 
identified then the people who do that maintain it over time. So whoever you have started out, they're 
the ones who're gonna be maintaining it over time. So if you're not gonna include the EHR vendors in 
making initial definitions you're not gonna bring them in later. You're only gonna bring them in on the 
operations side to implement which is where I think they belong, but that's my issue on another. 

 

  I need a model that's allowed broad participation appropriate to the stakeholder, right? So even for 
clinical organizations there needs to be like a 15 minute feedback option, an hour feedback option, and 
then the ongoing investment in the entire enterprise kind of option, right? And for, in terms of 
governance, you know, you can have a model that says the primary use case here is direct patient care. 
And there may even be some sort of, you know, veto power of certain kinds of organizations or, you 
know, red flag kind of process but at the same time you want the EHRs and the federal government to 
listen and you want them to bring content to the table and you want them to provide feedback on 
content because, you know, in your one role you can't anticipate the unintended consequences to 
everyone else. You're trying to really create something that is appropriate for all of the down chain use 
cases, right? 

 

  And I think we're gonna be finishing up in just second, just one more. 

 

  I think the whole concept though is that everything, all data will be tracked from the registries, come 
from that, the initial clinician entry of the data. So it's not that, like I look at all those translations you did 
and it makes me nauseous. And I can't imagine, I mean, but that's where, at the core root of this it has 
to be that it's that enter once and use many times, right? 



 

  I absolutely agree with that. And that goes back to what Jimmy said in his presentation, you know, 
basically what we said, I mean I was to understand back when he said it, you know, we said, we're not 
trying to change what you're doing internal to your system. We're trying to just change what you say to 
outside systems and the exact consequence of that is that, this. That's what happens when you do that. 
And Jimmy's saying, no, we probably did that wrong, we probably actually need to say, change it in your 
system so that it starts out at the source correctly. And then I don't have to translate at every step, I just 
use it, I don't have to translate it to use it. 

 

  This is the best case scenario right here. 

 

  Yeah but I mean, it's, I don't think we can jump to that all at once because it's gonna take, you know, 
we already talked about how long it takes to make changes. But that's what we wanna, we wanna have 
a plan that even if we just start with one or two or three data elements we can start doing those right 
and as we can we just do more and more because eventually it just decreases the resistance and 
overcomes the impedance. 

 

  If the registries are doing it and everybody else will hopefully jump on board.  

  And you know, I probably 100 times people have said this but, you know, people will do the right thing 
if it's easier in the industry, that probably always hasn't happened. But I think in this case you have a 
decent shot. And if you're really reducing that much waste in the system then people will voluntary align 
to just doing it the right way the first time because it saves them on the bottom line. 

 

  You ought to turn that into a slide that we could use. 

 

  That is four FTE’s per registry. Two to four FTEs per registry now. 

 

  Now what did Jimmy say, they estimate it's a billion dollars for the ACC registries. 

 

  They're estimating something like 10 billion a year, you know, for other registries. It's a whole army of 
people that are living in the basement somewhere in the mountains and they - 

 

  What did you call them, the Elise? The people under the table, mechanical perks? 

 



  We can call it ‘nurse language processing’. So the goal should be going directly from clinician note to 
registry - 

 

  Point of care to registry. 

 

  Yeah, point of care, so from Med Rec directly into registry. 

 

  And maybe the pharmacy data filters into that. The only addition should be an addition that adds 
something useful to utility, right? 

 

  Yeah, and those would be, yeah, that would be. 

 

  But that concept needs to be the same, not just for registries or but for NIH or for research or for 
whatever. And same core data elements should be the same core clinical data elements that should be 
educated from.... 

 

  That appointment, one of the challenges in this space in terms of harmonization has been people who 
already have so much skin in the game in their use case are less good of collaborators in this case than 
the people who want to do something and haven't gotten there yet. Because those people really see the 
immediate benefits of doing it differently whereas people who have invested a lot of time and energy in 
creating and implementing a model for one use case have a lot to lose. 

 

  Yeah, and then you get into the whole area of change management in organizations because like you 
say, people are individuals but you may go into an organization like ours at Mercy or even like an NCDR 
or one of these registries who's very strong invested in the current way of doing things. As a matter of 
fact their job depends on it, it's part of their job description. And all the same you're gonna start talking 
about changing it. So you're gonna have to work your way through all of those implications. I think 
we've come to the end, it's 2:37, we're over. Yeah, welcome, I hope we have some notes that we can 
use in our presentation. 

 

  We have lots of notes. 

 

  Go outside. Thank you all, it was a great discussion, really appreciate your involvement. 


