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 Okay, so good afternoon. Welcome to the Return on Investments Breakout. Thanks for taking a day out 
of your professional lives to come to Pew and talk about interoperability. This is a really great project. 
It's really excellent discussions that we've had so far today. So (___) and I are going to facilitate. So 
maybe just so we can start a little bit, I'm (________), AMA. I'm involved with AMA's Integrated Health 
Model Initiative Project, which is kind of a white space, practical semantic interoperability project. But if 
we could just briefly go around the room and just get your name and organization, you know, why you 
chose this work group. 

 I'm (_), I work on the health IT project here at Pew and I was assigned to this. 

 Hi, I'm (___). I'm with the DCRI and I was assigned. 

 I'm (____). I'm with the American Board of Family Medicine. We have the PRIME Registry. And I'm here 
just based on the for discussion. They all seemed very interesting. 

 I'm (___) with the American Society for Clinical Oncology, ah, registry, which is our COPI and, kind of 
standard-issue registry, if you will. I was involved in this project about two years ago and so, when it 
kind of came across my inbox, via, Sarah asking me if I was going, I was like, "Oh, great, I was wondering 
where this was." So that's why I'm back. 

 Yeah, I'm (___)  with the American Urogynecologic Society. And the ACQUIRE Registry. We are currently 
building some new modules onto our registry, so we're interested in the idea of the common data 
elements, but every time I go to my clinical team and my CEO and say, "You know, there's this set that 
we should use," the question is always, "Why? "Why use theirs? "We have a perfectly good set already." 
So, you know, I'd like to figure out what the answer is so next time we get asked that, I can answer it. 

 So I'm (___), and I'm at the MD Anderson Cancer Center, but I also work with the College of American 
Psychologists. And I am a liaison from the committee. So I'm a CAP liaison from the committee to the 
California Cancer Registry, and we've been trying to update their data input such that they could be in 
near-real time, as opposed to about 24 months behind time. And I'm very interested in ROI on keeping 
registries up to date and using the 

 I'm (____), and I'm with the American Society of Echocardiography, and the Image Guide Registry. I'm 
here for many of the same reasons that (___) is here for, and so I'm anxious to justify the 
implementation of the project deliverables to my committee and my team. 

 (__), I'm from the American Society of Plastic Surgeons, and we are a team that manages, we have four 
different registries which are in, you know, in different stages of development, or being out there, and I 
was sent here to represent my organization, and I'm here to learn, you know, where we stand on this 
project, and really, what needs to be done. We are ready to implement this talk, but we would like to 
know what is in it for us, and it's an important part of convincing, you know, my superiors to do that. 



And I'm (____) with the National Library of Medicine. I have a couple of hats. I'm one of the people that 
helps the NIHCD repository. I'm also involved with a project with Women's Health Technology Registry, 
which involved with-- 

 That's, is that the same project that's in CIIC list as well? Yeah, not to use another acronym, but... We've 
already used this acronym. 

 Yeah. And I'm also interested in just understanding the secondary use cases, for clinical research from 
the NIH perspective of return on investment. 

 Okay, great. 

 (___), I'm from the Society of Interventional Radiology. I manage our quality registry, which is currently 
housed with ACR's near, dear set of registries. And I'm here really to learn how to convince our 
members that this is worth this time. 

 Hi, my name is (__) and I'm a neurosurgeon representing the AANS/CNS. It's getting into the business 
model such that getting data integrated and getting more people 

-My name is (___). I'm chair of the executive committee of the IRIS Registry. It's interesting we have a 
huge spectrum of where we are. We launched in 2014, and we have now 52 million patients, and 85 
percent of our registries. And now, actually, we work very carefully with the National Eye Institute. How 
do you go from a clinical registry to implementing research? And we actually have analytic centers and 
actually, research does flow. So I'm interested in hearing everyone's perspective. It looks like we have a 
broad representation of our disciplines here now. 

Yeah, and I'm hearkened to speak, again, you know, echoing Bill's comments that we have, we probably 
have 15 or so registries represented here, and so, you know, I thought, yeah, there's some different 
ways here to maybe structure the discussion. So, you know, one thing we could do is talk about the 
current states. The reason why this is important is it's difficult to get the data into registries that we 
need to get in, right? You have the swivel chair interoperability that you know, that Jimmy was talking 
about. All kinds of other costs. You have, each society has a desire to, and legitimately so, retain full 
control over the data, and so, you know, we don't want this to seem like an imposition of somebody 
else's standard. You know, we're trying to make this dataset kind of representative of national 
consensus on these common data elements. The business case, it would flow out of the current state. 
So, is the status quo unacceptable enough to drive us to do something about it? Namely, you know, are 
there some of you in this room, you know, where your registries may be interested, and some of you 
have indicated that already, would you be interested in potentially participating in a pilot study where 
you use these data elements if not in your data model, then maybe in transport, or even in the data 
model? You know, Jimmy and I, as we go on our roadshow with this project, you know, we've been 
saying that there are a number of registries that have agreed to be pilot sites, but we need additional 
sites. CATH PCI from NCDR and also the Vascular Quality Initiative, you know, those are two that have 
signed up. But we need, kind of a small but critical mass of registries to use these data elements, and we 
need to think, "What should we measure in such a study?" Because I think, because we all decided to 
come to a meeting like this today, or we decided to participate in a project like this, we have a theory, 
right, that we believe there's value in this work, but a theory is not good enough. How do we go from a 
theory to evidence that this is worthy, and, so that's sort of the business case. 



 

 What do you mean by a business case? That implies some investment and a return. Is it financial, is it 
ease of operations? What do you mean by a business case? 

  Yeah, so by a business case, I mean, you know, there's gonna be a cost to implementing these data 
elements. So if I'm a registry and, you know, let's say towards the end of the year we have a package 
that's available, you know, if not the direct output of this project, but through HL7. So you have your 
technical staff download the packet, understand it, implement it in the system, say, for some use cases, 
you know, related to EHR to registry data flow. So there's gonna be a cost associated with that. So 
whether it's, you know, budgeted line items, whether it's actual monies that have to be spent, and/or 
it's the time and resources in a registry program, or the vendor on behalf of the society. So, what might 
those costs be like, you know, given what we've seen? You know, do we have any intuition as to what it 
would take to say, to make my registry compatible? Like, now I'm using these common data elements in 
my registry. Oh, if my EHR used them, too, then it would be seamless data transfer, and then-- 

I think, also, just to add on to that, to some extent, the business case almost depends on what your 
organization is looking to do, right? So the business case for the ophthalmologist might be very different 
than the neurologist or the gynecologist. And so, you know, you all have a strategy for how you want to 
grow your registry and to better serve your, you know, members. How can this provide value for you 
along that path, so that you're not spending all of this time doing the sort of manual, like, very labor-
intensive registry. 

So one, there's many ways in which the platform has been expressed, but one way is that, you know, 
your CMIO of a health system, a medium sized health system, comes up to me and says, "You know, 
(___), my section chiefs all wanna participate in their registry." So I have 10 of these registries, and every 
time I add another one, it's another million dollars or, you know, whatever it is. It's a lot of money not 
only to set up the connections to the degree that some data are automatically extracted, but then the 
rest, you know, I have to have FTE's, highly skilled and highly paid FTE's to do the chart extraction, and 
it's just not sustainable. And like, you know, from the CMIO, I understand the value, understand why my 
clinicians are interested, but I can't justify the expense, so therefore, the theory that if we start to 
standardize, harmonize some of these data elements, will some of those efforts, costs, burdens 
associated with the health system participating in a registry go down? That's the theory. So that's the 
third, you know, how do we measure that? Because we believe that it's true, you know, let's see if we 
can demonstrate it. And again, common data elements. Each of you, if you're looking at your registry 
data dictionaries right now, these common data elements, to the degree that you're collecting them, 
they're probably gonna represent just a small proportion of your data elements, right? But the idea is 
this is early stages. We're trying to figure out how to do this. We think there's value in standardizing 
these data elements alone, semantically, but then we can learn from this experience and then any of 
you, you know, with your specialties, you have another set of specialty-specific data elements. Would 
there be value in using a similar process to publish, you know, for, I don't know, ophthalmology, right? 
This is a dataset, and so, let's do this process so that it's easy for any other registry, any other data 
system, whenever they're working with those kinds of data, could they use AAO's definition? And 
standards? And so then we start to develop a bigger and bigger tool chest of interchangeable parts for 
representing clinical content in medicine. 

 



 How do you get this down to the EHR level? 

 I think the ultimate goal, and this speaks to-- 

That's like, step like 25,000. 

 But we're at this level right now, and if it's insurmountable, everything else we could do-- 

This speaks to the thousand steps, that Jimmy said, but like I think we could develop some evidence that 
this is beneficial, and then have some number of registries adopt this, and also show benefits, then it 
might be easier to go to the Electronic Health Record Association, to talk to EPIC, talk to CERNER and 
say, "Hey, you know, X number of these registries "are using this standard. So if you implement it, "then 
all the sudden, you know, you're gonna have... "these 50 health systems are participating in a registry 
"and there's gonna be a lot of reduced burden." And for some EHR vendors, that could potentially be a 
competitive advantage, and thus they might be incentivized to help, but again, that's theory. 

 So, I think you need to approach it in a parallel fashion, right? Where Pew is doing the research with 
registries for these, the testing of these standards. And you have the registries working with the EHRs to 
the same goal of understanding or at least mapping the elements that are in these, in the registries. 
Because then, once your pilot's successful, presumably, here, and you have the relationship between 
the registries and the EHR vendors, you can just roll it into it. And I say that from the perspective of 
having five EHR vendors that we're currently working with on ensuring data elements, and helping them, 
helping us, essentially, build out the software so that they're capturing what we need. 

  Yeah, and we feel like the registry community, if we act collectively, we can have a greater weight with 
the vendors and, again, to my point in the room that if you look at all of the data that we've looked at in 
this project, and I'll, (___), how many data elements? Probably more than 1,000 data elements, right, in 
all the registries? You know, collectively the society registries are collecting much of the data that are 
important in health care. Obviously, there's plenty of other data, but it's like it's a good, small 
community that's relatively well-convened, and you know, the cost of making the changes is much less 
overall than having hundreds of EHR vendors make thousands of patient changes, you know, that comes 
later. And then finally, the last way of thinking about this maybe is a pilot or demo. So like, from your 
perspective as registry stewards, what might a demo look like? You know, what would you wanna do in 
a pilot, and what would you want from us? Both in terms of the output of the Pew project and in terms 
of, say, an implementation package from HL7 that you could then implement in your registry? Because 
we, our aim is to create implementation guidance. But in order to create the guidance, we need to try it, 
see how it works, and kind of learn from our experiences. So I think, you know, (___), if there's any other 
sort of color commentary you wanna say, or does anyone have any concerns or feedback on this way of 
thinking about it? Otherwise, we can change it, but we could just launch into those areas. 

   So, just for my sort of curiosity, you know, talking about the sort of current state of where things are 
now, how many of you guys were maybe surprised, or were not expecting the sort of results that Mary 
and Ann and Jimmy sort of talked about in the, this morning? With, you know, just how little 
concordance there is, between the registries. No surprise, okay. So, is that something that, is of, I know 
it's of concern to you all, since you're here at this meeting, but sort of, within your organization more 
broadly, is that something that you think that perhaps your leadership is concerned about, or is this 



something that's fairly, like, low on their list of priorities when they're thinking about how to help with 
registry?  

 Yeah, we actually moved in the same building as him, so. We have needs, you know? The standard A-
1C. You know, transmission of blood pressure. Those are of great interest to you, and for us and our 
diabetic patients, you know? So, one of the ways we're doing it, is we have a common vendor. They 
have 27 other-- 

 Several of us do. 

 That's right, so one suggestion is to try to work with a vendor that has a lot of registries with defined 
needs, and I think that would be a nice way to start rather than just throwing it out there and say 
something that you and I would not use, as surgeons, you know, defined-- 

We all use FIG MD, our vendor. 

 See, we just fired FIG MD because, in my world, you know, you have different expectations, too. So, like 
in the primary care world, there's a lot of relatively strict processing structure methods, which are, we 
saw today, the definitions should be easy and they're not. So when you start getting into the surgical 
aspect of especially the patient reported outcome aspects of it, those are not easy measures to be put 
into an EMR, much less abstracted, which then means you have to get the FTE involved. So given the 
lowest energy state, which is at the point of care, if someone's putting a blood pressure at the A-1C 
level, and again, I'm not trivializing. That's all very important, but that's a relatively straightforward, 
linear way to get into your registry. And again, that's got problems as we witnessed this morning. Then 
go into surgical outcomes, patient safety aspects of it, and then you'll also have to get into what, 
common application here, as you're talking about the household data, talking about the practice data, 
and the patient-reported data. So there's three different bodies. We want several different ways of 
where that data's coming from, and as I think you had mentioned earlier the cost of doing line to line 
mapping for an individual from EPIC, from a CERNER, or from Centricity, to our registry, that's last name, 
capital name, capital full name, all those different things, and that's gotta be point by point. That's 
where it gets costly. And that's a different problem. It's the cost of doing that line per line mapping, but 
for the easy abstractability of certain data elements, in other words, what's the patient doing year out? 
Which is a little bit different than a relatively structured, whether it's a process measure or, you know, a 
defined or defined lab, those are difficult, theoretically to map it. There's a certain other percentage of 
patients where that just did not work. 

  So maybe that's a good entree into, unless you had other comments to make, you know, the current 
state? So maybe we could just go around the table, kind of continuing this part of the discussion. What 
are your top one or two or three problems with the current state? Why would your registry be willing to 
consider implementing, you know, this work? What's bad about not doing it? That'll help us understand 
if the current state, you know, is there a burning platform? Is there enough desire to change to 
overcome the cost? 

 Well I think (___) already mentioned it but there is for us at Prime, because we do wanna work with 
other registries within the FIG platform. 

 



    And how many of you guys are using FIG? 

 27 now, isn't it? 

 Uh-huh, I think so. 

 That's a pretty big in. 

 And it seems like if we went to FIG MD and all said we wanted to do this-- 

 We've already done that, and they're interested in doing that. One thing that's really hard is we were 
the first society to start recording PROs, and I don't think you can do it easily in a registry, so we stopped 
doing it. 

Oh, don't say that! 

 I know it's important. 

Our new PRO module launches on Friday, so we'll see what happens. Yeah, yeah. 

You have to develop the mechanism independent from the   

Right, it does have to be independent. 

 And it's very difficult. Orthopedics, neurosurgeon, ophthalmology. You've got to change the way we 
define PRO's. 

Okay, so we have the cost of line to line mapping, we have the significant role of the registry vendor in 
the process, so what other-- 

We have the issue with ophtho, we've got COPI [QOPI?], which is a very mature, 10 year old registry 
that, it's entirely manual. And so-- 

So meaning a secure web interface data entry? 

Online-based platform, you log in, people cherry-pick their charts, cough cough. You know, go about 
your business. The problem with that is the data elements still should be the same across manual and 
electronic, and you don't really see that, because people either aren't documenting them the same, or 
they're, because of the fact that they can pull the information manually in the doctor's note, you're 
seeing better performance on the measure, which isn't actually an accurate representation of what's 
being electronically documented, because it's not, it's in a note. So the variance between manual 
extraction versus electronic extraction, right? What that means in just the registry world, and also what 
that means for METS reporting, because we have two different registry averages, because we offer both 
electronic and manual reporting, and our averages are different for the same measure. And so if you can 
imagine- Oh, everyone does, but it's just-- 

Claims is even worse. 

Seeing it, you're like, "Oh, okay." So that's, again, it's the current state, right? We're all seeing that, so 
the discrepancy and the need for this kind of standardization is valuable, because when COPI moves to, 
when the standard extraction platform moves electronic, the elements are gonna have to be the same, 
otherwise we're going to have a big discrepancy in our performance at the end of the year. 



 

 Yeah, and that also begs the point of discussing sort of the difference in data quality, or the difference 
in the concept of validity. You know, when I was with PCPI a couple years ago and one of our end NQRN 
meetings with the CMSS, we had a panel and one of the topics was, you know, given automated 
extraction, how do you do data quality and validity and sort of there was the idea that vendors will often 
make claims about that. You know, they'll say, "We can automatically extract data with very high 
quality." But how do you back that up, right? It's a claim that often doesn't, right, whereas with chart 
extraction, you can train your abstracters to a certain standard. You can develop your web interface to 
constrain and validate the data just like you would in a spreadsheet, so they can't enter invalid values. 

So we were talking at lunch about having a unique patient indicator-- Going at different aspects of it. 
You also have to build in the to it, to your, exactly to your point, so that you're not cherry picking from 
handheld data, but also from the... going back, because of redundancies in the electronic extraction, so 
you can audit it, based on something else with PCPT. It's all about the money. 

You'll find that, those of you that are starting already, CMS mandates that you have an audit. 

 I think the other thing that we're having, because our QCDR is also entirely manual, in part just because 
of where the data is in EHRs and how it, you know, how we're capturing it, and like that, you know, right 
now it's entirely manual and there is certainly the data validity issue, but for our providers, a major 
barrier is also, if I'm going to enter this data manually, it better be the absolute positive minimum 
amount of dataset. If we don't have a measure about medication, they are not going to enter a single 
thing about medication. And that, you know, in terms of adopting this common data element set, that's 
a huge thing for us, is if it's not a measure, they are not interested. Because it's just more time for them, 
so until we get total EHR integration or something, you know, which obviously is a ways down the road, 
a major barrier for our physicians adopting, even if we built all of the common data elements into the 
registry, the providers simply would not put that in because there's no value to them. So this is like a 
constant thing with us is, what is the minimum, minimum, minimum amount of data? And we have a 
completely separate, what they called a research registry that was in response to some FDA 522 orders 
that is huge, and has 700 and something data elements in it, and compliance is so incredibly low in 
certain aspects of that that it's like they thought they were building this great thing that was gonna 
capture all this data, and no one does it. It would be better to have a minimal dataset that people 
actually do, so I think based on that experience the providers are like, "We are only doing the minimal 
amount. "We don't have time, we thought we were gonna have time "for this beautiful research 
registry; we don't. "It better be absolute minimum amount of effort, until we get total EHR integration." 

So you raise the point that, you know, the earlier registries that started collecting large amounts of data 
in the '80s, such as the STS database, you know, they did so on procedures where there's a very large 
amount of reimbursement dollars, you know, for those procedures. But the volume of those procedures 
are lower, compared to your kind of routine, every day kinds of care, right? So therefore, you had the 
money to support the abstracters, but now you're getting into the point where it doesn't scale up. And 
so you, if you don't have the money for it, then somebody else has to do it. And to your point, they'll 
refuse unless they're required to or there's enormous, you know, direct reimbursement impact for 
example. 

 



 One of the things that'll encourage your doctor to do systems integration like FIG does, if you look at 
the results of manual extraction submission, compared to the registry, you know, with the systems 
integrator, it's like 89 versus 33 percent. So when you see that data, we should share that data. That will 
push your doctors into getting an EHR vendor. It's pretty crummy. 

I think also one of the reasons why Jimmy and the Duke team are trying to tie these common data 
elements so closely to the CCDS/USCDI is because that is supposed to be sort of the bare minimum set 
of information that you must be able to exchange, right? So I mean, obviously, you guys have a lot of, 
you know, specific domain specialty data elements that are probably not going to be able to be 
standardized and may always require some level of manual input. But for the sort of bare minimum set 
of information that everyone has, can we at least handle those? 

Okay, good; other concerns with the current state? 

 I just wanted to say, you know, a lot of the, like, everyone here had expressed in terms of extra time, 
does it mean anything, what's it gonna do for me? And our take is a little bit different, because it's 
cancer, but we can get quality measure for a hospital or quality measures off of a surge-path report for a 
surgeon. How many times did they have negative margins versus positive margins? So the feedback to 
local pathology lab or even the institution is to say, "If you will actually let us capture this discretely "and 
utilize it, then you can start generating "these reports that you otherwise generate by hand." So there 
are a lot of quality measures that are already required and not knowing exactly where the CMS is going 
in terms of those, this would better position the pathologist and the institutions for being able to easily 
provide that data. 

 So we developed a bunch of measures with the AAP and our folks who are using FIG MD and it just is 
not working out. So then when we separate them, we had very specific numerators, denominators, and 
we went to a QCR cycle, not that that many people are using it, but that's a different problem, and then 
said, "We have to reconcile these." And that's like, you know, change in vasc level, which is your pain 
level after intervention. Pain of 10 down to five. That changed; that kind of makes sense. But the TMR 
guys are using ICD-10 codes, and the surgeons are using CPT codes. And they have no idea that you 
can't, like, it's like, this is the same problem in completely different connotations. And Bob will say, 
"Well, just reconcile it." It's a complete, but it's changing pains. So CMS has its own problems, which is 
why I think the benefits of this is you're going to be able to put a client in that 

So maybe one measure is, you know, given a particular health system. So they're, they've made these 
decisions, you know, through a QCDR or whatever, I mean, particularly QCDR, right, we're gonna do 
these measures in MIPS, or we're going to participate in these APM's and these are the data needs for 
those APM's, and so what's the current effort, burden, cost, labor, you know, stuff like this, what's the 
current effort required to get the data needed and to report it, and if we were to use these common 
data elements, would any of that be reduced? And again, it's probably not a lot, but it could be 
something. And the idea is that if we do another round of this, with your specialty data, now that we 
know how to do it, then it could be an enormous ROI. So to some degree, this is setting the stage for 
future work maybe at the society level. 

 



 The problems with approaching health systems and people who are doing direct care can tell you this 
right now, is they're not interested in doing this, because they're, if you look at the Hopkins, they may 
have 1,500 employed physicians. And they've gone to their doctors and the chairman of neurosurgery, 
changed around, and said, "Stop, cease and desist. "We're all gonna do the group reporting." So CMS 
changes that. It's not gonna fly when you approach a hospital system because they don't wanna do it. 
They're saying, "cease and desist." We're collecting 22,000 per employed physician, just by joining 
Meaningful Use and doing large group reporting, which is silly process measures. So there has to be a 
change in the regulation before even hospital systems will engage. And we've had some painful 
experience with EPIC and CERNER, who tend to be the EHRs of large systems. They just don't wanna do 
it. You have two lionesses, two women who are chairs, and basically told them they were gonna go to 
hell. And they had to sign an NDA, that they couldn't tell how to get the data out, but the systems is, I 
don't know if that's a good focus. Theoretically, that should be a great focus, because then you've got 
everyone under the same tent, but they're not interested. They don't have to be until the regulations 
are changed. 

Okay, other concerns with current state. 

 The one comment I'll make about, just dovetailing off the concept of buy-in from large hospital systems, 
even small practices, is until you have these clinicians at any level, understanding the importance of 
documenting in discrete fields, you're never gonna see a change. Even if you standardize absolutely 
every data element on the screeners, it will not make a difference unless this goes back to them, and 
they understand why it's important to document right where I'm sitting, every single time. When I was 
part of the PI committee in the ICU, I remember going around and auditing my folks on just scanning IV 
bags, and the senior nurse, who had been there significantly more, she had been a nurse longer than 
I've been alive, she was like, "I don't understand why I have to do this." So it boils down to dollars, and it 
boils down to measures. So, if you want to keep your job, if you think about it that way, then you have 
to document this, you have to scan this, and it's all for reporting and it's all for this. And she obviously 
didn't like that response, but it kind of made it a little bit more black and white for her, and so months 
later she said, "You know, I've been thinking about what you said, "and it really made a lot of sense." 
And I'm like, "great." Scanned every time, documented in the right field, and made that slow change. So 
the slow adopter was the challenge. The younger crew was easier, because you just told them what to 
do and they're like, "cool." And they put it in the right field. So, again, it's just getting that buy-in and 
then the compliance of, let's have the buy-in. To the documentation's import, because otherwise it 
doesn't matter, all of it. 

Great, so any other comments on problems with the current state before we move on to business case? 

 So all those EHRs that make you put, like, give your narrative? And then give your discrete elements, 
and maybe they're on two different pages and you're having to go back and forth and find it, so there's a 
lot of double entry within the current design for EMRs, and we could reduce that double interest and 
focus on our discrete elements. 

 I would actually agree with that, because we're doing, and this is more local, is if you had defined data 
fields, right now people just fill it out, because like mine's gonna be different than EPIC, which is gonna 
be different than da-da-da. But if you have, I'll just use last name as an example, everybody knows that. 
Then you can automate it, and that's the true beauty of this is that the text fields go to, until you get to 
AI, which is gonna magically abstract all this, which is, by then I'll be dead. 



 

  What'll happen first, that or self-driving cars? 

 Yeah, whatever, but if all of a sudden you do people's EMR's relatively easily, those objectifiable 
datasets, then you have the same thing whether you're an EPIC, CERNER or whatever, then it's worth 
the effort to actually program that, because then it's gonna be able to push, not just for, that's the 
lowest energy state. Also, okay, this is measured, this is objectified, now she's sent it out. 

 How do you expect the EHRs to do this? They don't wanna do it. 

 Doctors are gonna make them do it, because some of those things, it gets a little more complicated 
when you put in like this goes in, like, patient's a smoker. I need to objectify that, I need a code for that. 
Because I'm gonna risk-stratify the patient, and this is with doctors, at least in my world, need to get 
bought in, because you get paid based on your-- And the patient just had a herniated disc, and you're 
out from this thing, because it holds the other re-stratification protocols, and you go to conditions of 
care, which is, you know, it jumped up in that aspect of it, you're not coding this effectively, you can't 
get your 

 So the way that you get EHR's to care about that, for that, is once CMS decides to turn their head 
towards specialty societies, and then you have the smaller EHR vendors who are working with specialty 
societies and specialty fields are on board, which is what's happening on my side of the pond here, 
because they are like, "We're helping you. We are gonna collaborate. "We are gonna do this." Which is 
excellent to hear from any EHR vendor. 

 Because they collect more market share. 

 Exactly. 

 Because here's a lot more specialties. 

 Those words have been uttered. So they're, that's what it's about for them. So, it's when that pivot 
happens. 

 Or else when it comes to the payers. When the payers decide, like, I mean, that's what Cigna is doing 
currently, is turning everything into a bundle, where you bundle all these codes together and heaven 
help you if you're not collecting all that data in a place where you can find it and submit it as one, giant 
bundle to Cigna, even if it's totally unrelated. Even if it has nothing to do with the surgical procedure in 
question, if that's the bundle that Cigna has identified, you better collect all of that or you're getting 
nothing. 

 Which is how it is for the Blues in Michigan. 

Okay, so this has been a great discussion of at least some highlights of the current state. So, you know, 
double data entry, the cost of manual data entry, the role of the registry vendor in the process, the kind 
of link between successful data collection for measurement, and thus reimbursement. You know, the 
cost of the mapping. So let's switch gears a little bit to business case. So a very, very simple, stupid way 
of thinking about business case is cost/benefit, right? So, no need to get sophisticated here, but I think 
we've identified some of the costs, right? You have the mapping, technical work that's either ongoing or 
sort of one-off, but again, for the CMIO of the health system, every time you participate in a new 



registry, it's yet another new cycle. There's legal costs, right? I mean, societies will often say that it's very 
burdensome on the society, particularly the smaller ones, you know, to try to negotiate data use 
agreements, business-associated agreements with every individual participating health system. I realize 
that's not directly related to interoperability, but in a sense, it is, right? You can't have interoperability 
unless you have a legal agreement, a framework from which to share data. But then, so then what are 
some of the benefits, you know, that we've identified? What is a parsimonious way that we can identify 
the critical, like, two or three major costs of actually, not the present-day cost, but the cost of actually 
taking these data elements and putting them in your registries. So what are some of the costs, barriers 
that you'll have to overcome to convince your societies to do it? And then, what do you think the 
benefits are? That'll get us into measures. 

 Staff time, right? The resources of the individual organizations. 

  So does anyone here have an idea, or anyone else have an intuition on how much that might be? Is 
that a week of somebody's time, a month? 

 It depends on how you end up boiling those elements out into measures. If you're talking two, three 
measures, that's a drop in the bucket for me. If you talk like 10 plus, that's a bigger fish I have to fry 
because that goes to one person on my team, who is involved with a million and a half other projects. 
So. 

 Are you talking specifically of changing, making sure there's concordance with the seven to eight 
different metrics? 

  Yeah, either to change the data model of the registry so that that's how the registry represents those 
clinical concepts, or to be able to communicate externally, using that set of data elements, if you wanna 
keep your model the same. So you either have to do your own translation to participate in the study, or 
to actually change your data model to use these elements. I think either way would be a valid way to 
participate. 

 Then again, if you have all the info from the same boat, the impact of that is smaller because it would 
be the same. 

  All right, so the willingness of the vendor, ability of the vendor to support that is gonna be a factor in 
the cost, you know, all the mentions of the cost. 

 We're assuming though that the registry is getting all their information from one vendor. But they have 
a vendor, you know, whoever, who may change last name to, instead of L-N-A-M-E, to a capital, all caps 
name or whatever. That's just programming time. The unforeseen cost would be if you just say, for 
argument's sake, that I think we've got this STS registry and the cardiology registry were gonna merge, 
and STS used last name, L-N-A-M-E. So what's the cost for them to go back to X hundred thousands of 
patients to change that metric, so that they can communicate going forward? 

  Okay, and then more generally, you're talking about whenever you make a change in a database, what 
do you do with older data? So I'm not a database developer, I don't know exactly how that's typically 
handled; does anybody know? 

 



 Yes, you use the systems integrator, and that's been shown with hospital systems. This whole idea of 
the systems integrator started with two hospitals. One hospital in North Carolina was going from X EHR 
server, and the server said, "Oh, that 15 years of data is garbage. "You're gonna have to have somebody 
manually input it "for a couple hundred thousand dollars." And it was this little Indian guys who said, 
"Wait a minute. I'll put this in the cloud, "and then we'll map the fields and download it." That was it. 
But it's much more difficult than manual entry. Like STS since 1989, NCDR in '97. Much more difficult 
that NCDR has, like, eight registries. 

 So, meaning somebody kind of created an archive, and then mapped the data so that the new EHR 
could go back and look at the archive and it would be compatible. 

 They don't even have to look at it. It's downloaded into their EHR. 

  Okay, all right, meaning it was imported. But a vendor did a one-time translation and mapping. 

 That's all they have to do. 

 What about new data? Is it still sort of being collected in that legacy format, because the translation is 
in place? 

 It's in a new format, that's exactly right. 

 It's changing the name of the field, which is easy when you have something that is extremely discrete 
like last name, first name. When you start talking But there's also discrete things like CPT codes, like ICD-
10 codes. There's standardized mapping. 

  So another way to think about costs from a registry perspective is, as I'm remembering, there's three or 
four different common methods or approaches to doing the EHR to registry link. Right, so one is you 
have a piece of software that's developed by the registry or the vendor, that sits within the health 
system's network and pulls data and sends it to the registry. There's also like a push model, right, where 
you would, the registry or the vendor would publish an API and the health systems push to you. There's 
some other methods, the batch submission. So thinking about your registries and which methods you 
use, you know, would there be costs or different ways of thinking about the costs associated with 
adopting this data model in your registry? 

 We're trying to build one now, just for our own practice in doing the exact same thing, for a whole host 
of different things. And the API for Centricity is $20,000. Just to deal with one aspect of it. So some of 
these products are not-- 

 That's a change fee? Meaning like to have GE do that? 

 And that's a one-off, so if we do a different widget per 

Okay, so a sort of vendor, what we would call that generally, vendor configuration fees, right? 

Okay, what are most of the ways, (__), that you get data from EHR into a registry? One is, for security 
reasons, they'll put all of their data on a single patient on a secure server. And you can pull from that 
secure server. 

 



  Would that still be called a data warehouse, or is that an obsolete term now? 

 I don't know, there must be a specific technological name for that, but it's an extraction technique. 

 Most of them will not let a registered external entity push/pull. 

 Okay, so it's kind of this safe, it's a safe zone where the registry is allowed to-- 

 Pull. 

 Okay, got it. 

 You can pull, you can't push. 

 Yeah, and actually, we actually have about 30 percent of EHR's push data. We'll give them, we'll take 
any form. And we'll take the push data anyway, and actually map that to the fields in the industry. So 
you're right, there's many different ways. The way I think it's withheld, refer to other people around the 
table, is that if every EHR had the same data elements, it would make them happy, and a lot less, say, 
defensive. The last eight years, the mapping time has gone from like six Go To Meetings down to two or 
three now. But there's still-- 

There's still some work to do. 

 Still some work to do, stamp work to do. 

Okay, so in terms of benefits. So, thinking about the business case for your registry, of taking and 
adopting these data elements, let's see if we can, in a few words or a few sentences, articulate what we 
think the major elements of value might be, and so when somebody asks me that, if they're struggling to 
think of, you know, how to express value, I might say data quality goes up, something that's not feasible 
to collect now becomes feasible. Something that is feasible but burdensome becomes less burdensome 
to collect. The labor cost goes down. You know, so those are some dimensions of value. Particularly 
think about it in terms of how you do your, how you help your members execute the measurement, you 
know, that powers the reimbursement. Those kind of programs. 

I think the other component is time. If you have to, every single EHR, you have to go through and figure 
out what's in a discrete field, what's not? Let's remap everything, let's come up with a new spreadsheet, 
let's et cetera, go back and forth, that you know, onboarding for each practice, if they wanna get EHR 
integration, is three or four months. Well, that's a chunk of time for them to be spending. So even 
ignoring the financial burden, it would be great if it was faster. 

 But you're talking about two separate use cases, one from registry to registry. And then the bigger one 
is from EHR to the registry. 

 And that's my main focus here is EHR to registry. 

I think the way you're going to get a lot of registries is the registry to registry, though. 

But in the registry world, we call that linking, right? That's still the term that's in use? 

 



 Because we've tried in cardiology, ourselves, and you can actually track, and there's papers that are 
already done to show how long it takes to get the docs to properly document, and basically you give 
them feedback that says, "You failed to measure." They say, "I do it." "No, you didn't document it." 
That's been shown to be efficacious in increasing documentation up to six months later. We found the 
same thing independently. And I'm not sure how that would help, but we have tried in cardiology for 
nine years, ourselves about six years, to get EHR's to adopt common data, and none of them agreed to 
do it, except for the small, specialty ones. 

  Yeah, so, that use case, you know, another way of thinking about that use case is, given current 
payment programs, public and private, is there demand for collecting data that cuts across specialties 
and therefore registries, and that, would this kind of harmonization make it easier to execute those 
measures? Again, either measures as part of MIPS, for example, or as part of data collection efforts to 
inform risk-sharing contracts between private payers and health systems? And I don't know if registries 
are playing a role in that at this point, right? Because I hear there's often struggles, right? The payers 
and providers execute risk-sharing contracts. It's challenging. 

There might be some alternative payment models that do that; I mean, I don't know any off the top of 
my head, but-- 

 And basically based on the data. relationship to the payers, as you were alluding to. Because the 
vendors are already there. But you wanna have integrated data fields so that, again, they realize this is a 
benefit for them. Talking on the same, that type. Not that everyone had really good access to their data. 

 What's it called, Optum? 

  Yeah, Optum, right. 

 Their quality stinks. That's why they were interested in NQRN. 

That's why they're interested in all the stuff we're doing, because if that's all registry based, exporting 
certain parts of it, but a light version of it, that is 

  So I like one example of time savings. So it's just less time and effort to onboard a practice. So, in 
thinking about the business case, any other ways we can think to express the potential value for the 
registries of adopting these data elements? Otherwise, we can move on specifically to measurement. 

 What about future registries? 

  Okay, so registries that are in the early stages of development, or at the conceptual phase? 

 And if they're using, instead of common or standard data elements, then those fields are already 
populated. 

  That's one of the reasons why we started, in HL7, this common clinical registry framework project. And 
the first document that we published, it's available now. It's the common clinical registry 
framework/domain analysis model, which is a really complicated-sounding name. But it's really a 
document that just, if you're a database developer, if you're an informaticist, if you're a software 
engineer, if you're somebody who has something to do with data standards and interoperability or 
implementing data systems, in healthcare, if you have to work with registries or develop a registry, if 
you read the document and you already understand informatics software, it'll help you understand 



what's specific about a registry. What should I, as an informaticist, database developer know about 
registries? And the way things work in HL7 is the domain analysis model is often a basis for other work. 
So like, it's something that future standards developments would reference. So we model these in CIMI, 
put the data elements in the model, reference them in the domain analysis model document, then later, 
when we create guidance to implement these data elements in FHIR, we can refer back, and it's just, so, 
we've done that. And so the reason we started doing that is because, you know, we looked in the 
standards infrastructure and there really was nothing to directly support a registry development. So 
therefore, everybody's just, as we can see, in this study, just doing things their own way. You know, 
because it certainly was a cottage industry for a long time. 

 We oughta take advantage with, there's a lot of us that are newbies, I consider myself a newbie. How 
many new registries are using the traditional model, like STS and NCDR, where paid people are inputting 
data into a web portal? I don't know of any. Are any of you guys planning on doing that? 

 I haven't heard anything new. 

 That's the way we've been for six or seven years, but 

 I think that, I think you're gonna see-- 

 So what's the alternative? Say, how many people are putting data through a portal versus what, 
transmitting? 

  Yeah, automatic extraction. 

   We to have a few using our manual webtool. But not for many. 

 Yeah, same here, small amount. And I think the model, of inputting data, it's not a sustainable model. 
California Joint Registry is dead. 

 No, not sustainable. 

   It's not. 

 STS, the gold standard, decreased participation for the first time in 30 years, you know? Because of two 
things-- 

 What I will tell you is the standards of the cancer registry, which is, according to predictions to become 
the major …The United States and much of the world, as the population ages; I don't know. But it is, I 
mean, there's, California is leading, but there's a slow transition. 

  To re-chart. 

 And each state, and there are many reasons within the states, have their little Ichibod Crane, entering 
their data. 

  Okay, so maybe, so we gotta move on. 

 But it really is, I mean, there is a large amount of money in a large set of disease registries that are still 
doing that. 

 



  Again, so it's a really productive discussion so far, and we got about 19 minutes left. Let's now think 
about a pilot and measures. So let's say we're gonna have a pilot. Let's say for the purposes of this 
discussion, all of you are gonna participate in a pilot of these data systems. What should we study, you 
know, from a scientific perspective, or even a practical perspective. So as you think about what should 
we measure about the current state of your registry and your participants? What should we measure 
about the execution of the pilot? Then, what should we look for after? You know, present state, 
implementation, future state, what are some, you know, either some structure, process, or outcome 
measures that might be useful for us to examine in a study? 

 You may wanna explore something too, with this, and I can't think of the right wording, so bear with 
me, but since the majority of us have mentioned that we're part of FIG, you might want to pursue if, by 
adopting the standard elements, across the registries, that that decreases onboarding times. 

Right, the length of onboarding. 

Okay, that sounds like a nice outcome measure, for the purposes of this kind of effort. Okay, so by 
adopting it, does it reduce effort, time, whatever? 

Time. 

Time to onboard a new site? 

 Yeah. 

 Okay, what else? 

 Also to onboard a patient. 

  Onboard a patient, too, right. That level of granularity. 

 And the cost associated with onboarding those patients. 

 Yeah, some of us have some experience in working with EHR's and we're actually making progress on 
the smaller ones. 

Yeah, smaller ones are easier. 

 Smaller ones, they want market share and they're willing to do it. But I think doing this will have a much 
better ability to measure the impact. Because going back to the EHR's is really, really difficult. We're 
probably the first ones to get, because cardiac surgery's not looking to the small EHRs... This is the idea 
of it, but developing data models and then taking them back to EHR, people have been doing this for 
nine years and gotten nowhere. Unless there's a regulation. And little Judy, from Madison, just ain't 
gonna let that happen. 

 What about an increase in percentage of the capture of that data element, right? So if you have 80 
percent capture of date of birth in the correct format, yeah? So it's established what, about an increase 
of five percent? 10 percent? If that's, I don't know how valuable that is, because you'd have to go 
through and determine baseline for everyone participating in the pilot. 

 



  Just say again, increase in what? 

 Like an increase in the percentage, the performance of the capture of that data element. 

  That's right, yeah. 

   Would we just make it mandatory, or? A mandatory field? 

 Yeah, if you make it mandatory, then you're gonna make-- 

 Also, so for example if there's clinical cases, for which smoking status is an important data element, say 
right now, 85 percent, so it doesn't go up. 

 Does it go up or down between, so you can determine, track performance, either up or down, or 
mandate, or not mandate, or set an increase of five percent, 10 percent, however you wanna approach 
that measure. However you want to measure that. 

Yes. That's a dimension I didn't think of, right? So, I mean, I guess one dimension of data quality is 
completeness. So you're talking about the completeness dimension, and that's certainly a huge thing, 
right? Because either you can't extract it, it's not usable, yeah. Unless you require it to submit the case. 

 The value would be the fact that you, you'd go through the sampling methodology, and I'm not sure-- 

 Percentage of patients, Going from six with a relatively finite criteria, to the percentage of all patients, 
of the population you're citing. The proper patients that are actually included 

  We studied that in PCPI a few years ago and published the results in eGEMS, the Academy Health 
journal. So there's 2015 data available. I'll just say I have a paper under review where we're actually 
publishing a maturity model for registries, and some of you may have heard of it, the NQRN 
maturational framework for registries, and one of the dimensions is the does your sample like, trend 
towards a census, or depending on your goals as a registry, do you feel like your sample is 
representative? Because you don't need a census in many cases. To be representative.  AI is a census, or 
is basically approaching a census. A good sample is representative. So other measures, structure, 
process or outcome? To use the old Donabedian Triad. 

   I'm wondering, so this is not as much about the measure as it is about like a pilot or a demo. Would, is 
it possible, is it still too early to start thinking about, you know, because you mentioned some of the 
larger EHR vendors, you have trouble working with, right? So, they are going to, they're going to be 
required to have API's available, where you can pull out information, the CCDS, the USCDI, eventually, 
you know, is that a potential sort of demonstration, to say like, "Okay, if these common data elements 
are, "you know, sort of incorporated as part of the way "that the CCDS is gonna look, or the USCDI, "you 
know, can you use the EPIC API to pull "that information out into your registry?" 

 So demonstrating the ability of an EHR vendor to, to adapt your standards, in pulling the data out. 

 What if they create an API, which they're gonna have to? The problem is, they've managed to skate by 
most of the requirements of the 21st Century Cures act. Because if that data comes out and it's of no 
use to anyone around the table, they've fulfilled the regulatory responsibility. But if you could, you'd 
have to force them first to have common data elements, because what they pull out in API, I'm not 
gonna be able to use it. 



Yeah, and I think so, actually, we met with some of the folks at EPIC, and you know, they were talking 
about how, you know, we have Open EPIC, you can get all the data elements in the CCDS and it's 
available, but you know, we're not really seeing people use it that much. That's, you know, EPIC's sort of 
proprietary like, App Orchard, I think is what they're calling it? You know, many more people are using 
that, and you know, my thought, I don't, I didn't say this out loud, but my thought was, "Well, you know, 
if the information in the Open EPIC "is not useful, then of course no one is going to be--" 

The problem with the concept of an application, Orchard, is it's too similar to a walled garden. 

 That's good; I like that. 

Facebook is a walled garden. That's the kind of concept, you know? So, okay, so the connection 
between, or, so, what you're suggesting is a potential path to a pilot, right? That's not a measure, but 
like, so one pilot is registries around the room. See if you can get those data, through the EHRs. So I 
think those are good measures, any other-- 

 That would be, also value added, is to do that pilot, we have 37 registries, I think you had, a complete 
variety of medical landscape, medicine, surgery, cardiology, et cetera, and you can publish the fact, 
publish those EMR vendors, you know, publishing of shame, if you will, that are not, you know, EPIC was 
not,, I'm not gonna pick on EPIC, but to pick on EPIC- To change the statute we'd want to change. 

  You've got a really good idea, though. The one time where EPIC and CERNER tried to loosen things up is 
when they were competing for the DOD and the VA, the DOD thing. So, somehow, make it beneficial for 
them to do this. I don't know how you do that, but that's the only time they were really open a little bit, 
and as a matter of fact, CERNER had to make certain guarantees to work with specialty registries, spine, 
neurosurgery, eyes, brain trauma, stuff like that. That was part of their contract. They were never willing 
to do that before. So what's the hook that we could get them to do this? 

I think it's, you know, it's definitely, they've shown that it's possible, right? With Apple and being able to 
get your health records, I mean, they're working with really large health systems, right, that are on EPIC 
and on CERNER, so I think it's already been demonstrated that it's possible to get this data, but you 
know, I've seen people serve health records on their phone where it's perhaps legacy data, so it's, you 
know, it's in like a PDF, or something so they can't actually, you know, get the specific lab result. It just 
says, "You have lab results available, "but we can't tell you what they are, "because it's not like a 
structured data field." 

 (___) what have you guys thought about past the pilot into the analytic stage of that, or to the analytics 
of your pilot? I, have you started forming some of the questions that you're gonna be asking of the data 
that you collect? 

Haven't yet, and so, you know, one benefit of this breakout is, you know, your comments and 
suggestions, all of you, will help us as we think about that, and that's out of scope for the-- 

I think that's a great idea, in terms of value; so your race/ethnicity alone would speak to the diversity of 
a population within any one registry when you were addressing health disparities. For donation, but 
there can be different-- 

 



  Let's think about how, so, so the idea of analyzing, so I'm just thinking, okay, so the idea of analytics, so 
let's say, again, all of you have adopted this dataset, so what are some things you could study over a 
period of time, as new data are being entered into the registry, informed by this model change? Because 
I thought it'd be a good way of looking at before and after, right? So you've got your bullets of data 
before the change, and now you're starting to collect after, so let's say you did a three-month study 
period, so you have three months’ worth of data, then the previous three months behind the change. 

 Well, with the eight that are suggested for me, from my registries, personally, none. But if we talked 
about data diagnosis, and if, that would severely impact my registry, because data diagnosis is a huge 
field that is not captured electronically. 

 You say it isn't even captured, but if you say, "I'm gonna take these three amounts "of unstructured 
data, put all these different inputs, "how many does it take to assimilate "just my plain demographics?" 
And now I'm gonna use this new model, and if it's just the press of the button, then that's it. If I can get a 
dashboard giving it to me weekly, monthly, yearly, over time? And I've saved this amount of money. 
There's where we're at, right there. 

Yeah, right, okay. So, any other in the remaining few minutes? This has been a really productive 
discussion. Any other suggestions or like, ideas, that are popping into your head about, okay, let's say 
you've won approval from your leadership to do this, maybe your partner leadership, also, what would 
you do? Like, what kinds of steps would you expect to see in a pilot that you would wanna execute? 
What if you were doing the pilot, yourself? And you could do whatever you want? What kinds of steps 
would you envision? 

 I mean, you'd have, I work with eyes, right, you'd do some, the pilot for eyes. Expectations and goals, 
right, what's expected of you, in participating in the pilot, like are you on a call once a month, or-- 

  Like in your case, the sites are the systems, the participating systems, or maybe clinicians individually. 

 Clinicians, yeah, and if you have to go through a manual of stuff to do the mapping. It'd be interesting to 
have a spec-ops person go on and get the error rate, and compare that to the error rate with the new, 
one would expect that. Although there's gonna be an error at the initial input, if you're having less steps 
to manipulate the data manually. 

That's a good measure, and I'm gonna put that in the measures section. 

 This has been done, if you look, statistically, someone wanted to audit, we have 220 million charts, and 
they wanted to do a 10-chart sample to do that, and that, you know, if you go the bio-statisticians, 200 
million versus 10? So suppose there's some dirty data? Who cares? Statistically, it doesn't make any 
difference. But the studies have been done, you know? 

 Statistically it may be lost, but if you get the wrong eyeball, you might not like it. 

 But on the individual level, that's true. 

That's not part of the dataset that we're talking about right now, and that's one of the things that can 
bring us over to the new 

 



 I have one, about ethnicity. We've now got a couple papers coming out looking at populations at risk 
with adverse outcomes. African-Americans, for glaucoma, Hispanic, white-Hispanic, African-Americans 
for diabetic retinopathy. So it'd be nice, because the ethnicity thing sounds straightforward, but it's 
complicated. If we could actually run that, the new stuff, on ethnicity and compare it to a similar patient 
population, see how that, you know, that's just an idea. I don't know. 

 For your pilot, I mean, these are kind of obvious, but start date, end date. I wanna know how long 
you're gonna have people wrapped up. 

 And also how quickly you would get to your enrollment numbers. In terms of getting the patient 
population that you need. 

 Yeah, is there an expectation of X amount of charts, that's not a patient? Yeah. 

 It should be actually pretty fast. Got it down to a couple of pages. 

 Electronically. 

 Inclusion in publication. If you do one, since you're part of the pilot. 

  So, all right, we've got four minutes left. This has been an excellent discussion. Any other comments, 
other, anything else you think that we should cover than we didn't, or, you know, that you'd like to say 
to kind of bookend the discussion? 

 I mean, I guess, have any of you tried to do anything similar to this in the past? Like, one of the things 
that, one of the questions that's on the discussion guide is, you know, like, have you guys tried to reduce 
some of the reporting in the past, and you know, what happened? Did it, was it successful, not 
successful? 

 I was just gonna say with the ASCO, for about the last two years, I've been working with, getting on the 
right person's email for each EHR and talking them through the obstruction burden for each of the 
manuals, the COPI program, and the COPI reporting register, the QCDR, and getting, once you got the 
right person, you're good, but getting through an NDA and talking through... The one I've actually gotten 
the furthest with is actually CERNER, which is surprising. Very. And we're at the point where we've 
shared our data elements, and we are now walking through line by line data element by data element, 
where it's been found. And so we haven't standardized anything, but we're trying to standardize it to 
COPI, which is great. It's gonna help our COPI practicing-- 

So meaning you're trying to get better conformed and stuff on your particular, your EHR vendors? To get 
them around to standards? 

 To my own standards, exactly. So these, the end goal for COPI is, with CERNER, at least, get to the point 
where the practices can push, get into the report function of CERNER, right, push a button and generate 
a report that gets transmitted to us, which we transmit to our vendor. And it gets uploaded on the 
backend. 

Yeah. 

 



 I didn't disrespect this very well, earlier today, but what we've done, because of the 50 EHR's, they're all 
over the place, so what we decided to do is take a couple of data elements and sit down with the EHRs 
with the greatest market share. And we have our informaticist design these things, and made them go 
and test them, and then spread it. It'd be nice not to go through the step of developing them, if we just 
had some common data elements. But that may be different for all of us, you know? That takes about a 
year to do, but if you had, if you weren't designing the new data elements with your informaticists, if 
you had a standard data element, it'd be easier to get them incorporated in a couple of EHR's; ONC has 
this, you know? 

So within the context of this, (___), can you, and going back to, Cancer Cure Ontario has adopted the 
CAP data elements, and had all hospitals, and granted it's a largely NHS form, but all hospitals have to 
report to their central CAP registry in Ontario, using a common set of data elements. And they had 
published several papers on the statistics that they've been able to, and improvements, the quality 
issues that they've found, for the hospitals to address. So they've, ah, I forget his last name, but he's 
published in several papers on these. And it just speaks to the value of common data elements. 

Yes, if you get a chance, I'd love to see some links to those. Anyways, we're at the time, so it's been a 
really great discussion; thanks for your energy today, and we'll get to take about a 15-minute break, and 
we'll convene at 2:45, right, (___)? And thank you. 


