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[ cap�oner standing by]  

We're just wai�ng for a few people s�ll joining us and want to give everybody an opportunity to get in and 
then we'll get started. Numbers are s�ll climbing. It might be slowing down a bit. We are also recording 
this. Good a�ernoon and thank you so much for joining us today. I am Jean Moody-Williams, the Deputy 
Director for the Center for Clinical Standards and Quality. I am joined by my colleague Dr. Suma Nair, and 
we're excited to co-present today as we reaffirm that HHS remains commited to advancing equity in organ 
dona�on and transplanta�on, so everyone has a fair and just opportunity to obtain op�mal health. And 
o�en it's depending on being able to get the organs you need when necessary. I need to do a few 
housekeeping items before we dive in. This Webinar today is being recorded. And it will be posted on the 
CMS Na�onal Stakeholder Call Webpage, and you'll see the link there. We'll also drop that in the Q&A 
sec�on. All par�cipants will be muted throughout the call.  

And closed cap�oning is available via the link in the closed cap�oning window at the botom of the screen. 
You should be able to see that right at the botom. The Q&A sec�on is open.  

So, we invite you to put your ques�ons but also your answers.  

For Q&A Please put your answers to some of the ques�ons that were sent out ahead of �me. The chat 
func�on is closed. Members of the press may be on the call today. However, all press and media ques�ons 
should be submited using the CMS media inquiry form, which may be found at our newsroom, and we'll 
also drop that in the chat for you as well. So, we can move on to the next slide. And we really just want to 
start by especially thanking you all for your dedica�on to the transplant system as we are all really working 
together on shared goals and you're going to hear a lot of informa�on from us today. But most importantly, 
we want to hear from you today and moving forward. So, this is the first but not the last opportunity for 
this joint session or OTAG, or the organ transplanta�on affinity group work we will be having. And ever 
since we published the Blog, en�tled organ transplanta�on affinity group: strengthening accountability, 
equity, and performance, we received a number of responses acknowledging the effort and wan�ng to 
contribute to the development of the ac�on plan.  

And to that end our goal really is to receive any input that will foster collabora�on, improvement and 
accountability across the spectrum and that includes the voices of donor recipients and caregivers, living 
donors, donor families, primary care physicians, dialysis facili�es, transplant centers and many others and 
I name all of those just to talk about the fact that this is a system-wide effort and it really takes all of us. 
So, I'll turn to my colleague for a few introductory remarks, and we'll jump right in.  

https://cms.zoomgov.com/rec/share/KZPwVll7iHysB4t-7BvKzfsZk5f5hpd_uRsgRRa6JUdrBuDuotuv_SOaddGgC4od.bx8PxRfXgjXFbK_D


>> Great. Thank you so much Jean. Hello, I'm Suma, the Associate Administrator for the Health Systems 
Bureau here at HRSA. The Health Systems Bureau oversees a por�olio of public health and health systems 
programs including suppor�ng the na�onal transplant programs both solid organ and blood cell 
transplanta�on. We oversee the Organ transplanta�on network, support organ dona�on and public 
outreach and educa�on on organ dona�on. And I will echo Jean's sen�ments about our shared 
commitment to improving the equity and performance of the organ procurement and transplanta�on 
system to beter meet the needs of pa�ents and families. I’m really pleased to be sharing this virtual stage 
with my CMS colleagues as we describe our collabora�ve efforts to support all of you who are working so 
hard to ensure that everyone who needs a transplant can receive one in a �mely manner. With that back 
over to you Jean to get us kicked off.  

>> Thank you. You see here our session objec�ves here.  

We really want to provide an overview of the OTAG, the forma�on, framework, address ques�ons we 
received just about OTAG. Then we want to describe our collabora�ve efforts between HRSA and CMS and 
throughout HHS. And then get feedback as we men�oned in a few of the key areas and that's how we have 
designed today's session. Next slide please. The agenda we plan to wrap up around 2:45 and cover the 
areas that we talked about in the objec�ves and next slide. I'm going to kind of speed through some of 
this. We know that tackling the challenges of the transplant ecosystem is larger than the work of what 
CMS regulates and to that point we formed an agency-wide and interagency wide collabora�ve group 
known as the OTAG and to ensure really a strategic and comprehensive approach to overall system 
improvement. And on the next slide I know I really don't have to state the concerns that the OTAG is 
addressing for most on this call, but I want to offer just a few highlights because I know we sent a broad 
invita�on to a broad audience and invited new par�cipants to the call because we know that they are 
important. So, every ten minutes another person is added to the na�onal transplant wai�ng list and as of 
October 23rd more than 103,000 individuals, that's men, women, children remained on the na�onal 
transplant wai�ng list. 17 people die each day wai�ng for an organ transplanta�on and approximately 36 
million adults suffer from chronic kidney disease and as of 2020 more than 800,000 suffer from end stage 
kidney disease. These are two of the most common condi�ons that can be treated with a kidney 
transplant. Next slide. Now, data from the OPTN database show that in 2023, 23.2% of black people on 
the wai�ng list received an organ transplant while 50.3% of white people received an organ transplant. So, 
23.2%, 50.3%.  

Wait list data from the database show that 39.5% of pa�ents on the wai�ng list are white while 27.6% are 
black. So overall 60.5% of pa�ents on the wai�ng list are from an ethnic minority group. I can go on lis�ng 
dispari�es, but I believe the case has been made through publica�ons and tes�monials that we don't have 
to spend a lot of �me saying we need to work in this area. What we need to spend our �me on is what are 
we going to do about it. On the next slide recognizing there is a need to ensure coordina�on among the 
agencies and to achieve system improvement. The secretary established an effort to improve dona�on 
procurement and transplant and I can remember asking, the secretary, what is the secretary's desire here. 
And he said really two things. The system improved and I want equitable organ transplant.  

That sounds like that boils the ocean. But when you think about it, I think that's what we all want. Led by 
the Center for Medicare and Medicaid services, this collabora�ve seeks to drive an improvement in those 
areas for dona�ons, clinical outcomes, system improvement, quality measurement, transparency, and 



regulatory oversight. So, we o�en get the ques�ons well who exactly is on this OTAG. And there are more 
than 30 staff at CMS and HRSA.  

We meet at least monthly for rou�ne interagency collabora�ons. But in addi�on, I mean that's the formal 
mee�ng, but in between that we have many mee�ngs for planning purposes, to talk about emergent 
issues and concerns and really to do the work of establishing many of our processes and goals. And we 
report up to the agency administrator, I mean administrators because it's for both and to the secretary 
through his counselors. Next slide. One thing I'll men�on is all the members -- because we also get this, all 
the members are federal employees. But while the group is composed of federal employees, we have and 
we will con�nue to seek input from interested par�es such as those on the slide. As we talk about this 
whole government approach, we also get the ques�on: well, who does what and how is the work divided? 
We have separate and complimentary roles in the oversight of the system.  

The differing roles impact the nature of the oversight process for each agency and how we interact on our 
oversight ac�vi�es, for example, HRSA's division of transplanta�on oversees the Organ Procurement and 
Transplanta�on Network for the statutory framework including the Na�onal Organ Transplant Act or NOTA 
and they oversee the regulatory framework including the OPTN Final rule.  

And the OPTN contract requirements. They also have responsibility for the Scien�fic Registry of Transplant 
Recipients known to most as the SRTR, the living donor reimbursement program and the public awareness 
program. All those wonderful PSAs and the like generally are going to be coming from HRSA. CMS provides 
oversight of many of the facets of the transplanta�on eco system for organ procurement organiza�ons, 
transplant programs and providers and suppliers that are par�cipa�ng and paid for through the Medicare 
and Medicaid program. That includes establishing quality and safety requirements. Those are generally 
known as condi�ons or requirements of par�cipa�on, oversight through survey and enforcement of those 
requirements and quality measures and improvement and of course payment policy. I saved that for last 
but that is a very important func�on that we hold here at CMS. In addi�on to HRSA and CMS, however the 
Center for Disease Control and Preven�on has an important role in issues related to transplant diseases 
and transmission. The Food and Drug Administra�on related to the regula�on of transplant produc�ons 
and transplant related research provided by the Na�onal Ins�tute of Health. I can go on. They do a lot of 
the quality improvement ini�a�ves.  

It is all of HHS that has a role ensuring the system is improved.  

I also men�oned we have begun to align many efforts to improve the organ transplanta�on system. So, I 
talk about kind of how each of the agency's func�on and their role and the things that we do that may 
appear as our separate ac�vi�es. So, you may wonder: What are you doing as a group to ensure that we 
have joint ac�vi�es and that remains coordinated?  And the first thing, because we do policy development 
in each of our agencies, we want to ensure that we are aligning that. We're collabora�ng, we're talking 
together and communica�ng about what our agency is doing, what HRSA is doing and how do they 
intersect and more importantly that they don't conflict. And so, we do work on that. We also are looking 
at the data across the organ transplanta�on system to improve the performance and easier way to develop 
a core set of na�onal organ transplanta�on system. It really is working together and we are evalua�ng 
that. Looking at the gaps in the data. And doing informa�on to determine where we go from there. And 
most importantly we want to strengthen accountability to pa�ents and families and the public by 
advancing equitable access and collec�ng data for example on transparency of wait list prac�ces. We can 
both work on together. Stakeholder complaints. Many �mes, interested party will send a complaint and 



CMS will get something or HRSA will get something. How do we coordinate that? How do we make sure 
we're both pulling all forces together to resolve any problems? We spent quite a few months working on 
that. And doing process improvement maps there. And then of course promo�ng pa�ent safety 
engagement. So, we'll con�nue to work and refine these processes. I just want to give a couple slides on 
how we developed the ac�on plan that we have. And then we'll go into a litle more detail of the ac�on 
plan so we can get your feedback there. How did we come up with this ac�on plan? Well, first we did a 
landscape assessment and looked at the points and we, you know, we know that we didn't have to do a 
lot to know what the problems were because there's already been a lot of work done in this area.  

And quickly, you know, we said we don't want to spend all our �me trying to diagnose what the problems 
are because I think the public and the families, they want us to take ac�on on these issues. We did the 
landscape assessment, looked at the points and there were numerous areas that we could start to work 
on. I'm going to priori�ze that because we know when you try to do too much, nothing gets done. So, 
what are those areas that we can really make an impact? We developed the ac�on plan and here we are 
today with our interested par�es and asking for your input on the plan. Next slide.  

One of the things was to do a journey map and we did this many �mes when we want to tackle a problem 
because being in quality improvement you start to throw solu�ons when you don't really know what the 
issues are that you are solving. So, through all the work we did in our landscape assessment, and we also 
did journey maps. So, we could see each step what some of the issues are. I'm not going to read through 
this for the sake of �me. But I will say if you just look at a few, there are certain things that stand out.  

Lack of data. No transparency in par�cular areas. Not knowing --  

[ Indiscernible/Audio Issue]  

Standardized wait lists criteria. Financial areas. And then using medical context used on organs and all of 
these things no mater where you look along the journey these issues came up. So, it became readily 
apparent where we needed to focus efforts. So, with that I'm going to turn to Suma to give more 
informa�on on where we land with the ac�on plan.  

>> Great. Thanks, Jean. Okay.  

Great. So that was helpful overview and kind of the background and context that led us to the 
development of the goals, our aims, and the ac�on plan. So, I'll take a few minutes now to walk us through 
and orient us to the ac�on plan itself. First, a highlight level based upon all of the insights and informa�on 
that Jean just walked through, we have two primary aims. We really want to support system equity and 
system performance. And in order to do that the organ transplant affinity group established the five goals 
you see on the slide here. One to reduce varia�on of pre-transplant and referral prac�ces, to increase 
availability and use organs, increase accountability for organ procurement and matching, to promote 
equitable access to transplant and finally very importantly empower pa�ents, families, and caregivers to 
ac�vely engage in the transplant journey. Let's go to the next slide and click down to the next level so we 
can look at the goals and some of the strategies we're going to employ to make progress on our aims and 
goals. So, this is a high-level orienta�on. You see the two aims of improving system performance and equity 
and the five goals associated with those two aims and then you see the strategies that we have there on 
the right most side of the slide. We'll click into the next slide and take a peek at our goals around system 
performance improvement. So here you see in order to kind of really achieve that aim of improving system 



performance we think a focus on reducing varia�on of pre-transplant and referral prac�ces, increasing 
accountability for procurement and matching are important goals. And so ini�ally our considera�ons are 
on these key strategies. Improving the transparency of pre-wait list and referral prac�ces, establishing 
criteria for standardiza�on and transparency of wait list prac�ces. Removing barriers to the use of donated 
organs including both living dona�ons and medically complex organs. Ensuring that organs acquisi�on 
payment policies promote equity and support procurement. Iden�fying performance incen�ves to drive 
accountability for systems change and suppor�ng the U.S.  

Organ transplant system opera�ons including really imbedding that con�nuous quality improvement, 
mind-set, and effort across all the parts of the system. By way of example let's take one of the strategies 
and drill down a litle bit of some of the efforts already under way. So, let's take the strategy around 
iden�fying quality metrics and performance incen�ve priori�es. So here are some of the things that we 
have done in that space of quality and performance measurement. Last year we had a consensus 
conference on performance metrics and get from families, donor recipients the feedback and folks on the 
transplant wait list what was important to them in terms of system performance metrics. And so that was 
really helpful. There are some reports documen�ng the key insights and findings from that and that 
informa�on will support one of the areas in terms of us thinking about a na�onal set of performance 
metrics. In addi�on, I think you all are familiar with the technical assistance and quality improvement and 
learning efforts in dashboard that really focus some of that effort on reducing discard rates and CMS has 
focused on thinking about their regulatory levers to propose and finalize some wait list measures. Also, in 
the area on HRSA's side around our work with the OPTN thinking about metrics and how we support 
system improvement by making sure we collect the right data, that we streamline all the data that we 
collect, make sure it's the most important and ac�onable data and then working together to drive 
improvement on that data. Another area I'll point out for example is the strategy around removing barriers 
to incen�vizing the use of medically complex organs and looking at CMS's regulatory levers to see how 
they can support, you know, and address procurement of medically complex organs and use of those 
appropriately. Also, I think that on the HRSA side includes a look at OPTN policies and prac�ces to look at 
increasing procurement of medically complex organs and suppor�ng u�liza�on, increased u�liza�on of 
donated organs and there's work under way in those areas as well. So that's just a couple of examples that 
kind of draw the connec�on between our aims and goals and some of the strategies we have been pu�ng 
in prac�ce. With that let's look at our second aim. We can jump to the next slide and focus on equity as 
Jean said at the top of our call, this is a key priority for us. And here to really advance equity in the 
transplant system we want to focus on equitable access to transplants, empowering pa�ents, families and 
caregivers to engage in the transplant journey and the strategies are ensuring that OPTN policy making 
processes and policies really drive equity in organ dona�on and transplanta�on, ensuring that 
transparency of referral and wait list prac�ces for pa�ents, families and caregivers as Jean men�oned as 
we have done our engagement, this is an area where there's a lot of opportunity to make sure as we have 
in other parts of health care that pa�ents, families and caregivers are fully informed throughout the 
process and supported in robust shared decision making around their care. And then the third strategy is 
enhancing pa�ent, family and caregiver educa�on and engagement to really support shared decision 
making in their journey here. So an example around how we're focusing on promo�ng equitable care, 
CMS's levers are o�en their regula�ons around ensuring competent and pa�ent centered care and similar 
on the HRSA side we have been working closely with the OPTN to support adop�on of race neutral 
alloca�on policies, looking at equity as a part of our moderniza�on efforts just to name a couple of the 
ways we're looking at improving and advancing equity in the system.  



We also have been working with the OPTN and the community at large exploring joint data collec�on 
efforts in partnership with our colleagues at CMS on the HRSA side to see how we get data to beter 
understand the varia�on and really see how we can improve referral evalua�on and wait list processes to 
get us closer to equity in each of those areas. So that gives you a quick orienta�on to the ac�on plan itself. 
I think as Jean men�oned it is a living ac�on plan as we have more strategies here from you all we may be 
adding to it. There's obviously a series of ac�vi�es that have to go along with advancing each strategy and 
making progress on the goals and aims ul�mately.  

We look forward to con�nuous dialogue with you all on each of these areas and soon kind of giving you a 
heads-up we'll turn it over to you to give us feedback but before we do that, because this work has been 
under way for a period of �me, we should highlight some recent accomplishments. Glad to see Jean back 
on and let's just to our next slide. All right. I guess maybe we should go in �me sequence. So I'll start at 
the botom of the slide and talk about back in March of 2023 HRSA launched the OPTN moderniza�on 
effort, really our effort to respond to the significant feedback we got from the community around 
opportuni�es to do things differently and really support system performance and equity and so on HRSA's 
side we wanted to make sure given the complexity of the system and all of the people in it are we bringing 
the right exper�se, do we have a system that is developing organ alloca�on policy and overseeing 
compliance with that that is really reflec�ve of the community that we're serving.  

Really independent using the best prac�ces governance and has the best exper�se necessary in all the 
cri�cal func�ons from opera�ons to technology to data analy�cs et cetera. So, all those parts together 
really what we laid out in March talk about our efforts to improve some of the core func�onality and 
opera�ons to support the OPTN in their essen�al role of organ alloca�on policy and ensuring compliance 
with policy and suppor�ng the improvement and opera�ons of the organ transplant system. Jean.  

>> Thank you. Can you hear me?  

>> Yep. You were coming through just fine.  

>> You heard me just fine?  

Okay. I just wanted to -- I was ge�ng note that people were having difficulty hearing. I wanted to make 
sure.  

[ Audio is echoing ]  

Oops. All right. We had in December of 2020, I think everyone knows that we released the regula�on that 
really looks at the condi�ons for coverage for organ procurement organiza�on. And within that regula�on 
it did have how we use data to determine cer�fica�on of organ procurement organiza�ons moving 
forward. On April 28th of '23 we released -- we reinforced that strategy and released very important data 
on public performance. We are now planning to again release data in 2024.  

This will be a very important year I think that everyone will realize and we con�nue to work with that data 
and we look forward to releasing that and I know that many on this call look forward to seeing that.  

>> Great. And then in September of 2023 we had the passage of the securing the U.S. OPTN act and that 
act really supports our efforts around moderniza�on for OPTN moderniza�on. It really expanded our 
authority to use a variety of award mechanisms to get in the best support to support the OPTN. It removes 
prepara�ons cap to make sure we're resourced appropriately to make sure we have the right support for 



the system moving forward and make sure that we can get the best-in-class experts to help us through all 
the complex roles and responsibili�es and func�ons that the OPTN serves on behalf of the en�re organ 
procurement and transplanta�on system. Very excited that law was passed and, you know, before I turn it 
over to Jean to end with the January, I will say I know that folks are eagerly awai�ng the release of some 
of our next set of work based upon the listening and engagement we have done with the community and 
so look forward to sharing that informa�on with the community very soon and shortly.  

>> Great. I would really like to call your aten�on to a memo that was sent out on January 18th of 2024 
just about a couple weeks ago. We released a memo clarifying the defini�on of donor and organ 
procurement organiza�on, condi�ons for coverage. This addresses the use of islet cell research that are 
included, it's a memo that many may be familiar with but we can drop that link as well into the chat. The 
cell transplanta�on act of 2004 amended the sec�on of the public health services act to require that 
pancrea�c procured vital organ reorganiza�on and use for islet cell transplanta�on research shall be 
counted for purposes of cer�fica�on or recer�fica�on. To avoid any poten�al confusion, we're clarifying 
that in the defini�on of donor the reference to pancrea�c research specifically refers to research for islet 
cell transplanta�on and that is consistent with the statutory requirement. So very important clarifica�on 
there.  

And I think the whole point of us going through these accomplishments is to say that work con�nues to 
occur as we con�nue to refine these goals and strategies and your input today will help us as we move to 
the next level. Thank you. Next slide.  

>> All right. I think that brings us into our listening mode to kind of hear from you all. So, as we have gone 
through, we're excited about the work done to get us up to this place to have an ac�on plan, to be able to 
present this to the community at large and start to get some of your feedback on the strategies and 
ac�vi�es that could support some of the areas that you think are priority areas amongst the ones we have 
laid out. We will now transi�on over to Ashley to help us get through -- I see in the Q&A chat some 
feedback and comments and so look forward to receiving those and I think Ashley if you'll tee us up with 
the ques�ons, we put out to the community to focus our discussion, that would be great.  

>> Sure. Will do. Good a�ernoon, everyone. Happy to kind of drive us through the Q&A. I do want to say 
thank you in advance to some of you who submited some of your responses beforehand. If you don't get 
an opportunity to submit today, maybe you need more �me to think about it, we have an OTAG e-mail box 
on the screen. So, you're more than welcome to submit your comments a�er today. And we will s�ll review 
them and as always it helps us to make informed decisions. Just to jump into the ques�ons that we pose 
today, so we have two ques�ons that were a part of your registra�on. The first is so the na�onal goals 
presented to you today of course are not, they are not an exhaus�ve list of all of CMS and HRSA's work 
but it is in fact -- they are in fact the immediate priori�es that OTAG has iden�fied to address some of the 
system challenges. So, from your perspec�ve do you think those na�onal goals iden�fied today do they 
address transplanta�on system challenges accurately and if not, are there any gaps in the goals proposed? 
So that's ques�on one. And so, I'll read ques�on two but feel free to drop in your ques�ons for ques�on 
one. So, the second ques�on of course we always appreciate that there are different perspec�ves 
depending on where you are and where you serve in the system and thinking about the goals and the aims 
presented today, what types of ac�vi�es would you consider as the highest priority to help us achieve the 
goals that we presented today? So, we'll pause for a second and take a look at the Q&A.  



>> While people are pu�ng in their responses, I see a couple ques�ons that have come through about 
who sits on the OTAG, the individuals. We won't give out the individual names there, I will say that from 
CMS we have representa�ves from our clinical standards group, our quality measurement, and innova�ons 
group, our -- I call it our quality improvement group. And as well as our survey and opera�ons group, our 
state opera�ons group and our quality, safety, and oversight group. I've almost named every group in CCSQ 
as well as our Center for Medicare. We have our payment policy group. And in our Medicaid, we have a 
group from our Center for Medicaid Services. Suma, do you want to say who sits on the group?  

>> And it's a short list on the HRSA side. All our programs are concentrated within the Health systems 
Bureau and the Division of Transplanta�on. At any given point you have a large showing of RT members 
focused and engaged on this effort. I will say Jean as you men�oned we have colleagues -- we have 
engaged colleagues from NIH, CDC, and colleagues from the VA to join.  

So, we're really taking not only a department-wide considera�on but even more broadly as appropriate so 
we can get all of the important kind of federal partners together. So, in the chat if you felt like we have 
missed an important federal partner, you can share that with us, and we'll be happy to reach out and 
consider on that part.  

And then I see a similar thread, Jean, around pa�ent representa�on or other -- you know, how can 
someone be a part of the OTAG. I think as Jean highlighted the focus is it's a federal working group. But 
through venues like this and other venues that we have for your engagement, that's really how we can 
ensure we're ge�ng all of the diversity of perspec�ves from the organ transplant community engaged.  

Right. So, this is the federal working group working together to ensure we have alignment and coordina�on 
on policy making, data, all of these efforts that we have laid out here. And all of that also goes through the 
regular processes that we have for all of our regula�ons, all of our policies, et cetera. I think those are 
really the opportunity in addi�on to providing feedback and engagement on the OTAG ac�vi�es directly 
in venues like this and other ones that we will have. Spoiler alert. We will have a session at the CMS Quality 
Conference on OTAG and invite people to join us there.  

But also, through all the channels that we regularly solicit public comment, feedback on our ac�vi�es.  

>> I thought of one other partner that's not a part of HHS but that we have reached out to and that's the 
Veterans Administra�on and so we hope to con�nue to work with them as well. I see in the chat it says 
sharing for your considera�on that we should look at leveraging United States core data set or USCDS and 
I think that's extremely important source of data and really as we move forward with all of that that 
working with? is important. Thank you for pu�ng that into the Q&A.  

>> Yeah. Absolutely agree on that point. I think, you know, as Jean and I both men�oned, around the data 
harmoniza�on and standardiza�on and making sure we have the right data in the least burdensome way 
and high-quality data to really fuel the improvement and decision-making in the system leveraging 
technology and standards is essen�al to that.  

So, thank you for that comment.  

>> I'm looking through the ques�ons. Ashley, do you see other things that we should be poin�ng out here?  

I see one regarding dona�on rate lagging behind transplanta�on so even with the reduc�on in waste --  



[ Indiscernible/Audio Issue]  

Cannot meet the need of the actual effort to improve dona�on for --  

[ Indiscernible/ audio issue]  

Can that be added as a goal.  

Thank you for that and we will look at that -- this has come up during our discussions for sure and as we 
begin to look to specificity of how we achieve these goals, we appreciate that comment. And I will also say 
that our efforts are not the only efforts under way. There are other efforts that we are connected to that 
will improve this whole dona�on --  

[ Indiscernible/audio issue]  

>> Also, just another comment here, I'm scrolling through, there is a -- in the Q&A box from the American 
Society of Nephrology, University of Pennsylvania, just sta�ng the apprecia�on for the efforts to establish 
criteria for standardiza�on and transparency for pre-transplant and referral and just wondering if CMS and 
HRSA are considering a complimentary mechanism to incen�vize standardiza�on for screening.  

>> Good sugges�on. Go ahead Jean.  

[ No audio]  

>> Jean, we're losing your audio.  

[ Audio going in and out]  

>> Jean, what was the last thing? Sorry. We lost your audio on that.  

[ Audio echoing]  

>> I think we lost you completely, Jean.  

>> Okay. Let's see. Ashley, what other ques�ons are you seeing that we should tackle? I see a thread 
around the importance of thinking about pediatric popula�ons and I think as you may be aware, there is 
on the OPTN side a focus on pediatric popula�ons in the development of organ alloca�on policy and the 
various metrics and the like and so that will con�nue.  

Obviously a very important popula�on. I'm sure that similar efforts obviously across CMS and the 
development of any policies there and as we develop some of this work, really, I think that's why we feel 
it's so important to benefit from the diversity of perspec�ves from the community in the feedback.  

So, we want to make sure as we put out these poten�al policy changes, add new data collec�ons, 
incen�ves, different models that we do have a key considera�on, especially from an equity perspec�ve 
across all of our subpopula�ons. Definitely very important considera�on and invite full engagement from 
those very focused on the pediatric community to engage with us.  

>> Thank you, Suma. Just a comment here. Thank you for this comment that you are glad to see the use 
of deceased donor organs as a goal as our organ rates have sky rocketed. The fact that we did not use over 
8,500 kidneys last year that were donated and recovered is disappoin�ng and so I applaud the strategies 
included around removing barriers and iden�fying performance measures and incen�ves accordingly. So 



just wanted to say that. There's also some kudos here, OPTN moderniza�on efforts, congrats to the HRSA 
team on that which has been incredibly valuable and important and of course, I know Suma men�oned 
this before, but just to reiterate that there is more to come. I believe there's ques�ons here about the 
�meline and next steps on OPTN structural reform. Be on the lookout. More to come from the HRSA team 
on that. And we thank you for your comment.  

>> Ashley, I see a number of comments related to COPs and accountability and how we're holding facili�es 
accountable, and I will say I think it is in the agenda that we are con�nually working on our regula�ons 
and par�cularly right now in the organ procurement organiza�on space which I see a number of comments 
about that. And as those regula�ons come into play, par�cularly as we said from the 2020 regula�on and 
others that we have, we do have a system of accountability. We do -- not only for organ procurement 
organiza�ons but for transplant centers and other hospitals.  

There's the donor hospital ques�on as well which follows under our general condi�ons of par�cipa�on. 
We have survey and oversight where we find deficiencies. We have the ability to ask for correc�ve ac�on 
plans. And other enforcements that becomes available to us. The ul�mate enforcement is Medicare and 
Medicaid payment which of course is valuable, but it is an ac�on that can be taken.  

>> Thanks, Jean. I see a ques�on. Go ahead.  

>> No. Go ahead. You saw one that we should answer?  

>> Yeah. I saw another one for us to tackle. It's for the both of us. A ques�on about how we're working 
together on the pre-wait lis�ng data effort to ensure this data is used for quality improvement to really 
help us understand and support access and equity. And so -- I think it's a really great ques�on because it 
gets to the overarching intent and kind of premise around OTAG. We have different authori�es and 
different levers that we have but taken together the complimentary accountabili�es, regula�ons, 
authori�es that we have, the different stakeholders really work together seamlessly to improve the system 
and so let's use that example as kind of pre-wait lis�ng data.  

Honestly thinking about that, something that we have heard from the community is that there are 
variability and dispari�es, but we don't know the level of informa�on or the varia�on across, right. So as 
with most things in quality improvement, health care, data is really important to that. And so, we iden�fy 
a data gap that we wanted to fill and so that was based upon joint work between HRSA and CMS to really 
figure out how what are the data elements important and helpful in collabora�on with the community. 
We're going to work it through kind of the OPTN process that helps us delineate what data we need to 
beter understand and improve system performance. So that's really how we'll work together there.  

Working through the OPTN and the data collec�on efforts there.  

And then we have been working together I think -- once we have that data, you know, and we are sure 
that it is high quality data, people understand how to collect it, how to submit it, that we look at it and 
work with the community to make sense of it and look for opportuni�es to improve and what are some 
of the key insights, what are the bright spots, what are the opportuni�es for improvement.  

Where do we need to dig deeper and how do we use our various authori�es and venues to understand 
that data, where do we work with researchers and others to figure out how we really improve. I think it's 
fair to say o�en with data it's really important to collect it.  



It's important to look at it, assess the opportuni�es for improvement and before you can assess 
opportuni�es, it's really to understand the data and that's o�en-best-done hand in hand with the 
community and then the best interven�ons or strategies for improvement o�en born from innovators in 
the community who have done really well. So I think if that gives you a sense of our trajectory is to work 
together to get the right data, support collec�on and then really think about how we support improved 
quality and how we use that if it's appropriate for improving the system or as kind of a benchmark that we 
then figure out how together between our authori�es and levers in HRSA and CMS that we work to make 
sure that that data informs the system and supports system performance as we move forward. Hopefully 
that's helpful as an example and of how we're working together to advance our two aims of improving 
system performance and equity.  

>> Absolutely. And I think as I was looking through and you were talking there are several ques�ons about 
how we're going to measure something and so as you have ideas of measurement, we welcome those, 
and you can send those in. We are working on looking to see to make sure that we coordinate and align in 
that area, but we also welcome ideas.  

There's also quite a bit about suppor�ng caregivers and the support system that are available to those 
who are living donors and those that are recipients of organs as well. So, as we noted, that is a very 
important part of the ac�on plan, and we appreciate you highligh�ng that, and we will con�nue to look at 
how we might support families in this effort.  

And a ques�on on how families might be engaged since they're not federal partners and so we plan to 
have more ac�vi�es such as this and we par�cularly want to make sure that we are hearing those voices. 
So, if some group or people that you think need to be invited to that, make sure we are made aware of 
that, and we will con�nue to hold these kinds of listening sessions.  

>> While you're bringing up the next ques�on, I'll add to one I saw around payment models and innova�on 
and how that intersects with the work you're doing on the OPTN moderniza�on side. Just to give more 
color there, you know, we talked about working together, CMS and HRSA on kind of federal policy making, 
regula�ons, even though our work with the OPTN and there are efforts to really like we put, like we 
highlighted, look at different payment models, innova�on models. O�en those to support some of that 
you want to make sure you have the right data, make sure you're looking at the incen�ves or barriers 
produced by policy or models. We're really taking a wholis�c look across what are the incen�ves and 
barriers that exist in the system today, what is the data we have, what's the data we're missing and if we 
really want to work towards increasing organ procurement, dona�on, procurement, and transplanta�on 
what are the levers that HRSA and CMS have and how are those strengthened by us working together. For 
example, if we want to have some models, those models are best informed and evaluated by data we 
don't have today and where do we collect that data to support those efforts. There are efforts already, 
there's apprecia�on in the community for the increasing rate of organ non-u�liza�on and efforts taken up 
by the community to really think about across all the parts of the organ transplant system where are the 
places that we can increase efficiency. That's an area that the OPTN is working, and they have a task force 
to tackle that issue now and having listened to some of their discussions and delibera�ons they're looking 
at all parts and iden�fying where there may be barriers and those are opportuni�es we must look at as 
well to how do we support that. Right. And to really understand what the barriers are and how do we work 
to support some of the incen�ves to get to our aim of beter performance and beter equity.  



>> Thanks, Suma. I know we're ge�ng to �me, but I see guidance to the organ procurement regula�on. 
With that I will say that we are as noted we are preparing a proposed rule, and we want to put that out 
which will provide more informa�on and also provide the opportunity for comment. So please con�nue 
to look for that as we will be proposing the next steps of implementa�on. Thank you.  

>> Great. Thanks for that reminder of the �me. As you all con�nue to enter your thoughts, ques�ons, 
feedback, I see some people poin�ng us to good models to consider. Welcome that as well. Please add 
into the chat pod. I will just remind us as Jean said, this is the first and not the last. We have a commitment 
to an ongoing dialogue with all of you on the efforts of the OTAG, a commitment to keep you updated on 
our ac�ons and progress that we're making towards our goals and so clearly the next opportunity is at the 
April CMS quality conference to engage in person around that. But also, as you see on the slide, please 
feel free to send feedback to OTAG@CMS.HHS.gov. We have that venue for receiving feedback and 
ques�ons, comments, the like on our work together in the organ transplant and affinity group.  

We so appreciate your �me and aten�on today. If you had a colleague who you think this session will be 
of interest and they missed it, please share it with them. That mailbox is a con�nued open place for us to 
receive that feedback and we look forward to future sessions that we can con�nue to get this kind of 
feedback from you all and our moving forward on to the aims and goals that we have laid out as well as 
the ac�vi�es.  

So, thank you for your �me and Ashley, I'll let you have the last word or Jean if there's anything else we 
should remind folks of.  

>> No. I think you summed it up.  

The Q&A sec�on is rich with informa�on, and we'll keep that transcript I assure you and we'll be reading 
through that, and you gave us plenty to discuss in our OTAG mee�ng.  

Ashley.  

>> Thank you, Jean thanks to, you Suma for driving this session today. Thank you everyone for joining. As 
men�oned, we will post the recording for today and the transcript on the na�onal stakeholder call page. 
It does take a couple days just to have everything compliant, but we expect to have this posted for you 
early next week. So, we thank you for your �me today. And we look forward to engaging with you all soon. 
Have a great day.  
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