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network's core research areas — child quality of life, family well-being, and family engagement — 
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Kristina Malik, MD  00:03 
Hello and welcome to the Complex Care Journal Club Podcast. My name is Kristie Malik, and I am a pediatrician 
at Children's Colorado, and your host for this episode. In this podcast series, we seek to discuss emerging 
evidence in the care of children with medical complexity and its implications for practice. I am delighted to have 
the leadership team from the Systems and Policy Research Network, also known as SPR Network, joining me 
today. I have Dr. Ware from Family Voices, Dr. Berry from Boston Children's and Dr. Coller and Dania Champion 
from University of Wisconsin. Thank you so much for being here.  
 
Ryan Coller  00:36 
Kristie, thanks so much for having us. It's really great to be chatting with you about the network. 
 
Kristina Malik, MD  00:40 
So, I'd love to learn a little bit more about the network's evolution and its current goals. 
 
Ryan Coller  00:46 
The Systems and Policy Research Network, or SPR Net, used to be called CYSHCNet [Children and Youth with 
Special Health Care Needs Network] not too long ago, and we started back in 2017 initially with funding from the 
Maternal and Child Health Bureau. And we're currently about 15 member sites as well as it really integrated, kind 
of connection, to Family Voices, and our connections really extend beyond just that basic description as well. In 
our most recent focus on what the network is doing, we've been charged from the Maternal and Child Health 
Bureau to focus on a few areas that are central to the network, but we also have quite a few areas that extend 
beyond those as well, which we're happy to talk about all of that. But the three core areas are thinking about how 
child quality of life is measured, thinking about family well-being similarly, and thinking about family engagement. 
We can all elaborate and go into more detail on any of those, as you'd like. And then some of the most exciting 
stuff is projects that have come out of the network that complement that focus, or take us in some other 
directions, all really with the goal at the end of the day of meeting our mission, which is to improve the health, 



 

 

quality of life and well-being of all children with special healthcare needs and their families by conducting rigorous 
multi-site research. 
 
Kristina Malik, MD  01:55 
Yeah, tell me a little bit more about the evidence and impact that the network has supported, especially for 
children with medical complexity. In our podcast, we try to highlight some recent practice changing articles, 
especially with outcomes on the patient level. We've definitely highlighted work from this network before, so I'd 
love to know what you're working on now, through your collaborative efforts, in patient level care? 
 
Ryan Coller  02:21 
Thanks Kristie, that's a great question. I think a terrific example of that's very timely is research that Dr. Jay Berry 
recently led.  
 
Jay Berry  02:28 
Yes, thank you. One component of the network that we're so thankful for is as a nice partnership with the 
Children's Hospital Association and all of their fantastic statisticians and national data sets that they can bring to 
bear for conducting health services research for children with medical complexity. And part of the data that that 
we've been working with them on is some national Medicaid data as well as some national data on 
hospitalizations for children across the country, and given recent legislation on the federal level on Medicaid, the 
network has been thinking a lot about the impact of that legislation, the impact it could have on children and 
families. So many children with medical complexity rely on Medicaid for accessing care. And of course, Medicaid 
payments from, on the state level are going to pay for all the health care that these children need across the care 
continuum. Their hospitalizations, emergency department visits, all their outpatient visits, medications, durable 
medical equipment, supplies and home and community based services as well, including home nursing with some 
of the recent Medicaid legislation, some hospitals, especially in rural areas of the of the US, have been nervous 
about some of the cuts in funding that could occur and how that could impact pediatric health services. And so, 
we were able to take national hospitalization data for kids across the US, carve out the population of kids that use 
Medicaid to cover their hospitalizations, and provide a national profile of how many kids with Medicaid or 
hospitalized across the country in a given year, what are they coming in for? What types of hospitals do they use? 
And who are the children in a way? if Medicaid, obviously is doing so much to help children and families who are 
living in poverty or around the poverty level, which is absolutely wonderful, but Medicaid is also covering children 
who have a disability or chronic disability, and so showing the how Medicaid is underwriting and covering 
hospitalizations for kids with disability across the US and of all race ethnicities, of all income levels, of families 
residing in urban and rural areas. Everywhere it's been having such an impact. So the network was able to again 
partner with the Children's Hospital Association to leverage such data and put out a rigorous health services 
research study and fast track it to publication, it was published in JAMA Pediatrics, get this out there for use by 
legislators or on the state level, Medicaid program directors, patients and families that just want to do what they 
can to advocate to make sure that Medicaid stays strong and is safeguarded and optimized to enable health 
services and good outcomes for children with medical complexity. Ryan, do you have others that you'd like to talk 
about?  
 
Ryan Coller  05:28 
I was going to highlight just a few others that came to mind that are really, I think relevant to the broader field. 
Kristie, to your question about really cutting-edge stuff. Several of the network members are leading studies in 
collaboration with the network to develop some new measures that are focused on children with medical 
complexity, including a great project that Dr. Stephanie Ames at Utah is leading to develop a measure of ableism 
in partnership with the networks that's focused on ableism in healthcare. And then there are also studies that Dr. 
Carolyn Foster's been leading to develop measures of quality of home healthcare and caregiving, self-efficacy for 
children with medical complexity as well. And so, a lot of that work is up and coming, and really exciting to see 
continue to get developed within the network. 



 

 

 
Kristina Malik, MD  06:10 
So, Dr. Ware, I also would love for you to talk a little bit about what the network supports in regard to family 
partnership. That's also something that we in our podcast try to highlight, is publications with family partnerships. 
So, can you tell me about that? 
 
Allysa Ware  06:26 
Absolutely, and thank you for the question. Everything that's been shared, really at the heart of it is our 
commitment to families being at the table from our structure as our leadership team. So, I am the Executive 
Director for a family led organization. I come to this as a family leader in the hat that I wear in the work that I do, 
and that trickles into every part of the network. And we have a lived experience partner advisory council that 
informs all the work that we do. So every project that we want it goes before that advisory group to ensure that it's 
actually asking the questions that matter to families. Because we can't actually get the solutions and actually 
engage in research without those questions being defined by families, and then ultimately, families being involved 
in every aspect, all the way from recruitment to dissemination, and certainly within academic journals. The other 
pieces I'll just share about the network and family partnerships is that they are really a required component of any 
project becoming a network project. And so, it's a question that we're going to ask that we help support that we 
help foster. And that includes in our emerging investigator program, where they are new investigators that are up 
and coming, and they're just really digging into research. And we want to set this tone from the beginning that 
families can be effective partners in that process, and so we support them in navigating that. And finally, the other 
piece is that we have been able to bring families when, for example, we had an in-person meeting, we brought 
five family leaders that really helped to engage in some of the Medicaid work that Jay shared a minute ago. And 
so, we just, we really take it to heart that we want people in the room that are living this and breathing it every day 
in order to guide and inform our work as equal partners in the process. 
 
Kristina Malik, MD  08:22 
You mentioned the Early Investigator Award. Dania, I know this is something you want to talk a little bit about. I 
was wondering if you could tell our listeners a little bit about this and some of the outcomes?  
 
Dania Champion  08:32 
Absolutely so we have an early investigator program, and it's a quite rigorous process, it's for early career 
professionals that are interested in this work, that are very passionate about children/youth with special health 
care needs, and they want to further something, and so they pursue research in particular areas that goes 
through the selection committee. We have a group of three investigators that then get awarded some per year, 
and are then pursuing projects throughout the year, we have monthly meetings with each topic, and also, they 
have mentors. We have a lot of great discussions around current topics and also just logistics of the research 
itself and how to move things along. And then we also have presentations and deliverables that come from that 
work. And we have a great website, SPRnetwork.org, if anybody would like to take a look at information that's 
listed on the website, there's a lot of information about their early investigator program. And also there's all kinds 
of great research resources on our website to learn more. 
 
Kristina Malik, MD  09:44 
Yeah, the website has, you've had 48 publications over the years of this early Investigator Award, and that's 
amazing. And all, and like Dr. Ware said, every single one of these had a family partner. That's a huge impact. 
 
Dania Champion  09:57 
Absolutely, yeah, we definitely make the lived experience partners a big part of that program. We have partners 
that join the monthly meetings. We have a whole process by which we ensure that they are integrated into the 
projects and are offering insights all throughout.  



 

 

 
Kristina Malik, MD  10:15 
And what happens after someone's an early investigator, what goes from there? What's the next steps? Are they 
still part of your team? Can they still be involved? 
 
Dania Champion  10:24 
Absolutely, yes, that's a great point. And a lot of our early investigators go on to become continued researchers in 
the network and offer fantastic publications and deliverables, many of which are listed on the website. 
 
Kristina Malik, MD  10:38 
Another thing that you all are doing, can you tell me about the complex care award? What is the goal of the 
award? Who are you trying to honor here? 
 
Jay Berry  10:46 
Absolutely, we are so proud of this award. This is an award given out for lifetime achievement and mid-career 
achievement in caring for kids with medical complexity. And it's to celebrate those individuals who have dedicated 
their lives to helping children and families with medical complexity. In any area. Can be clinical research, medical 
education, policy, advocacy, it can be on the local level, regional, national level, we just want to celebrate all the 
individuals who are doing work in that space, and by celebrating them, inspire others to step up and, and do the 
same. It's co-sponsored by our network as well as Family Voices and the Academic Pediatrics Association 
Special Interest Group for Complex Care and Disability, the Children's Hospital Association and the Lucille 
Packard Foundation for children's health also offers a stipend for the recipients, which is really wonderful. 
 
Kristina Malik, MD  11:46 
And how do we nominate someone? Is it there a form on the website? How do we do that? 
 
Jay Berry  11:52 
That's right, you can go through the website. You're also welcome to email Dania or I. Our emails are on the 
website as well for more information. But we typically put the applications out sometime in the fall, early winter, is 
when they'll come out every year. And yeah, the applications aren't too onerous, just teeing things up for 
individuals and nominators to really showcase the great work that people are doing out there. 
 
Kristina Malik, MD  12:15 
This is wonderful. What is your vision for the future for this network? 
 
Jay Berry  12:20 
It's such a great question. We really want to see all of our research being translated into some enabling policy, or 
some type of health systems change that reaches the families, reaches the bedside; to improve the health 
outcomes well-being of children with medical complexity and their families. We’re just a means to an end. In like 
we, we want to tee up all of our assets, and we’re so grateful for those. As Dr. Ware was talking about just being 
able to have our lived experience partners who are so seasoned can guide us on which projects to focus on and 
how to approach our research projects, all the data assets that we have to bring to bear for the research and then 
all the sites who are with the clinician researchers who are caring for kids, and our wonderful steering committee, 
who have also been around the block dozens of times on trying to design impactful research, we just want to 
leverage all that to conduct the most meaningful research that we can. And I think the future of our network is 
really stemmed in which projects we choose and making sure that whatever we launch on new has a clear 
pathway that will lead to change and optimization at the end of the day. We absolutely love when we put 
something out and it lands in a fantastic medical journal with a high impact factor and all that. That’s all wonderful, 



 

 

but again, that’s secondary. We want our work to actually, again, reach the families, reach the bedside, and know 
that there’s a clear pathway forward for the findings of any research that we conduct. 
 
Ryan Coller  13:53 
I was going to muse on first agreeing with all of that and also adding the research network brings value, because 
what we’re trying to do is have a really inclusive approach to doing research. And so, bringing together the lived 
experience partners like we talked about, but also, if you’re doing research in populations for which any one 
center doesn’t have that many patients, it really, you really need to be partnering with lots of folks. And then that 
makes the research a lot more rich as well. And so, a lot of what many of us hope to aspire to do, to have that 
meaningful change requires partnership with others at lots of different institutions. And so I think the network is at 
its best when it’s working as a facilitator to bring people together and to make the effort that it takes to do multi-
site research a lot easier, and essentially has processes and systems and attitudes and knowledge to be able to 
facilitate that, and I think that we’ve made some progress there, and certainly have lots of room to continue 
growing, but I think that’s some of the stuff that excites all of us the most, because it really takes that to drive 
meaningful change. 
 
Kristina Malik, MD  14:56 
I mean, yeah, that’s a part of the podcast. We recognize that just as much as the people who are doing the 
research, it’s funders and collaborative networks that really impact what research is being done. And the most 
meaningful impact of research is actually getting to the patients. Do you have any additional messages for the 
researchers or the families that are listening to this. And also, I’d love for you to talk a little bit about how 
researchers or families could be involved in your network if they want to be. 
 
Ryan Coller  15:25 
I'd be happy to get us started. There's a bunch of ways to get involved. So, first of all, we mentioned the sites of 
the network, but we're not limited to those sites. And working together we, I think all recognize that we want to be 
partners very broadly. So, if folks are interested in working with us, and they're not at one of the main sites, I 
would not let that be a barrier to reaching out. And I think reaching out can occur many different ways. All of our 
emails are on the website, and then there's other things on the website you could do too to reach out. If you click 
on the research tab, there's a couple of different ways that you can actually click a button and then get into a 
quick form to express interest in developing a project together, getting a consultation, requesting a data set that 
the network might have access to. I would encourage anyone who's interested to not hesitate to reach out to us 
directly by email or use one of those tools on the website. 
 
Allysa Ware  16:14 
And I'll just add to that, I think, for the families that are listening and the families that many researchers are 
working with, you know, I want them to know that our research network is a home for if they have questions that, 
they want researchers to be thinking about, to be putting together challenges that they're experiencing. There's a 
place and a home for those ideas to be cultivated, taken serious and moved forward, so that we can actually get 
to changes that are going to impact their lives, and so really seeing their role as a critical part in the research 
process, so that we actually are designing programs and systems and policies that actually are defined by and for 
those that are going to be impacted by it. So, I think that's important that families know that is something that they 
can step into as they're navigating these systems. 
 
Jay Berry  17:08 
That's well said. Dr. Ware. Yeah, I'll just echo. We are open for any topic in any aspect of the health system that 
would work in that area would benefit these kids the most from any hospital, side, home and community based 
services, outpatient medication management, DME [durable medical equipment] any part of the health system 
that families and clinicians say we need help in this space, or we really feel like this could be a priority area to 
focus on. We're up for diving into that and seeing what we can do. 



 

 

 
Kristina Malik, MD  17:39 
Thank you all so much for your time here today. Thank you so much for being an integral part of advancing the 
care for children with medical complexity. 
 
Jay Berry  17:47 
And Kristie, thank you as well for the podcast and what you do. You're such a national leader, an advocate for 
these kids, and thinking about the research side of it and the dissemination, we totally appreciate you as well. 
 
Kristina Malik, MD  18:00 
And thanks for listening to the Complex Care Journal Club podcast. We aim to highlight research that has 
potential to be practice-changing, that values patient and family engagement, is relevant across disciplines and 
diagnoses and uses high quality or novel research methods. We invite you to join the conversation by suggesting 
an article that you would like to see discussed in the podcast using the form provided on the OPENPediatrics 
YouTube channel. Thank you for joining us.  
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