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Emily Goodwin  00:00 

Hello and welcome to the Complex Care Journal Club podcast. My name is Emily Goodwin. I'm a pediatrician in 
complex care at the Beacon Program at Children's Mercy Kansas City 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 Dr. Astrida Kaugars from Marquette University and Dr. Jessica 
Schnell from Children's Wisconsin joining me today. They are the first and senior authors of the article “Capturing 
Caregivers’ and Families’ Experience in a Complex Care Program: Development of the Complex Care Program-
Family Impact Questionnaire” published in November 2025 in the Journal of Pediatric Psychology. Astrida and 
Jessica, thank you so much for being here.  
 
Astrīda Kaugars  00:46 
Thank you for having us. 
 
Emily Goodwin  00:48 
If you could share a little bit about your study, starting with the gap you identified and your research aims? 
 
Jessica L. Schnell  00:54 
Sure, so Emily, as I'm sure you are aware, there is a big gap in the literature and overall, in the ability of complex 
care programs to prove that we are valuable to families. So, there is a lot of early cost savings data showing 
reduced lengths of stay and benefits for payers and for hospital systems from a utilization standpoint. But anyone 
that works in complex care also knows that the families that we take care of love being in a complex care 
program. They love what we're able to do for their child and their family, and there's been a lot of studies trying to 
kind of get at what exactly that value is or characterize it better. And unfortunately, a lot of the existing measures 
that we hoped would do that really haven't borne out those results. So, this is a long measure development 
project that started back in 2018 with our research team that has really set to bridge that gap, see if we can find 
out exactly how we can characterize our value to families.  
 
Emily Goodwin  02:10 
Great. And do you mind telling us a little bit about the methods that you chose and your key findings?  
 
Astrīda Kaugars  02:16 
Sure, so as Jessi mentioned, we've been working on this for a long time. And the first phase of our study was 
looking at families’ responses about what they valued and what they benefited from, with regards to the complex 
care program. And so, we published those results, initially, those qualitative results, and then the next step was 
what we described in this paper, where we developed items that we thought would represent these different 
domains of how the complex care programs impacted families. And then we generate a long list of items. And 
then to help narrow that down, we used interviews with caregivers to see how relevant the items were, what or 
how appropriate our wording was, was it understandable to families? And then we narrowed that list down to a 
smaller number that we incorporated in the measure. Then we conducted a survey design study where we asked 
caregivers from our program here at Children's Wisconsin to participate, and they completed our survey. They 
also completed two additional measures, assessing caregiver well-being and assessing communication and 
impact of complex care programs. And then we were able to look at their responses to the items, and we found 
that the items really clustered in four different domains, so general satisfaction, caregiver well-being, family well-
being and medical care empowerment. And we were happy with those clusters. They seem to adequately define 
and describe what our team had noticed about families’ experiences. And then we were also looking to see how 
our scores on those different domains related to those other two existing measures. So we found that higher 
scores on all of our four scales, general satisfaction, caregiver well-being, family well-being and medical care 
empowerment were associated with higher scores on the PICS [Pediatric Integrated Care Survey] family impact 
scale and higher communication with caregiver providers on the PICS was also associated with those four 



 

 

domains, and then caregivers who reported higher perceived stress reported lower scores on caregiver well-being 
and family well-being, so that was also consistent with what we expected. So, we were very happy with this 
preliminary evidence of reliability and validity for our measure. 
 
Emily Goodwin  04:52 
Fantastic. I wonder if you could share any opportunities or challenges you identified while developing and 
conducting your study? 
 
Jessica L. Schnell  05:00 
Yeah, I think the one of the biggest opportunities that we realized through this process was just how excited 
families were to participate in the study, to share their experiences, to know that a measure was being developed 
that was about the way that complex care has changed their family and their own well-being. We had way more 
people say yes to completing the cognitive interviews than we needed, which was very encouraging to us. There 
were some parents that we had to cut off after an hour interview because they just wanted to keep talking about 
the questions and their experiences. So that was great, and I think hopefully encouraging to other complex care 
programs, wanting to talk to families, because they really care about our work. They care about making complex 
care programs sustainable. 
 
Astrīda Kaugars  05:53 
Yeah, and then some challenges, so perhaps similar to research groups at other institutions. Our institutional 
review board process took longer than we expected and anticipated, so we encountered some delays as we 
waited for those amendments to be reviewed, we didn't collect as much demographic information as we maybe 
could have for the caregivers, and we also didn't obtain specific information about the children of the caregivers. 
So, we were really primarily focused on caregivers’ experiences, but consequently we couldn't describe, we just 
we didn't ask enough information to describe their children. We also made a decision to not review the medical 
records for the patient's information, because we really wanted our team to not know who did and didn't 
participate in the study, and because it was only from our site, we wanted to maintain that anonymity of 
participants. And so that was a challenge, as we needed to describe the participants and describe the population, 
we could do so for the larger program population, but not as specifically as maybe we would in the next study with 
regard to the caregivers and their children.  
 
Jessica L. Schnell  07:12 
Yeah, I think we talked a lot as a team about whether the intent for the measure was going to be for program 
evaluation improvement or for sort of individualized caregiver interventions. And so that informed our decision to 
not to look into charts and to keep it anonymous because the intent of the measure we decided we really did want 
to be more for program evaluation, and it shouldn't be used for therapeutic interventions for families, but really can 
be looked at in a more, much larger scale to see what areas programs might have opportunities to improve in. So 
that did play into the decision, but that was a challenging conversation for us as a research team and trying to 
define exactly what we wanted the measure to be. 
 
Emily Goodwin  08:01 
Yeah, and certainly all of the caregivers that participated already had a child that was identified as qualifying for 
that type of program. Certainly, every program is a little bit different, but this seems like a measure that could be 
customized a bit to use and as a needs assessment for each program. I noticed too that some of the kids maybe 
didn't have a sibling or didn't have some of the some of the questions may not have applied. I don't know if you 
want to talk a little bit about that? 
 
Astrīda Kaugars  08:28 
Yeah, we debated this too, both in the item development phase, and then after we got our results back, that we 
had two questions, specifically, if your child is 12 years or older, a question about that, about their care, kind of 



 

 

transition care later in life, and then if they had a sibling or not. And right, we included them because we wanted to 
understand those experiences for families, but not everybody could answer that question, so we couldn't officially 
include it in our factor analysis and in those subscales. But we do plan, we do recommend, I think it certainly 
could be asked in the future, and the responses to those items could be evaluated on their own. 
 
Emily Goodwin  09:11 
I also really appreciated that you had a parent of a child with medical complexity involved in your study team. And 
I appreciated getting to see in Table 1 how the language was changed as a result of the cognitive interviewing. I 
thought that was a really nice way of showing the various phases and iterations of how that evolved. I wonder if 
you could tell us a little bit, what do you think are the implications for clinical practice, specifically, what do you 
recommend for members of the interprofessional care team based on your findings? 
 
Jessica L. Schnell  09:44 
So, I do think, as I kind of mentioned earlier, that the ability to prove complex care value using only utilization is 
somewhat time limited. Those effects go away over time as the rest of our healthcare system gets better at taking 
care of CMC [children with medical complexity]. And so, I do think that as a field, we should push more in the 
direction of looking at other ways that complex care programs are valuable. And I'm proud that this study and this 
measure might be a first step towards that. I do think you know, as we intended it to be more for formal program 
evaluation, that other programs should consider it that way too, and be careful looking at individual responses as 
it might just over-generalize one parent experience. I also think one thing is just the importance of having an 
interprofessional care team in the study design, especially for studies when we're talking about family 
experiences, just because every member of the team kind of sees a different side of a family's experience and 
implements different parts of the program. And so it was so important to have not only parent caregiver, like you 
mentioned, but also we had a nurse case manager, a care coordinator, Astrida, the psychologist, who sort of has 
this outsider looking in view on our program and its value and all of them really added something unique and 
important to the item development process and refinement process. So, I would definitely recommend you know 
as much of an interprofessional team as you can have especially in doing studies about families and about the 
caregiving experience. It added a lot. 
 
Astrīda Kaugars  11:36 
Yeah, and I can add to that too, one of the scales that came up, was medical care empowerment. And we were 
very happy to see this. And as we discussed it, we realized that this is an area that the team contributes to, and 
that families really benefit from, but it may not be as explicitly discussed, but what seems to be unique about 
complex care programs is the quality of time they spend with families and the focus on the psychosocial elements 
and supporting families in feeling more empowered in their care and assessing that is something that seems to be 
missing from the current literature, and is really an important area to underscore and to support. 
 
Emily Goodwin  12:23 
Yeah, for sure, I think these are metrics that matter. Probably why you had so many families wanting to participate 
and continue talking, you know, about it. So, it seems like we're hopefully on the right track with what you're 
doing. I'm excited to hear more about important next steps from your work, as well as what you think messages 
are for patients and families from your study. 
 
Jessica L. Schnell  12:44 
So I think my main message to families is just that they are able to drive the care that the complex care programs 
provide for their families. They should be willing to give their feedback, and should know that their feedback and 
how they feel about their complex care team really matters for the existence of the field and for their individual 
programs, especially in places where we were relying on other funding sources or need to constantly justify our 
value to the hospital. And families should never be afraid to share positive experiences that they've had. I do think 
that you know they should know that it is our goal to improve their lives, to improve caregiver well-being, and to 



 

 

improve family well-being and how they feel about their other medical interactions. I also think that it 
communicates that health isn't just biological, but that a caregiver's psychosocial needs and states do have a 
direct impact on the care of their child and on their child's health, and that relationships with their care team is 
really important, and that trust really can't be underestimated. 
 
Astrīda Kaugars  13:55 
Jessi said it all well. 
 
Emily Goodwin  13:59 
Any other important next steps or advice, or even lessons learned, to share with other researchers in this field? 
 
Astrīda Kaugars  14:06 
One goal that we have is to share this measure with other programs, and so we are in our next study right now is 
with two programs in Wisconsin, but we certainly would like to extend the measures used to other programs 
around the country, because we recognize that every complex care program is different, and we really want to 
see if the measure is true in different programs, both geographically, also the knowing that complex care 
programs are structured in different ways, we really want to see how, how well the measure holds up. So, we are 
looking to further validate the measure, and we're looking for partners to collaborate with, for funders to help 
support this work. 
 
Jessica L. Schnell  14:52 
Yeah, so any complex care programs out there whose model is maybe a little bit different than the one at 
Children’s Wisconsin, we would love to have your partnership in this next phase, and we are still looking for 
funding sources. And so, very open to anyone that has any suggestions about that, feel free to reach out to our 
team. And then, I think the only other thing that we didn’t talk too much about, but was really important to the 
study design and then to kind of all stages, is that we have a Family Advisory Board in our program, and we came 
to them several times throughout this very long process to sort of just check our own motivations, check what we 
were thinking was the right next step, and get that feedback from them on whether it was something that they 
were still interested in, whether it’s something that made sense as a direction for our program to go. And I’m so 
glad that we did that. I think again, I learned a lot, our psychology student that got to talk to them and present to 
them, learned a lot just about how important family input is at every stage. So would not, couldn't underscore 
more the benefit of that to our study and to us thinking about next steps. 
 
Astrīda Kaugars  16:12 
Yeah, I can add an anecdote to that. My current graduate student is collecting data on another project with 
families from complex care programs, and she had a parent caregiver reach out to her and ask, have, do you 
have any caregivers that consulted on this study? And we were able to say yes, we have, yes we did. And that we 
did run her study also by the Family Advisory Board. So, I think it's very reassuring for caregivers to know that 
their voice has been incorporated in the research design process.  
 
Emily Goodwin  16:45 
Wonderful. Anything else that you'd like to share that I didn't ask you about? 
 
Astrīda Kaugars  16:49 
Well, I guess we could reiterate the importance of caregiver well-being, and how, as a pediatric psychology 
community, we are still looking for new ways to help develop assessment measures and interventions to support 
caregivers from for a variety of pediatric populations. And as Jessi mentioned, although this measure isn't meant 
to be used on an individual basis, it can still help provide programs with information to help them justify and 
advocate for more psychosocial services for their programs. 
 



 

 

Emily Goodwin  17:25 
Yeah, I can see this being a useful tool for a needs assessment, but also ongoing improvement work within a 
complex care program and seeing how we're doing. So, it seems like a very useful tool, and I really enjoyed 
learning about it. Well, thank you both so much for joining us on the podcast today and telling us about your work, 
and thank you to you and your team and the families that worked with you for advancing the field of complex care.  
 
Astrīda Kaugars  17:50 
Thank you. 
 
Emily Goodwin  17:51 
And thank you for listening to the Complex Care Journal Club Podcast. We aim to highlight research that has the 
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 on this podcast using the form provided on the OPENPediatrics 
YouTube channel. Thank you for joining us. 
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