00;00;09;03 - 00;00;32;10
Courtney Ringstaff
Welcome to the Compassionate Care Podcast series brought to you by the WVU Center for Excellence in Disabilities. I'm your host, Courtney Ring staff. And I'm Patrice Guzman. We're thrilled to have you join us for this special series designed for those pursuing careers in pediatric medicine. In each episode, we will hear from medical professionals who work closely with families that have children with special health care needs.

00;00;32;24 - 00;01;06;20
Courtney Ringstaff
They'll share their insights and experiences offering a unique perspective on how to provide comprehensive, empathetic care and parents with children with disabilities. We understand the challenges and joy that come with raising children with special health care needs. We believe that our personal experiences will add depth to these conversations, helping to create a more relatable and meaningful dialog. We believe that learning from both parents and professionals will enrich your perspective and prepare you for a career where compassion and empathy are as crucial as medical knowledge.

00;01;07;08 - 00;01;19;19
Courtney Ringstaff
So whether you're a student, a current professional, or simply someone interested in pediatric care, we invite you to listen, learn and grow with us. We're excited to start this journey with you.

00;01;20;11 - 00;01;41;29
Melina Danko
My name is Dr. Aneke Hogan. I am an attending physician in the Division of General Pediatrics at the Children's Hospital of Philadelphia. And I'm an associate professor of clinical pediatrics at the Perelman School of Medicine at the University of Pennsylvania. I have spent my entire career at CHOP, and my focus is on the care of children with medical complexity.

00;01;42;07 - 00;02;28;18
Melina Danko
I follow these children and their families throughout both the inpatient and the outpatient setting. I am the medical director of our inpatient complex care service, as well as our inpatient complex care console service. And I started the Chop Campus Care program back in 2014, and I continue as its medical director. And this is a program that follows children with medical complexity across the spectrum of their care, from the inpatient to the outpatient setting, helping these patients and their families to coordinate their care, to really keep track of who is doing what in their sort of multi-specialty care.

00;02;28;28 - 00;02;55;27
Melina Danko
So we provide care coordination and care management for these children and their families. And then I since 2018, I have been the medical director of our care management department here at CHOP. So I oversee and help to advise upon our enterprisewide approach to care management for children with medical complexities who are receiving care at our institution and across our primary care network.

00;02;55;27 - 00;03;28;12
Melina Danko
And since 2023, I have been the medical director of our Chop Home Care program as well. A little bit of background about why this topic is of particular importance to me is that so much of what I do is in caring for for children with medical complexity. And you really can't do that work until and unless you have a deeply ingrained understanding of the importance and the value of the relationship.

00;03;29;00 - 00;04;00;15
Melina Danko
And in pediatrics, that relationship is it's a triad relationship. So my relationship as a pediatrician is not only with my patient, but with their their family or their caregivers. Right. And that relationship is integral to really the success of of what I hope to do in improving the lives of these children. And because that is, you know, so important to me and sort of the formation of of young physicians to really sort of see the value of this as well.

00;04;00;16 - 00;04;23;13
Melina Danko
I assist with our doctoring course here at the University of Pennsylvania. So I precept one of our small groups of medical students, and I've also been participating in being a faculty for a medical humanities program through the Collegium Institute at the University of Pennsylvania. You know, also speaking about the the ends of medicine and the role of of this relationship in that.

00;04;24;10 - 00;04;35;17
Courtney Ringstaff
Thank you. And just kind of expanding on that role, what does the parent role look like in that triad? What are your expectations of the parent and how are they contributing in that triad?

00;04;36;08 - 00;05;03;09
Melina Danko
So for of medical complexity as well, for all children, I'll take a step back. Right. So for all children in pediatric health care, you're your parents are are an essential partner in in in this care, right. So parents can be or caregivers because sometimes it's not parents. Sometimes it's a different family member who is the caregiver. So I use those terms interchangeably, but they sometimes are the voice for their child.

00;05;03;09 - 00;05;33;18
Melina Danko
They are the advocacy role for this child. Other times they are sort of trying to, depending upon the developmental capabilities of the child, trying to empower their child to be able to take a more active role in their own health care. That collaboration, that partnership with patients families is really essential to being able to achieve your goals in improving the health of of your of your pediatric patient.

00;05;33;18 - 00;06;04;26
Melina Danko
Because these children, they particularly children's medical complexity, may have really significant aids. They may have neurologic impairment. They may not have the ability to speak for themselves. And it's important to think about what our role is as the health care provider. Right. We are there to advise. We are there to offer our expertize. We are there to help to guide health care decisions, but we are not there all the time.

00;06;05;13 - 00;06;30;03
Melina Danko
Right. I think it's you know, arguably, no one really can know the needs of a child, particularly a young child who does not have the ability to sort of speak for themselves like their parents or their caregivers. Right. They are there all the time. They know they know this child and they know this this child as a person, not just a patient with a particular medical condition.

00;06;30;03 - 00;06;55;21
Melina Danko
And our goal in caring for these children is not just to treat that condition, it is to help to treat that child who has this condition. You know, many of us who have gone through medical training, we have heard the words and we may not even know to whom it was. It should be attributed, but it was Doctor Peabody.

00;06;56;00 - 00;07;39;18
Melina Danko
This was, you know, nearly 100 years ago who was, you know, addressing students at Harvard Medical School who really sort of imparted these words to us that the you know, the and I'm going to paraphrase, you know, here that the secret in caring for the patient is in caring for the patient. We need to see that child as as a whole, as a person who happens to have this condition so that we can help families to make the best medical decisions possible for that child who has this medical condition and not just focus all of our attention on treating a disease or treating a condition.

00;07;40;16 - 00;08;15;00
Dr. Anique Hogan
I think that's really powerful for people to hear. And I think especially probably medical students or early professionals who are just getting started in their careers, whether it's occupational therapy, speech therapy, you know, whatever. I think it's easy to have that tunnel vision of, okay, let me assess what's going on. Let me figure out what would be the appropriate protocol here and let me, you know, get started on it quickly, because I don't have a lot of time.

00;08;15;00 - 00;08;34;15
Dr. Anique Hogan
And also, I'm still trying to figure all of this stuff out, too, to not think take a step back and think about the family, the person, so I could see how that could easily happen. And and I'm really glad to hear that you take time to educate the students that you work with on that.

00;08;34;29 - 00;08;57;05
Melina Danko
Thank you. I appreciate that. It is really, you know, so important. You know, when I'm when I'm talking with my with my trainees, we talk about sort of what separates the sort of a good physician, a good provider, a good health care clinician from from a great one. Right. And I think we all aspire to to greatness. Right.

00;08;57;09 - 00;09;21;12
Melina Danko
That we're not we're not aiming to just be to just be good enough. Right. And, you know, the the baseline expectation that our patients have of us, and rightly so, is competence. That's why we do we do that. Our our educational training is we need to learn what to do, right? We need to learn the medicine. We need to learn the science.

00;09;22;20 - 00;10;00;02
Melina Danko
That's just the baseline expectation. What you need to learn and why you'll hear everyone say there's there's the the art of medicine, the art of healing, the art of this practice is if that's just the baseline expectation, that's just to be good enough. Now you need to learn how to employ joy, that skill, how to take that knowledge and apply it to an individual who is in front of you, who comes to you with their own goals, their own background, their own ideas, their own priorities that might be different than ours.

00;10;00;02 - 00;10;34;10
Melina Danko
And that's okay. But we need to be able to understand what those are so that we can help them to make the most healing decisions possible given the circumstance is there, right? Given the disease, given the condition, not all of which we have the ability to eliminate. You can treat someone, you can heal someone without necessarily eliminating the existence of disease.

00;10;34;10 - 00;10;43;12
Courtney Ringstaff
How can health care providers better acknowledge and value the insights that parents and caregivers bring to the table about their child's needs?

00;10;43;12 - 00;11;07;14
Melina Danko
So I think it's really important to to acknowledge that that health care is a team sport. Okay. None of us are doing this on our own, right? And so when we think about who is on that care team, as with any good team, you just you need to know who the players are and you need to understand everyone's role.

00;11;07;14 - 00;11;37;19
Melina Danko
Right. And I'm not going to do a sports analogy because that's that's easy to do. But I mean, I think everyone really kind of gets that. You need to know who's on the team and what their roles are. And we we need to recognize that patients and families both have integral roles in that health care team. Right. We we, you know, we talk a lot about sort of patient and family centered care because we do want to have them at the center of that team.

00;11;37;25 - 00;12;02;16
Melina Danko
Now, there's always going to be some conversations that health care providers are going to have, you know, outside the presence of a patient or family. Right. When we are thinking about, you know, various disease processes and differential diagnosis, there's certain exercises that we go through in our minds. Right. That that we will that we will have and we can extrapolate this to two other things.

00;12;02;16 - 00;12;29;18
Melina Danko
And that's that's normal. That's part of the part of the process, right? That's part of how we cultivate our learning and our thinking as clinicians. Right. But when we are talking about the the approach to caring for that patient, that care team has to have the patient and their family because not always the patient has the ability to sort of vocalize, you know, an opinion and their thoughts.

00;12;30;08 - 00;12;52;27
Melina Danko
But at the center sort of of that team and when we're really conscious about that, it does change the way that we are thinking. I remember when I when we were first starting the the campus care program and this was before there, there was various, you know, concepts around sort of open notes. But we would do our our plan of care that we would do as part of this as part of this visit.

00;12;53;04 - 00;13;21;16
Melina Danko
And it was our standard practice that we would send. We were consultants in that, right? So we would send the letter to the primary care physician or provider and we would always send a letter to we would always send the same the same letter to the family. And when I was talking with my team, I said that, you know, the reason for this is I need everyone to always remember, and myself included, that the the the recipient of this letter, the recipient of this of this plan that we've made together.

00;13;21;21 - 00;13;49;02
Melina Danko
Right. The family has participated in the making of this my, you know, screen. It's visible to them while I'm doing it. It needs to go to the family, too. They are going to read and I know that they do. They read all these words that I'm typing because that changes how you write things. It changes how you say things when you know who your audience is.

00;13;49;02 - 00;14;08;10
Dr. Anique Hogan
That's a really good point that I had never thought of before, but I can really see how if you're just writing it for another doctor, it could come off very cold or sterile because you guys know exactly what it is that you're trying to say and you can just get.

00;14;08;26 - 00;14;09;14
Melina Danko
Short and.

00;14;09;14 - 00;14;24;11
Dr. Anique Hogan
Quick and to the point. But if a family is reading it, it has a different feel. And so that's a really interesting and important point that I had never thought about before.

00;14;24;11 - 00;14;47;14
Melina Danko
And you still keep the same, you know, jargon in there because that's important. And and honestly, it's it's part of a family's educational journey as they are navigating the health care system so that they become very, very familiar. They learn this new language, right. That we all learned in our training. They are learning it as it pertains to their child.

00;14;47;14 - 00;14;59;09
Melina Danko
And it also kind of levels the playing field to when they understand some of the same terminology, key that that that we are that we are using.

00;14;59;09 - 00;15;08;11
Dr. Anique Hogan
So what are some of the biggest challenges that come up when you're trying to establish this collaborative relationship between parents and medical professionals?

00;15;09;29 - 00;15;40;04
Melina Danko
Well, you touched on one of them briefly already, which is time, right? You know, time is that it's the thing that we all struggle with, right? Because there's so many demands on our time. There's so many, you know, just different things that we are pulled into doing. And so it it is sometimes difficult to find the time to have these really important collaborative conversations.

00;15;40;04 - 00;16;02;13
Melina Danko
Right. So I'll think about in the in the inpatient context, right. So you know, when, when I am on service for my inpatient, you know, complex care team and we are we have to make some pretty important decisions about, you know, whether we're going to do a particular surgery. It's not emergent. We don't have to decide this instance.

00;16;02;13 - 00;16;22;11
Melina Danko
But it's it's an important decision. We have to decide if we're going to do this intervention, if we're going to start this medication off, we're going to do whatever it is, you know, is this choice that we have to make and taking the time to have those conversations. So that you can have this shared mental model is sometimes hard to do.

00;16;22;11 - 00;16;55;24
Melina Danko
And so it it does require and particularly when you're in a leadership position, being able to sort of construct the systems and the care models that allow for that time to exist, to have those conversations, and also to recognize that sometimes this can't just be one conversation. Sometimes you need to come back. People can sometimes only hear so much of what you say at a time.

00;16;56;16 - 00;17;18;08
Melina Danko
So sometimes you need to start and say, Okay, I need to present you with some of this information. It's really important. It may be hard to hear. And then you present that information. You say, it seems like this is a lot. Do you want some time to think about this? And then you set up a time to come back, right?

00;17;19;04 - 00;18;02;29
Melina Danko
But that's time. And so we need to think about having care models that allow for that time to come back. Right. It's also in the ambulatory setting. When I was developing the Compass Care program, I really wanted to make sure that we protected the time to have some of these conversations. Right. So that we could start every visit with this open ended question What is most important to you that we talk about today right where I know and my families know because I orient them to what we're going to do in the visit, that we're going to go through all the various issues that they're that they're facing.

00;18;02;29 - 00;18;28;12
Melina Danko
We're going to review the plan of care and updated. But at the beginning, I want to start with what's most important to you, because if you know that I'm going to listen to what's most important to you, you're more likely to listen to what I want to make sure that that we talk about as well. Right. So so time is one of the biggest challenges.

00;18;28;12 - 00;19;06;04
Melina Danko
And I also think that that building trust is another, more significant challenge and not one to be understated, because our patients and their families, they all come to us from a number of different backgrounds, a number of different circumstances. They have a number of different influences, you know, on their lives. They may have had previous experiences that either they or someone that they know, love and trust has had with the health care system that we may know nothing about and may have had nothing to do with.

00;19;07;06 - 00;19;37;04
Melina Danko
But that's going to influence how they hear anything that we say as a health care provider. And so we need to be conscious of that. And we can't change what has happened in anyone's past. All that we can do is provide this assurance of bringing our authentic self to that encounter and be willing to sort of commit to to building that relationship.

00;19;37;16 - 00;20;02;27
Melina Danko
Now, not all of health care is set up to allow for those long term collaborative relationships. Right. And not all that needs to emergency. I need emergency room providers right there. Not just going they're not going to have, for the most part, long term collaborative relationships with families. But we desperately need them because I need someone who's working at 2:00 in the morning when the emergency happens.

00;20;02;27 - 00;20;42;11
Melina Danko
Right. But if we're all part of the same system, if those of us who are in positions to develop these long term relationships can help to build some foundation of trust, the likelihood of having trust in other aspects of the system also sort of increases. And even when you don't have a longitudinal relationship with someone, you can still bring your most authentic self, you can still bring the truth of, I'm here to care for you and your child and to know sort of what is the concern, what is the problem?

00;20;42;16 - 00;20;58;06
Melina Danko
What is it that we that we need to want to sort of address and tackle today? So there's a lot of other challenges. But I think at time and and building trust really kind of percolate up to the top as significant things.

00;20;58;06 - 00;21;32;16
Dr. Anique Hogan
11. that you mentioned that made me think back to another family that we've we've talked with was that family member talked about the trauma that they have experienced with seeing the things happen to their child being, you know, their child have these procedures, seeing their child die, seeing that, you know, things happen to their child, that that no other parent has ever experienced or thought of and that those feelings come back every time.

00;21;32;16 - 00;21;52;23
Dr. Anique Hogan
Then they go back to the hospital for a visit. And I had never thought about that, but that was very powerful to me. And so when you were mentioning these other things that could be going on, that certainly came to my mind very quickly, because I will remember that always.

00;21;53;15 - 00;22;20;25
Melina Danko
Those trauma responses are so are so real. And, you know, I've had families tell me that, you know, sometimes they find themselves sort of being brought right back to a previous moment with their own child. Right. The child that I'm taking care of at the moment, you know, seeing their child work hard to preserve, you know, when they're coming at the emergency room, takes them back to this time when they coded in the ICU.

00;22;20;25 - 00;22;47;19
Melina Danko
And they're right back there again. And they're there their own heart rate is going up. I've also had other families, you know, say that that seeing their child in this setting brings up trauma from from a different a different, you know, person they cared about. Right. And all of those trauma responses can can influence how a family shows up in those encounters with us.

00;22;47;28 - 00;23;29;04
Melina Danko
And sometimes, you know, those previous experiences were really, really horrible. Right. And so it it sometimes doesn't bring out our best self in. And and when we don't anticipate that, when we don't sort of have that perspective to think about, I wonder if there's more to what I'm seeing in this moment here than what just happened, particularly sometimes when when responses are out of proportion, you know, potentially there's often there's often something more in the background that influenced that.

00;23;29;04 - 00;23;42;06
Dr. Anique Hogan
How can health care professionals approach sensitive topics like treatment options or prognosis in a way that is empathetic and respects that emotional journey of parents?

00;23;42;06 - 00;24;23;13
Melina Danko
Everyone has a different communication style, and that's okay. You know, it's I talked to a lot of my trainees about you need to find the communication style that is most true and genuine to you. Right. Because it needs to be authentic to to who you are. But regardless of your of your style, a difficult conversation or a conversation about a sensitive topic, it's important to just to name that, rather than sort of beating around around the bush and you know, particularly when I'm having a conversation about something that is or maybe I'm talking about a difficult prognosis, maybe I'm talking about a decision we have to make that that we wish was different.

00;24;23;13 - 00;24;48;28
Melina Danko
It's okay to say that, right? You come out and you say, sort of, I need to talk with you about when ever this is. I think this is going to be a hard thing to talk about. I wish we didn't have to talk about this, but I think it's important that we do having a challenging conversation or a difficult conversation, and you really want to make sure that you can convey your empathy, right?

00;24;49;05 - 00;25;10;25
Melina Danko
And it starts out with just naming that, that this is a difficult conversation and then, you know, trying to achieve some understanding and making sure that you're both sort of on the same page, right? That you both know what you're going to be talking about. Because if I've not been clear about this, we might be having two different conversations.

00;25;10;25 - 00;25;41;18
Melina Danko
And that's not helpful for anyone. You you sort of you show the your your your regard for this other person. And then you talk about what it is that you need to say and really asking, you know, families how much they want to know right now. Because some families, they they want all the information at one time and they want to then processes it at their own speed.

00;25;42;09 - 00;26;12;12
Melina Danko
Other families would like to have that information in smaller bite size pieces. And so you ask, how do you best receive and process information? What would be most helpful for you in this conversation? And then when you do have to, you know, have these conversations and you talk about and you convey whatever it is that you that you have needed to convey and you need to approach that with curiosity.

00;26;12;25 - 00;26;38;21
Melina Danko
Tell me a little bit about sort of what you heard from what I said, because then you have a sense of how much of what you said landed right and where they are, because you do this, you kind of repeat this sort of throughout right where they are in terms of the family's ability to then continue in this conversation, to move to the next, you know, to the next level of things that you want to talk about.

00;26;40;03 - 00;27;05;17
Courtney Ringstaff
You've already did touch on this because I asked about that triad and what the roles look like. But I'm just wondering if you have any examples of what this looked like in the past. What does what does a true partnership actually look like and how can it be sustained over time? And maybe that's different from roles, from general roles, but like what are some examples of like what that looked like for for you and for your caregivers of your patients?

00;27;06;26 - 00;27;59;10
Melina Danko
Absolutely. I mean, this this partnership really can be summed up with the with the concept of shared decision making. Right. And so that is that is terminology that you will hear throughout, you know, medical educational training is this concept of shared decision making. And that really, you know, at its at its best should include this this journey that we are taking together, right where shared decision making requires that I assure health care provider have to have really tried to ask you and solicit your goals as a patient and family that I want to understand what are your what are your health care goals?

00;27;59;10 - 00;28;24;18
Melina Danko
What are your priorities of all the different challenges that you are facing? What are the things that are sort of most important to you? Because not all problems can be solved. Right. And am I respecting your priorities within those those health care problems? And then how can I help you to achieve those health care goals? So I will I'll use this as an example.

00;28;24;18 - 00;29;13;23
Melina Danko
One of my former patients who has since passed away from a progressive neurologic disease. But one of the things that that we talked about was as part of this disease process, this patient had a lot of feeding intolerance and had a lot of discomfort associated with feeds. And so achieving ideal feeding volumes and achieving ideal weight gain was was not really going to be an achievable prospect if we were also going to prioritize this child's comfort, if we were going to prioritize this child's ability to be able to maximize time spent at home.

00;29;14;05 - 00;29;41;21
Melina Danko
And so we had that conversation. We talked about in the face of some things that are beyond our control and the things that are within our control in the face of these multiple co-morbid conditions, what are the things that are most important to you? And so I could talk with the family sort of about that. And most important for them was they wanted their child to to be comfortable.

00;29;41;29 - 00;30;20;26
Melina Danko
They wanted to maximize the quality of life and time at home. They wanted to achieve the best nutrition possible, but they really did. They didn't have this sort of goal weight in mind that they needed their child to be. They wanted to to really balance that against these other factors. And so we said, okay, so we were able to adjust the regimen where it wasn't perfect and it wasn't it wasn't perfect, but it was good enough for her.

00;30;21;11 - 00;30;55;00
Melina Danko
Her hydration was wonderful. Her weight gain was just below where we would want it to be, but it was enough. And she was so comfortable and she was able to to smile and she was able to give her family this the the life experiences that that they wanted to have. So that when they looked back, they didn't look back on this battle against feeding intolerance.

00;30;55;00 - 00;31;21;04
Melina Danko
They looked back on we found what worked for her. That is partnership. That's collaboration, that is having a shared sense of goals. Now, if their goals were different, our decisions would be different as well.

00;31;21;04 - 00;31;43;04
Courtney Ringstaff
I feel like that also speaks a lot on the trust that you have to have for that caregiver and their trust in you to to be able to say like, Yeah, that's not perfect, but this is good enough that I think that's a lot of mutual trust that would need to have there to just make sure that that child is continuing to progress, even though it's not quite where we would want those numbers or those levels to be.

00;31;43;21 - 00;32;14;06
Melina Danko
Yeah, absolutely. We've talked about how trust is critical and and we can't, you know, sort of overstate that. But when particularly when caring for children with medical complex 80, there are so many uncertainties, there are so many unknowns. And there's things that we just cannot promise as much as we would like to. There are certain outcomes we just cannot guarantee.

00;32;15;23 - 00;32;45;09
Melina Danko
But I think this is where the transparency piece really, really comes into play. Like I talked earlier about transparency with your with your with your notes and what you're writing, and that's really, really important. But I think transparency about uncertainty is, is a really, really important concept. And I think it's one that makes many of us really uncomfortable because a lot of us are very, very uncomfortable with uncertainty.

00;32;45;14 - 00;33;10;28
Melina Danko
We like to know, you know, at my institution, we have a lot of these wonderful clinical pathways. They sort of guide you through if this, then that, if this, then that. They're very evidence based, which is wonderful. One of the challenges with children, with medical complexity is that it's such a heterogeneous group of children and there are so many variables.

00;33;11;24 - 00;33;42;18
Melina Danko
There's not always a tremendous degree of predictability. There's just a lot of uncertainty that makes everybody uncomfortable, and especially families who, who and when things are chaotic. What do you want? You want some you want some certainty, right? So when we can't promise certainty, when we can't guarantee an outcome, I think it's important to be transparent about what can you commit to, what can you guarantee?

00;33;42;29 - 00;34;19;14
Melina Danko
And that is where you can promise and commit to open and honest communication because that is within your control. I can't guarantee the outcome, but this is what I can guarantee and becoming more comfortable with that uncertainty I'll use as an example. You know, I had a baby years ago and actually still follow this child and he had really significant hypoxic ischemic encephalopathy athy so he had a really significant anoxic brain injury.

00;34;19;22 - 00;34;50;14
Melina Danko
And, you know, we knew that based upon the severity of that neurologic that he was going to have really, really significant neurologic impairments. He was going to have cerebral palsy. He was going to have developmental delay. So we knew those things were going to be true. Now, this is where, though, the uncertainty also comes in. Can I guarantee exactly what he's going to be able to do or not do?

00;34;51;03 - 00;35;17;00
Melina Danko
No, I cannot. So this is where that navigation of uncertainty comes into play and that transparency in your communication. So one of the conversations we had and I had the benefit of being able to hear from his mom years later, that that conversation stuck years later, because you never know which of your words are going to are going to stick.

00;35;17;00 - 00;35;45;07
Melina Danko
And that's one of the challenges. But one of the things we talked about was I wanted to be very honest that I was very worried about the degree of neurologic injury that their child had. I was very worried about how much this would affect him and his developmental potential, that I didn't know what he was going to be able to do.

00;35;45;27 - 00;36;20;10
Melina Danko
But I did expect very severe limitations. And here's what we can do. We can get you set up with various therapies physical therapy, occupational therapy, speech therapy that all through early intervention that I can follow you. There's going to be a lot of specialists involved. There's going to be a lot of muscle tone management. There's there's going to be cerebral palsy.

00;36;20;10 - 00;36;38;22
Melina Danko
There's going to be all these things there's going to be this inability to to meet all your nutritional needs with feeding by mouth. So we're going to need a feeding tube, but I can't tell you exactly what he's going to be able to do. He's going to have to write his own story. This is what we can do to help.

00;36;39;24 - 00;37;08;10
Melina Danko
And this is where we have to just go along the journey. Having that kind of honest, transparent conversation goes a long way to cultivating that trust. Because if I said at the beginning, he's not going to be able to do this, this, this, this and this. He's never going to walk. He's never going to talk. He's never going to to do to to be able to have meaningful interactions with with the world.

00;37;08;17 - 00;37;31;18
Melina Danko
I can't know that. And sometimes I think we we worry that we have to be that that we have to sort of, you know, kind of force information through so that people, quote unquote, get it. And and I don't think that's the case. I think you can be very, very honest. You can be very transparent. And you can also acknowledge where there is uncertainty.

00;37;31;18 - 00;37;51;22
Melina Danko
Because if I had done that at the beginning and this was what I had the benefit of the mom telling me years later, she would have had a really hard time trusting us because she would have said, well, what do you what do you doctors know? You didn't think he was going be able to do anything. And, yes, he does have very significant global developmental delay and and neurologic impairment.

00;37;51;22 - 00;38;21;21
Melina Danko
But he has an incredible smile. He is absolutely interactive. He is so aware of his environment. Does he talk know? Does he communicate? Yes. And so comfort with uncertainty being okay with that goes a long way to building those partnerships.

00;38;21;21 - 00;38;39;02
Dr. Anique Hogan
I think that was a wonderful example and thank you so much for sharing that because I think that helps the listeners to really hit home on what that could look like and exactly how to approach it. So thank you for sharing that story.

00;38;40;04 - 00;38;42;27
Melina Danko
Absolutely.

00;38;42;27 - 00;38;54;24
Dr. Anique Hogan
What are some practical steps that medical teams can take to create an environment where parents feel comfortable sharing their concerns and asking questions?

00;38;54;24 - 00;39;26;20
Melina Danko
So I think it starts by, you know, creating a safe space for these conversations to occur. And we have a lot of control over that as the health care providers in whatever interaction we are having. So whether you are a physician, a nurse, an advanced practice provider and occupational physical therapist, whatever it is at the bedside in the hospital, or whether you're doing this at an outpatient encounter, if you approach that in that interaction with a very closed demeanor, you're there.

00;39;26;21 - 00;39;49;22
Melina Danko
You're there to do a job. You've got your things to do. You're just looking to get the information you need from the family to accomplish your job. That's very, very apparent. That family's not likely. Maybe they will, but they're less likely to feel comfortable sharing their concerns and asking questions if they're not confident that that's going to land on a receptive ear.

00;39;49;26 - 00;40;21;03
Melina Danko
However, if we open those those conversations, those those encounters with a sense of curiosity, where we identify who we are, what we are, therefore, what our role is, you know, that's sort of a thing. But again, beginning with that open ended question all the time about, you know, sort of what is it that's that's important to you? What are your goals for our meeting today, our visit today, our consult, whatever, whatever it may be?

00;40;21;03 - 00;40;37;19
Melina Danko
Because when you think about someone coming to see you in in the outpatient setting, we have work that we have to do ahead of time to prepare for that right. We what we want to have done some background. We want to be prepared. We want to know what's going on. And we're going to have some of these goals that we want to accomplish in that encounter.

00;40;37;19 - 00;41;14;04
Melina Danko
But that's only part of of being prepared. We need to remember that the patient and family, they have goals for that encounter as well. So we need to elicit those goals by asking what questions or concerns do you have today? What is the most important thing to you that we talk about today? Because then you're going to be able to figure out if you're both on the same page and if you open with that curiosity, someone could be more likely to sort of share that with you.

00;41;14;16 - 00;41;36;14
Melina Danko
And that's completely within your control, which is good. I have a patient that I followed for, I guess about 13 years or so now. And, you know, her mom and I have had a great relationship over the years. And and one of the things that that we we laugh about, you know, now is that there are certain medications.

00;41;36;14 - 00;41;56;06
Melina Danko
She just her mom just has not has not liked. And so we'll talk. And eventually she'll just say, I don't like that medication. I don't want to give it. And it'll usually start out with, all right, I'm going to be honest with you. And and and that I know that that this is this is what's coming. And and she'll say, she's told me pretty, pretty, honestly.

00;41;56;16 - 00;42;15;26
Melina Danko
She was like, you know, if I didn't think if I didn't think you were going to listen or if I thought you were going to yell at me for this, or I just wouldn't tell you. And I said, I know and I appreciate that I appreciate the honesty because now we can work together. Maybe there's something I can help you to understand about this medicine of why we want it.

00;42;16;06 - 00;42;24;22
Melina Danko
And you can help me understand what your concern is, are so that we can get on the same page.

00;42;24;22 - 00;42;35;02
Courtney Ringstaff
How can then caregivers advocate for their child's needs while also maintaining that collaborative and respectful relationship with that health care team?

00;42;35;21 - 00;43;01;00
Melina Danko
I think in any relationship it's really important to have a clear understanding of what our different roles are, right? So my role, parents roles, the different members of my health care team, you know, when we have a clear understanding of what our different roles are, it's so much easier to to work together so families can understand what I can do and what's outside of my scope, how I can help.

00;43;01;00 - 00;43;23;13
Melina Danko
And they can understand the same thing for the different members of my team. And then I try to be really clear about what I'm going to ask for from my families. And I think we should all do this as health care providers. I want them to communicate openly with me. I want to know when they disagree with my recommendations.

00;43;23;13 - 00;43;51;18
Melina Danko
And I, I try to tell my families that I expect them to be the advocate in chief for their child. And so that way it's sort of sets this up that, you know, if if there's something that they want that, you know, from my perspective, not always be achievable. It's okay because we've already we've already set up an established these roles that we're both in our roles in.

00;43;51;18 - 00;44;17;28
Melina Danko
So I know, for example, I had a child years ago and for this family it was really, really important for their baby to be able to to eat by mouth. And this child had had a lot of different, you know, conditions working against working against that goal. And so they didn't want to to do a gastrostomy tube. They wanted to to use a nasogastric tube for for as long as possible.

00;44;18;09 - 00;44;48;05
Melina Danko
And that was really it was important for for them and for their for their advocacy, because it was so important for them that they viewed getting a gastrostomy tube as giving up on oral feeding. And it's not necessarily something that that I can always change that perspective, but I can support them through that decision making journey. And so we talked about all the things that you can do to help to achieve that goal.

00;44;48;09 - 00;45;10;22
Melina Danko
I see this is really, really important to you. So here's the resources within our speech therapy for the feeding program for all of these things to try to be able to achieve that goal that I know is so important to you. And in the meantime, it's important to to me and I know it's important to you that your child has has good nutrition.

00;45;10;22 - 00;45;39;11
Melina Danko
So they can grow and develop and meet their best potential. So we still had goals that we agreed on too, right? That's really important. We had areas where we were completely aligned. And so, you know, then as as time went by, they were able to sort of keep working towards their goals, which was absolutely fine and great because we still had these mutual goals.

00;45;39;11 - 00;46;08;11
Melina Danko
The child was growing, was gaining weight, was thriving, was was doing well. And and the family had that agency to be able to do what they felt was best for their child. And ultimately, they did make the best decisions for for that child. And I don't want us to have situations where you feel like you're working against someone.

00;46;08;19 - 00;46;12;11
Melina Danko
You can always find these areas of alignment and collaboration.

00;46;14;10 - 00;46;43;09
Dr. Anique Hogan
I like that concept of alignment and finding those common goals. We have a parent who and I'm not going to get this correct, but she says basically when she's looking for a provider, she wants someone who is going to help her care for her son and know that she knows and she has been caring for him for all of these years.

00;46;43;17 - 00;46;50;29
Dr. Anique Hogan
And she has a lot of ideas about how things have been and can go, but also keep her from doing really things with her kid.

00;46;51;22 - 00;47;15;01
Melina Danko
Yes. Yes. That's so important. And that's that's kind of it's like the deal we make is that, you know, tell me what's important to you. I'm also going to have goals and concerns because I have a responsibility to your child's health care. But I know that we share that goal. We both want your child to be safe. We both want your child to thrive in whatever way possible.

00;47;15;08 - 00;47;30;11
Melina Danko
And so, yes, like if even if I can't make this other goal happen, I'm going to help you to sort of we're going to find the areas where we do align, exactly as you said, so that you can trust me, that I'm going to help you to keep your child safe.

00;47;30;11 - 00;47;41;01
Dr. Anique Hogan
So what are some common misconceptions that you think health care professionals might have about children with complex medical needs? And how can those be addressed?

00;47;42;11 - 00;48;07;14
Melina Danko
I like this question because I think it's it's just a ripe opportunity for discussion. You know, one of the things I think is important to start with is just not to assume that families of children with medical complexity are the same. This is a very, very heterogeneous group. And so every child, every family is different. They have different strengths.

00;48;07;20 - 00;48;40;26
Melina Danko
They have different weaknesses, they have different levels of understanding. They have different support systems and structures. They have different backgrounds, they have different influences and biases and all of those things. So each family develops different ways of making things work when they are caring for their child with medical complexity. Families want their health care providers to see their child as a child, as we talked about at the very beginning.

00;48;40;26 - 00;49;05;24
Melina Danko
And I think sometimes when that ask is there it might be, you know, sort of the misperception might be that this family is that they just don't get the severity of the condition or the severity of the problem. And that's not true. Our families rightfully expect us to to think about, as we talked about before, the child with this condition and not just the condition.

00;49;06;06 - 00;49;26;04
Melina Danko
There was a really nice paper that was written and published in JAMA piece in April 2018 and out. Encourage your listeners to take a look at it because it's really, really it's a very short one page opinion piece called What Parents of Children with Complex Medical Conditions Want Their Child's Physicians to understand. So it's it's, you know, it's perfect.

00;49;26;04 - 00;49;56;21
Melina Danko
And they they go through these ten things they want their health care providers to to understand. And it really sort of resonates with me because this this has been my lived experience working with families. You know, families don't want to be underestimated in terms of what they understand and what they know about their child. So families, even if they don't have very high educational backgrounds, they've had an incredible education in the care of this child.

00;49;56;21 - 00;50;24;11
Melina Danko
Don't discount that they know this child. We know about all these different medications and all these different treatments and modalities and all these things they know how their child responds to that medicine. That's that's important. And just don't discount that. Families want us to ask about their goals, and they would like us to share their goals through this shared decision making.

00;50;24;11 - 00;51;02;25
Melina Danko
And I think one of the important ones that that really sort of resonates with me is this concept. And I'm sure your listeners will have heard, you know, the concept of the difficult family and, you know, that's that's terminology that gets talked about a lot. And families want to be able to advocate without being perceived as difficult. And as we talked about before with some of those trauma responses, some of the what they may have learned in their previous experiences with that child or with different maybe their own health care journey or someone else in their family or their loved ones health care journeys.

00;51;03;03 - 00;51;32;23
Melina Danko
Is that the only way to get someone to listen is to to raise your voice, to yell, to be stern, to, you know, whatever. Maybe they haven't been given the opportunity to heard any other way. If we can take a step back and sort of try to, as we talked earlier, sort of think about what else is going on here that can really sort of change our perspective on that family.

00;51;32;29 - 00;52;02;09
Melina Danko
One of my mentors used to say Q-Tip. She would say, quit taking it personally. And I, I loved that because it's a quick little thing in your mind that helps you to to think about maybe what's happening here. It's not it's not it's not about me personally, what else is going on there? And it gives you that that just that quick little pause to say, maybe I can explore what else is there and move beyond this perception of someone's just being difficult.

00;52;03;10 - 00;52;22;00
Melina Danko
One of the ones and I'll again, I'll encourage your readers to take a look at this opinion piece because it's really short. One of the ones that I really liked was they said, Please don't assume parents are fine because we appear as if we are coping. Support us by adding effective case management, transitional care and psychosocial supports to your medical practice.

00;52;22;00 - 00;52;46;04
Melina Danko
And I, I think that's really important as instead of recognizing that the health care system is really, really, really hard to navigate and just because someone looks like they are a rock star, that they are just amazing and they've got it all together, you have no idea. You know, it's that analogy of, you know, when a duck is floating, you can't see their feet below the water.

00;52;46;11 - 00;53;07;23
Melina Danko
You know, you've no idea all that they're doing to make that happen. And if there's supports that we can put in place through using our social worker, through using care management or case management resources to try to help to alleviate some of that other burdens so they can focus on the care of their child. That can be really, really helpful.

00;53;07;23 - 00;53;10;02
Melina Danko
And we won't know what's needed until we ask.

00;53;11;08 - 00;53;21;13
Courtney Ringstaff
What advice would you give to the medical and health care students and professionals who are just starting to work with families of children with medical complex needs?

00;53;22;28 - 00;53;51;09
Melina Danko
So I'm so glad you asked about this because this is something that I talk with my students about now, is that they do have the gift of time now, right? They don't have quite as many clinical burdens on them yet because they are learners. And so I really encourage them to use this time now to watch and listen, observe these children with their families.

00;53;51;21 - 00;54;37;07
Melina Danko
So watch how the families care for them. Watch how they interact with their child. You will learn an incredible amount about who that child is. And I think that's really important for families that we try to understand that because like I said, we are here to treat a child with those conditions. And if if you're if you're going to do that well, if you're going to earn the trust of the people who love that child more than anyone else in the world, we've got to learn how to see the child and what better way to do that than through the eyes of their caregivers and then listen, sort of throughout your career, but especially in

00;54;37;07 - 00;55;15;21
Melina Danko
your training, you know, you're forming your identity. You are you're deciding what kind of health care practitioner you want to be. So I encourage you to watch and listen to those families and watch and listen to your teachers. And I want I want you to find those that are are practicing in a way that you say to yourself, I would want that person to be my doctor, to be my nurse, to be my therapist.

00;55;16;11 - 00;55;50;07
Melina Danko
What is it that they are doing? How were they listening? How were they approaching those conversations? How were they responding in those in those interactions? This is the time to observe. And it does mean sort of getting out of your own head a little bit and not being quite so worried about how you're being judged on your performance, which is hard because as students we always worry about being evaluated, but giving yourself the ability to observe and learn from others is really huge.

00;55;50;07 - 00;56;21;22
Melina Danko
There's a reason why, you know, a lot of the historical approaches to training were sort of apprentice style so that you could spend a lot of time doing that early. In my faculty career, I was going to be joining our diagnostic referral center and I was was very blessed and I was given the ability to in order to join this this group, being a very young faculty member, I was given the ability to to shadow one of our most senior faculty at that point.

00;56;21;22 - 00;56;48;13
Melina Danko
He'd been in practice for over 45 years and being able to sit in the room with him when he was doing these long visits in the in the diagnostic center and sort of hearing someone tell this story of this, you know, diagnostic odyssey and watching the way he respond and taking notes about the way that he was able to sort of respond to those in those scenarios was really, really valuable.

00;56;48;22 - 00;57;11;15
Melina Danko
I mean, even now I'd to watch other people lead calmly meetings because I learned something. Oh, I love the way that you articulated that. I love the way that you say that that that was said, you know, nugget of gold. Yeah. Watch and listen.

00;57;11;15 - 00;57;21;01
Courtney Ringstaff
In your experience, what is the role of social workers, therapists and other support staff in facilitating better partnerships between parents and health care teams?

00;57;22;26 - 00;57;50;17
Melina Danko
Well, in a word, essential. I don't know how you can effectively practice medicine for children with medical complexity without all these other roles on the team. So, you know, at the very beginning, we talked about, you know, that health care is a team sport and everyone being, you know, sort of identifying the roles on the team and having your patient family at the center.

00;57;50;29 - 00;58;21;05
Melina Danko
But our social workers, our our therapists, whether they be occupational therapy, physical therapy, speech therapy or mental health therapy, our nurse case managers or nurse care managers are bedside nurses all on that team. And we all bring different areas of expertize. We all bring different skills and when we can sort of come together and be aligned and I mean, I think these include all the different roles.

00;58;21;06 - 00;58;56;00
Melina Danko
We've got dieticians, you've got like I could just go on and on about all these different, all these different roles. You are dependent upon each other to be able to make the best plan with this patient and their family. Are you something easy? Like the like the social worker. There is so much knowledge that the social worker has about various community resources, various programs that patients and families depend upon, that they know so much more about those than I do.

00;58;56;03 - 00;59;32;09
Melina Danko
I need them as the physician because they're going to help my my patients family to be able to care for this patient outside of the hospital when they help them to navigate the Social Security disability, when they help them to navigate through early intervention and sort of the schools, the school setting and getting their various therapies through the school setting, all of those things when they're helping them to to navigate the Bureau of Developmental Disabilities and all of these things and access to various foundations that can give them different supports and navigating resources through their insurance company.

00;59;32;09 - 00;59;45;26
Melina Danko
All of these things, the, the, the work of caring for these children is dependent upon all these different roles. And the health care team, I'll.

00;59;47;07 - 01;00;08;17
Courtney Ringstaff
I'll ask this one. And then if you feel like we've already kind of answered some of this, then just let me know. Sure. So how can health care providers help caregivers balance the emotional and logistical demands of caring for a child with complex medical needs? And maybe we haven't discussed this explicitly. I think we've touched on it, but what do you think?

01;00;09;14 - 01;00;42;24
Melina Danko
Well, I think that there's it's important just at the beginning to to help families to feel seen. Right. So much of what they do is is invisible, particularly to the rest of us in the health care system. And so I think sort of acknowledging that and shining a light on that can really go long way. You know, when you are working so hard and you're doing so much because parenting is hard in general, right?

01;00;42;24 - 01;01;19;03
Melina Danko
Parenting a child with complex medical needs, it's next level parenting and just feeling seen can go a really, really long, you know, a long way because, you know, even those of us who care for children of medical complexity and we know this I know this system pretty well. And even I can't fully understand the journey of a parent of a child with medical complexity and technology, dependance knowing what that life is day in and day out.

01;01;19;16 - 01;01;47;10
Melina Danko
So I don't pretend to you know, I think it's really important to say I can't even imagine all the things that you think about every single day. But we can help our families to to feel seen and instead of acknowledge all of that. And then from a very practical perspective and we touched on this, you know, earlier also then sort of asking, okay, what's all the things that you have going on?

01;01;47;18 - 01;02;19;21
Melina Danko
What would be helpful? Right. And then if someone says, I don't I don't even know, then make some very practical suggestions. You know, would it be helpful if my social worker talked with you about transportation assistance? Would it be helpful if, you know, my nurse care manager reached out and got a case manager through insurance, you know, assigned whatever that may be, so that you can try to what logistical demands that they may have that maybe can be sort of delegated out or, you know, again, what resources that you have.

01;02;19;21 - 01;02;28;23
Melina Danko
So it's both sort of very practical things, but then also just helping people to feel seen.

01;02;28;23 - 01;02;40;02
Dr. Anique Hogan
What types of resources or tools have been most helpful in strengthening communication between health care providers and families that you think are important for people to know about?

01;02;41;13 - 01;03;15;10
Melina Danko
So, you know, I think that there's I think this type of communication is not something that is natural or, you know, sort of intrinsic to to everyone. And so I think it's it's it's important for us as people who are committing our professional lives to health care, to to get more training in in this type of communication. And so learning the skills of active listening, because these are skills this is not something you're born with.

01;03;15;10 - 01;03;49;05
Melina Danko
It's something that we can teach. Right? Learning about trauma informed communication strategies, you know, getting very specific training in how to have these different conversations. And so there's many different, you know, training modalities that that you can do. One of the ones that some of my colleagues have have trained us in at our institution is vital talk. And there but there's I don't I'm not an expert on this there's so many other modalities.

01;03;49;05 - 01;04;20;27
Melina Danko
But I think it's it's really important to recognize that in just the same way that you need to learn the pathophysiology of disease. And you didn't inherently know that. Right? Just because we have bodies doesn't mean we inherently know what understand how they how they work. We had to be taught these communication strategies. They can be taught and we need to treat them as a priority to learn.

01;04;20;27 - 01;04;21;20
Melina Danko
What do you think.

01;04;21;20 - 01;04;30;14
Courtney Ringstaff
The future of parent caregiver partnerships in pediatric health care looks like and what steps can be taken today to move toward that vision?

01;04;32;09 - 01;05;11;19
Melina Danko
You know, I. I want to see a I want to see a future where the system responds to the needs of of of patients and families. We know that this population of children, medical complexity has grown really exponentially even in the past decade or two. And so I, I, I've seen just in my career complex care programs, you know, develop in institutions around the country in response to this, to this need.

01;05;11;19 - 01;05;46;17
Melina Danko
And it's beautiful to see where there's a population of children and their families and that that have an unmet need. And there's programs that are developing to respond to those needs. And I'm really excited about what the future of that looks. I also think that with access to information, patients and their families can become more informed to feel to feel more empowered in partnering in that collaborative relationship with their health care providers.

01;05;47;01 - 01;06;18;29
Melina Danko
I want the future of health care to recognize the time necessary to deliver this best care. It doesn't always do that yet, but I am an eternal optimist and I. I look to the future for that to be the case where we develop a recognition. And honestly, some of these families that I have worked with, there is nothing they can't do.

01;06;18;29 - 01;07;14;09
Melina Danko
And so I know so many families who also advocate not only for their child, but they advocate for a better health care system. And I know so many providers who do the same thing. So I want to see health care policy reshape our delivery system so that we recognize and value these longitudinal relationships in health care so that patients and families and their providers can develop these longitudinal, trusting relationships where they can engage in shared decision making to really achieve the best outcomes for these children that we are all committed to serve it.

01;07;15;00 - 01;07;36;25
Courtney Ringstaff
Thank you for joining us on this episode of the Compassionate Care Podcast series. We hope today's conversation has provided you with valuable insights and a deeper understanding of the experiences of families with medically complex children. We are grateful to our guests for sharing their stories and to you, our listeners, for taking the time to engage with these important perspectives.

01;07;37;01 - 01;08;02;16
Courtney Ringstaff
Remember, compassion and empathy are at the heart of effective care, and these stories are a powerful reminder of that. We'd also love to hear from you. If you have any questions, feedback or topics you'd like us to cover, feel free to reach out. You can connect with us through our website or our social media channels. Until next time, keep striving to understand the full picture of your patients lives.

01;08;02;27 - 01;08;26;04
Courtney Ringstaff
Your dedication to compassionate care makes a profound difference. Thank you for listening and we look forward to having you with us on our next episode of the Compassionate Care Podcast series.

01;08;26;04 - 01;08;41;23
Melina Danko
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