00;00;09;03 - 00;00;17;28
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.

00;00;18;12 - 00;00;25;16
Patrice Guzman
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.

00;00;25;28 - 00;00;40;03
Courtney Ringstaff
In each episode, we will hear from medical professionals who work closely with families that have children with special health care needs. They'll share their insights and experiences offering a unique perspective on how to provide comprehensive, empathetic care.

00;00;40;11 - 00;01;06;20
Patrice Guzman
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;15;13
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.

00;01;15;21 - 00;01;19;19
Patrice Guzman
We're excited to start this journey with you.

00;01;21;12 - 00;01;41;02
Nikki Montgomery
I'm Nick Montgomery. I'm the director of strategy and communications for Family Voices National. I'm also the parent of a child who is medically complex in part of my work. I actually get to direct the Center for Transition to Adult Health Care for Youth with Disabilities. So transitions are part of what I do and part of my life experience.

00;01;43;01 - 00;01;57;01
Courtney Ringstaff
Nikki, can you share with us a specific transition experience that was particularly challenging for families and maybe this is a transition experience you went through yourself. Like you said, you're a parent to a child with medical complexity. Or maybe this is an experience that you walked families through.

00;01;59;04 - 00;02;21;29
Nikki Montgomery
As the parent of a medically complex child. I've had lots of transitions, especially from hospital to home. From the nick you when my son was very little from the pic you when he had a track allergy to placed as an infant and then even recently he had RSV and pneumonia just this past winter and the transition home then was really difficult for a 13 year old.

00;02;22;09 - 00;02;34;00
Nikki Montgomery
So all of those different phases and transitions had their own challenges. I guess I was actually surprised at how much harder it was for a 13 year old to transition home, even than it was for an infant.

00;02;34;18 - 00;02;36;07
Courtney Ringstaff
And you tell us a little bit about your son.

00;02;37;04 - 00;02;59;18
Nikki Montgomery
My son, Richie is 13. He has a rare genetic condition called r, y, r one congenital fiber type disproportion myopathy. It is a mouthful, but really it just is a condition that affects his muscles. It's under the muscular dystrophy umbrella. So he's had difficulty from birth with respiratory issues and things like that and is technology dependent even now?

00;02;59;25 - 00;03;19;01
Nikki Montgomery
He also uses a wheelchair to get around, so lots of mobility issues and developmental issues that just come from not being able to move your body around. My son also is autistic and has ADHD, so he's got, you know, a full gamut of diagnoses that we're dealing with day to day. But the medical complexity is probably the most difficult part to deal with.

00;03;20;18 - 00;03;28;19
Courtney Ringstaff
What were some of the unexpected difficulties that families have faced when transitioning from hospital to home care?

00;03;29;00 - 00;03;48;24
Nikki Montgomery
For my own family, going from hospital to home care the first couple of times was the hardest. I remember thinking as I was taking my son home from the nick, you know, they're really going to let us walk out of here with this. So I was terrified. And so all of his care had happened in the hospital setting at that point.

00;03;48;25 - 00;04;14;29
Nikki Montgomery
His first 31 days were in the nick you and then going home just into uncharted territory where there wouldn't be nurses and wouldn't be monitors and wouldn't be doctors I could call on that part was really terrifying and I felt underprepared. I think every parent probably does when they have their first child, but I definitely felt underprepared with the kid, with all the equipment that he had to go home with and the needs that he was showing.

00;04;14;29 - 00;04;24;12
Nikki Montgomery
So that was a terrifying transition just because I felt like, you know, all of a sudden you're plopped out there on your own to parent a kid who has a lot of me.

00;04;26;24 - 00;04;38;08
Courtney Ringstaff
In those 31 days that he was in the nick you did you take steps to prepare your home or were there people coaching you and telling you what to do to prepare your home with the equipment and things like that that you were going to need?

00;04;39;26 - 00;05;00;03
Nikki Montgomery
No one actually told us what the preparation should be to go home with a medically complex child. I had a nursery set up. I didn't know my child was going to be born with the low level of complexity he had. So over the time he was in the nick, you actually would go home and kind of switch some things around and thought about what I would need to have at my arm's reach at all times.

00;05;00;11 - 00;05;18;10
Nikki Montgomery
So I did move things around in the nursery that I had set up in preparation for that. No one tells you how much space supplies take up if you use dummy supplies. So I was not prepared for the number of boxes that would land on my porch every month, and then I'd have to sort through and organize and have ready.

00;05;18;10 - 00;05;31;19
Nikki Montgomery
So that's one piece of preparation. I think most families going home with a child who has medical complexity and and lots of DMS supplies could use that. I think that would be helpful advice.

00;05;33;18 - 00;05;50;22
Patrice Guzman
And as you were transitioning from the nick you to home, did you have anyone assisting you with setting up all of those different services that you would need to utilize once you got home? So setting up the DMS, setting up the different therapies and how did they approach that with you?

00;05;51;28 - 00;06;18;12
Nikki Montgomery
At our hospital we had a great discharge team and so there was a nurse who was assigned to help with DME, who was assigned to help set up in-home therapies. So all of that stuff was really ready and I just had to know what day they were coming and have those kinds of expectations. So fortunately, with a good discharge planner, we could talk and sit down and have family meetings, which we did every week while my child was in the McHugh, and we were able to set up a plan for coming home.

00;06;19;28 - 00;06;25;21
Courtney Ringstaff
Is this the type of support that you offer families now through your agency, like with transitioning home.

00;06;26;24 - 00;06;51;13
Nikki Montgomery
And family places? We actually offer a lot of different kinds of support to organizations that are serving families in every state. But one of the things we specialize in is children with special health care needs. And so in any state in the country, you can find your local family, the Family Health Information Center, and they offer free support and guidance and some peer support for some of those things that I was talking about with transitioning home.

00;06;52;17 - 00;07;01;00
Courtney Ringstaff
Do you feel like your personal experience in this has benefited you in your professional position in helping families transition through the same things that you may have done or similar?

00;07;01;10 - 00;07;23;25
Nikki Montgomery
Yes, my personal experience and expertize is absolutely something I lean on every day. Our work really involves understanding what family's needs are and knowing how to listen to families, and that's super important. In my own journey, some of the difficulties I had were just kind of oversimplifying. I think sometimes in healthcare things can be oversimplified to say, everything's going to be great, you'll be fine.

00;07;24;00 - 00;07;43;21
Nikki Montgomery
And having that peer to peer experience is really helpful to bring into my work because I've been a peer mentor, I've walked side by side with families who are in that journey as well, and that's an invaluable experience when you're thinking about the questions to ask and how to get families to start thinking about what care looks like after a transition.

00;07;45;04 - 00;07;59;13
Patrice Guzman
Based off of what you just said, what advice would you give to future health care providers about preparing families for those transitions?

00;08;01;03 - 00;08;17;10
Nikki Montgomery
I think one of the things that stood out for me is that when we were getting ready to go home with a kid who had a tray and a g tube and all of the things that come with that, I was told at the hospital you have home nursing, everything will be fine. And that in my mind made it very simple.

00;08;17;10 - 00;08;37;11
Nikki Montgomery
And I thought, okay, this is going to be great. It's going to be just like having nurses in the hospital. No one told me that. That comes with a lot of complexity, too. You have people coming into your home, so you lose privacy. You have to trust someone you don't know with your child. You have to manage the schedules and manage quality in your house in a way that you don't have to do in a hospital setting.

00;08;37;11 - 00;09;05;22
Nikki Montgomery
Typically. And so I think that being realistic about what that experience is like and connecting families to the support they need so they can get a real view of that is something that health care providers can do from the outside. It might seem like, okay, yeah, great, they're going to have nursing everything's good, but it's not that simple and connecting them with somebody with the real life experience to tell them what to think about, how to start planning for the future and even how to have hope when things seem really hard.

00;09;05;28 - 00;09;11;15
Nikki Montgomery
It's a connection that health care providers can make for families to make that transition a little bit simpler.

00;09;13;14 - 00;09;21;14
Courtney Ringstaff
In your opinion, what are some of the most critical elements for a successful transition between the different stages of care?

00;09;22;18 - 00;09;44;00
Nikki Montgomery
I think vision is really an important thing to have for the providers and also for families. What does it look like to be successful in this transition? What does it look like to be doing well? What does it look like to be safe? Thinking forward to say this is the goal that I have for my child and then how do we put the supports in place to get it?

00;09;44;07 - 00;10;10;16
Nikki Montgomery
One of the greatest practices I think families can do is care mapping, where you actually map out all of the systems that serve your child and it really can help you figure out where to go to get help when you need additional support and where the gaps are in the supports that you have. So I think that forward planning and thinking is a first step and after you have the plan, you've got to communicate that plan with all the people who are supporting you and your child.

00;10;10;23 - 00;10;29;24
Nikki Montgomery
So if my goal is to keep my child out of the hospital for six months straight, that's a great goal I can set and I can support that goal as a home caregiver. But who's my team? Who's helping to make that real? Anybody who's coming into my home to help provide care. Any other family members who are supporting me.

00;10;30;00 - 00;10;39;27
Nikki Montgomery
There are many people you can gather as a coalition. So first it's coming up with the plan and vision and then it's gathering the team that's going to help you make that happen.

00;10;42;27 - 00;10;53;14
Courtney Ringstaff
I like the thought of the team that you were just mentioning. And and so as health care providers, how can they support that team for that family?

00;10;55;14 - 00;11;18;00
Nikki Montgomery
I think developing the team is a collaborative process where you can work with the provider to say, here's what I'm missing. When I map out what I need for my child, here's what's missing. And the provider can hopefully provide you with some resources to help fill those gaps, but also bring to the table anybody who's your support. I think we all get to define family in the way that we want and need to.

00;11;18;05 - 00;11;40;09
Nikki Montgomery
So bring your family and bring the people who are going to be extra sets of listening ears for you and the people who are going to be hands on with your child. They need to be trained on your child's care, too. So I think that together you can develop what that coalition and that team are going to be for your child and move forward and change out parts and pieces if you need to.

00;11;40;23 - 00;11;51;00
Patrice Guzman
So how can families navigate the emotional aspects of transitioning their children from one care setting to another?

00;11;52;20 - 00;12;15;01
Nikki Montgomery
I think the emotional aspect of transition is huge. Change is hard no matter when when it's happening. No matter what kind of change is happening. So I think understanding that if your child is medically complex, perhaps it's going to be a life full of change. It's going to be a life full of unexpected circumstances and preparing yourself for that in the best ways that you can.

00;12;15;02 - 00;12;35;26
Nikki Montgomery
I think of it like Olympic diving is there's a degree of difficulty aspect of it, right? Like regular parenting might just be a straight off the diving board and into the pool. Done. I do think that parenting a child with medical complexity is adding like a triple loop and a somersault and then another flip backward before you get into the pool.

00;12;36;04 - 00;12;56;15
Nikki Montgomery
And so that degree of difficulty means that you have to be prepared for what that means in your life. So I advocate heavily for families seeking mental health support and getting that up front, and that is actually something I wish providers would do more often, is to say your child is medically complex, let's normalize mental health supports for families.

00;12;56;18 - 00;13;28;12
Nikki Montgomery
It's something that I remarked on in my own journey with my son. For 13 years, I've been taking him to appointments and going through surgeries and ICU visits and all of this. And no one's ever said to me, How are you? And let me connect you with support for you? And I think that's a huge gap because we know if we look at statistics that mental health challenges are actually harder when you're parenting a child who has these kinds of urgent life situations over and over again, it's not a normal quote situation.

00;13;28;22 - 00;13;38;22
Nikki Montgomery
So I would love to see supports in the health care system that really focus on caregiver well-being and caregiver mental health and normalizing that as part of the journey.

00;13;41;25 - 00;13;51;02
Courtney Ringstaff
Are there any resources or support networks that are particularly helpful during transitions, maybe that you took advantage of personally or that you refer families to?

00;13;52;11 - 00;14;13;11
Nikki Montgomery
Yes, I definitely for myself, I connected with a local support group to help me when things were tough. I had family supports too, and friends who were in my corner. And so that team I had gathered became supportive to me, other parents who had similar experiences. So I didn't have to explain all of the back story. They got it and understood what I was going through.

00;14;13;16 - 00;14;32;19
Nikki Montgomery
So I think that's really important. I did mention the family to family health information centers that are in every state because they do offer that peer to peer support at no cost, and that's another resource families can reach out to. Also, your hospital may have lots of different supports. They may have a parent support group, they may have an arts and crafts group, something like that.

00;14;32;19 - 00;15;05;25
Nikki Montgomery
But I think anything families can do to ease the stress and burden on the family itself. And then I also think balancing caregiving within your household to make sure it doesn't all fall on one person is key because that can burn you out so fast and it can be really destructive to family life if that continues. So I think having a plan to have a balanced care coordination within the household and have multiple people participating in care and leading care can be a lifesaver for families to.

00;15;09;29 - 00;15;31;15
Patrice Guzman
Whom you describe a moment that you heard from a family or something that you've experienced where they felt concerned about a transition, that maybe they felt they weren't being understood and addressed by the health care professionals when they express their concerns.

00;15;32;25 - 00;15;52;10
Nikki Montgomery
One example I think of a lot is that families who are transitioning from pediatric to adulthood at around that age of 18. That becomes a period of panic. Sometimes a lot is changing, so there's a lot that's changing at school. If they're going into the work setting, things are changing there. If they're going into day programs, things are changing there.

00;15;52;18 - 00;16;14;03
Nikki Montgomery
So it can feel like all of the systems families have depended on throughout their child's life suddenly drop out from underneath them. And that bottom dropping out feeling usually elicits a lot of panic. I think that also sometimes providers are are trying to be helpful by saying your child can stay with me for a longer, your child can stay with me until they're 26 or 30.

00;16;14;04 - 00;16;34;16
Nikki Montgomery
I do encourage families to think about whether that is the best choice for their family, because there may be situations where you're out of town and you have an emergency and your child is suddenly in the adult world and doesn't have that kind of support. So transitioning over time and planning for those changes over time can help you with the preparation you need to actually get there.

00;16;34;16 - 00;16;55;07
Nikki Montgomery
Instead of it being a sudden moment. I'm also the sibling of someone who had a special health care need. My son has the same condition that my sister had and she passed away about a dozen years ago. But when she became an adult and went into the health care system the first time she had an emergency and had to go to an adult emergency room, she had no idea what to do.

00;16;55;08 - 00;17;13;25
Nikki Montgomery
They had no idea what to do with her. And so it was really a shock to her system to see that nobody is trying to make sure you have communication. Nobody's trying to make sure you have support. Though being thrust into that situation in an emergency was much harder than if it would have been a gradual transition over time.

00;17;14;05 - 00;17;26;26
Nikki Montgomery
So I encourage families to think about those lifetime milestones and be planning for those in advance, knowing that there are big changes that are coming at certain periods in life.

00;17;28;11 - 00;17;34;17
Courtney Ringstaff
What role does communication play and making transitions smoother or more challenging for the families that you're serving?

00;17;35;26 - 00;17;55;24
Nikki Montgomery
Communication is everything. You have to be able to express what your needs are. And this is one particular place that I think families can sometimes shy away from. It's hard to talk about what's hard. It's hard to talk about the barriers. Sometimes that brings up shame. Sometimes it brings up fear. Like, what are they going to say if they know?

00;17;55;24 - 00;18;16;13
Nikki Montgomery
I can't manage this medication plan or this therapy plan? But I think having a care plan that works for your family and the child means that you have to be really honest about what's happening in your family life and what's happening in your world. So you get a plan that works for you and that you can actually adhere to and follow for your child's health.

00;18;16;21 - 00;18;44;02
Nikki Montgomery
So I think communication about challenges and barriers is key and then communication about successes. And I think sometimes we can forget that piece. There's so much going on and sometimes a lot of it's hard stuff. But what's good? Think about that. What's a success? What's happening? That is an unexpected change in victory. Give yourself a round of applause for that and celebrate those and then talk to your team and let them celebrate with you.

00;18;44;03 - 00;19;03;15
Nikki Montgomery
So I think the communication piece is key. And then having that relationship with your provider where you feel comfortable communicating, where you don't feel like shame and fear. I think that's huge. And so hopefully you have a team and you develop a team where you're able to have that kind of dynamic.

00;19;04;14 - 00;19;31;24
Patrice Guzman
That is so true. So often family is when you're in the trenches and you're going through the day to day, you don't realize how much success you are having through your journey. So it is so important to recognize that and like you said, applaud yourself. But for practitioners too to recognize and acknowledge the good, you know, sometimes when you're sitting in a doctor's office, you are just focusing on, okay, what do you need?

00;19;31;24 - 00;19;52;26
Patrice Guzman
But when they recognize these things are successful to you, that gives the parents and the families a little bit of a boost to keep going through the journey. So that's a it's a great point to highlight. How do families advocate for their child's needs during transition and what advice would you give others in similar situations?

00;19;53;27 - 00;20;17;10
Nikki Montgomery
I think advocacy is always about speaking up, and so you have to be watchful of the whole situation. Watch your child. I mean, most of us are trained to do that. How is the child responding to the change? Are we anticipating their needs? But also, what's your whole family unit? I encourage families to not just make a decision that's good for one person in that family unit and throws everything else into chaos.

00;20;17;10 - 00;20;41;08
Nikki Montgomery
Right. You've got to make that whole family unit operate well together. So I think being watchful of the impact of change on everybody in that system is part of it. Advocacy is also about planning. It's about planning and looking ahead and getting the supports you need. And I think that a lot of times families, again, feel some shame and feel some hesitation about asking for help.

00;20;41;17 - 00;20;53;14
Nikki Montgomery
So I think asking for help is one of those key skills that you have to develop and have to be unashamed about because you're doing what you're doing. So your child has the best outcomes.

00;20;54;27 - 00;21;03;01
Courtney Ringstaff
What do you think health care professionals should know about the long term impact of transitions on families and children with medical complexity?

00;21;05;02 - 00;21;27;14
Nikki Montgomery
I think health care providers should know that there's trauma associated with the journey from all the research out there about having a child in the nick, you having a child with medical complexity, there is trauma. I think often we want to bring in the voices of families even in bigger systems change. And we want to say, hey, tell us your story and we're going to use that story and we're going to charge ahead.

00;21;27;14 - 00;22;05;26
Nikki Montgomery
But there is trauma in those stories. A lot of times most of us have experienced things parents shouldn't see. We've experienced a lot of of hard moments. And while they may be everyday moments for a health care provider, they are monumental in our lives and they live in our memory and they live in our bodies. And so I think having a trauma informed approach and saying, I'm going to come in and just ask and be curious and listen is really important for providers to hear what the concerns are that families have, what they've been through that causes those concerns and fears and then plan ahead with them.

00;22;06;16 - 00;22;26;18
Nikki Montgomery
And I can give you an example. My son came out of surgery one time and they were begging him to move him from a ventilator, from one ventilator to the other after surgery. So they they do the ambu bag is what they call it, and they're bagging him. And something was that in correctly in that bag. And it actually put too much pressure in his lungs.

00;22;27;02 - 00;22;45;17
Nikki Montgomery
It stopped his heart. I was in the room. I watched them give CPR. I saw this whole process happen for 4 minutes where he was not conscious. They were finally able to revive him. I'm seeing all of this in real time and reacting to all of this in real time in the room where there shouldn't have been an emergency.

00;22;45;23 - 00;23;03;11
Nikki Montgomery
So this was a medical error that happened in front of me. After that, every surgery he's had, I'm like, I want to know the pressure on your in blue bag. I actually went to the clinical director of the hospital and said, What are you going to do to make sure this doesn't happen to another child? Because the pressure was set wrong on this bag?

00;23;03;18 - 00;23;26;29
Nikki Montgomery
It's a very simple it was a simple problem, but it was something that as a parent, I also wanted to know wouldn't happen to any other parent. So every surgery he has, I'm now coming in with this loaded in my memory, in my body. And that's something I wanted his other surgeons to know. So I share that with every surgeon who's doing surgery so they understand that this is the fear I'm approaching the situation with.

00;23;27;08 - 00;23;44;24
Nikki Montgomery
And I also made that an imperative to actually check in on the clinical processes of the hospital as well. So you can use those situations for good. You can use them to create positive change. But that doesn't mean it's easy to draw out that memory every time you have to do it.

00;23;46;12 - 00;24;02;28
Courtney Ringstaff
Well, I'm so sorry that happened to you. That is incredibly devastating. And thank goodness he was resuscitated. Looking back, is there anything you wish health care providers had done differently to support families during transitions?

00;24;04;22 - 00;24;27;22
Nikki Montgomery
One of the things I think everyone can focus on in the system around families is making sure they understand, giving them information in a way that is easy for them to digest. I think all of us have been at a hospital where we get this, you know, 30 page admission packet. And, hey, read through this when you're sitting around at the moment when you're probably least likely to want to read and absorb something.

00;24;28;02 - 00;24;51;08
Nikki Montgomery
I think making sure families have bite sized information in ways that are easy to consume in ways that are language appropriate for them, including language, translation and interpretation. All of that can change the experience for families. So being an informed advocate means that I have the power to make decisions based on the same kind of information that you have as a provider.

00;24;51;15 - 00;25;10;08
Nikki Montgomery
And that means you have to give me that information in a way that I can use and digest, in the same way that you have information in the way you can use and digest. And so that's been a major part of my journey is thinking about how to make information accessible to families, thinking about how to make it accessible to kids so they can participate in their care as well.

00;25;10;13 - 00;25;19;10
Nikki Montgomery
And I think that's something the health care system can do overall, is make sure information is available and accessible.

00;25;19;25 - 00;25;38;13
Patrice Guzman
How can families manage the logistic aspects? So, for example, medical equipment, medication management, how can they handle that piece of transitioning children between different care settings or stages?

00;25;39;07 - 00;25;58;10
Nikki Montgomery
I think being organized is a skill you have to have at some point, even if it doesn't come naturally to you. So I think you have to do it in the best ways that work for you. Maybe that means setting alarms in your phone for when things need to be ordered or something like that. Some families have the giant planning binder where they keep all the stuff.

00;25;58;11 - 00;26;17;05
Nikki Montgomery
I realize I'm not a binder person. That never worked for me, but I do love a good online medical record. And so you have to think about what works for you and the way that you organize and where you're going to go for information. But for me, electronic works best. For some families, paper is going to work best, but I think recognizing the domains you need to manage.

00;26;17;05 - 00;26;41;12
Nikki Montgomery
So supplies, medications, therapies, treatments, that kind of thing. And then setting that up in your world for a way that works for you. Often people want you to kind of conform to whatever would work for them. But think about what works for your life and your family and figure out a plan to organize based on that. And it doesn't have to be some elaborate, you know, binder it could just be stuff that dings when you need to do a thing.

00;26;41;12 - 00;26;47;04
Nikki Montgomery
And so I think just think about what works for you and work out a plan with that.

00;26;48;20 - 00;27;02;01
Courtney Ringstaff
I was wondering, you said your son is 13 years old. I know that the recommended age for starting to transition to adult care is 14. So have you started that process or is that kind of on your radar and on the horizon for you?

00;27;02;23 - 00;27;19;23
Nikki Montgomery
That's a great question. So I feel like I've been starting health care transition with him since he was five, and I started with some of the basic stuff like Who are we going to see? He has 13 specialists, but let's talk about what each specialist does. We're going to the cardiologist. That's the person who talks about your heart.

00;27;20;01 - 00;27;42;20
Nikki Montgomery
What questions do you want to ask about your heart? These are really early conversations you can have with the child as they're getting closer to that transition age. Now, at the age of 13, he checks himself into his appointments. So I make him go up to the desk. He gives his name, date of birth insurance, etc. I made a sheet for him before he memorized all that so he would have that at his appointments.

00;27;42;20 - 00;28;02;19
Nikki Montgomery
I have him think about what he wants to ask the provider before we get there. I also have him think about his care routine. So because we have in-home nursing, he has a schedule and he can run that schedule. He can tell new nurses what has to happen at certain times. So it's helping him gradually be a leader in his own care.

00;28;02;27 - 00;28;20;17
Nikki Montgomery
So I feel really confident about the fact that I started that already and I feel excited about that. Also, one of the things that I do at work is help lead that center for transition to adult care. So the website we have is moving to Adult Care, Dawg, and there's so many tools that you can download and use for your child for free there.

00;28;20;25 - 00;28;40;03
Nikki Montgomery
So I actually work him through some of those tools and have him help plan his care and think about his care routines in that way. So I feel like I've started early, I hope early enough, but yeah, we're going to build those skills over time and hopefully by the time he's 18 he'll be calling in his own prescriptions and making his own appointments and telling me about the appointments.

00;28;40;03 - 00;28;43;19
Nikki Montgomery
So we'll see how that goes.

00;28;44;22 - 00;28;59;20
Courtney Ringstaff
That's great. And I love to hear that. And I'm wondering along those same lines, do already have your adult providers picked out or is he going to have a say? You know, is he researching those or is his current pediatrician just going to kind of pass them on to someone that's already kind of picked?

00;29;00;16 - 00;29;16;21
Nikki Montgomery
This is a great question. I am not at that phase yet, but I want to be. So, yeah, I would love for him to be a part of the process of choosing new providers. I'm probably going to rely on his current providers to tell me who offers adult care in the region. That is the kind of care he needs.

00;29;16;28 - 00;29;39;02
Nikki Montgomery
And what I would love to do as we get closer to that transition, is have the pediatric and adult provider meet, discuss, transition him in over time so that that's not a rush job at the last minute. And because there are so many specialists that that is going to be something I have to plan for. But yes, I believe he'll be great at choosing a provider and he'll want to know who he's going to have a good rapport with.

00;29;39;02 - 00;29;44;26
Nikki Montgomery
So he's kind of a ham and likes to tell jokes, so he needs somebody who can tolerate that.

00;29;47;02 - 00;30;01;28
Patrice Guzman
Can you share a story where health care professionals empathy made a significant difference during a transition period for either yourself or for a family?

00;30;02;20 - 00;30;24;06
Nikki Montgomery
I feel like I know a lot of those stories and I know a lot of families who are just feel heard. And that's what I hear. I can talk about one of my sons, early transition. He had a provider when he was transitioning from the neck to home who he seemed like a gruff guy. He came into the mic and he looks at my son and he's like, That kid's going to need a training event.

00;30;24;21 - 00;30;46;17
Nikki Montgomery
And I was like, Wait, what? What is this? And it I'm like, I don't know who this guy is. He walked in and this is what he tells me. And so I initially was pretty like taken aback by him and was not sure how I wanted to deal with him. But over time, we built such a good relationship that that trans that transition was actually much easier.

00;30;46;17 - 00;31;03;11
Nikki Montgomery
He'll listen to me. He sat down at eye level with me. He asked questions. He wanted to know what mattered to me. And then we worked on things together. And it got to the point with this provider who he was with until his retirement, I would say, What do you need? I'm the doctor's order. What do you want me to write?

00;31;03;17 - 00;31;24;15
Nikki Montgomery
And he trusted me. So we had built that rapport over time. It started off a little bumpy, but over time we really built this kind of relationship that was mutually trusting. And I think when you can have that, when you can have just an open dialog like that, I think it really does help the relationship. And that relationship was so supportive to me.

00;31;24;15 - 00;31;28;09
Nikki Montgomery
I never had a doubt that I would be heard.

00;31;29;03 - 00;31;47;27
Courtney Ringstaff
So you were talking about how transitions is an entire family affair, and it's not just the person physically transitioning, but it becomes, you know, the business of the whole family. And so what strategies did you find most effective in preparing siblings and the other family members for those transitions?

00;31;49;11 - 00;32;09;18
Nikki Montgomery
I think communication is the answer once again here. When you know what's coming down the road, it's easier to plan. And so some of those transitions are ones you can plan in advance and have discussions about how it's going to alter family life or what we need to do to be more supportive in this period of change. And so I think that's great when there's a transition you can plan for.

00;32;09;28 - 00;32;32;21
Nikki Montgomery
There's also the situation where there's a transition that is unexpected. And so, you know, everything's going along fine and suddenly we have a new health condition we have to deal with or new medications or new treatments or new something. And what does that mean? And I think one of the best things you can do there is make sure everybody who's in the family and in that system understands what to expect when you can expect it.

00;32;32;29 - 00;32;58;21
Nikki Montgomery
Hey, so once I was coming home and they're going to have a new piece of equipment and this is what it looks like and this is what it sounds like. And here's what we could expect together, and here's the help I need from you. And so I think when you can talk to siblings and other family members who are in your circle and get there, get them to understand what's happening and to the best of their ability and in language they can they can digest, I think that's super important.

00;32;59;04 - 00;33;19;01
Nikki Montgomery
I also think that setting those goals with family is really important, too. What do we want out of this? So here's what we're planning on. Getting out of it and sharing those care plans and care goals, I think is something you can do to build really a sense of unity around the person receiving care.

00;33;22;23 - 00;33;35;16
Patrice Guzman
What are some common misconceptions that health care professionals might have about transitioning medically complex children?

00;33;36;02 - 00;34;00;08
Nikki Montgomery
I think there can just be a misunderstanding of the simplicity of things that it's not all medical. So there's there's a lot that happens in a home and in the family that's not just the medical. And so you do have to have a bigger look at the system around a child. This is where I think like your child life specialist and your social worker can be part of a team to think more universally about that impact.

00;34;00;16 - 00;34;20;03
Nikki Montgomery
So I think that's one area where providers can take a broader view and listen to families and listen to the people who are working with families about the whole set of systems they're in. It does not matter if you give a child the right medication and they have housing instability. Right. So thinking about the system that's serving that child is really important.

00;34;20;03 - 00;34;29;16
Nikki Montgomery
And I think oversimplifying or making assumptions about the supports they have in place is also something that providers can do mistakenly.

00;34;33;20 - 00;34;45;04
Courtney Ringstaff
If you could give a provider one message from hearing this episode, what would you want providers to walk away with in their mind?

00;34;46;18 - 00;35;08;06
Nikki Montgomery
My advice to providers to stay curious. Everything's brand new for families as they're experiencing it and providers may have, you know, a 15, 20 year history of dealing with a similar thing. But stay curious about the experience of the family that's in front of you instead of thinking of them like all the families you served with, a similar situation.

00;35;08;06 - 00;35;14;22
Nikki Montgomery
And so approaching families with curiosity and a listening ear I think is the biggest thing I would recommend.

00;35;16;23 - 00;35;39;07
Patrice Guzman
So how have health care providers, different therapists that your child or specialist that your child has had to see? How have they helped you navigate through his education process and how have they supported you? Through through those different pieces as he's gone from pre-K to middle school?

00;35;40;24 - 00;36;04;05
Nikki Montgomery
My son's providers have been super helpful in all the processes I've needed them to push into. So his private therapists have collaborated with school therapists. His team that does his neuro psych exams has collaborated with the school team to make sure that that information gets included in his IEP. So I've had great success with the medical teams and the education teams working side by side.

00;36;04;16 - 00;36;25;08
Nikki Montgomery
Sometimes that happens because the school district is open and receptive to that, and that's not always the case, unfortunately. So when families don't have that collaboration that's already built in, they do sometimes have to push. I'm fortunate that that has gone well in our journey. I also have past teaching experience, so it helps to know the language and to be able to to help push in that way.

00;36;25;08 - 00;36;33;22
Nikki Montgomery
Myself.

00;36;35;22 - 00;36;58;16
Nikki Montgomery
Families shouldn't feel upset, ashamed about the fact the transition is hard. It's going to be hard. It's just going to be hard. And so knowing that it's going to be hard, how can you prepare yourself? How can you prepare your family? How can you take care of yourself during transition. And I do think once again, that self-care is often tossed around.

00;36;58;16 - 00;37;16;08
Nikki Montgomery
And it doesn't mean going to get your nails done, but it does mean sometimes making sure to go to your own physical every year, making sure to take care of your mental health, making sure to connect to the people who build you up. All of those things are part of caring for yourself and as a caregiver, not just a parent.

00;37;16;08 - 00;37;42;13
Nikki Montgomery
Because a lot of times we have to wear both of those hats and also wearing the hat of an advocate, which can take a lot out of you. You've got to be around people who can put something back into you. And so I think the transitions are hard because it can take a lot out of you. But I do think having a team of providers who understand that and who listen to families, they can become one of those positive resources in people's lives.

00;37;42;27 - 00;38;10;20
Courtney Ringstaff
Thank you for sharing that, and thank you for all that you do for families and other agencies that. 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.

00;38;10;27 - 00;38;34;01
Patrice Guzman
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. Remember, compassion and empathy are at the heart of effective care, and these stories are a powerful reminder of what 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.

00;38;34;13 - 00;38;38;16
Patrice Guzman
You can connect with us through our website or our social media channels.

00;38;39;09 - 00;38;48;15
Courtney Ringstaff
Until next time, keep striving to understand the full picture of your patients lives, your dedication to compassionate care makes a profound difference.

00;38;48;25 - 00;39;07;12
Patrice Guzman
Thank you for listening and we look forward to having you with us on our next episode of the Compassionate Care Podcast series.

00;39;09;09 - 00;39;24;28
Courtney Ringstaff
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