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Bridging the Gap: Supporting Healthcare Transitions for Students with Disabilities
An NTACT:C Webinar – April 3, 2025 
So, welcome everyone to today's webinar sponsored by the National Technical Assistance Center on Transition: The Collaborative.
Today's topic is Bridging the Gap: Supporting Health Care Transitions for Students with Disabilities. It's a panel discussion. My name is Michael Stoehr, and I work at the National Technical Assistance Center on Transition: The Collaborative, out of the University of North Carolina in Charlotte.
And we will briefly be introducing the rest of our panelists in a few minutes. So today, after we go through our introduction of panelists, we will talk just a little bit about why this is an important presentation. Then we have this broken down into sections. Today, we will first start with an overview of healthcare transitions for students with disabilities.
And then we're thrilled to have a highlight of an effective practice strategy that's being used in Oregon, and it's looking at video storytelling. We're thrilled to have a family member of an individual who has specific healthcare needs and disabilities.
So, Sheila is going to be presenting with us. And then following that, we will have the perspective of one of our YETI members—our Youth Engagement Transition Initiative at NTACT: The Collaborative—Elizabeth Stout, who's going to talk about the perspective of healthcare transitions from her lens as someone with healthcare issues who has gone through the transition process.
After that, Tim from Wisconsin is going to talk a bit about the importance of engaging school nurses in healthcare transition and transition planning. And then lastly, the last two sections—I’m going to wrap it up by talking about how best to incorporate healthcare transitions in secondary transition planning, primarily from the education lens. And then, final tips and takeaways.
So with that, we’re going to turn it over and let’s introduce our panelists.
Yes, excuse me. My name is Karen Benson, and I am the Health and Education Program Manager with the Oregon Center for Children and Youth with Special Health Needs.
Great. And hi, I’m Lydia Dennehy. I’m a resource specialist and parent partner with Oregon Family to Family Health Information Center.
My name is Sheila Harris, and I am the panelist and the mother of a special needs child.
Right. Well, my name is Samhita Ilango. I’m a senior research and policy associate for the National Alliance to Advance Adolescent Health and Got Transition.

Great. Welcome. Hi, I'm Tim Markle. I'm director of the Youth Health Transition Initiative out of Wisconsin. We are a project of our Title V, as well as a collaboration with the Waisman Center, University Center for Excellence in Developmental Disabilities. But most importantly, I'm a dad of a couple of kids with special healthcare needs.
Great. Welcome, Tim. And last but not least, Elizabeth.
Hello, I'm Elizabeth Stout. I am a young adult with epilepsy and diabetes and am a member of YETI—as an advocate for youth with a variety of disabilities as they are making the transition to adulthood.
Great. So welcome, panelists. We are thrilled to have you all here to share your expertise, knowledge, and some advice for folks.
So with that, I'm going to turn this over to Samhita.
Thanks, Michael. So just to start us off with a definition of healthcare transition. We refer to it as HCT sometimes, and it's the process of moving and getting ready for healthcare as an adult.
And the idea is to, over this process, improve the ability of the youth or the young adult to manage their own health and healthcare effectively, and use health services. So it's really specific to moving from that child model of care to an adult model of care.
And as many of you probably know, healthcare transition is a really important area in terms of the other areas of transition, which include post-secondary education, employment, and independent living.
And Michael, if you just fast forward a little bit so we can get the graphic...
Oh, sure. Sorry. Thank you. Let me get your last circle in. There you go.
No problem. Thank you. Yeah, I just want to show that—conceptually, when you think about it—health and being well is really important in terms of these other areas like employment, independent living, and post-secondary education. But often, that health piece is missing.
And there’s not a lot of attention given to that healthcare transition process. So, um, the things that we want to take away from today’s presentation is just the importance of health as it relates to these other areas—helping students learn about their own conditions and needs and medicines, how best they can manage their own health and use healthcare, and then how they can plan to transfer to adult health care.
Next slide. Our website, gottransition.org, is a really good place to find some resources.
Specific to healthcare transition for students with special healthcare needs—if you go to our website, on our homepage we have a “Resources and Research” tab at the top.
If you hover over that, you'll see a section for School Health. And within that, we have a dedicated section for Special Education.
And I'll walk through two specific resources that you can find on that page.
Next slide, please.
The first resource I want to draw your attention to is a healthcare transition readiness assessment that our team completed with extensive input from special educators, city officials, and families in Washington, D.C.
And this readiness assessment can be used with an IEP and help reveal knowledge gaps and areas that can be worked on as it relates to healthcare transition.
And then, the companion piece to this healthcare transition readiness assessment is a sample goals cheat sheet—which is kind of like pre-worded goals that can be used in the transition plan of the IEP.
And these goals can be practiced and used over time to see how these skills grow.
And Michael will go to the next slide where you can actually see the readiness assessment.
So here it is. I'm sorry if it's a little too small, but if you use the QR code—or I’ll drop the link into the chat—you can get the full picture.
But it's a PDF where you can complete this readiness assessment—either you with your student, or the student on their own as part of the IEP process.
And it starts off with information about personal care and communication supports and accommodations.
And then you’ll see this middle section where we have a scale from zero to 10. And these are scales of how important it is, and how confident a youth or young adult might feel, about transitioning to adult health care.
And we also have a section on “My Health” and “My Medicines.” Those two sections are skill-related.
And the idea is that the student completing the readiness assessment can mark “Yes, I want to learn,” or “No,” to any of these skills. There’s no right or wrong answer—it’s just a way to gauge their knowledge and comfort with some of these skills.

And these can be used primarily when creating goals—especially when you see someone mark “I want to learn” or “I don’t know.” That can be a good starting place for a skill to work on.
And we also have this translated into Spanish on our website if that's helpful for you.
Next slide, please.
Here is that sample goals sheet, and it corresponds with the readiness assessment. So, in the left-hand column of the sheet, it says “My Health,” and those directly correlate with the readiness assessment section on My Health.
And we've drafted sample goals in the right-hand column here. So you'll see, for example—I'm kind of going down like six rows or so—if the skill that you want to work on is knowing the name of your doctor, then if you look at the sample goal we have: by the end of the IEP cycle, the student will input their doctor’s contact information on their phone, and be able to name and identify their doctor in their phone when asked, with whatever percent accuracy.
Obviously, these can be modified. They’re just ideas—a place to start—depending on the needs of the youth.
And similarly, there's a section just like this for the “My Medicines” portion of the readiness assessment.
Next slide.
And just to wrap this up, we’re really excited that over the last few years, we’ve seen a lot of excitement from states that want to grow healthcare transition in special education settings in their state.
So, with the support from the National Center for a System of Services for Children and Youth with Special Health Care Needs, we’ve been able to convene a learning community to elevate the importance of healthcare transition planning for students with disabilities.
And you can see we’ve highlighted the states that are involved in this process. The orange states are those that have been working on this since 2022 with us. It’s been a really awesome process, and we’ve gotten some traction, which is great. We’ve also been able to start a new wave of a learning community just this year.
If you see your state highlighted on this map, it would be really awesome to connect with them. These are Title V states, and I’m sure if you reach out to Michael or anyone at NTACT, or to us at Got Transition, we can potentially put you in touch with folks in your state who are working on this.
And yeah, with that, I’ll hand it off to Karen.
Thank you.
Great, thank you. Let me go ahead and move over to Karen.
So again, my name is Karen Benson, and I’m with the Oregon Center for Children and Youth with Special Health Care Needs. We lovingly refer to ourselves as OCEAN, because the rest of it’s a mouthful. And we are Oregon’s Title V public health agency tasked with serving children and youth with special health care needs.
Several years ago, we were trying to figure out ways to highlight the family voice—and really illustrate the need for cross-systems care coordination—and how the current system sometimes burdens families with needing to retell their stories over and over.
And so we wanted to figure out a way to elevate the voice without needing to burden the families even more.
Through brainstorming and creation, our team came up with the idea of a video interview with a family. We’ve used this in a variety of ways. We made the video about two and a half years ago, and it’s been shown to a number of small groups across the state, as well as some folks in the national collaborative who are looking at different ways and possibilities for use.
Some of the things that we discovered—on why this is a really valuable tool for us here in Oregon—is that it gives us a way to frame discussions about youth or children with special health care needs.
We can have a discussion. We can go into a certain scenario with a group of people, and we can show the video, and now everybody has a common story and a place of understanding. So everyone in the audience has a common reference point that we can now use for brainstorming, looking at systems, and having discussions.
It really illustrated the importance of cross-systems care. As the family shared their incredibly complicated life and all of the needs of the daughter in the video, it just showed how important it is for families to have this kind of collaboration.
And that the parent is often the one who fills the role of care coordinator—but they’re not trained to do it. It’s just something they’ve lived into. And so it really helped us illustrate the need for trained care coordination and for the systems to work together—because the parent didn’t always know that the systems could talk to each other, so she didn’t have to be part of every single conversation about her daughter.
One of the very important pieces that we've discovered is it allows families to tell their story in a less stressful situation.
They can share their story when they're not asking for anything in return. They don't need a change in services. They don't need a new wheelchair. They don't need sympathy. They just want to get their story into the public sphere so that people can understand what life is like for them in their home.
They have time to think about what they want to share. There's no urgency.
And then we, as professionals, can share their story again and again without needing the family to retell it over and over, which can be burdensome—and sometimes traumatic.
For certain families, the history in their family is something hard, and they don’t necessarily want to relive those early diagnosis days over and over.
And on that same token, it allows us, as the professionals, to think and reflect when we hear these stories—because we're not in the moment, reacting to what the families are facing right now or trying to fix something urgently.
Instead, we can step back, look at the whole picture, take a systems-level approach to the issues, and have a larger conversation about what these families are using and needing.
We’ve ended up using this video a number of times. For example, we met with school nurses and showed the video, and the nurses started a discussion around: “How could we support Shakhari in our schools?”
And it was a fabulous discussion that led to numerous smaller projects—just from nurses thinking about how they could better support families. That’s been fantastic.
Next slide, please.
So, as we’ve been doing this, we actually have enough traction on our first video that we’re in the process of making a second one—with another family.
In the original video, Shakhari is 14 and just starting her freshman year of high school. Our next video is going to feature a younger child—I believe he’s in late grade school—and it’s going to be a Spanish-speaking family.
Our plan is to do the video in Spanish and have translated subtitles for when we share it, because we’ve had so many people who want to see the video.
Some tips that we have—if this is something that’s interesting to you—and please feel free to contact us at OCCYSHN for more details, we’re happy to have bigger conversations about what we’ve found works and what doesn’t.
We feel it’s really important to have a strong relationship with the person you're doing the interview with. The family needs to trust the interviewer. That allows the family to be very honest and straightforward with their answers.
And their previous relationship also allows the interviewer to make connections and kind of tease out deeper responses from the family.
It’s very important to gain informed consent around the video. Be clear about what the video will be used for, who’s going to retain the rights, and where the footage will be stored.
We don’t have a public link to the video, and we don’t share the link with other areas. We invite them—we’ll host a video session and share it with people—but we don’t just send out the link for everyone to use at their discretion.
It’s also important, if you’re able, to pay the parent for their time. They spend a lot of time and effort making the video, and it’s important that we honor their contribution, especially considering how the video will be used.
Have a clear and established goal and focus for the interview. Work with the family to understand what they’re hoping to get out of it. Make sure they understand what your organization hopes to use the video for. Make sure those two visions align—or figure out how to make that work.
A five-minute-long video is going to look very different than an hour-long video. Our full video is about 12 minutes long. I’m going to show you about two minutes of it in a moment.
But we’ve discovered that’s a really great length. We can host an hour-long workshop or discussion session, show the full video, and have a really robust conversation around it.
Write the questions, share the questions, and practice them ahead of time. Rehearse as much as possible so that everyone is really comfortable with the questions and the story.
Feel free to change things so that both parties are comfortable with the outcome.
Practice using the technology ahead of time so that everybody's really comfortable, and then make use of editing software. This doesn’t need to be a one-and-done video.
Sean, you'll see that ours is a very simple setup. We recorded a Zoom interview between Lydia and Sheila. And so, it’s simple. They recorded it several times, found the best parts, and then used editing software to condense it down to about 12 minutes long.
A couple things to note as you watch the video: if we were doing a full discussion about the video, we’d have kind of a big introduction, and we’d ask you to look for things—what stands out to you.
Some things to notice in this part of the video: Shakari was just starting her freshman year when they made it. It was recorded in October of 2022. She was 14 years old at the time and lives with her mother, who's a full-time caregiver. Sheila, the mom you’ll meet in just a moment here, also wanted us to share that Shakari was diagnosed with Down syndrome at nine months and with autism at age four.
Shakari is nonverbal. In the full video, we talk more about some of the details of the health conditions she faces. This section highlights the need for transition and cross-system care coordination.
Okay, go ahead and play the video there, Michael.
And then, you and I have talked, and I know that Shakari gets some developmental disability services through the county?
Yeah.
Have you worked with the case manager on how to work with the school, or has the case manager come to an IEP meeting?
No. Me and the caseworker work one-on-one, but the caseworker has never gone to the school.
And is that something that you think would be helpful?
It would be very helpful—for the first time, if it happens—to have the case manager, as well as her doctors, be on board for this IEP meeting so they can get to the bottom of how to best help Shakari.
So you're kind of bringing together a team to support her?
Yes, that sounds great. Because it sounds like the school year has been a rough start, so you need to—
Yes, very satisfied.
Yeah. So we talked a lot about Shakari, her past school, and her current school year, but I do want to check in with you. How are you doing?
This has been a lot for you.
Yes. Yes, this has been—and it has had a tremendous impact on me.
I am not able to work. I'm not able to work a regular nine-to-five job. You know, I have to be on call just in case I need to pick up my daughter or go out to the school concerning my daughter. I have to—because she now needs 24-hour care. She is solely dependent on me right now.
I take her to her therapies and whatever else she has going on. And it has impacted me emotionally, physically, and mentally.
And economically too, it sounds like?
Economically. Oh yes, yes.
Yeah, I know as well.
Okay, well thank you so much for sharing a little bit about Shakari, your life, how schools might be able to help you, and how they’ve helped in the past.
Thank you.
Thank you for having me.
Yeah. And then—so we're going to move on and now actually meet Sheila and Lydia, who did the video. So hang on one second, you're going to mute. I’m going to click.
And they have questions that are going to pop up as they have their discussion. So hold on one second, let me move that slide. And ladies, you are on.
Great. So, Sheila, it's been a couple of years—how are things going?
Things are progressing well. Hi everyone, I'm Sheila Harris, the mother of a special needs child, Shakari, and I am always in communication with everyone now—nurses at my daughter’s school, the staff at the school, my daughter’s doctors, and her case managers.
Because people in the programs change or retire, I am the one that keeps all the pieces together.
But there are some changes that have been, like, positive, right? So, like, you're getting case management from a different system now?
Yes, yes. Now she’s in inclusive classes half of her day. We have switched to Children’s Intensive In-Home Services case management, which is CIIS. She is allowed to stay in that program through age 20. Her medical team is on board—including social workers and our primary care team—so they’re working together.
Excellent. Great. So, for the future, what are you looking at for the next couple of years or five years out?
Oh, I am looking into places. For the future, which include a high school transition program.
Guardianship, applying for adult SSI, possibly switching to the brokerage for case management.
And I'm still not sure about the guardianship—how that would affect me being her paid caregiver and, you know, the adult version of the SSI.
There are pieces that you're still balancing and trying to figure out.
Yes, ma’am. Yeah.
Okay, so what's been helpful for you in the past couple of years—or in the past? What's working now, or has been helpful?
Working with the DSP. And going out into the community, having help.
DSPs—as in Direct Support Person—which I'm also. Or PSW, Personal Support Worker. I'm both.
Having help to keep me on track with what's going on.
Yeah, and to make sure that you have a chance to work or do things for yourself too.
Yes. Yes.
All right. What else is helpful?
Being able to coordinate—communication with peer support organizations, resources like working with you, Family to Family, and Project of Hope.
And FACT Oregon. These are all resources that have been a great help for me.
Having that peer support.
So what's been hard? What's still hard?
Being a single mother, not having all the pieces together to make life stable for me and my daughter.
Not being informed. And being able to maneuver and navigate paperwork, and getting support people to help me.
My daughter—she’s been missing a lot of school due to illnesses and her behavior.
And I’ve had decreased sleep and—you know, trying to get her doctor’s appointments, get them all scheduled together. Someone’s not here, this one just got to be over, get a—how do you call it—referrals.
Referrals, yes, yes.
Yeah. All of these things impact me—going to work and being able to pay bills.
I need permanent, consistent help.
Understood.
All right. So you've been doing this for a while. What advice have you got for other families?
Yeah, wow. Get in tune with your doctors.
Therapists—about what’s going on. Participate in early intervention.
Get to know the other parents, because they will have support or resources that you may not know about.
Tools to help you work with your child. They will also know other organizations, because it’s a word-of-mouth network. And also last but not least, collaborate. Collaborate with other parents, because they may have something that might work for your child, as well as you might have something that would work for their child.
Yeah, I know you’ve helped a lot of other families, so I’m glad that you’re getting help and support from families too.
I am too. Yep.
And maybe take care of yourself so that you can take care of your kids too. I'm jumping in there on that one.
Thank you. Yes. Yes, ma’am.
All right, I think we’re done with our questions.
Thank you.
Thank you.
All righty, thank you all so much—and Sheila, for sharing your story, and Lydia for helping to facilitate the discussion.
And really great words of wisdom. Thank you so much for sharing.
Thank you so much. Thank you for having me.
It’s been a pleasure, really. We appreciate you.
We’re now going to move—switch gears slightly—and I’m going to turn this over for the young adult perspective.
And Elizabeth, hello, my friend. Let’s go get some of your insights as a young adult with healthcare issues and someone actively involved in helping other young folks through YETI.
And I don’t know—I mean, before we get started, maybe just give a little background on kind of what you do now, what your path was. I think that might be helpful for folks to hear.
Sure. So I right now actually am working for the VA. I am a public health professional after finishing my master’s at the University of Michigan last year—and after four years of undergrad.
And because I discovered the exciting components of public health due to my disability—and that advocacy is a great way to find your career.
And so I’ve experienced quite a few transitions related to education—from going to high school, to undergrad, and then to grad school—and now being a full-time employee. And healthcare has certainly gone along with that.
The transition component of going from having a bunch of pediatricians—pediatric providers at multiple healthcare facilities—to then moving all the way over to the adult side, which was quite a transition.
So let’s just look at the first question. So, looking back when you were in high school—and also through college—and you had an undergraduate and a graduate career in college…
What supports or resources helped you the most with transitioning into your job now and also accessing adult care and living independently?
One of the biggest things that I luckily was able to utilize was actually my family.
And part of that is because I have two parents who are medical providers themselves. So they were able to give me assistance on the healthcare transition component.
But what I discovered through that is that there are components of transition that—it’s a lot easier to learn about from people within the healthcare system.
So it certainly would not have to be your parents, but there are professionals who have a strong understanding of how that transition works and are really great resources.
I also utilized quite a bit through—in Michigan, we have what’s called the Family Center, which is for children and youth with special healthcare needs.
And they have a bunch of resources related to the transition process—such as a toolkit that has suggestions on when you can start the process, tips for making it a smoother process.
And the biggest thing I learned in all of this is that there are quite a bit of resources out there.
I’ve used a lot with Got Transition over the years, as they certainly have great resources. And those applied both to me and my family—because the healthcare transition is something that everyone within your family is going through.
What supports were there in high school and/or college that really helped you?
And I guess I’m just thinking of their education staff or health staff or on the college campus, disability services. I don’t know if you can talk a little bit about that?
Personally, I actually didn’t use a lot within the education component.
Other than—I did find out that in undergrad, we had kind of a campus—not really like an actual provider setup or anything—but we had a place on campus where you could go if you were sick or something.
And then I learned that they also could help you with things like scheduling appointments and calling in for prescriptions.
And that it wasn’t just, “Oh, I sprained my ankle, have to go over and talk to someone.”
But that healthcare is such a broad component of your life experience, and there’s a bunch of ways that you have to be involved with it.
So—I was not someone who, back in high school, had an IEP, for example.
But there definitely are still resources within schools that can make it easier.
Even something as simple as learning how to talk to your professors if you're going to be out for a doctor's appointment or something like that.
That you need to let them know—and what’s the appropriate, professional way to do so.
Great. Thank you.
If you could have changed anything about how your healthcare education was handled, what would that be—or what would those things be?
The biggest thing I would have changed is having it be more integrated into understanding.
As was mentioned earlier, oftentimes when you're making the big transition to post-secondary education—or to employment, or whatever you’re doing afterwards—healthcare frequently is not discussed, even though it's part of that.
I learned that at the same time I was going off to college, I needed to do things like—
“Oh, I’m not going to be able to have my parents bring my medications all the time.
I’m going to have to find a pharmacy where I’m living.
I’m going to have to learn how to call in my prescriptions.
I’ll be making my own appointments, figuring out how to get to them when appropriate—
or, if necessary, calling my parents to go to an appointment with me.”
And even just—as I was mentioning—the fact that if it’s going to be you who’s talking to your professors when you’re not going to be in class for an appointment, it’s not going to be your parents calling the school anymore and picking you up.
You have to figure that sort of stuff out independently.
Okay, I’m going to miss this class—I'll talk to my professor to see how I can make up what I missed.
Since you have so much more independence as you make the transition out, it’s helpful—but at the same time, it can be kind of scary.
As that sense of pressure falls on you, like—“Oh wow, a lot has changed. How do I manage everything that has changed at once?”
What advice would you give to other young folks with special healthcare needs as they're preparing for life after high school—whether they’re going on to college or work? What would your sage advice be, Elizabeth?
The biggest thing when it comes to transition—and especially healthcare—is to start early with the transition process.
So that it’s not this falling-off-the-cliff moment where you go from your parents or provider doing absolutely everything, to it all suddenly being your responsibility.
Even things like—start being the one who answers questions a couple of years before you have to fully transition.
When your provider asks you something, don’t automatically turn and look to your parents and say,
“What do you guys think?”
After all, it’s your body. You’re the one experiencing it. You know best what’s going on.
You can start to do things like fill out forms.
Schedule appointments.
And it helps to start early—when you still have those resources available, if necessary.
If I was filling out a health history, for example, and thought, “I have no clue about this,” I could say,
“Hmm… Mom, do you remember blank?”
And then it’s a lot easier when you still have those people around to help you get started.
So later—when there aren’t as many resources available—you can be more well prepared.
And kind of adding on to that—don’t be afraid to ask questions and utilize resources, because there are lots of them out there.
And no one’s going to be perfect at making this difficult transition.
So don’t feel embarrassed if you don’t know how to do something, because healthcare is a very confusing situation.
Even as someone who has studied health—it’s still very confusing.
Especially when you bring stuff like insurance into it.
So true. All right, thanks, Elizabeth.
We're going to move on to a couple of slides just with some tips for young folks. Let me move to the next one.
And this is talking—you hit on this a bit just a minute ago—but this is for a young person to really understand themselves.
You can talk a little bit about this slide.
Yeah. So, as I was mentioning—it’s really important for youth to have knowledge about their own healthcare situation.
Part of that is having a brief health history.
That includes things like if you had surgeries, what kind of medications you used to take—
and even things that happened before you actually remember them.
That was the hard part for me—I had some health situations that I certainly have no recollection of, but they’re still important to know.
You want to know all the different diagnoses you have—and have a sense of when they started.
That was a really hard one for me too— “Mom, when did my epilepsy begin?”
Because you’re going to have to put that sort of stuff in when you’re filling out your forms.
Know how they’ve also changed over time.
For example, my epilepsy went from being complex partial to simple partial, and that was an important thing for my providers to know when I made the transition.
You want to know allergies, including if that’s to medications—it’s an important thing for your providers to know when you make the transition.
Have a basic knowledge of your diagnosis.
And that doesn’t mean going all the way to the complicated health side of it—or the science side, so to say—but know the basics.
For instance, I understand that epilepsy is related to electrical activity in my brain that is not quite fully under control, so to say.
You want to know all the different providers that you are seeing.
And that can be hard if you’ve been in multiple systems.
At one point, I had three different healthcare systems I was seeing providers within.
So make sure you know all of them and how to contact them—that’s a big one.
Know all your medications—and all the dosages—including what each medication is for, when you take them, and how much you take.
Another big one is all your insurance information, including how it will change—
because you’re going to have to go off your parents’ plan eventually.
And that can happen at different times.
If you’re starting a job, it might start right when you get that job and get a new insurance plan.
Because—boy—is the insurance world confusing.
And that’s another thing where it helps to start really early—understanding what’s the difference between a copay versus when you're making an upfront out-of-pocket cost sort of situation.
Great. And then another slide. So that was what young folks really need to know and have a good handle on—and maybe have it written down somewhere.
But with self-advocacy—and I know that's big with YETI—it’s also something you’ve had to do in high school, in college, and now on your job site.
If you want to talk a little bit about this slide, Elizabeth?
Yes. The most important part about self-advocacy, for me, is the idea that you are working to represent your own health needs and make sure that they are being supported.
As I mentioned earlier, it’s your health. And although—even if you're not a medical professional—you still know what you're experiencing and what your goals are.
And that was a big one for me—knowing that my providers might know what’s best in terms of my medical needs,
but it’s important to still act as an advocate and say,
“Let’s make these decisions together.”
Because they aren’t going to know exactly what I want or fully understand my situation.
So we’re going to be a team on this—not just me sitting there and listening to whatever is being mentioned.
And it’s really helpful to start early with that.
That’s also how you can gradually take on more responsibility.
Like I mentioned earlier, you can start with little things—when your provider asks questions, you can be the one who answers the smaller questions.
Eventually, you move toward handling the bigger decisions.
This past year, I had the opportunity to try a new medication for my epilepsy.
And I said, “Yes, I’m interested in trying this, but I want to stop one of my other medications because I don’t want to be on four different epilepsy meds.”
And that might not have been what my provider would’ve thought of on their own.
But I was speaking up for myself—because that’s what I wanted to be doing.
And again, it’s really helpful to be an advocate if you have the correct information about your health.
That supports this idea of being a team.
That you know how to advocate for yourself and aren’t just always deferring to your providers.
Also very importantly—there’s the role of physicians, parents, and other healthcare staff in supporting self-advocacy and shared decision-making by youth.
Because it’s really hard if the youth feels like no one is listening to them.
Even though it’s their body and their life, other people still want to be the ones making the decisions.
And just because you’re older than me, or went through medical school, or have some other special training—doesn’t mean I can’t be involved.
So it’s a lot easier, once again, when it’s that team component—everyone working together.
And Elizabeth, last week the YETI folks were at an event, and a couple of the young people there had health issues.
One of the things they brought up was how, when they go into a physician’s office or other appointments, the doctor or professional just talks to their family member instead of them.
I think you were hitting on that in this last piece.
Yes. And that’s a situation where I was actually very lucky, because my parents told me to be the one doing the talking.
Even when the provider would try to talk to my parents, they’d say,
“Elizabeth, you can answer that question. This is your situation.”
Because I probably wouldn’t have spoken up independently—I have a tendency to hold back if given the chance.
That goes back to using some of the resources you can have.
Even if they’re just small things—like I started writing down a list before my appointments of what I wanted to talk about and what was important to me.
Because I found it was a lot easier if I could look down and say,
“Oh—those are my goals for today. That’s what I want to cover.”
It’s a lot easier when you go in with a plan.
So even if it’s not a complicated resource—just a sheet of paper and some planning—there are lots of ways you can work toward that self-advocacy.
Once again, don’t be afraid to ask for help—but also speak up.
If you’re not getting the chance to advocate for yourself, that’s something that really needs to be addressed.
Great. Thanks so much, Elizabeth.
We really appreciate you being here today—and I know you took time off from work to share your insights and advice. Thank you so much.
Glad to help.
And with that, we’re going to move into another important set of folks in this whole healthcare transition puzzle—looking at the important role that school nurses play in this process.
With that, it turns over to Tim. Tim, you’re on.
Thank you so much. I’ve just so enjoyed listening so far to everybody and learning from them—this has been fantastic.
So, one of the things we learned in Wisconsin is that—as you all know—systems are complicated.
And it’s important to find champions—people who can help move things forward.
So when we were looking at incorporating healthcare transition into individual education planning and post-secondary transition planning,
we tried to figure out: who could be those champions? Who’s important to have involved in the process?
And we focused on school nurses.
The first thing we did was meet with our school nurse consultant at DPI,
and we learned about this unique skill set that school nurses have.
They understand the day-to-day education side—working with teachers and how schools function.
And they also understand the healthcare system.
They have this unique dual perspective—and that’s not found in other professions within the school system.
So we wanted to promote them and utilize them for their unique value.
We encourage school nurses to get involved in IEP planning and transition planning.
It was amazing when we found out how many students were transitioning to adulthood with significant or complex health needs—
and the school nurse wasn’t even involved in planning how they were going to learn, manage their day, or manage their needs once they left school.
So we encourage school nurses to become involved—when appropriate—in those IEP meetings and the transition planning process.
We also looked at what school nurses—because of their skill set—would be especially good at.
And Elizabeth mentioned a lot of these:
How do you ask your doctor questions? How do you talk about your symptoms?
I loved how she said, “I don’t need to be a medical expert on my diagnosis, but I need to know enough.”
School nurses are in a great position to help students learn how to “know enough.”
They can help them learn how to fill prescriptions, how to take their medications.
Often it’s a transition from the nurse administering the meds to helping that student understand what they’re for—
how to take them—so that when they leave school, they’re prepared to manage their medications on their own.
What we don’t want is a drop-off at the end of high school for students who depend on healthcare.
We all need that continuity—consistent healthcare delivered from high school into adulthood.
We also talked to school nurses, and they said, “Hey, we already have these things called nursing plans.”
They’re often called Individual Health Plans—or IHPs.
Well, if a student has a health plan at school to help them be as healthy as possible,
what parts of that health plan should continue into adulthood?
They’re not going to stop having needs. They’re not going to stop having health issues just because they graduate high school.
So what have we been learning?
What have we been using to keep students safe—like emergency care plans?
They need to understand those. What does that look like in their adult lives?
These are all areas where school nurses are uniquely positioned to support students.
Next slide.
What we did—in collaboration with our Department of Public Instruction and our educators—
is we built a website.
We said, “School nurses, you are so important in this healthcare transition work—you deserve your own website.”
So we built them a site. We included resources specifically for nurses and for educators.
We added an information sheet that we developed in partnership with Got Transition.
And we’re working on a video series—what is healthcare transition, and why is it important?
We’re also collecting healthcare stories—showcasing how nurses have helped students with healthcare transition.
These stories show the impact nurses have on families and their futures.
We’re really excited about this.
Every month, the school nurse consultant sends out a newsletter to all the school nurses, and she said,
“Hey, can you write an article each month for the newsletter?”
Absolutely. So every month, there’s a reminder about healthcare transition.
And there’s a reminder of how important nurses are to students with IEPs and 504 plans.
At first, she would invite us to meetings—like, “You’ve got 15 minutes to tell the new school nurses about your program and why it matters.”
We loved that. We took full advantage of it.
Now we attend the Wisconsin Association of School Nurses Conference—we exhibit and share resources just for nurses.
And because we’re positioned at UW, we also get to partner with UW Health.
One of our projects this year is a quality improvement initiative around helping students with diabetes gain better control.
The endocrinologists at UW Health partnered with school nurses—and brought us in from youth health transition.
Together, we looked at a readiness assessment—how could it help?
We also looked at what was within the school nurses’ capacity.
We know school nurses are busy and have a lot to do.
So part of this project was asking: What’s the time commitment? What kind of engagement works? What can they realistically bring to this?
And how do we best engage them?
They’ve done a fantastic job—figuring out how long the assessment should be, what kind of resources they need to provide, and how to better engage students.
And being part of that project has helped youth health transition learn even more.
About how can we engage school nurses in ways other than diabetes care. So it’s been a fantastically exciting project.
Thanks so much, Tim, for sharing your resources and the project regarding engaging school nurses. Really appreciate it.
And we're going to move on now and talk about, alright, so we have all this wonderful information and I think you've heard some themes here. One of self-advocacy for students and youth with special healthcare needs, with disabilities. But also this collaboration and coordination piece. We have a lot of folks on today's webinar from a variety of different fields as well as some youth and young adults and family members.
But how do you incorporate this into planning around secondary transition? Now, while this section is going to primarily talk about special education for the folks in vocational rehabilitation that are on the call, or in other fields, the IDD system or mental health system, think about your own systems and how to coordinate these healthcare pieces into those. Fields that you're doing, the reports that you make, and how you're engaging with that young person and their families.
We continue, unfortunately, and I think you were hearing this in the discussions today, to have these multi-professional silos for transition. And when we look at this slide and look at team partners around secondary transition, it can be really, really overwhelming. And this slide used for a number of years, but it just kind of gives you that scope of you have that young person in their family and there are all of these myriad of people that could be involved with that young person, you know, from education, special education folks, general education staff, occupational therapists, physical therapists, speech therapists, the school nurse and their role in this. If that young person has issues around mental health or behavior supports. What supports are there? And then looking at those areas that help to support competitive integrated employment.
Our partners from vocational rehabilitation and what they're doing around pre-employment transition services. Again, to support those outcomes that Samhita had mentioned that we really look at for transition, going on for further education and training that's going to lead to competitive integrated employment, and then how to live as independently and successfully and engaged in your communities. And how does health play a role in that?
So I think it is important to figure out, okay, how can we coordinate this in the best manner?
So I'd like to just take a couple minutes and talk about moving towards this idea of an interprofessional mindset. When we think about all these puzzle pieces and how they fit together, you have education, you have employment, you have that engagement in the community, you have health, you have other agencies. How to make this mesh and how to make it be as effective. To have this be person driven and have that individual and their family actively engaged in this process.
So I really like kind of this model. And this was something that actually came out of the World Health Organization a number of years ago. But it's moving from this idea of multi-professional to interprofessional. Multi-professional is really just you're sharing the experiences, you're providing reports, but there's no expectation of really interactive participation, decision making. That true collaboration.
If we move in this process of secondary transition with folks in education. Working internally within education. So all of those different areas of education, special education, general education, the guidance counselors, the school nurses, the various therapists, occupational, physical, speech therapists. How are they coordinating and understanding that young person? But then all of those outside entities too—in the medical field, the doctors, the clinicians. And then looking at the other support agencies like vocational rehabilitation, like the IDD system or the mental health system.
How are they intersecting? How is there joint decision making and sharing of information?
So part of this too is that one, it's individualized for that young person, that student. And it really should be person-centered or person-driven and collaborative. And really sharing that expertise so that that young person and their family have a really good foundation and understanding about what's going on.
They should be, if you go and talk to that young person or their family, be able to be very well versed in what's happening in school, what's happening with their doctors and making these transitions from pediatric to adult care. What is their engagement as they're preparing for competitive integrated employment? What is that engagement with other professionals that are helping them to be as successful as possible?
So keeping that focus and those outcomes. And then taking in consideration where does healthcare and understanding healthcare needs fit into this process.
As we continue with this, ask yourself, and again, ask yourself this as an educational professional, a therapist, a school nurse. From VR side, from the agency sides, IDD folks, mental health folks. What is it that we're actually doing to support this young person? Is it meaningful and will it help that student achieve their goals once they leave high school and move on?
Right. To ultimately that competitive integrated career path they want. What supports do they need for further education and training? And how are they going to live as independently and successfully in their community as possible? And then how does that health impact that success?
When we think about these considerations around health and education. And then we look at the individual education program or the IEP. These are all areas that could be addressed that have a direct correlation to healthcare. So self-advocacy that we've talked about and self-care, but then also looking at communication. And what techniques or what does that individual student use to communicate? If it's a student with more complex support needs, what is their communication method and how are they easily able to be understood by that young person's engaging with?
But also really being able to self-advocate and speak up for yourself, as Elizabeth mentioned. Sometimes that can be really difficult. Understanding the assistive technologies and accommodations. Looking at their understanding of everybody working with them and other types of considerations like those financial considerations and benefits.
So when you think about this list, and then you think about what happens when we consider secondary transition planning. Looking at activities and services, as well as the work that is done by other professionals outside of special education. How is that being collaborated and coordinated and are these items hit upon?
I want to share this slide too, and this is kind of that transition 101 for what happens in education systems. For students that have IEPs. And this is based on the Individuals with Disabilities Education Act or IDEA. And in that, these are really the steps that a young person with a disability that has an IEP that then also has a transition plan.
And depending on the state you are living in, that transition plan could be mandated at 16, which is what is in legislation. In IDEA, the IEP year that that student turns 16, but it really depends on your state. So again, if you're kind of new to transition, finding that out, if you're a family member or a student, because it could be as early as 12. Florida, for example, they start their transition process at age 12. But a lot of states also start at 14. But again, understanding that, but starting as early as possible and considering these areas of transition that best support that young person are really important to have that understanding for both that young person and their family.
So first of all, looking at assessment, and we're going to spend a minute talking about that. Understanding for that young person what their strengths are, what their needs are, what their preferences and interests are. And that leads then into really that young person understanding what they want to do with their future. And again, back to those post-secondary goals. So going on for further education training. Competitive integrated employment and the pathways to get there, and then looking at those independent living areas.
Based on those post-secondary goals, then identifying over that IEP year what's going to happen that's going to help that young person best prepare to go on to the future. So for example, in Elizabeth’s case, she wanted to go and work in public health. So that was a process of really thinking about, okay, what are the requirements for that job? It's probably going to be to go beyond just undergraduate to graduate school. What supports are needed to do that? And what experiences would help her in that piece?
Once that is also figured out, then looking at the classes the young person's involved with or the courses of study. And then looking at that process of coordination, and we've been talking a lot about that, but how is that young person, their family, aware of who are those outside agencies, organizations? How is that healthcare being provided to help them in this process?
And then last but not least in that red box, looking at their measurable annual IEP goals. That are those things that that student works on to best support them during their IEP year to be successful. It's those things that that student is working on based on those areas of need. So those could be academic, like help with reading, writing and math. To be organizational. But as you're going to see in the case study we're going to talk about in a few minutes, it could also be directly related to that student improving their healthcare understanding or their outreach or their communication skills.
So we're going to use this case study of Caroline. And Caroline is a 15-year-old 10th grader. She's interested in becoming a cosmetologist and going on to a career in technical education program. She does have some behavioral health concerns in the classroom and also when she is riding the bus to school. She has a positive behavior support plan. She also has a learning disability. So she has some issues with both writing and math. And she has medical concerns. She has diabetes. She does enjoy art and she is actively engaged in sports.
So as I mentioned, if you think back to that chart that we showed of the transition process, one of the first talked about age-appropriate transition assessment. It's important really that the student is engaged in a way of looking at where they currently are based on their interests and preferences. What they want to do with their future. But then also looking at where they currently are academically, behaviorally, and in all those self-care areas.
So when we look at assessment and gathering this information, it's really doing those interests and preference types of activities that also include actual community-based experiences that help that student gain knowledge. It’s then helping that student develop those goals for what type of job do they want to do someday. So say they want to go into culinary arts. They love watching the Food Network. Okay, great. They want to be the next Iron Chef.
What does that take as far as additional training? Can they be involved in programs in school, like in a vocational technical training school or a career tech ed center? Or are they going to wait until they graduate to go on to some type of technical school or a college that's offering the training to go into the culinary arts?
And then looking at independent living. What skills do they need to be successful? And those could include organizational skills, communication skills, as well as those self-care and health skills.
And it’s then looking too at what is that young person going to work on this year and where are they currently functioning?
The important piece about this is that gathering that information—this should be individualized for every student. And it should be a process that takes place over time. And from the health perspective, and Elizabeth hit upon this when she was talking about really understanding her epilepsy, right? That changed over time, and having that information and knowledge of that was really important. And again, having that discussion as you look at that whole composite picture of that student.
So as we do this assessment, the next piece is really to develop meaningful goals. And really helping that young person and working through—because I’ll hear this all the time, especially as a student first enters transition—and again, those states that start transition, say at 12 or 14, students are still in middle school. And it’s like, well, they don’t know what they want to do. And that’s true, right? But that’s part of the transition process. It’s to help that young person explore.
Explore what options are out there, explore what their interests are, and then really help them to explore what it takes to obtain a job in that area. What training they need and what types of activities and things they should be involved with while they are in school.
On the health piece of this, it’s looking at how would that impact a job? I had a young man that really wanted to work in a carpentry cabinet-making shop, and he had pretty significant asthma. So this did become a question of concern because it was hot, it was very dusty. And it was like, all right, what types of things need to be in place for you to be successful? What self-care do you need to have in order to be successful in that particular occupation?
The other thing too with this is once that student starts to look at different careers that they want to do—say it's in the medical field, you know, and they're watching the latest—and I’m not really hip to the latest medical shows on TV—but they're on, and they see and they really would like to be a doctor. Maybe academically that is not where their best strength lies. But there's all these other career paths in the medical field that they could explore. So it’s really having that more broad general look at, okay, you have an interest in helping people or in the medical field or in the food service area.
Then taking that information and really helping that young person define what direction they want to take while they’re in school and then what they need to do once they graduate, if it’s further education and training to get that job and to live in the community successfully.
So when we look back at Caroline, and we think about her post-secondary goals, given her background—when she had a goal in enrolling in post-secondary education training in a cosmetology field. She wants to be employed in that field, and she has a goal of living independently after graduation.
She also, as we mentioned before, she does have an issue with diabetes. And with this, when she has low blood sugar levels, it causes her to be irritable, frustrated, non-attentive, disorganized. Conversely, high blood sugar levels—it’s that same thing—but she also becomes very impulsive and non-responsive. So those are some concerns around health for her. And she also, as we mentioned, has some behavioral issues. So we talked about a functional behavior assessment. And this was done to see what those triggers were that kind of set Caroline off. And really how to have her work on her own understanding and develop that skill set so that she didn’t become real upset. Or as it says there, you know, escalating to swearing or acting out.
So it was really looking at what triggers and then what strategies Caroline could use to be successful.
So I’m kind of fast forwarding. What we’re really talking about—and back to that individual education program or the IEP—this would be all in those present ed level sections. I think it's important too that it's a really good picture of that individual that you're reading when you look at those present ed level sections of the IEP.
And when I used to do trainings with teachers—and I’ve read thousands of IEPs—I would often say, if I have the present ed levels, I should have really that good composite of that young person, understand their background, understand what they're currently working on, what their post-secondary goals are, and what they're working on to get there during that academic school year, as well as long range until they graduate, exit high school.
So when we look at Caroline, these are her needs as you’re looking at this screen. So one of them is looking at her developing alternative replacement skills for her behavior when she gets agitated when things aren’t going right. It’s also to improve her organization skills. As we mentioned, she has some deficits in written expression. And working on those. And then the other thing too was looking at her ability to track and monitor her glucose sugar levels, because she really wasn’t great with that. And then that also kind of fed into some of these behavioral concerns that she was having. So how best for her to balance that so she can be as successful as possible when she graduates.
So these were some things as far as prioritized needs. And again, it's kind of that needs section.
And now I’m just kind of moving on, looking at transition itself. And this is just an example of kind of those areas that need to be included in an individual education program—in that IEP somewhere. This is just one example that a state uses. And I am also going to say as we go through this, every state does this slightly differently. And then with school districts being really a self-control area for the school districts, these may all look differently, but the concepts themselves are the same across the country.
So we look at, on this slide, her employment goal, again, was to get a job in cosmetology. And then the classes she’s taking are the classes that are going to help her graduate, including an art class. She’s really interested in art.
When we look at some of the activities that she's involved with, there’s things such as counseling to help her with coping strategies, monitoring, replacement skills, organizational skills. But then, as we mentioned before, this is an activity in her IEP—is helping her monitor and track her blood glucose levels. And this may be—as you glance over there with who’s responsible—it was Caroline, in consultation with that school nurse, in consultation with the family physician, right? And looking at that.
So that was a really quick little brief transition 101. But as we’re getting ready to wrap up—and I know Stephanie is here—we would like, as we're wrapping up, and we will take questions if folks have those. But we do have an evaluation for today that you'll be receiving through the email tomorrow from Zoom. But Stephanie will put this into chat in a minute. We’d love you to complete that for us. And again, the PowerPoint for today—you can find on our website, transitionta.org. And you can download that. And it’s great to access it that way because all the resources are contained there.
I want to leave with a few takeaway tips and then we’ll see if there’s any questions that y’all may have as we’re wrapping up today’s webinar.
So some takeaway tips—and I think we’ve all been talking about this, all the panelists, which I greatly appreciate you all being here, sharing your expertise today. But one is to start early and empower those young folks. Begin this conversation about healthcare transition in middle or early high school or even before then, in elementary school. And then support that young person in learning their health history, their medications, and how to best self-advocate.
It’s also important—and we went through talking about kind of those interprofessional collaborations—that folks understand each other, regardless of what your role is. Do you understand what all the other players are doing? And most importantly, does that young person and their family understand those?
Looking at including health and transition planning. Looking at the resources that Got Transition talked about. Their readiness assessment. Incorporating practical health goals into the IEP, especially for students with chronic healthcare conditions.
A few more—engaging your school nurses. Years ago, I worked in Pennsylvania, coordinated their secondary transition program for a number of years. And we extensively worked targeting professional development for school nurses. A lot of what Tim was talking about, we did years ago, but it was important because it brought them to the table. And I think it’s so important in transition planning for success to occur as students go on so they are successful in life with jobs and careers and living independently in their communities.
We talked about today, too, looking at what they were doing in Oregon regarding leveraging video storytelling. And Sheila talked about in her engagement—it was so powerful—and sharing that with other families, how important that is. So thinking about ways that you can do that. And that was from the family voice, but you could very easily have someone like Elizabeth do that from the youth voice and share those out.
And then really encouraging self-determination and choice with students to have them actively engaged in this process.
Again, the PowerPoint—and Stephanie will probably put that link back in also. And she just did, reading my mind—you can find it on our website, transitionta.org. That will take you there. It is available.
Today’s webinar will also be available in about a week and a half. We’re going to close caption it and then it’ll be posted on our website, transitionta.org.
With that, we are wrapping up. I’m not sure if folks have questions. We do have a couple minutes. If you do, if you want to put those in chat—our panelists, if you want to unmute—I appreciate you all joining us today. Your expertise.
So take those cameras off. Let’s see everybody. It was great information shared. And I really hope folks take this and use it in your work.
So I don’t know, panelists, any further comments as we look to see if there’s just any other questions from folks?
One little thing that I forgot to actually mention is another thing that I had to consider was the not being able to drive component. And therefore, that dictated part of my plans as well. I had to go to college in a city—it’s a place that had public transportation. And it probably didn’t make much sense to go all the way across the country from any family members and not be able to be close to anybody. So even things that might not seem directly health transition still can be related to health and therefore important to consider.
And I think even with your job now—we’ve had this conversation now with the changes in your job—that you’re going to have to go back more full time on-site. You’ve got to look at moving places because you don’t live real close.
Even after you’re out of that true transition phase certainly does not mean that the healthcare components do not continue to be part of making transitions.
Yes, whole life transitions happen all of your life. And they’re still happening for all of us. And then you have kids, and they have transitions. But you still have transitions.
Exactly. All righty. Well, thank you all. I’m not seeing any questions. So again, thanks—Lydia and Sheila, Tim, Karen, appreciate you, Samhita and Elizabeth. Thanks for being with us today on this presentation.
Y’all have a great rest of your day. Take good care.
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