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Presentation Notes
Hi everyone! My name is Kaitlin Wittler, and I’m an Internal Medicine and Pediatrics physician, or ‘Med-Peds’ for short. Whenever you see this in a physician’s title, it means they’ve completed both a pediatrics and an internal medicine residency and are typically board certified in both specialties.
Med-Peds physicians have a special love for caring for patients during the transition from pediatric to adult care. Not speaking for everyone, but many of my pediatric colleagues aren’t always as comfortable caring for older teens and young adults, since that’s often the age when patients are transitioning out of pediatric practices. On the flip side, many internal medicine physicians don’t get as much exposure to adolescents and young adults during their training, so that age group can feel unfamiliar to them.
But Med-Peds physicians? We love this age range. We’re trained to bridge both worlds, and we thrive in that space.
Med-Peds doctors can go into primary care (like I do), hospital medicine (often caring for both adults and children in the hospital), or subspecialty training. Many find a unique niche — for example, one of my amazing co-residents completed both pediatric and adult cardiology fellowships and now focuses on adults with congenital heart disease.
We can be a little hard to find sometimes, but we’re out there in many different roles helping patients navigate these important transitions. And that’s exactly what brings us here today—bridging that gap between pediatric and adult care.
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Presentation Notes
Before we dive in, I’d love a little audience participation.�When you hear the phrase ‘transitioning from pediatric to adult care,’ what are some words or feelings that come to mind?�(Invite responses — let a few people share.)
I want to share a quick story. I recently spoke with the mom of one of my young adult patients who transitioned to my care when he was 21. He has very complex medical needs, and I’ve now cared for him for over four years. We were chatting about his upcoming birthday celebration — which I’ll be attending — and reflecting on that very first visit.
I asked her what she had felt before that appointment. Her answer was simple but powerful: ‘Scared.’ She spend most of our first visit (understandably) in tears. She told me that every time she looks at him, she’s reminded of the very first time she laid eyes on him at birth. After 21 years in the same health care system, they suddenly couldn’t access it anymore. She felt terrified of the unknown — of starting over with a new team, a new system, and a new way of doing things.
But fast-forward four years, and together we’ve built a specialized team around him. We know each other deeply, and truly, we’ve become family.
So if words like anxious, overwhelmed, or uncertain come to mind, that’s real — but I want you to hear this clearly: there is hope. Successful transitions can and do happen, and they can lead to strong, trusting relationships in adult care.


Growing Pains

*Advances in medical care mean kids with
chronic or complex needs are living longer.
*However, less than 20% of youth with
special health care needs receive
transition preparation

*Gaps in care can put patients are risk for
health complications and may lead to first

Pediatric  Adolescent Adultcare  adult visits occurring in ER or hospital
care
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One of the biggest reasons this conversation is so important is because medical advances have transformed childhood chronic illness. With better diagnostics, technology, and management, more children with complex needs are living well into adulthood. This is one of the true success stories of modern medicine.
But our systems haven’t fully adapted to this reality. Fewer than 20% of youth with special health care needs receive structured transition preparation. That means most families and young adults enter adult care without clear planning, readiness assessments, or coordinated handoffs.
And this is critical to remember: we’re not just raising children — we’re raising future adults. Preparing them for adult health care is part of preparing them for adulthood itself.
When transitions aren’t planned, gaps in care are common—medication refills lapse, follow-up falls through, equipment orders expire, and care teams lose touch. Too often, a young person’s first adult health care encounter happens in the ER or hospital, not in a well-prepared clinic visit.
The evidence is clear: structured transition interventions improve outcomes, including disease control, adherence, patient satisfaction, and reduced avoidable hospitalizations. This is why thoughtful, early transition planning matters


B T D T
What is transition of care?

The purposeful, planned movement of adolescents and young
adults with chronic physical and medical conditions from child-
centered to adult-oriented health care systems.

* a multi-step process, not a single event
* a positive step and hope for the future
o starts EARLY!
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If we start as either as 12, 13 we can appropriately prepare patients and family members for transition when the time comes


D T o T
Why Transition Matters

*Goal is to not just survive, but to thrive
*Dedicated adult care maintains long-term follow-up for vulnerable adolescents
*Responsibility can shift: parent-managed — shared — self-management
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The reason transition planning is so important is because our goal isn’t simply for youth to survive, but to thrive into adulthood. These young people are living longer thanks to medical advancements, and they deserve a care system that supports them as they grow.
Transitioning to dedicated adult care is a critical part of maintaining consistent, high-quality follow-up—especially for adolescents with chronic or complex medical needs. Without a planned transition, we often see gaps in care, missed appointments, or first visits happening in the ER.
Another key piece is the gradual shift in responsibility. Over time, care should move from being parent-managed, to shared, and eventually, to self-management if/when the young person is able. This builds independence and confidence, and it sets them up for better long-term health outcomes.”



Legal & Decision-Making Changes

«Consent, privacy, and decision-making shift at 18

*Support needs vary; foster independence where possible

*Guardianship is complex, though sometimes necessary.

*Goal is to preserve rights and autonomy whenever appropriate.

Alternatives such as Power of Attorney, supported decision-making agreements, or
consent forms can allow families to stay involved.

*Access to records/communication changes abruptly

Start early, revisit often; involve CMH Social Work as needed
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When a teen turns 18, there’s this big legal shift that sometimes catches families totally off guard. Overnight, they’re legally an adult, which means consent, privacy, and medical decision-making all transfer to them. Even if nothing about their actual abilities has changed, the rules have.
Support looks different for every young adult. Some can fully manage their own care, some need full ongoing support, and many are somewhere in between. Wherever they are, we want to encourage as much independence as is appropriate for their abilities—even if that’s just starting small, like having them help schedule an appointment or explain their medications in their own words.
For some families, guardianship is necessary, but it’s complicated. We want to preserve as many rights as possible. There are alternatives—like power of attorney, supported decision-making agreements, or simple consent forms—that can allow families to stay involved without going straight to guardianship.
One really important point is that access to records and communication changes abruptly at 18 if nothing is set up. Suddenly, parents can’t call the pharmacy or the specialist, or see lab results in the portal, even if they’ve been the primary caregiver for years. That’s why it’s so critical to start these conversations early and keep revisiting them, ideally with help from social work when needed.
I’ll give you a quick example. I had a patient whose mom made an appointment with me when he was 17 to transfer care, but the actual appointment ended up happening a month after he turned 18. She didn’t realize that once he hit 18, legally, things changed. It was my first time meeting them, and it was clear he couldn’t manage his care independently—he couldn’t make calls, manage meds, or understand his results. We needed to get him connected with subspecialists, but because he was legally an adult, the subspecialty clinics had to talk directly to him to schedule visits. He just didn’t have the capacity to do that.
We spent a lot of time during that visit bringing in social work, filling out forms, and figuring out options. We got there, but it took time and caused some delays in getting him into subspecialty care. It was a great reminder that if these conversations happen earlier, we can avoid those gaps.


S . - I
Finding an Adult Health Care Provider

*Finding the right adult provider can be challenging
*Insurance often drives options

-Consider asking about extended appointments during
scheduling for complex needs

Advance communication helps set everyone up for success
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Finding an adult health care provider can honestly be one of the hardest parts of this whole process. There isn’t always a clear roadmap, and a lot depends on insurance coverage, which can limit options more than we’d like. Your pediatrician, subspecialist or CMH SW may have some suggestions for adult care. 
If your child or young adult has complex medical needs, one of the most important questions to ask before scheduling that first appointment is whether the clinic can extend the visit time.
In many adult health care settings, standard appointments are only about 20 minutes—and that’s not because the physician doesn’t care, but because the system is structured that way. For someone with a complicated medical history, 20 minutes just isn’t enough.
Many clinics will allow for extended visits if this is communicated ahead of time. This one step—asking for more time—can make a huge difference in how smooth that first visit goes, and can help avoid feeling rushed or unheard


Questions to Ask a New Adult Health Care
Provider

Access & Communication

How do | contact you or your office after hours?

|s there an on-call team available 24/77

What is the typical turnaround time for messages or refill requests?
Care Team & Support

What does nursing support look like in your clinic?

|s there a nurse navigator or care coordinator available?

|s there access to social work, mental health, or counseling support?
Does your clinic work with DME (durable medical equipment) providers?
Services & Logistics

Where are labs and imaging done?

Are urgent care or same-day appointments available for acute issues?
What hospital(s) are you affiliated with?
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These next two slides focus on a really practical strategy: coming prepared with the right questions when meeting a new adult provider.
Start with access and communication. Every clinic handles after-hours calls, messaging, and refills differently. Asking how to reach the team and what turnaround times to expect sets clear expectations.
Next, ask about the care team and support. Pediatric settings often have nurse navigators, care coordinators, and social work built in; adult clinics may too, but the structure can look different. Knowing what support exists helps families plan.
Logistics matter, too—where labs and imaging are done, urgent visit availability, and hospital affiliations are all important to understand before a crisis happens.



Questions to Ask a New Adult Health Care
Provider

Specialty Care

Do you coordinate care with subspecialists?

Which subspecialists are part of your system?

How do referrals work and who helps manage them?
Transition & Planning

How do you support young adults moving from pediatric care?

Can you communicate directly with my pediatric/subspecialty provider during
transition?

Insurance & Paperwork
Do you accept my insurance?

Who can help with prior authorizations, specialty pharmacy issues, or insurance
questions?
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On this next slide, we move into specialty care, transition, and insurance. Ask how the clinic coordinates with subspecialists, who manages referrals, and whether they can directly connect with your pediatric team during the transition.
Insurance questions are key: Does the clinic accept your plan (this would be discussed prior to the visit during scheduling)? Who handles prior authorizations or specialty pharmacy issues? Knowing this ahead of time can prevent big delays later.”



Making the First Adult Appointment
Successful

Prepare a medical summary to always carry, including:

*Med list, medical history summary, updated equipment/medications.
*Names of current specialists and the diagnoses they manage
*Current medical therapies and allergies

*Critical details (e.g., trach size, feeding plan, favorite show/music)
*Health insurance information

*Emergency contacts

Legal paperwork (medication decision-making, POA)

*Specialty pharmacy information

*Personality/behavioral details of the child

*Optional: condition fact sheets for complex/rare conditions
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One of the most valuable tools during transition is a portable, up-to-date medical summary. This should be something that can travel with the patient to every appointment, emergency department, or hospital visit.
At minimum, it should include the medication list, key medical history, and any current equipment or therapies. List the names of specialists involved and which diagnoses they manage — this helps adult teams quickly understand who’s who.
Include critical information like trach size, feeding plans, allergies, and even personal touches — a favorite show or song can make hospitalizations less overwhelming.
Don’t forget insurance details, emergency contacts, and any legal paperwork like POA or medication decision-making forms.
For youth with rare or complex conditions, I also encourage families to attach condition fact sheets. In adult acute care settings, the team may not be familiar with your child’s condition — this empowers families to be the experts and ensures key details aren’t missed.



Making the First Adult Appointment
Successful

Families can request pediatric/subspecialist join by phone for
discussion
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I wish we could do combined visits, but unfortunately that’s often not possible. Phone conversations, however, can be incredibly valuable. I’ll give you an example: for the complex patient I mentioned earlier, I was sent over 400 pages of medical records. I did go through them carefully, but honestly, when I flipped through them recently, much of it was endless vitals sheets or generic instructions, like what to do in case of an overdose. EMRs are not perfect, and reading records alone isn’t enough.
What really helped me prepare and provide good care was a warm conversation I had with his pediatric clinic provider before the appointment. That conversation gave me context, highlighted what mattered most for that patient, and allowed me to build immediate rapport with a mom who was understandably scared. Being able to say, 'I spoke with Dr. Williams for a long time about you and your son,' brought real reassurance.
I encourage this whenever possible—whether it’s with primary care providers, subspecialists, or anyone involved in the patient’s care. Direct communication helps ensure the best care and makes the transition smoother for both families and providers.



Encourage Youth to Speak at Visits

Start early in pediatrics. Have them answer a few questions directly at each visit.

-Before visits, help them practice sharing their history or concerns in their own
words.

*Normalize stepping back as a parent. Let them answer first, then fill in gaps.
At the first adult visit, providers can direct questions to the young adult, or ask
parents to briefly step out for part of the visit if appropriate
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It’s really important to start early, even in pediatrics. Give your child small chances to answer questions directly at each visit—just a few questions at a time. Before appointments, you can practice at home by letting them share their history or concerns in their own words.
Also, normalize stepping back as a parent. Let your child answer first, and then you can fill in any gaps. By the time they reach their first adult visit, many providers will direct questions to the young adult and may even ask parents to step out briefly.
I had a 17-year-old patient who transitioned to my care over the summer. She told me she was tired of being talked to like a baby. Instead of focusing only on her blood sugars, I asked her to share a personal goal for the next year. She said she wanted to learn how to drive. We reframed her diabetes management as a way to help her safely reach that goal, and I involved our social worker to connect her with a driving program. At follow-up, she was doing much better—and she told me she felt truly listened to.
This is exactly why encouraging youth to speak for themselves early on matters. When their voices lead the conversation, it builds confidence, ownership, and trust



Specialty Care in Adult System

*You may now see separate adult specialists instead of co-located teams
*PCP (primary care provider) is still central provider and can often manage
stable chronic conditions/ issues previously managed by specialist
*Coordination may require more patient/family involvement (e.g., self-
scheduling, tracking referrals)

Families may need to track appointments
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As you move to adult care, you may now see specialists in separate locations instead of co-located teams. Your primary care provider is still the central provider and can often manage stable chronic conditions that were previously handled by a specialist.
Coordination may require more involvement from you and your child—things like self-scheduling appointments, tracking referrals, and keeping a calendar of visits. Staying organized helps make sure nothing falls through the cracks.



Care Coordination / Social Work Support

*Adult clinics often have social workers, care coordinators, or nurse
navigators, but their roles can be less centralized than in pediatrics.

“Is there a social worker or care coordinator | can connect with?”

“|s there a nurse navigator support?”

*Support may include insurance navigation, DME ordering, transportation
help, mental health resources, and connection to community supports.
*Access may require a referral from the PCP or subspecialist.
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Adult clinics often have social workers, care coordinators, or nurse navigators, but their roles are usually less centralized than in pediatrics. I have an amazing social worker, but she’s only in clinic one day a week because she covers multiple clinics. Recently, adding nurse navigators has been a game-changer—they can help with insurance, equipment, transportation, mental health, and community resources.
Families should ask, ‘Is there a social worker or care coordinator I can connect with?’ or ‘Is there nurse navigator support available?’ Sometimes access requires a referral, but the key is to use whatever support is available and advocate for your child.



D T I
Changing Roles for Parents

Parents shift from “managers” — “coaches/supporters”
*Encourage youth to take over some tasks
*Parents remain as strong advocates
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As your child moves into adult care, your role naturally shifts. You move from being the day-to-day manager of care to more of a coach and supporter. Encourage your young adult to take over some tasks—like tracking appointments, speaking with providers, or managing medications—while you continue to be a strong advocate when needed.
This shift can feel challenging, but it’s an important step in helping your child gain independence while still knowing you’re there to support and step in if necessary.



B T 0 . .
Evidence-Based Transition Interventions

SIX CORE ELEMENTS™ APPROACH AND TIMELINE FOR
YOUTH TRANSITIONING FROM PEDIATRIC TO ADULT HEALTH CARE
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We know from a growing body of research that transition of care can be highly successful when it’s started early and approached in a structured, intentional way. One of the most widely recognized, evidence-based frameworks is the Six Core Elements of Health Care Transition, developed by Got Transition and supported by the American Academy of Pediatrics, the American Academy of Family Physicians, and the American College of Physicians.
This model outlines a clear timeline that ideally begins early in adolescence—around ages 12 to 14—with transition policy and readiness assessments, then moves into individualized planning, transfer of care, and finally integration into adult care. Studies have shown that programs using structured transition processes improve outcomes, including increased rates of successful transfer, better appointment adherence, improved self-management skills, and greater satisfaction among youth and families.
The key takeaway is that transition isn’t a single event—it’s a multi-year process that benefits from evidence-based structure.”


Key Takeaway Points

*Transition is a process, not a single event. Starting early and planning sets the
stage for success.

*Preparation matters. Youth who receive structured transition support have smoother
transfers, fewer care gaps, and better health outcomes.

*Partnership is key. Youth, families, pediatric teams, and adult providers all play a role
in building a coordinated bridge.

‘Empowerment builds confidence. Gradually shifting responsibilities helps youth
develop skills to manage their own health.

*Success is possible. With thoughtful planning, families can move from pediatric to
adult care with continuity, confidence, and support.
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www.gottransition.org
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Got transitions is a national initiative to support transitions into adult care. There are amazing resources tailored to providers, parents and young adults on the website. 

http://www.gottransition.org/
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