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Presenter
Presentation Notes
The department of health and human services recommends a structured transition plan and studies show that successful health care transitions are linked with improved health literacy, better long-term health outcomes, adherence to treatment plans, increased self-care and increased quality of life. When the healthcare transition is well planned and has active participation between the patient, their guardian and healthcare team it decreases the time from pediatric care to their initial visit with their adult care provider.   A timely transition is linked with improved quality of care and decreased costs for consumers. 
 
There are two steps that that occur during the healthcare transition process. There is the transition of care which is not a single event but a gradual process where we walk alongside the adolescent to build the necessary skills to be their own health advocate and navigate health systems in preparation for the transition. This process begins in early childhood and occurs over years into adulthood. The second step is the actual move to a new healthcare team. Today I’m going to talk to you about the first step, how you can support your child through the transition process.
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Presenter
Presentation Notes
The CDC defines health literacy as the degree to which individuals have the ability to find, understand and use information and services to inform-health related decisions and actions for themselves and others. Health literacy is a stronger predictor of health than ager, income, employment status, education level or race. Poor health literacy is linked with poor health outcomes, increased healthcare costs and increased mortality rates (APA). Promoting health literacy is one of the best ways to support someone through a healthcare transition and we start by Teaching them about their medical history, conditions and treatment plans.  This is done through encouraging adolescents to become active, engaged participants in their health care. Communication and engagement in the real world this looks like encouraging the adolescent to speak directly with their medical team and allowing them to answer questions during their visit.  Encouraging them to ask questions, express their concerns and/or preferences during their healthcare providers. You can also encourage them to make their own appointments with you next to them, refilling their medications and reviewing their insurance information. This can also be practiced at home between appointments to increase comfortability and doing this for multiple years will ensure skill mastery. It is also important for adolescent to understand confidentiality. This can be done by creating a safe place for confidential conversations with a healthcare provider to build trust and encourage adolescents to discuss sensitive issues. Stepping back while still supporting shows your adolescent that you trust them and that in turn helps them trust themselves. 
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Presenter
Presentation Notes
As supporters and advocates as their guardian it is important to act as a liaison to help the adolescent communicate with healthcare providers to ensure their needs and wishes are understood and considered. Modeling respectful communication with the healthcare team this is another great way for adolescents to build the confidence needed to navigate the healthcare system. In addition to making appointments and refilling medication, navigating the system includes helping them navigate legal, healthcare and insurance systems. Especially when the adolescent will need continued support into adulthood. Our goal is to promote advocacy not autonomy, while the goal is autonomy as we are doing the work of the transition planning we are guiding and modeling advocacy and teamwork. 
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Presenter
Presentation Notes
Adolescents is marked by the desire to be independent and the brain is maturing rapidly building the synapses that will instill future health behaviors and actions. Once of the reasons I went into adolescent medicine was because adolescents is a prime time to instill healthy thoughts and behaviors due to the development of the frontal lobe during this time. When we support learning and independence at this time, their brain is literally wired to continue it in the future. 
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Presenter
Presentation Notes
The got transition program created by the National Alliance to Advance Adolescent Health is the gold standard for guiding someone through a healthcare transition and is endorsed by the AAP, AAFP, ACOP. They recommend starting the conversations about healthcare transitions around the age of 12 and assessing readiness and planning steps around the age of 14. I mentioned earlier that transition planning starts in early childhood by small steps that independence and confidence. This is done through talking about health, their future and encouraging age and developmentally appropriate chores, volunteer work and work we are equipping them for the highest level of independence that they can achieve. Childhood to early adolescents we are building the foundation for when the real work starts.
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Presenter
Presentation Notes
Based on the got transition program there are some fundamental goals that we want to do prior to the transfer to adult care. If there are more complex health/developmental concerns we have additional goals to ensure a safe, effective transition. Let’s talk about how the goals align with our advocacy and empowerment framework I mentioned earlier and some practical ways to apply them. 
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Presenter
Presentation Notes
Healthy literacy is fostered through the goals of talking about and understanding our medical history, medications, discussing alcohol, tobacco and drug use and developing and maintaining a health passport. Lets take a closer look at each of these.



TRANSITION PROGRAM & Children’s Mercy

KANSAS CITY

Medical History and Condition: B_e' ublelto descnbe my medical
diagnosis and history.

As you get ready to switch fo an adult doctor, it is very importance to know your medical history
and conditions. Be sure you know and tell you adult doctor.

(O  Your medical condition(s):

(O List of your medication(s):

Health Literacy:

Y/N  If youve had any surgeries, when they were:

O List of vaccinations you've received:

Medical History

(O  Anyadllergies you have:

You can talk to your current docfor to get this information, or look at your medical history
on the patient portal. Keep the information in a place that is easy for you to find.

This is where 1 will keep my information:

% Children’s Mercy | Built for kids: T
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Presenter
Presentation Notes
You can use this form to talk about overall health history and prepare for what may be asked when calling to make an appointment or during an appointment with your healthcare team. It is helpful to understand and describe their medical diagnosis(s), symptoms and treatments for each diagnosis. It’s important to update this after a new diagnosis, hospitalization and medication change. 



Health Literacy:

Medications
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TRANSITION PROGRAM Children’s Mercy

KANSAS CITY

. . - Be able to name what medications | take. It is important
to give a list o anyone involved in my health care.
Provide an updated list of your medicines fo your new doctor(s), school nurse, and college campus
health clinic. Make sure you know the following:

* The name of the medicine. (some are brand name, some are generic) \
¢ The dose you take and when you take it.

» You can find this on the label of the medication.

» You can also ask your caregiver.

* How the medication affects you and your medical condition.

» A pharmacist or your doctor would be a good persona to ask how
your medication affects your body and medical condition.

UNDERSTANDING YOUR MEDICATION BOTTLES

Phamacy nome and address Doctor’s name

Phamacy phone number

Number used by the
pharmacy to identify this
medication for your refills

Prescription fill date

Person who gets this medication

Insfructions on how much and
how often to take this medication

SARAH JONES
TAKE ONE CAPSULE BY MOUTH
THREE TIMES DAILY FOR 10 DAYS

MName of medication and
strength of medication

Number of refills before
certain date

Copyright € 2023 The Childrers Meroy Hosphal All fights reserved.
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Presenter
Presentation Notes
Not only is it important to know what medications you’re taking and why you’re taking them. It is important to talk about the dose and frequency of medications. This can be done through learning how to read a medication label and how to request a medication refill through the office or pharmacy.



TRANSITION PROGRAM Children's Mercy

KANSAS CITY

B\ Explain how these could affect
Alchohol, Drugs and Tobacco: my medical problem.

H e a I th L i te ra Cy : Using drugs, alcohol, or tobacco products can:

* Harm you.

*  Make your medical problem worse.

AI CO h O I y D ru g S & * Change how you react or make decisions leading fo car or other accidents.

* Having unsafe sex that can lead to an infection or unplanned pregnancy.

TO b a C CO * Changes in your blood sugar (if you take diabetes medicines).

* Breathing problems and damage your lunges if you vape.
* Bad breath and problems with your teeth and mouth.
Talk with your provider about how drugs and alcohol can impact your medical condifions. Only fake

medications that are prescribed for you. Be sure your provider knows any over-the-counter medications
you are taking. Even over the counter medications can cause problems.
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Presentation Notes
Understanding how use of alcohol, drugs and tobacco/nicotine could affect their medication condition and overall health is an important skill to develop health literacy and understanding how our habits can affect our overall health and well being. 
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TRANSITION PROGRAM % Children’s Mercy

KANSAS CITY

My Health Passport: Create and keep a copy in my wallet
or copy it to my cell phone.

What is a Health Passport?
* Personalized document where you can keep all your medical information.

* Useful for when you go to a new doctor, complete a health form,
or visit an emergency room.

This is what the
Health Passport
looks like. Scan
the QR below to
downloade the file.
Office Phame:
Ertar Spadalng
R itk e DEE o O]
Offica Phone: T
Contact: Contact Phone: 285 -
i contact Phame:
Iebe spactic fost nesults| e st st rasults] cbe spacic teat resutts]
allerges:
Company:

Copyright © 2023 The Childrents Mercy Hospral Al ights reserved.
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Presentation Notes
The health passport is a document that contains all relevant/current health information. It is good to have at appointments with new doctors, when completing health forms or an ER visit. They can also be kept electronically. 
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Presenter
Presentation Notes
Communication and Engagement is fostered through the goals of perfecting the 3-sentence summary, obtaining emergency care and asking for help, knowing contact information for caregivers and emergency contacts and navigating the patient portal proficiently. 



Communication &
Engagement:

3 Sentence Summary

£8 Children’s Mercy | uilt for kids:

TRANSITION PROGRAM ﬁ Children’s Mercy

KANSAS CITY

3 Sentence Summary: ::;er::‘:::’ m:"b:p"::v:::‘:d problems

What is a 3-Sentence Summary?

The My Health 3-Sentence Summary provides some tips on how fo describe your health and
current needs in about 3 sentences.

This skill is really important when you meet your new adult health care providers or when you don't get fo
spend too much time with a health care provider. Affer you give your summary, your provider will typically
have questions. This doesnt mean you've forgotten important information; it just means you've given
enough information that they can now focus on what's important fo you during the appointment.

How Do | Use it?

Sentence 1: My age, diagnosis and brief medical history
Sentence 2: My freatment plan
Sentence 3: My question/concern to talk about during the visit

Example:

1. Hi, my name is Sally Butamol. 1 am 16 and have asthma. | have been hospitalized twice,
but not in the past 5 years.

2. 1 have been taking Ventolin and Flovent since 1 was 3.

3. | am here today because | can't run anymore. | wheeze too much and can‘t breathe.

Now it’s your turn:

Practice with the health care providers you see the most.
Ask if your 3-Sentence Summary is correct and includes all the important information.

Sentence 1:

Sentence 2:

\Senfence 3:

Copyright © 2023 The Childrers Mercy Hosplal Al ights reserved.
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Presenter
Presentation Notes
The 3-sentence summary helps us learn how to describe our medical concern for that particular appointment and pertinent history in 3 succinct sentences. Now this takes practice! I have trouble doing this sometimes! Sentence 1- my age, diagnosis and brief medical history. Sentence 2- my current treatment plan for that diagnosis. Sentence 3 my question/concern for this visit. It looks like this: Hi my name is Rachel Whitfield, I have a history of asthma. I have been hospitalized once for my asthma but not in the last 5 years. I take Ventolin and Flovent and have been on those since I was 3. I am here today because I can’t exercise anymore because it is hard to breath, and I wheeze. 



TRANSITION PROGRAM & Children’s Mercy

KANSAS CITY

Ask my doctor and care givers to give me
a list of signs that mean you need a doctor
or nurse to check on you.

Emergency Care and

Asking for Help:

In Case of Emergency:

* Ask your doctor and care givers to give you a list of signs that mean you need a doctor or nurse
to check you. Also, ask what signs show you need emergency care.

Signs that | need to see a doctor: Signs that | need to seek emergency care:

Communication &
Engagement:

e Who fo call in an emergency:

» Make a list of people fo call in an emergency and their phone numbers. This may include
parent, guardian, sister, brother, doctor, and others:

| |
E I I l e r e I l C ‘ a re / AS kl n *  iPhone users: Add these names and phone numbers to your Contact List. Then, click on
"Add to Emergency Contacts”

* Android phone users: Go to the app store and download Medical ID
fO r H e I [Free) Contacts. Open the app and add these people.
» Scan the QR code for more information on how to add emergency contacts.
»  Let each person know you list them as an emergency contact,
@)

@)
O

¢ Know where there is an emergency room near you. One way is to fype
in “"Emergency Rooms” fo Maps or Google Maps. Be ready with this
before an emergency staris.

¢ Practice explaining your health condition. This will help when you feel ill.

£8 Children’s Mercy | uilt for kids:
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Presentation Notes
Having a document that outlines what to do in case of an emergency, a list of people to contact during an emergency and identifying those people in cell phone contacts can be helpful if someone is incapacitated or in too much distress. A conversation with them about signs and symptoms that I should go to the doctor for and go to the ER for. This improves health literacy and make us overall better consumers of health care by keeping healthcare costs down. 



Communication &
Engagement:

Contact Information
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KANSAS CITY
. Keep a list of important contacts. Talk to my
Contact Inf t
qﬁg I(:izurgrir:a on parent, guardian or social worker about what |
; need to do to be sure | have health insurance.

Contacts & Phone Numbers:

¢ Keep a list of imporfant contacts

» Where? Keep this in your wallet, phone, or another safe place

» Who? Doctors, nurses, school nurse, case managers and other important caregivers
¢ Othertips

» Add the phone numbers you need to set up a visit with your doctors.

» Remember: Make your doctors and other caregivers confacts in case of emergency.

» Putalink fo your patient portal in the notes section of your doctor's contact.

16
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Presentation Notes
Not only keeping a list of emergency contacts but of their healthcare providers, case managers, care givers and other support people is helpful during an emergency or a time of distress. I will talk more about insurance in the context of confidentiality in a few slides. 
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KANSAS CITY
Patient Portal: Enroll and Explore.

The children’s Mercy Patient Portal is an online tool that gives you access to your health information
24 hours a day, 7 days a week. In the portal, you will be able fo:

* Reschedule or cancel an appointment * See your medication list
* View lab results * Download visit summaries
* Send a message to you care providers * See your immunization history

You can access your patient portal on the Children’s Mercy app
or website. There are two ways to sign up for the Patient Portal:

1. Stop at the clinic check-in desk. The Access Rep can help you sign up.
2. sign up on the Children's Mercy website.

+ Search Patient Portal

+ Click on the blue button — "Fill out the Consent form”.

* You will get an email invitation fo connect to the Patient Porfal.

* You must accept within 90 days.

* Check your email fo activate your access.

For more information, call (816) 234-3455 or scan the GR code.

If the young adult is not able to give consent, the legal guardian can
register to access the patient portal. Once patients have turned 18 years
old, they will need to grant parents/caregivers access to their patient
portal. For more information on accessing accounts for patients over the
age of 18, scan the QR code.
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Presentation Notes
Signing up and using the patient portal before you need it can be helpful and minimize delays in care
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Presenter
Presentation Notes
Understanding confidentiality can be fostered through discussing health insurance, legal decisions and identifying adult providers. We will also touch briefly on complex transition goals



Insurance:

* [f'simportant to have health insurance. Health care and medicines can cost a lo.

» Talk fo your parent, guardian, or social worker about what you need fo do fo be sure you have
health insurance.

*  People hove different ways of paying for their heaith care and medicine.

U n d e rSta n d i n g_ » Frivullel insurance-such as Blue. Cross, Aetnu,.or .Cu'gm
C O n fl d e n t I a I I tﬂ »  Public insurance-such as Medicare and Medicaid

* Most people need fo change insurance at a certain age.
»  Medicaid: It usually ends on the 19th birthday

»  If you are on your parent's insurance: It usually ends on the 26th birthday
Insurance

» Some young adults with special needs may be allowed 1o stay on their parent's private insurance.

» Ask a social worker or the parent’s employer fo learn more.

»  Scanthe QR code for additional resources fo leam
more about Medical Insurance Choices for Adults.

£8 Children’s Mercy | uilt for kids: ”
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Presentation Notes
Understanding what type of insurance you have, the costs associated with office visits, ED and medications and what to do if/when insurance is lost or changes. Also understanding the changes in releasing information at the age of 18 is important in this context. Understanding what is on an insurance card and how to read them is important. 
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Guardianship & Legal
Considerations
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KANSAS CITY

_ Be able to describe how my health care decisions will be made
S (Power of Attorney, Durable Power of Attorney, Supported Decision
Making Agreement or Guardianship).

Legal Issues:

By law, people become adults af age 18.
Some adults can make their own decisions, but others need help.
A person they trust can be given the right to make decisions for them. This is called "guardianship.”

If there is no legal plan in place, even the parent of an 18-year-old with special needs may not be
allowed fo see the health care records of their adult “child.”

For more on this topic:

»  Ask a social worker for help.

Key Legal Words to Ask About:
» Work with an agency or a lawyer that helps
families make these legal plans. * Power of Attorney

» To see Children’s Mercy’s “Transition to Adulthood" * Durable Power of Afforney

webpage, scan the QR code. i ;
* Supported Decision Making

Agreement
\ Full or Limited Guardianship



Presenter
Presentation Notes
Knowing their rights and the privacy laws is important and minimizes delays in care. Especially when discussing guardianship. If guardianship is anticipated that conversation should start early and beginning the process early to ensure everything is in place by their 18th birthday. There are levels of guardianship like limited and full guardianship and can be extremely hard to navigate as you want to ensure they have as much independence and autonomy as possible while keeping them safe. I recommend talking to a legal professional who has a lot of experience in guardianship matters. Understanding and creating a POA, DPOA etc. is extremely important as well. Social workers and legal professionals are vital for these conversations. 



Understanding
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TRANSITION PROGRAM ﬁ Children’s Mercy

KANSAS CITY

Adult Provider: Work with my team to find and contact a new adult provider.

As you get older, you will need to transition from your pediatric doctors. You will need to find new
doctors who care for adults. You will need a primary care doctor, specialty care doctors and mental
health providers.

* Ask your pediatric doctors whom they suggest.

* You can also ask friends and family.

* You can search the Internet fo find adult doctors.

+ Children's Mercy also has a list of adult doctors on our website.

= Don't forget fo check with your insurance to see if it will cover your new doctor.

Remember, you may need to visit more than one doctor before you find the best
one for you. Scan the QR code for more information.

Questions for a new adult medical provider: Tips for preparing for the first medical

1. Do you have experience with my medical REC nt:
condition? 1. Write Down: questions you have for your
new doctor

2. Can | get an appointment quickly if | am sick?

2. Keep: List of medications, take a picture of

3. How long does it fake to gef a routine pill bottles on your phone

appointment?
3. Enter your new doctor’s confact information

4. |s there a fee for a missed appointment? in your cell phone

5. Will you remind me of my appoiniment? 4. Keep: acopy of your health insurance card
6. Who covers for the doctor when they are and photo ID in your wallet

away? 5. Keep: a copy of your medical summary from
7. How quickly will you return my call? your pediatric provider
8. Do you have a patient portal? 6. Find Out: where fo go in case of

an emergency
9. s clinic staff available after hours? 9

7. Sign Up: for new
patient portal



Presenter
Presentation Notes
Choosing a new provider is a big decision. Talk about what’s important in an adult provider and services that are offered in their office. For instance, if you have ADHD, anxiety etc. you may want an office that has a therapist or counselor and a provider who is comfortable managing those conditions. If you have more complex needs like durable medical equipment you will want to choose an office that has experience in working with insurance for those supplies. It is good to talk about this before hand and do some role playing with questions to ask prior to their first appointment. 
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Presentation Notes
Complex care transitions could be a talk in and of it’s self. Considerations include advanced education/schooling/training needs. Deciding if independent living is possible or exploring caregivers and assisted living options. Ensure that residences have the accessibility needs for your condition. Ensuring no loss in Medicaid or insurance coverage and exploring the financial needs in the future and if social security disability income is possible. 



Available Resources

Children’s Mercy Transition to Adulthood Page
Got Transition

Building a Life

Children’s Mercy Beacon Program

£8 Children’s Mercy | uilt for kids:
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Presentation Notes
Some available resources to help with navigating transitions and all of the forms featured here are on the CMKC Transition to Adulthood webpage. The got transition program has a lot of good information on navigating transitions as does the KU program, it used to be called building a life but now I think it’s called the lifespan institute has great resources for young adults with disabilities and our Beacon Clinic has a lot of experience helping with healthcare transitions. All of these resources and a ton more are on our website. 



Thark P

Rachel Whitfield APRN, FNP-C
Division of Adolescent and Young Adult Medicine
816-960-4152
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Presentation Notes
Thank you so much for listing to me yap on about this important topic. I’m happy to answer any questions! 
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