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Transition Seminar: TAND
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What is Transition?

e Movement of an individual from childhood to adulthood

* What changes?
Decision making
Daily routine
Living situation
Legal rights
Healthcare



What are the Differences? What are the Challenges?

Pediatric Adult

v’ Family-centered v’ Patient-specific

v Multi-disciplinary care v’ Individualized care

v School supports (IEP, therapies) v Responsibility is on the patient and/or caregiver

* Lack of training for adult providers

* Lack of transition discussion by providers . \I7\€/;lcll<<§)f behavioral supports (Child Life, Social
or

 Lackofaclearroadmap
* Gaps in mental/behavioral health services

* Inconsistent messaging and criteria

i e Poor communication and coordination across
* Treatment bias (We are the only ones who can adult healthcare systems

care for our patients) .
. . * Need to accommodate special healthcare
Disconnection from the adult system needs (sedated studies, support for lab draws,

* Unrealistic expectations sensory friendly spaces)



TAND-Specific Factors Impacting Transition to Adult Care

Neuropsychological

Intellectual Level: Level: Academic Level:

High prevalence of
intellectual disability and
special healthcare needs

multi-tasking, planning, Specific learning
organization, memory, challenges
attention

- Behavioral Level: . .
Psychiatric Level: Psychosocial Level:

Aggression, self-injurious
behaviors, difficulty with N  Low self-esteem, poor

transitions, poor flexibility, §elf—ag|vo$:a‘cy, :
emotion regulation relationship difficulties

Anxiety, depression,
ADHD, autism spectrum
disorder




Intellectual and Academic Levels

* Intellectual disability or uneven skills
* Learning disabilities (reading, writing, math)
* Impacts ability to live, work, and function independently




Behavioral Level in TSC
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=  Anxiety, mood swings, and depression increased in prevalence with age
= Sleep difficulties (orange) were prevalent in all age groups



Behavioral Level in TSC

90% reported at least one TAND symptom
with an average of 12 symptoms reported at

TAND-L Checklist, N = 488 children and 250 adults at CCHMC the first visit
Over 3 Years
TAND Cluster Behavioral Symptom O‘;;T . C(i;;;d A(::)lt
* Can have difficulty finding an adult
Rigid/Inflexible 43.4 40.7 48 provider comfortable with complex
Difficulty with Peers 32.5 33 31.6 behavioral profile
Impulsivity 44.3 47.6 38.8
Behaviorz_;ll Repetitive Behaviors 41.2 41.1 41.2 . Svmptoms directly impact an
Dysregulation Repeats Words 35.6 356  35.6 _ y _ p , - yimp
Temper Tantrums 42.5 48.6 32.4 Individual’s ability to:
Aggressive Outbursts 42.1 40.9 44 * Attend appointments
Self Injury 25.1 26.3  23.2 *  Comply with
Sleep Difficulties 46.7 41.4 556 medications/therapies
Vegetative Eating Difficulties 36.8 38 34.8 e Be e[igib[e for specific day
Symptoms Restlessness 46.1 48.1  42.8 programs or employment
Overactive/Hyperactivity 34.9 40.2 26
Depressed Mood and Extreme Shyness 21.6 19.6 24.8
Shyness Depressed Mood 30.2 17 52.4
Mood Swings and Mood Swings 52.4 47.8 60

Anxiety Anxiety 52.5 43.3 68

Samuel Alperin et al. Symptom rates and profile clustering in tuberous sclerosis complex-associated
neuropsychiatric disorders (TAND). Journal of Neurodevelopmental Disorders. 2021



Psychiatric Level

* High rates of anxiety, depression, autism, ADHD—>

* Higher rates of psychiatric conditions in individuals with intellectual
disability and epilepsy

* Can also have associated medical conditions or organ-related
problems (SEGA, AML, LAM) that complicate medical care

* Canresult in difficulties with employment, relationships, finances,
self-image, mental and physical health, substance abuse, suicide
attempts



Neuropsychological Level

Directing attention

Regulating emotions » Problems finding specialists and
managing multiple appointments

» Problems filling medications

* Keeping track of information to > Problems following through with
complete a task (working memory) recommendations

Controlling impulses

* Multi-tasking > Problems organizing medical
e Planning information
» Problems recognizing when to see a

* Organization
doctor

» May not recognize how behavior
* Anticipating consequences impacts health

* Self-monitoring



Psychosocial Level

* Self-esteem issues

* Self-advocacy issues

* Relationship difficulties

* Loss of social networks after school

* Challenges with health literacy
* Changes in support and resources



Transition Challenges

* Transitioning teens and young adults with TSC is difficult for the
Individual and for the caregivers regardless of level of
Independence

* TAND impacts all aspects of transition

* Difficult to find adult providers who are comfortable with TSC and
TAND

* TAND symptoms directly and indirectly impact future planning
and access to care



What Should Transition Look Like?

* Purposeful
* Planned

e Proactive
* Organized

* Address medical, psychosocial, educational, and/or employment
needs

 Should be person-centered



=

Six Core Elements of Transition 01 transition

* Expectation of Transition
* Yearly Self-Management Assessment

* Annual Discussion of Medical Condition and Age-Appropriate
Concerns

* Evaluation of Legal Competency

* Child Neurology Team Responsibilities
* |dentification of Adult Provider(s)

* Transfer Complete



Transition Plan

e Start Early PE%'K\;E ¢ Q:%LET

* 12-14 years
e Transition readiness assessments

* Build a Transition Team
* Healthcare providers, social work, teachers, community

* Implement future planning into |EP

* Address Emotional and Logistical Challenges
* Use Supported Decision-making Tools

* Keep a healthcare summary



Self-Advocacy

* Speaking up for yourself, asking what

you need, negotiating for yourself

* Knowing your rights and
responsibilities

* Using resources available to you

* Figuring out what is most important
to you and/or your loved one (hopes,

desires for the future)

* Knowing your TAND issues and how

they affect you

PLAN OF CARE

Young Adults with Neurologic Disorders

Instructions
This plan of care s a written document developed jointly with the transitioning youth to establish priorities and a couwrse
af action that integrates health and personal goals. Information from the transition readiness assessment can be used to
guide the development of health goals. The plan of care should be updated regularly and sent to the new adult provider
as part of the transfer package.

Adapied from v gatirar algh=

Patient Name: Date of Birth:
Primary Diagriosis: Secondary Diagnosis:
What Matters Most Te You As You Become An Adult?
Priortized Goals lesuas of Concems Actions Person Responelble Target Data Completed Date
Initial Deate of Plan: Last Updated orn:

Parent/Caregiver Signature:

Clinician Signature:

Care Staff Name and Contact Information:



Building Independence

. ?trﬁngthen Communication to express preferences, desires, and
eelings

* Utilize Visual Schedules to help with transitioning and decision making
* Work on Self-Care Skills

* Teach how to request a brealc to teach control and self regulation

* Work on household chores to teach responsibility and build skills

* Practice money

* Teach community safety skills including pedestrian safety and public
transport, as well as identifying safe and unsafe people

* Build leisure skills to foster joy and community
* Work on vocational skills

gk AUTISM SPEAKS' TRANSITION TOOL KIT



Manage Mental Health and Wellness

Ask for help

Cultivate healthy relationships

Develop positive coping skills

Take care of your body (eat healthy, get adequate sleep, exercise)

Healthy Eating

I should eat healthy foods and drinks such as: @
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=} Advocate Medical Group
Adult Down Syndrome Center

Things | can do to help me calm down
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Things | Cannot x
Control/Change

Things | Can

Control/Change V

Other people’s Other people’s Other people’s

emotions thoughts actions
Some rules at work, Things that

school, or home happened in the past

EER -

Weather Traffic

[ 2024 Adult Down Syndrome Center

My thoughts My words My choices
My actions My effort

Advocate Medical Group
Adult Down Syndrome Center




Once you get there...

* Bring your healthcare summary

* Bring your loved one’s behavior plan

* Bring the TSC Alliance surveillance guidelines
* Bring your TAND-SQ Checklist

* Educate your adult clinicians

* Find someone who understands neurodivergent individuals and/or
who listens to your concerns



Transition Readiness Assessments

Sample Transition Readiness Assessment
for Parents/Caregivers

Please fill out this form to help us see what your child already knows about their health and the areas

Sample Transition Readiness Assessment
for Youth

Please fill out this form te help us see what you already know about your health, how to use health you think they want to learn more about. After you complete the form, you can ask your child to share
care, and the areas you want to learn more about. If you need help with this form, please ask your their answers from their completed form, and you can compare them. Your answers may be different.
parent/caregiver or doctor. Your child's doctor will help you work on steps to increase your child's health care skills.
Preferred name Legal name Date of birth Today's date ¥outh name Parent/Caregiver name Touth date af birth Today's date
TRANSITION IMPORTANCE & CONFIDENCE rlease circle the number that best describes how you feel now. TRANSITION IMPORTANCE & CONFIDENCE Flease circle the number that best describes how you feel now.
The transfer to adult health care usually takes place between the ages of 18 and 22. The transfer to adult health care usually takes place between the ages of 18 and 22.
How important is it to you to mave to & doctor who cares for adults before age 227 How important is it to your child to move to a doctor who cares for adults before age 227
Y 10 2 30 40 L e 7o & 8 100 - . o c - ¢ ¢ ¢ ¢ P
on 2y o 1 2 3 4 5 8 7 8 2 19,
How confident do you feel about your ability to move to 8 doctor whe cares for adults before age 227 How confident do you feel about your child's ability to meove to a doctor who cares for adults before age 227
0 10 20 30 40 50 e 7o g ac 100 0 1 a2 3. 4c 5. g 7. g a2 10-
nat Lery not very

3

ce el Hhe aneper fh " : TWANT TO
MY HEALTH & HEALTH CARE Please chec:the answer that best applies nou EEEET SN MY CHILD'S HEALTH & HEALTH CARE piease check e ansuer tharbest ppliesnow. | W0 | T vee |

)iz I () G TGEEES D S My child can explain their health needs to others.
| know how to ask guestions when | do net understand what my doctor says. Ny child = how to ask questions n do notu nd their d says.
: :"’"" oLy ::ET'ES ‘:_" E| :'_“'“Es' My child knows their sllergies to medicines.
now my family medical history. i, . . )
- . - child knows ocur family medical history.
| talk to the doctor instead of my parent’caregiver talking for me. m child talks o the ¥ e s
| see the doctor on my own during an a imtment. ’
J L B My child sees the dector on their own during an appointment.
| know when and how to get emergency cane. My chikd k — o get em ney care
| know where to get medical care when the doctor's office is closed. g :
My child knows where to get medical care when the doctor's office is closed.

| carry important health information with me every day (e.g.. insurance card,
emengency contact information). My child carries important health information with them every day (e.g., insurance
card, emergency contact information ).

| know that when | furn 18, | hawve full privacy in my health care. - - : -
| know at least one ether person who will suppert me with my health needs. Ny child knows that when they turn 18, they have full privacy in their health care.
| knaw hiow to find my dector's phone number. My child knows at least one other person who will support them with their health needs.
| know how to make and cancel my own doctor appaintments. My child knows how te find their dector's phane number.
| have a way to get fo my doctar's office. My child knows how to make and cancel their own doctor appointments.
| know how to get a summary of my medical information (e.g., online paortal). Wiy child has a way to get to their doctor's office.
| know how o fill cut medical forms. Ny child knows how to get a summary of their medical information (e.g.. online portal).
| know how to get a referral if | need it. Ny child knows how to fill out medical forms.
| know what health insurance | have. My child knows how o get a referral if they nead it.
Ny child knows what health insurance they have.
Ny child krnows what they need to do to keep their health insurance.
Ny child and | talk about the health care transition process.

| know my own medicines. o o o MY CHILD'S MEDICINES ifyouwr child does not take any medicines, plese skip this section.

| know when | need to take my medicines without somecne telling me. [ [m] [m} My child knows their own medicines. [m] [m] [m]

| know how to refill my medicines if and when | nead to. O (] u] My child knows when they need to take their medicines without someone telling them. O O O
[m} O

WHICH OF THE SKILLS LISTED ABOVE DO YOU MOST WANT TO WORK ON? L) (et (s e U ey =i e i e iy e s -
WHICH OF THE SKILLS LISTED ABOVE DOES YOUR CHILD MOST WANT TO WORK ON?

| know what | need to do to keep my health insurance.
| talk with my parent’caregiver about the health care transition precess.

Ooooooooooo ooooooalan
Oooo0oooojgoojo o |opoooajoa
OO O0Oo0oooooooo|gooooOoion
Ooooooooooo Ooooojoojoo
agoooooooooo|lo ooooooaoa
goooooooooolodoooooooo

MY MEDICINES 1fyou do nof take any medicines, please skip this section.

r' S Core e o e e P B eacian ':g: ) r| Transifioning Youth to an Adult Health Care Clinician ':g: A\
0 3090 Cion Trawmabior. T, bt g Cint Trimuter b Wy LW, Ry, o BCSpRan. gﬂl l[alm"““-

P N —— ﬂ[ﬂ (ransition.




Transition Readiness Assessments

Self-Care Assessment

PARENTS/CAREGIVERS

Young Adults with Neurologic Disorders

Instructions

This document should be complated by the parents and/or caregivers of the youth/young adult with 2
neuralogic candition. If possible, the youth /young adult should also complete the “Self-Cara Assessment
(fouth./ Young Adultl” form.

Intent

This document will help us see what your youth fyaung adult already knows about their health; and will help us
find areas that you think they (or you) need 1o know more about. If you need help filling out the form, please lst
us know.

Today's Date:

Patient Name: X th: Primary Diegnosis:

Careghver Name i Are s maln caregiver?

Decision-Making / Guardianship

My young ackit can make ther ow
Iy young acult needs some help with meking hesith care chaices. Name:
My young achit has a legel guardian. Nam

My young ackult | need a referral to communiy services for lagal help with heaith care decisions and guardianship

My young ach e for all their naeds.
My young acklt can care for ther awn needs wih help.
My young ach & for themaeles, but can tel othess

My young acklt requires help for all their needs

Transition and Self-Care Importance

ACP HUC packalric o adul cars iransifion projec

© 2020 CNF

Understanding Young Adult's Health

Gheck if nane of the options below & o e, tolally dependent care)

Yes,they | Theyneedto | Ineedto
know this still learn this learn this

#y young aduit knows their medical needs. a o a
My young adul can tell other peaple what their medical needs are o o a

My youreg aduk knows what o 2 medical emergenc
My young adult has an emergency care plan documented.
take and what ¢
s,
fout 3 reminder.
e alengic 10, Including medicines

hem with their heslth goals.

Using Health Care

dapencint care)

Yes they | Theyneedto | Inesdto
know this. still learn this learn this

y young acult thinks about cues
to get ta th
d =how up 15 LteE neck in.
kncaws whers 1o gat Cane when their doctors ofice i closed

faider at home with their medical information, inchuding
Ergancy Care plan

f their pian of care.
enaws how to fil out medical forms.

cult knaws how to ask for a form to be seen by other another

ferral)

Toal seweioped by the Chid Neuraogy Faundation as pan of the AGP HVG peciatric to acub cars ransition project,
Pecaiabile at: ions © 2020 CNF

Child Neurology Foundation Transition Toolkit

Using Health Care (continued)

Yes,they | Theyneedio | Ineedio
know this | still leam this | learn this
g achlt knows where to get & biood test or xrays if the doctor orders them. a o o
achilt carmies hagth information with them every day (e.g.. Insurance card, c
mechcations, and emergency phone numbers)

Wy young acult has a plan so they can keep their health insurance aftes -
18 or oider.

Please include here any other concerns or thoughts you wish to share with your health care team
regarding the health of your young adult:




Healthy Living | Medication List

This Medication List Belongs To: Date:

@

Time of Day | Take This Medication:

e

%

| Take This How kuch : ) ) ‘Why | Take I Started Taking This | Stap Taking This 1 'was Teld to Take This
rdedication: | Take: Morning |Afternocn| Evening | Bedtime This Medication? medication On: Medication on: redication By
Ex: Aspirin Ex: 81 mg v V Ex: My Heart Ex: February 4, 2023 | Ex: March 24, 2024 Ex: Dr. Smith

o Mﬂ the LifeCourse Charting the LifeCourse Framework ard Tools, iconography, and assets developed by the LifeCourse Mexus
h Frarnemer and T 2 2023 Curators of the University of Missour | UFKC IHD, UCEDD = www.lifec oursetools.com



@ Healthy Living | My Health Care Support Needs

@ Healthy Living | My Health Care Support Team

My Name: My Name:
Supporter’s Name (if needed):

MY HEALTH CARE SUPPORT NEEDS

Understand Medical Information

Supporter's Name (if needed):

MY HEALTH CARE SUPPORTTEAV LEGAL DECISION-MAKING AUTHORITY
Personal Support

This d is for inf ional purp only, not legol advice or use.

| I do net need help with understanding medical information.

I'would like help to:
| Understand what my health care workers tell me or
what they recommend
| Learn about all my options or choices

Understand the pros and cens of each option te help
so | can make an informed dedision.

Other:

Other:

How health care workers can best support me:
] Use phetos or pictures to explain procedures or
directions.
| Use simple language

Provide extra time.
Other:
Other:

C i with Health Care k

I would like help to:
| Share my current situation.
| Communicate my decisions or choices.
| Ask the health care worker questions.

How health care workers can best support me:
Repeat my answers back ta me
Ask me 1o “teach back” instructions.

| do not need help communicating with health care workers.

Respond to the health care worker’s questions
[] Other:
[] Other:

Ask me guestions.
Other:
Other:

Follow Through with Next Steps

I do not need help following through with next steps
I'would like help to:

Set up my medications

How health care workers can best support me:
Write down instructions for next steps.
| Update and organize my information such as my
medication list or health care visit summary.

Follow through with my medical decisions or choices.

Share a summary of my visit with:

Give reminders of upcoming appointments.
Check-in with me to see how it is going.
Other

Other

MName:

Role At Visit:
Understand medical information
Follow through with next steps

[ | Communicate with health care workers
| Other:

Family | Friend [ Other:

Name:

Role At Visit:
Understand medical information
Follow through with next steps

["] Communicate with health care workers
[ Other:

Family nd | Other:

Mame:

Family | Friend [ Other:

Role At Vis
Understand medical information
Follow through with next steps

["] Communicate with health care workers
| Other:

| have legal decision-making autherity for my health care.

| use supported decision-making {SDM). This means | have people | trust that help me make choices for myself.

They do not make decisions for me.

Supporter(s)
Name: Name:

Name: Name:

| have a Supported Decision-Making Agreement: (check one)
Yes

No

Formal Support

MName:

Relationship: [ Paid Staff (PCA, DSP)
Role At Visi
Understand medical information
Follow through with next steps

Residential/Provider Agency Staff [ Other:

[} Communicate with health care workers
[ Other [e.g., transportation, safety):

MName:

Relationship: [ Paid Staff (PCA, DSP)
Role At Visit:
Understand medical information
Follow through with next steps

Residential/Provider Agency Staff [ Other:

[} Communicate with health care workers
[ Other [e.g., transportation, safety):

Paid Staff (PCA, DSP)
Role At Visi
Understand medical information
Follow through with next steps

Residential/Provider Agency Staff [ Other:

[} Communicate with health care workers
[ Other [e.g., transportation, safety):

oy

| have a substitute decision-maker [select which one applies).

| Power of Attorney (POA)
Mame:, Mame:

Phone Number:, Phone Number:,

Mame: Name:

Phone Number:, Phone Number:,
| Guardian
Mame: Name:

Phone Number:, Phone Number:,
Limited |Limited
Full 1Full
Other:, |Other:,

| Conservator

Mame: Name:

Phone Number: Phone Number:
Limited Limited
Full |Full
|0ther:_

‘o ) Charfing the LifeCourse  Charting tha LifaCourss Framewark and Tacks, ianagraphy, and asssts devslaped by the LitsCaursa s R Giinsiing aa LifwCameua iy (7ot 13 (1 e e Krawenl ot ecnegie aoe s cans s ol B Fia ol RS
2] bt ity 2025 Curators of the Uinivarsity af Misaurl | UMKEAHD, UCEDD + wewedfacorsataols.com ) ot v 2025 Curatars of the Univarsity of Misour | UMKCIHD, UCEDO « wwwlifeeoursstosis.com.




Taking Charge of My Appointment

Date of my appointment:

Time of my appointment:

Doctor’s name:

Who is going with me:

Why am | going to the doctor’s office today? (Circle all that apply)

th & 4

pinyvical

Physical Follow up lliness Injury
‘@é / > . @
[\ .
medicatan change g farms
Need medication Vaccine Need forms
change or refill filled out

Do | have my...? (Check the boxes)

g T w2 B

[ raisnse vl medcation s farms

Qi O Insurance

O Medication [ Forms for
card list the doctor
if needed

:."‘:Advnr.ate Medical Group

Adapted from Charting the LifeCourse Mexus; LifeCourseTools.com Adult Down Syndrome Center

Questions to ask my doctor

I can fill this section out before my
appointment. | can ask my parent or
caregiver for help.

Answers to my guestions

| can fill out this section during or after my
appointment. | can ask my parent or
caregiver for help.

Next Steps

I can fill out this section at my doctor’s office or when | get home.

|

medication changs

When will

Lab Work
Do I need labwork? YES NO
Where will | have the lab work done? (Circle one)
Lab at or near my doctor’s office Lab near my house
Tests

Dol need any tests? YES NO
What test(s)? (Circle all that apply)

X-ray Ultrasound Sleep study EKG

MRI or CT scan Hearing test Vision test Other
Medications

Was there a change in my medication(s)? YES NO

1. Medication & dose:

rame and amaunt

| take it?

MNext Steps

fimefs) of day

2. Medication & dose

When will

mBme and amount

| take it?

timefs] of dmy

I can fill out this section at my doctor’s office or when | get home.

Next Appointment

Do | need to schedule another appointment with this doctor?
Eo Eé YES NO

Date of my next appointment:

Time of my next appointment:

Referrals

Do | need to see an additional doctor? YES NO

Who?




Resources

* County Board of Developmental Disabilities
* Got Transition (https://www.gottransition.org/)
* Autism Speaks Transition Toolkit (www.autismspeaks.org)

* Child Neurology Foundation
(https://www.childneurologyfoundation.org/tools-resources/)

* https://movingtoadulthealthcare.org/toolkits/

* Talking About Complex Care Guide
https://www.chcs.org/media/Talking-About-Complex-Care-
uide_022322.pdf)

* Advocate Medical Group Adult Down Syndrome Center Resource
Library (https://adscresources.advocatehealth.com/)
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https://movingtoadulthealthcare.org/toolkits/
https://movingtoadulthealthcare.org/toolkits/
https://www.chcs.org/media/Talking-About-Complex-Care-Guide_022322.pdf
https://www.chcs.org/media/Talking-About-Complex-Care-Guide_022322.pdf
https://www.chcs.org/media/Talking-About-Complex-Care-Guide_022322.pdf
https://www.chcs.org/media/Talking-About-Complex-Care-Guide_022322.pdf
https://www.chcs.org/media/Talking-About-Complex-Care-Guide_022322.pdf
https://www.chcs.org/media/Talking-About-Complex-Care-Guide_022322.pdf
https://www.chcs.org/media/Talking-About-Complex-Care-Guide_022322.pdf
https://www.chcs.org/media/Talking-About-Complex-Care-Guide_022322.pdf
https://www.chcs.org/media/Talking-About-Complex-Care-Guide_022322.pdf
https://adscresources.advocatehealth.com/
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