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Tido wave
Aof Youth

* Millennial generation (1982-2000) > Baby Boomers by 10%
* 19% of US population (61 million) aged 12-26 years old

— 25-30% have one or more chronic conditions
* >90% of these survive to adulthood

* 500,000 children with special healthcare needs turn 18 every year

% 2.4 million people living with Congenital Heart Disease in the US

— 1.4 million adults

— 1 million children

A problem generated by our own success

By failing to prepare, you
are preparing to fail.

, Benjamin Franklin




Providers Aren't Prepared
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National survey of AAP Fellows revealed the

need for more information and support regarding

transitions

4.2% of MDs receive formal training during
Residency

Comfort level with transition among
pediatricians is 2.6 out of 5

Only 56% of adult rheumatologists felt

comfortable caring for former pediatric patients

Hospitals Aren’t Prepared

TABLE 2 Chronic Conditions Amang Patients Hozpitalized at Children's Hospitals in 2007 and 2008

Pediatrics Transitional Adults
(=18y), ni%) (18-21y), n (%) (=21 y), n (%)
CF 7003 (1.0) 1426 (8.0) 1055 (14.4)
Malignant neaplasms BET73 (10.1) 4283 (206) 1451 (19.8)
Sickle cell disease, madian 18708 (27) 1825(8.8) 136 (18)
(interquartile range), %
CHD 113684 (16.4) 4275 (205) 2121 (26.9)
Cerebral palsy, median 15924 (2.3) 1300(6.2) 647 (88)
(interquartile range), %
Epilepsy and recurrent 10815 (1.6) 238011 59 (0.8)
seizures, median
(interquartile range), %
Other chronic condition 95440 (13.8) 3481 (16.8) 888 (12.1)
Mo identified chronic condition 360614 (52.1) 3876 (18.1) 988 (13.5)

Values are the sum of 2007 and 2008 discharges.

Aren’t Prepared

* 26% of mothers and 36% of fathers haven't started thinking about
transition (parents of 14-18 year-olds with CHD)

¢ lliness uncertainty may have an impact on the psychological functioning
and distress in parents to children with pediatric chronic illnesses (anxiety,
depression, and psychological distress)




Patients Aren’t Prepared
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* Developmental stage is marked by struggles for independence, identity
exploration, psychosocial instability, and self-focus.

Brain neural pathways are not yet completely matured, manifesting as a

lag in executive function, including organizational skills and judgment, as

well as in emotional regulation

— Desire for independence often exceeds capabilities for responsibility, rendering
interdependence a more viable option.

young adults use outpatient services significantly less often than younger
or older persons.
— 30% have no usual source of care

— Emergency department use is higher (despite access to insurance coverage)

Patients Aren’t Prepared

¢ lliness prevents them from becoming who they would like to become.
Feeling of being “sick” first and “young” second.

— “l don't like hospitals. I'm fed up because I've been coming here since | was very
little. I'm fed up with the medicine. I've been traumatized by the pills”

Encountering new situations — not sure how they affect their health

condition

— fatigue, health-risk behaviors (smoking, alcohol, drugs), stress, and sexuality

— Despite perceptions to the contrary, young adults are surprisingly unhealthy: Rates
of serious mental health conditions, unintentional injury, substance abuse, and
sexually transmitted infections are high

Regard health care as low priority vs. education, employment, housing,
recreation, and relationshios

Ben was right

* 83% of youth with special needs and 86% of youth without special needs
DO NOT meet national standards for health care transition

* Only 11% of adolescents with Down syndrome met the transition core
outcome

— Despite published AAP Health Supervision Guidelines for Down Syndrome with
specific instructions to discuss transition




Cardiology is not any better
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CHD occurs in approximately 1 in 100 live births
— Moderate or severe CHD occurs in 6/1000 live births
90% of patients with CHD will survive to adulthood

Adults with CHD exceeded Children with CHD in 2000
— Currently 2:1 ratio with >2.5 million adult CHD patients in North America/Europe

Gaps in medical care occur in up to 70% of patients with CHD in US
— lapses in care of >3 years in 21-61% of adult CHD patients who eventually
return to cardiology care

+ Occurred in 30% in a single institution despite shared pediatric/adult clinic space

Cardiology is not any better

¢ CHD transition in Canada
— Government mandated transfer of care at age 18

— Universal Health care coverage

47% successfully transferred
to Adult CHD program

The price we pay for poor transition

Medical complications

Medication noncompliance

Discontinuity of care

Patient dissatisfaction
* Higher emergency room/hospital use

* Higher costs of care




How can we do better?

We're going to turn this team around 360 degrees.
4 |

(Jason Kidd)
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trans-fer

verb

‘trans far, transfor

move from one place to an:

ar, conduct, send

2. change to another place, or means of transportation during a journay.

noun
tran(t)sfar/

an act of movir 16 1o another place.

change,

Transfer of Care

GOAL is a discrete event- movement to a new health care setting
and/or provider
— Occurs at age18, 21, or with geographic move

“Refer to adult cardiologist: Dr. . Best of luck with your
new doctor!”
Possible interpretations
— “I'm finished taking care of you”
— “You're not my problem anymore”




tran-si-tion

noun
transition; pl. transitions

1. the process or a

riod of changing from one state or condition to another.
intr ya )

ion, adaptation, adjustment

« the process hich a person perma
the gender hich they identify, as
process may or may not involve measu
surgery.

ntly adopts the outward or ph: aracteristics of
pposed to those associated v eir birth sex. The
25 such as hormone therapy and gender reassignment

- apassage in a piece of writing that smoothly connects two topics or sections to each other

- Muse
a momentary modulation from one key to another

- PHYSICS
achange of an atom, nucleus, electron, etc. from one quantum state to another, with emission
or ahsnmtion of radiation

5/31/2019

‘SOCIETY FOR ADOLESCENT MEDICINE

Transition from Child-Centered to Adult Health-Care
Systems for Adolescents with Chronic Conditions

A Position Paper of the Society for Adolescent Medicine

Definition/Introduction

Transition is defined in this paper as the purposeful,
planned movement of adolescents and young adults
with chronic physical and medical conditions from
child-centered to adult-oriented health-care systems.
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Transition of Care Guidelines —how we got here

2002 AAP/AAFP /ACP publish initial clinical guidelines for transition
2011 AAP/AAFP/ACP revised guidelines for transition

2015 Health Resources and Services Administration (HRSA)/Maternal
Child Health Board (MCHB), Title V Services Block Grant Program —
transition performance measure introduced

2018 AAP/AAFP /ACP revised guidelines for transition




Transition of Care

Goal is Patient / Family Readiness

» Should start early teens; occurs over years

« Started by pediatric providers, supported by
parents

* Completed by adult providers and patient
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Transition of Care

* |deally it is:
— Coordinated

— Gradual

— Flexible (acknowledge individual differences)

— Addresses concerns of patients, family, and
physician

— Promotes patient autonomy, responsibility and
adult life skills

Transition: Why is it important?

+ Transition = growing up

+ Transition to adulthood is important...
— for patient growth
— for patients to accept responsibility

— for patients to become more independent and their
own “medical advocate”

— for patients to separate from Mom & Dad

— for their pediatric MDs to hand over to adult
subspecialists who are trained in adult medicine




Why is transition (growth) important?
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+ Society says: “We all have to grow up
sometime.”

* The pediatric cardiologist says: “ ‘I do not want
to’ or ‘I feel uncomfortable’ taking care of adults”

* The patient says: “| am an adult. And, I'm going
to do adult things.” *

*alcohol, tobacco, pregnancy,

non-compliance, general recklessness, etc...

Transition is important and necessary

« Developmentally appropriate: young adults need
preparation to manage own health care

« Adult docs/centers are appropriate providers of parts of
health care: (eg reproductive / family planning, co-
morbidities) & are more accustomed to dealing directly with
patient

+ We need to keep mission of pediatric hospital clear- are we
a hospital for children or for childhood diseases?

Developing an effective transition program

PEDIATRICS

OFFICIAL JOURNAL OF THE AMERICAN ACADEMY OF PEDIATRICS

Supporting the Health Care Transition From Adelescence to Adulthood in the




Clinician Education

* Med-Peds Program Directors Association have developed a transition

curriculum

* Internal Medicine incorporating more rotations involving
adolescents/young adults (colleges, etc) during Residency training

* Maintenance of Certification modules becoming more readily available
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Six core elements of health care transition
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Six core elements — Peds vs. Adult providers
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and/or orientation
to adult practice

discuss with
YOuth ang/of tamiy. youth and/or family

adult approach
care or practice

#5 a6

Transfer of Transition
care and/or completion or
initial visit ongoing care

Transfer of CreWith  Oibtain fesoback on
Information and

reatiness assessments plan, inchuding the tramstion process
Tranwca prepaancn
and tranides ] ot veen
o e PAGIrC AniCan's by the new clincian
summary, preparm respomi ity
youth for adult
approach to care,
nd crmunicaty
with new cinician
Adart® Creata and discuss with  Track progress of young  Share and ciscuss Communicate with  Review transter Confirm wansfer
young adut and e #ACE with package. young compietion with
puardion, ifreeded  intc adul care Young adut and ensure receiotof  MbuTs needs and revious dinkan
gowdan i nessea ranafer package  coneama stintialwt,  ProWde ongoing care
pdste et care with seif.care sl
asmsumest and budding and bnk 10
e ol samen sy needed 1pecial sty

10



5/31/2019

Https://gottransition.org /index.cfm

Got Transition/Center for Health Care Transition Improvement is a cooperative
agreement between the and

. Our aim is to improve transition from pediatric to adult
health care through the use of new and innovative strategies for health professionals
and youth and families. With a broad range of partners, we are working to:

— Expand the use of the Six Core Elements of Health Care Transition™ in pediatric, family medicine,
and internal medicine practices;

Partner with health professional training programs to improve knowledge and competencies in
providing effective health care transition supports to youth, young adults, and families;
Develop youth and parent leadership in advocating for needed transition supports and
participating in transition quality improvement efforts;

Promote health system measurement, performance, and payment poll
Elements of Health Care Transition; and

ies aligned with the Six Core

— Serve as a clearinghouse for current transition information, tools, and resources.

Six core elements — Peds vs. Adult providers

Practice or | #1 ” L5 e #5 2%
provider | Transition and/or | Tracking and Transition readiness| Transiticn Transfer of Transition
care policy monitoring andjor orientation | PANNINE and/or | care and/or completion or
initial wisit ongoing care

Intagration inte
adult approsch 1
Care or practice

o adult practice

Agur* Track progress of young  Share and arscuss. Communicate with  Review transfer Confiem transfor
aoult’s irtegraton weikcome and FAQS with  provious chnkian. package. address young  Comp etion with
puardion, If ~eeded In1C adult care young adu't and ensure receiot of @duts needs and Previous o an.
gowdan i nessea ranafer package  coneama stintialwt,  ProWde ongoing care
e self care With self care sail
aimiament and budding and nk to
e ol samen sy nredes ool ity

Sample transition policy statement

{Practice Name} is commitied fo helping our patients make @ smooth transifion from pediatric to adult health care. This process
involves working with youth, beginning at ages 12 to 14, and their families fo prepare for the change from a “pediatric” model of
care where parents make most decisions fo an “adult” model of care where youth fake full responsibility for decision-making. This
means that we will spend fime during the visit with the feen without the parent present in order fo assist them in seffing health
priorities and supporting them in becoming more independent with their own health care.

At age 18, youth legally become adults. We respect that many of our young adult patients choose to continue fo involve their
families in health care decisions. Only with the young adult's consent will we be able fo discuss any personal health information with
family members. If the youth has a condition that prevents him/her from making health care decisions, we encourage
parents/caregivers to consider options for supported decision-making.

We will collaborate with youth and families regarding the age for transferring fo an adult provider and recommend that this
transfer occur before age 22. We will assist with this fransfer process, including helping to identify an adult provider, sending
medical records, and communicating with the adult provider about the unique needs of our patients.

As always, if you have any questions or concerns, please feel free fo contact us.

11



Six core elements — Peds vs. Adult providers

Practice or | #1
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Transition and/or | Tracking and Transition readiness| Transition
care policy

monitoring and/or orientation | Pnning and/or
tadult practice | !Mwration Into
3dult approsch to

Transfer of
care and/or
initial visit
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Six core elements — Peds vs. Adult providers
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Transition Readiness standardized scorable tools

— Transition Readi A Q ionnaire (TRAQ)
* https: //www.etsv.edu/com/pediatrics /traq /default.php
— Am | ON TRAC for Adult Care questionanaire

* http://www.bcchildrens.ca/transition-to-adult-
care /Documents/Am%201%200N%20TRACY20For%20Adult%20Care%20Youth%20Questio
nnaire.pdf
— UNC TR(x)ANSITION scale
* https: //gottransition.org /resourceGet.cfm2id=126

— STARx questionnaire

* https://ww line.org/system/files/d clinical information/high value care /clinic
ian pediatric_adult care itions /neph_end renal /starx i ire_pat
ients adolescent version.pdf

— TRANSITION-Q
* https: inelibrary. wil m/doi/epdf/10.1111 /cch.12207

Six core elements — Peds vs. Adult providers

Practiceor | #1 " LE] LS #5
provider | Transition and/or | Tracking and Transition readiness Transition Transfer of

care policy monitoring and/or orientation  PlANnIng and/or | care and/or
Integration into ial visht ongoing care

10 adult practice
L e

© with
youth and/er family

Inchuding reudual adult hay beer seen
pedinrecinan’s by the new eincian
respomibety

Aduit* Create and discuss with  Track progress of young  Share and siscuss Communicate with  Review tansfer Conflem transter
young adut and a0ult's integration welcome and FAGE with  provious clinkian,  packige. address young  Compietion with
guordlon, ifreeded  inte adult care Young adut and ensurereceiptol  adus needs and previous dinican

gusrdian, i neesed transter pa concerns st inctial visn,  provide ongoing care.
update self care with seif care sl
aamsamast and buiding and bk 10
et cal s ary needed speciality
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"D\ . |Sample Plan of Care
(01 ransilion | Six Core Elements of Health Care Transition 2.0

Instructons:
e
partof
i eeded,
Name: Date of Bt
Primary Diagnosis: Secandary Dizgnosi:
o
| Poson | Tamet | Dpate
priorized Godls Iesues o Goncenms. Aetions. po |t bl
Intl Date of Plan Last Updated:

Care Sttt Phong,

Six core elements — Peds vs. Adult providers

Practice or | #1 ” s [ '3
provider | Transition andfor | Tracking and Transition readiness| Transition Transfer of
care policy monitoring andjor orientation | PANNINE /0 | care and/or

toadult practice | ieationinte | iy yige
adult approach to

a6
Transition

completion or

ongoing care

Adare* Create and discuss with  Track progress of young  Share and asscuss. Communicate with  Review transfer

Confirm tansfer

young adut and aoult’s irtegraton weikcome and FAQS with  provious chnkian. PAChIge. adArTSs yOoUng  COmMP etion with
puardion, If ~eeded In1C adult care young adu't and ensure receiot of @duts needs and Previous o an.
gusrdian, if needed wonsfer package  comcama st intial Vi, provide ongoing care
update el care with sedf care saill
asumiament and budding and nk to
e < S ey needed specal ity
Y\ |Sample Transfer of Care Checklist

(101 transition | Six Core Elements of Health Care Transition 2.0

Patient Name: Date of Birth:

Primary Diagnosis: Transition Complexity:

Low, moderate, of high

-Prepared transfer package including:
o Transfer letter, including effective of date of transfer of care to adult provider
Final transition readiness assessment
Plan of care, including transition goals and pending actions
Updated medical summary and emergency care plan
Guardianship or health proxy documents, if needed
Condition fact sheet, if needed
Additional provider records, if needed

-Sent transfer package

oooooao

Date

-Communicated with adult provider about transfer
Date

5/31/2019
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Six core elements — Peds vs. Adult providers
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Sibley Heart Center Cardiology Transition Process

Insert CHD conditions which need ACHD

¢ Start at age 13

* EPIC screenshots for adolescent tips

* Transfer process

* How do we score on AAP/ACP /AFP metrics?

Sibley Heart Center Cardiology Transition Process

|

| | — e
e

| | e —r——
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Sibley Heart Center Cardiology Transition Process
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Start at age 12 and review transition issues annually at follow-up visits
Documented in EMR

Transfer process
— EMR order “Refer to Adult Congenital Heart Clinic”

¢ Places them ically on the “lost to foll p” list

— Once they attend first appointment at ACHD, we are notified — removed from “lost
to follow-up” list

— If no notification from ACHD, patient is contacted by our group (phone call/mail)

Sibley Heart Center Cardiology Transition Process

Our EMR process for Adolescent Management
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Sibley Heart Center Cardiology Transition Process
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Barriers to successful transition

TABLE 1 Youth, Young Adult. and Family Transit
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Social Media

While smartphone use is high across all income brackets, lower-income teens are more likely to have
access to cell phones that are not smartphones.

100

& 87 9 90

80

70

60

50

b 27

i‘; 20

m .
o |

A cell phone that is not a smartphone

Percent of teens age 1317
‘with access to device

Less than $50,000 = Between $50,000 and $100,000 = $100,000 or more

Question: Do you, personally, have or have access to each of the following items, or not?
Source: AP-NORC Center pall conducted December 7-31, 2016, with 790 teenagers age 13-17 nationwide
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Teens' Social Media Usage Is Drastically Increasing

Percentage of 13- to 17-year-olds in the U.S. who check social media.

70%
H NE——
B Hourly
34%
. 19%
17%
e 12%
10%
a0 gt 3%
3%
=1 o N -
Morethan  Onceaday Severaltimes Onceaweek  Lessthan  Don'tuse
once a day aweek weekly  social media
Based ons. 10008 U, teens (ages 13 t 17) conducted i 2012 and 2018 .
statistaZ

W2012 W2018
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Reach

Prnterest

of leading social media and networking sites used by teenagers
and young adults in the United States as of February 2017

Audional intormation

Snapchat Cements Its Must-Have Status Among U.S. Teens

% of U.S. teens who consider the following social networks their favorite
W rall 2017

47

I7

Snapchat Twitter
SHO e statista’

21



Older teens are more active on social media, using each of these platforms more than their younger

counterparts.
% & -
80
7
70
2 & )
s
E 60 55
£
Z 50
2
§ o
2
£
§
g »
&
B l i
N |
Instagram  Snapchat  Facebook  Twitter Twitch Linkedin
uTeens age 1314 = Teens age 1517

ouesnon How often do you use the following, if at all?
urce: AP-NORC Teen Survey December 2016. n=790 with teenagers age 13-17 nationwide
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Skype, FaceTime, Facebook Messenger, Kik, and WhatsApp are the most popular messaging apps
among teens,

40

3
15
10
: l I
0

Skypeor  Facebaok WhatsApp  GroupMe
FaceTime  Messenger

Percent of teens age 1317
who use app at all
8

Question: How often do you use the following, if at all?
Source: AP-NORC Center poll conducted December 7-31, 2016, with 790 teenagers age 13-17 nationwide

We have to speak their language
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Emergency Medical ID on phones
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Medical ID

erekparer

Medical records on phones

<
Health Records

Medical records on phones

¢ FHIR (Fast Healthcare Interoperability Resources)
— Able to integrate various EMRs
— Web based

* Over 130 major health systems have joined in less than one year
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What can you do to get started?

5/31/2019

Focus group of providers and/or of patients/families- find out
problems with status quo and vision of future

Collect data for your program/institution

Private time with adolescent patient at each visit

Address Policy & Procedure- clear mission, culture, plan

Staff education

Begin conversations with adult providers

Write transition/ developmental expectation timelines

What can you do to get started?

Educational and PR material- what message are you sending?
Start database
Joint care conferences/educational session

Passport health care summary

Readiness checklist

Graduation certificate

Coordination through “Office of transition”

Medical ID/Records on phone

Conclusions

Transition of care (instead of transfer of care), should be our goal when
preparing adolescent patients for adulthood

We can do better!

There are many challenges to a successful transition, but many resources
are now available to better prepare ourselves and our patients
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Inpatient transfer process

FACIITATORS
PATIENT CHARACTERISTICS
1 e i SHORT TERM OUTCOMES

Inpatient transfer process

Survey of 96 US Children’s Hospitals
— 10% had adolescent unit
— 38% had inpatient transition initiative
* 31% with a set policy
* 19% with a transition leader
* 11% had both
— Those with outpatient transition processes more often had inpatient initiative
* 79% vs. 29%

CF Foundation has developed an inpatient transfer guideline
— Less adults with CF admitted to CH despite more living with the condition
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Medically complex patients

* Youth with medical complexity = 1% of all US children

* Multiple medical conditions = multiple specialists = multiple transitions
— Best done sequentially

Limited social function

— Need to discuss legal guardian/custodian, medical power of attorney
— Legal consultation with a disability lawyer

— Tax advice regarding special needs trust fund

— Social work consultation to discuss available resources
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