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Objectives

» Describe the need for successful health
care transitions for youth with special
health care needs (YSHCN)

* Summarize the goals of transitional health
care for YSHCN

» Discuss the challenges and barriers to
successful transitions for YSHCN

» Suggest what physicians can do to
improve the transition process for YSHCN

Who are Youth With Special
Health Care Needs (YSCHN)?

“Children who have or are at increased
risk for a chronic physical,
developmental, behavioral, or
emotional conditions and who also
require health-related services of a
type and amount beyond that typically
required by children”




Medical Conditions of
YSHCN

Allergies 53.0% Seizure disorder 3.5%
Asthma 38.8% Heart problems 3.5%
ADHD 29.8% Blood problems 2.3%
Mood disorder 21.1% Cerebral palsy 1.9%
Headaches 15.1% Diabetes 1.6%
Intellectual Disability 11.4% Down syndrome 1.0%
Autism 5.4% Muscular dystrophy 0.3%
Joint problems 4.3% Cystic fibrosis 0.3%

YSHCN a Growing
Population

* In 1950’s, 20% of infants born with moderate
or complex congenital heart disease survived
their first year of life.

» Now, 80-90% of these children live to
adulthood.

* In 1920, the mean age of death for a patient
with Down Syndrome was 9 years old.

* In 2000, the mean age of death was 56.

YSHCN a Growing
Population

* 15% of children less than 18 years old
have special health care needs

* 90% of these children will live into
adulthood

» Each year 500,000 YSHCN will turn 18

What is Health Care
Transition?

“The purposeful, planned movement of
youth with special health care needs
from pediatric to adult care”




Challenges of Transition

* Increased emergency department visits
and hospitalizations

* Increased frequency of exacerbation of
illness

* Gaps of care

» Lack of insurance

» Lack of housing

» Decreased employability
* Guardianship

Health Benefits of
Transition

Screening for and treatment of adult
conditions

Provider experience with chronic adult
conditions

Access to adult inpatient and specialist
services

Informed and sensitive reproductive care
Multidisciplinary support services to
promote independence (housing,
employment, transportation, guardianship)
Facilitate long term planning and goals of
care

Goal of Transition

“Maximize lifelong functioning and
potential through the provision of high
guality, developmentally appropriate
health care services that continue
uninterrupted as the individual moves
from adolescence to adulthood.”

AAP, AAFP, ACP. Consensus statement of health care transition
for young adults with special health care needs. Pediatrics 2002

2002 Consensus Statement Goals

for Transition to Adult Care

Health care provider for current health care,
care coordination, and future health care
planning

Up to date, portable, accessible medical
summary

Written health care transition plan by age 14
Preventative care that follows guidelines
Continuous, affordable, insurance coverage
Core knowledge and skills about providing
developmentally appropriate care should be
training requirements for primary care
residents and practitioners




Current Status of
Transition for YSHCN

* Only 40% of YSHCN meet the national
transitional core outcomes.

* Although most providers are
encouraging YSHCN to assume
responsibility for their own health, far
fewer are discussing transfer to an
adult provider and insurance
continuity.

McManus Margaret et al Pediatrics. 2013

Barriers to Successful
Transitions: Pediatric Perspective

Preparing my patients for successful transition is 9%

too time-consuming

Adult providers are not educated or not q
comfortable enough in the care of the diseases... 37 3 A)
Idon't know the adult providers in my area well
enough. 3 7.3%

Ihave difficulty letting go of the care of my o
palientsduetothepmlmgedrelationshipI...- 6.8%

The parents/guardians of my patients are o,
resistant to transfer out of mycare. 61.0%

My patients are resistant to transfer out of my a
fant 61.0%

I/My patients have difficulty identifying adult
providers willing to accept the tranfer of my...

54.2%
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Barriers to Successful Transitions:
Adult Provider Perspective

I do not have the necessary support from
ancillary staff in my clinic to care for...

The patients have expectations that are
not realistic for me to meet

26.9%

I do not receive adequate records from the
previous providers

51.9%

Patients and their family do not know

o,
enough about their medical history 40.4%

Lack of knowledge and/or training in the
care of the patients' condition

23.1%
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Expectations of Physicians who
Care for YSCHN

 Understand the rationale for transition
from child-oriented to adult-oriented
health care

* Have the knowledge and skills to
facilitate that process

e Understand how and when transfer of
careis indicated

Six Core Elements of
Transition

1. Transition Policy

2. Transition Tracking and Monitoring
3. Orientation to Adult Practice

4. Integration into Adult Practice

5. Transfer of Care/lInitial Visit

6. Transfer Completion/Ongoing Care

www.gottransition.org

1. Transition and Care Policy

* Develop a statement that describes the
practice’s approach to accepting new
young adults, including privacy and
consent information.

» Educate staff about the practice’s
approach.

» Post policy and discuss with young
adults at first visit and regularly as part of
ongoing care.

2. Tracking and Monitoring

» Establish process for identifying
transitioning patients until age 26 and
enter their data into a registry.

* Track young adults' completion of the Six
Core Elements incorporating them into the
clinical care process, using EHR if
possible.




3. Orientation to Adult Practice

+ Identify adult providers interested in
caring for young adults.

+ Establish a process to orient new
young adults into practice.

* Provide information about the practice

and offer a "get-acquainted"
appointment.

4. Integration into Adult Practice

« Communicate pediatric provider(s).
* Ensure receipt of transfer package.

* Make pre-visit reminder call identifying
any special needs.

* Provide linkages to information on
insurance, self-care management, and
community supports.

5. Transfer of Care/lnitial Visit

* Review transfer package.
+ Address patient concerns about transfer.

» Conduct self-care assessment (transition
readiness assessment).

* Review patient’s health priorities.

+ Update portable medical summary and
emergency care plan.

6. Transfer Completion/Ongoing Care

« Communicate with pediatric practice
confirming transfer and consult as needed.

« Connect patient with adult specialists and
other support services.

« Continue with ongoing care management.
« Elicit feedback to assess experience.

« Build collaborative partnerships with
pediatric primary and specialty care
providers.




Timeline for Health Care
Transition

Age 12: Make youth and family aware of
transition policy
Age 14: Initiate health care transition planning

Age 16: Prepare youth and parents for adult
model of care and discuss transfer

Age 18: Transition to adult model of care

Age 18-22: Transfer care to adult medical home
and/or specialists with transfer package

Age 23-26: Integrate young adults into adult
care

www.gottransition.org
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Qutline

+ Case-based discussion of transition-specific
challenges

— Transition readiness assessment
— Transition planning
— Available tools and resources
— Special populations:
* Intellectual disability/autism
* Rare genetic conditions




Treatment Comfort Level By Condition
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Case 1l

* You are seeing a 16 year old female for a well child
check. She has a history of Tetralogy of Fallot s/p
repair as a young child. She sees her pediatric
cardiologist for yearly visits. Her most recent
echocardiogram shows some developing tricuspid
regurgitation, but she remains asymptomatic at
this time. She is sexually active and takes oral
contraceptive pills. She does well in school and is
planning to attend college.

Case 1

+ What should you be doing to help her
prepare for transition to adult-based care?

— Anticipatory Guidance
— Assess Transition Readiness
— Transition Planning

At what age do you typically discuss or begin
to plan Tor transition of care to adult-caré
providers?
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Anticipatory Guidance

Age 12: Make youth and family aware of
transition policy

Age 14: Initiate health care transition
planning

Age 16: Prepare youth and parents for adult
model of care and discuss transfer

Age 18: Transition to adult model of care

Age 18-22: Transfer care to adult medical
providers

Assess
Transition _.
Readiness

Courtesy of David Wood, MD, MPH

Transition Planning

Portable Medical Summary
Discuss timing of transfer
— Primary care

— Specialists

Insurance

Transportation

Other condition-specific needs

* Small, portable £

+ Some medical apps

Medical Passport
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Portable Medical Summary
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Case 2

* You are seeing a 17 year old male with Autism
and Intellectual Disability. He has limited
verbal communication. He has a history of
challenging behaviors and seizures and is on
multiple medications for this. He struggles
with medical visits, particularly if he has to
spend time in a busy waiting room. It took
many visits until he would allow you to fully
examine him. He is dependent on family and
staff for most of his activities of daily living.

Case 2

* What is different about transition planning
in this patient compared to the 15t case we
discussed?

Case 2

Guardianship
* Long-term planning

Behavioral challenges: how do they affect
the visit

» Condition-specific medical needs
— e.g. Down syndrome
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Accommodations for patients
with developmental disabilities
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Accommodations for patients with
developmental disabilities
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Used with permission from Erika Braun

Case 3

* A 21 yo male college student with spina
bifida presents to your office to establish
care with a new PCP. He is accompanied
by his mother. He has limited lower-
extremity function and is wheelchair
bound, performs self-catheterization of his
bladder, and has a VP shunt.

Case 3 continued

* As you take a history, his mother answers
every question before he can answer, even
when you ask about his future goals or
how college is going.

» She provides you alist of medications and

catheter supplies that need refills.

« At the end of the visit, you realize the only

thing your patient has said to you is
“hello” when he shook your hand.
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Internists and transitioning
patients

» Survey of 67 randomly selected Internists:
“Please list concerns you have about
accepting the care of medically complex
patients as they transition from child-centered
care to adult-centered medical care.”
< 3items cited by greater than 5 participants:

—1. Difficulty obtaining records

—2. Lack of training in pediatric onset and
congenital disorders.

—3. Parents often being reluctant to relinquish
responsibility for healthcare/decision-making to
young adult patients

Peter NG et al. Pediatrics 2009; 123(2): 417-423

Adult-care Providers

Tips to encourage parents to “let go”

— Ask them to leave the room for part of
the encounter

— Talk directly to the patient

— Use TRAQ or similar assessment to help
re-frame the conversation

— Give the patient “homework”
* Learn medication
* Write questions for next visit

Case 4

* A 23 yo Female presents to your office to establish
care.

— Her medical history is only significant for
Pseudoxanthoma elasticum (PXE), which she
tells you is a genetic connective tissue disorder
that can cause heart problems, blindness, Gl
bleeds, and blood vessel calcification.

— Currently, her only manifestation is a rash on
her neck and axilla which she has had for
years.

— She has not seen a doctor in about 5 years
because she left home for college and has been
busy with that

Case 4 continued

She was diagnosed as a teenager by a
dermatologist who did a skin biopsy.

She saw a cardiologist 5 years ago and had
an echocardiogram which was normal.

She saw an ophthalmologist 5 years ago and
wsatold she had some “orange peel” in her
eyes.

She wants to know what she should be doing
to prevent complications and remain healthy.
She also recently found out she is pregnant
and wants to know if her child will be affected,
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Patients with rare medical
conditions

* Genetic conditions:
— GeneReviews: www.genetests.org

— Condition specific organizations:
WWW.pXxe.org

— Genetic counselors

» Highlights the need for a portable medical
summary with a “future-planning” mindset

» Pediatric providers can be a good
resource.

Conclusions

+ Before transfer:

— Start young

— Assess current knowledge/skills

— Make atransition plan

— Develop a portable medical summary
+ At the time of transfer:

— Stagger timing of transfers of different
providers

— Allow time for “failure”

— The transition period does not end at the
time of transfer
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