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*If you see this............you can answer a question!



CYSHCN — Who Are They?

e As defined by the MCHB, CYSHCN have or are at increased risk for
chronic physical, developmental, behavioral, or emotional conditions
that require health and related services of a type or an amount
beyond that required by children generally. (1998)

e Although composing 19% of children in the US, CYSHCN account for
80% of pediatric health care expenses.
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Examples of CYSHCN:

e Asthma  Mental Health Issues
e ADHD e Down syndrome

e Autism e Epilepsy

e Cerebral Palsy  Muscular Dystrophy
e Chronic Kidney Disease * Sickle Cell Disease

e Congenital Heart Disease e Spina Bifida

e Cystic Fibrosis e Type | Diabetes

e Genetic Disorders



2016 National Survey of Children’s Health

http://childhealthdata.org/

e ~14.2 million children ages 0-17 years in the US (19.4%) have special
health care needs.

e 5 million youthin the US ages 12-17 years old (transition age) have a special
health care need.

e youth with a medical home are almost 2 times more likely to receive services
to support their transition to adulthood

e 17% of CYSHCN of transition age met the overall transition measure for the
survey

e A greater proportion of YSHCN who received care coordination and a written plan met
the criteria for the overall transition measure
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Medical Home History

e 1967: Introduced by the American Academy of Pediatrics (AAP)
e 1992: AAP publishes a policy statement defining the medical home

e 2002: AAP Policy Statement on Medical Home Initiatives for Children
with Special Needs

e 2007: Joint Principles of the Patient-Centered Medical Home are
published by the AAFP, ACP, AOA, AAP.
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AAP working with Maternal & Child Health Bureau — 15
vears of ensuring CYSHCN have access to a medical
home.

* Medicalhomeinfo.aap.org:
* National resource center for Patient/Family-centered medical home
e Forfamilies and caregivers
* For Practices

State Initiatives

* Promising Practices
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Advancing Systems of Services for CYSHCN
Network: AAP + Catalyst Center + Got Transition

* The goal of the network is to engage 90 percent or more of state
Maternal and Child Health Title V / CYSHCN programs in technical
assistance, training, education, and partnership building activities
designed to demonstrate improvement in one or more of the
following areas:

e coordinated, ongoing comprehensive care within a medical home for CYSHCN

» youth with special health care needs receive the services necessary to make transitions
to adult health care

* adequate private and/or public insurance to pay for needed services for families of
CYSHCN
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ADVANCING SYSTEMS OF SERVICES FOR CYSHCN NETWORK

ORGANIZATIONAL CHART

United States Health
Resources and Services
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Maternal and Child
Health Bureau

Adv?%cing Sysftems

of Services for - L
American Academy National Alliance to Advance Boston University

CYSEIJ%?WI\J}EI‘EYVWR I of Pediatrics (AAP) I Adolescent Health (NAAAH) -H (BU)

National Resource National Resource Center for

onias e Got Transition LaiaystiCoyte

Additional
Components of -— ey
the NRC-PFCMH PFCMH 1 PFCMH 3
\/
M Baylor

R N College of
Texa[—i Ch'lll;:]lllzen S Medicine
(1101




US-DHHS: Healthy People 2020

Healthy People 2020 goal:

Increasing the proportion of children, including those with
special health-care needs, who have access to a medical home.

HealthyPeople... &3
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Features of the Patient-Centered Medical Home (PCMH)*

e Patient-centered (family-centered)
e Comprehensive

e Coordinated

e Accessible

e Committed to Quality and Safety

e Compassionate

e Culturally Effective
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CULLABUHAITIVE

Feature

Patient-Centered

Comprehensive

Coordinated

Accessible

Committed to
quality and
safety

P
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Why the Medical Home Works: A Framework

Definition

Supports patients and families to
manage & organize their care and
participate as fully informed
partners in health system
transformation at the practice,
community, & policy levels

A team of care providers is wholly
accountable for patient’s physical
and mental health care needs —
includes prevention and wellness,
acute care, chronic care

Ensures care is organized across
all elements of broader health
care system, including specialty
care, hospitals, home health care,
community services, & public
health

Delivers consumer-friendby
services with shorter wait-times,
extended hours, 24/7 electronic or
telephone access, and strong
communication through health IT
innovations

Demonstrates commitment to
quality improvement through use
of health IT and other tools to
ensure patients and families make
informed decisions

Sample Strategies

Dedicated staff help patients navigate
system and create care plans

Focus on strong, trusting relationships with
physicians & care team, open communication
about decisions and health status
Compassionate and culturally sensitive care

Care team focuses on “whole person’ and
population health

Primary care could co-locate with behavioral
or oral health, vision, OB/GYN, and pharmacy
Special attention is paid to chronic disease
and complex patients

Care is documented and communicated
effectively across providers and institutions,
including patients, primary care, specialists,
hospitals, home health, etc.

Communication and connectedness is
enhanced by health information technology

Maore efficient appointment systems offer
same-day or 247 access to care team

Use of e-communications and telemedicine
provide alternatives for face-to-face visits and
allow for after hours care

EHRs, clinical decision support, medication
management improve treatment & diagnosis.
Clinicians/staff monitor quality improvement
goals and use data to track populations and
their guality and cost outcomes

Potential Impacts

Patients are more likely to seek
the right care, in the right
place, and at the right time

Patients are less likely to seek
care from the emergency room
or hospital, and delay or leave
conditions untreated

Providers are less likely to
order duplicate tests, labs, or
procedures

Better management of chronic
diseases and other illness
improves health outcomes

Focus on wellness and
prevention reduces incidence /
severity of chronic disease and
illness

Cost savings result from:

*  Appropriate use of medicine

*  Fewer avoidable ER visits,
hospitalizations, & readmissions




Why have a PCMH?

Exhibit 1. Health Care Spendingas a Percentage of GDP,1980—2013

e US Health Care System has

Percent
become more fragmented, 16 - =Us (17.6%)
inefficient, and expensive. t | s

14 GER (11.2%)
NETH (11.1%)
-=-SWIZ (11.1%)
-=DEN (11.1%)
—=-NZ (11.0%)

-=-CAN (10.7%)

* Here are the categories of waste:
e Failures of Care Delivery
e Failures of Care Coordination
e Overtreatment (overuse of

12 4

. . . e N o —=]AP (10.2%)
technology is in this one) s + NOR (9.4%)
e Administrative Complexity 2 - as by
* Pricing Failures (higher prices are o w01 2001 2007 2om0 200
in this one)

Notes: GDP refers to gross domestic product. Dutch and Swiss data are for current spending only, and exclude spending on capital

formation of health care providers.
Fraud and Abuse e, ECD st Do 2015



How does a practice become a PCMH?

CARE TEAM
e Start small — Assess the practice CARE MANAGEMENT [ - rod oy pascnte prferred provider QUALITY & SAFETY

A e * Includes a Licenced Vocational . Evid By
P MNurse, Pharmacist, Referral M RS

Management 4 i
9 Coordinator, Case Manager & s

(] h * Wellness Promotion p g | * Medication
I I I I A : Cl | Staff
ea a roa C * Disease Prevention , SIL::;Z Ggals Management

« Ct ic Di s i i i
hronic Disease G S ——  Patient Satisfaction
Management Feedback

 Build in stages — Using Quality QST PATIENT-CENTERED MEDICAL HOME St

Resources & Pertinent e Quality

I m p rove m e nt Health Literature N . | N Improvement

* The model for Improvement oane coonmaron 1 ¢ N , B OB jcoessipury

* Technology Driven \ ] Y/ * Same-Day

e PLAN DO STUDY ACT (PDSA cycle) S e * P e

* Imaging & Lab \ 4 S ; * 24-Hour Coverage
Tracking o | * Group Visits

* Acknowledge progress
* Involve patients and families rer— —

» Come to each visit prepared with updates on + Offer you a choice of provider which you can
prescriptions and over-the-counter medications. modify at any time.

+ Keep scheduled appointments or contact + Build a care plan that works for your lifestyle.
us to reschedule as soon as possible. + Help you understand your health conditions
+ Inform us of any recent hospitalizations, = and how to take care of yourself.

visits to the ER, or visits to specialists. . « Listen to your questions and answer them in
» If you seek care from another practice, provide a way you can understand.

them with your personal care provider's information. + Help you cordinate your health care even if
+ Understand your health conditions: ask questions we are not the ones giving you the care.
about your care and tell us if you don't understand. + Keep you up-to-date on vaccines and

+ Follow the care plan agreed upon by your team. preventative screening tests.

« Take all medications as directed. + Notify you of test results in a timely manner.




Building a comprehensive and effective Medical Home
For CYSHCN — Assess the Practice:

Use a standardized questionnaire such as the CSHCN screener.
e |dentify children at increased risk. (Ex: Autism)

* Create patient registries.

e Plan for patient visits.

e |dentify and recall patients.
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Children with Special Health Care Needs (CSHCN) Screener®
{mail or telephone)

Does your child currently need or use medicine prescribed by a doctor (other than vitamins)?
Yes — Go to Question 1a
No — Go to Question 2

1a. Is this because of ANY medical, behavioral or other health condition?
Yes — Go to Question 1b
No — Go to Question 2

1b. Is this a condition that has lasted or is expected to last for at leasf 12 months?
Yes
No

Does your child need or use more medical care, mental health or educational services than is usual for most children
of the same age?

Yes — Go to Question 2a

No — Go to Question 3

2a. ls this because of ANY medical, behavioral or other health condition?
Yes — Go to Question 2b
No —  Go to Question 3

2b. Is this a condition that has lasted or is expected to last for at leasf 12 months?
Yes
No

Is your child limited or prevented in any way in his or her ability to do the things most children of the same age can do?
Yes — Go to Question 3a
Mo — Go to Question 4

3a. Is this because of ANY medical, behavioral or other health condition?
Yes — Go to Question 3b
No — Go to Question 4

3b. Is this a condition that has lasted or is expected to last for at leasi 12 months?
Yes
No

Does your child need or get special therapy, such as physical, cccupational or speech therapy?
Yes — Goto Question 4a
No — Go to Question 5

4a. Is this because of ANY medical, behavioral or other health condition?
Yes — Goto Question 4b
No — Go to Question 5

4b. Is this a condition that has lasted or is expected to last for at least 12 months?
Yes
No

Does your child have any kind of emotional, developmental or behavioral problem for which
he or she needs or gets treatment or counseling?

Yes — Goto Question 5a

No

5a. Has this problem lasted or is it expected to last for af least 12 months?

AT



Other tools to use™

e Medical Home Index (MHI) — rank your practice (1-4) in six domains:
organizational capacity, chronic condition management, care
coordination, community outreach, data management, and

Ql/change

* Medical Home Family Index and Survey — information gathered from
families about the practice

e TeamSTEPPS Training — from Agency for Healthcare Research and

Quality.
e Quality Improvement Training — from Institute for Healthcare
Improvement
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Office Environment: SPELL (Autism)

e Structure — help predict what is going to happen with pictures and
explanations

e Positive — Supportive and caring environment, meet them where they
arel

* Empathy — anticipate overcoming difficulties (schedule first or last)
e Low Arousal — calm environment (quiet room), no white coats!

e Links - community

The Autistic Brain

°
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Autism Pre-Check List

e Autism Pre-Visit Assessment

e Difficulty in waiting room

e Struggles waiting to see MD

e History of Aggression in a medical setting

¢ Needles cause anxiety

e Loud noises bother the patient

e Will be nervous/anxious

e Difficulty hearing someone crying or screaming

e Won’t allow a blood pressure or other vital signs taken
¢ Lights bother the patient
e Doesn’tlike to be touched, or will not allow physical exam or genital exam

e Mayrun fromthe room

¢ Will not get on elevators

e Lab draw (need sedation?)
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Problem List in EHR

I Diagnosis » Sort Priority
Active Problems
I Autism % Edit Overview Unprioritized

% (verview Communication: nonverbal, poinfing

Behavioral concems: hx seff injury (biting hands when siressed, none recently)
Clinic accommodations: demo exam first, countto 3
Discussed safefy (ex: wandering): 7/2017, resolved

TEISThdl W WS I diAISLY VUMY SRR Gl S VI IRl 1T DI TSIy Yy wigyens Widl Iicie T diiARUD ol IU W PNV IvT TIPUIILGU eeninguss

> Autism % Edit Overview
9 Overview Communication: verbal
Behavioral concerns: none
safety (ex: wandering):
Difficulty in waiting room: YES
Struggles waiting to see MD: YES; makes noises , gets in patient
Needles cause anxiety: YES
Loud noises bother the patient: YES
Will be nervous/anxious: YES
Won't allow a blood pressure or other vital signs taken: Tiny bit , sometimes (does well with coaching for labs)
Lights bother the patient: sometimes
Doesn't like to be touched, or will not allow physical exam or genital exam: YES ; sometimes
May run from the room: YES
Will not get on elevators: Pt is afraid of elevators but can manage

s Healthrare maintenance o % Edit Overview
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The PCMH Impact on Quality of Care and Health
Qutcomes™

WWW.PCPCC.Org

* Increase anticipatory guidance provided

* Increase annual primary care visits and well-child visits
* [ncrease immunization rates

* Increase likelihood of having height, weight, and blood pressure
checked

e Decrease rate of inappropriate use of antibiotics
* Increase family and patient satisfaction
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Studies show that the PCHM™

WWW.PCPCC.Org

e Providers better support and communication
e Creates stronger relationships with providers
e Saves you time
e Decrease hospitalizations and decrease days spent in the hospital
e Decrease visits to the emergency department
e Decrease cost for families
* Lower PMPM cost
v
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http://www.pcpcc.org/

Barriers to PCMH

* Inadequate reimbursement for services offered in the medical home
remains a very significant barrier to full implementation

e Shortage of primary care providers
 Knowledgeable providers!

* Healthcare Information Technology
e Practice Infrastructure and Coordination of Care
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The Three-Part Payment Model

 Monthly care coordination payment - work that falls outside of a
face-to-face visit

* Fee-for-service - recognizes visit-based services

* Performance-based component - recognizes achievement of quality
and efficiency goals

* Apply coding for Medical Home Visit Reimbursement. The AAP’s Index of
Current Procedural Terminology (CPT) Codes for Medical Home highlights
most of the commonly reported codes for the medical home.
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Medical Home Recognition and Accreditation Programs —
does it help the practice with reimbursement?

e Accreditation Association for Ambulatory Health Care (AAAHC)
Medical Home On-site Certification(www.aaahc.org)

e National Committee for Quality Assurance (NCQA) Patient-Centered
Medical Home (PCMH 2014) Recognition(www.ncga.org)

e The Joint Commission (TJC) Designation for Your Primary Care
Home(www.jointcommission.org)

e URAC Patient-Centered Medical Home Accreditation(www.urac.org)

WP‘.RRANTY to CONS

- GOOD -
HOUSEKEEPING
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http://www.aaahc.org/en/accreditation/primary-care-medical-home/
http://www.aaahc.org/en/accreditation/primary-care-medical-home/
http://www.ncqa.org/
http://www.ncqa.org/
http://www.jointcommission.org/accreditation/pchi.aspx
http://www.jointcommission.org/accreditation/pchi.aspx
https://www.urac.org/accreditation-and-measurement/accreditation-programs/all-programs/patient-centered-medical-home/

So what about Transition Health Care?

sarah jessica
"parker
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Transitioning Health Care — Why?

 More than 90% of children born today with a chronic or disabling
health condition are expected to live more than 20 years.

 There are more adults with spina bifida, congenital heart disease and
cystic fibrosis then children.
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Health Care Transition

 transition is a process and not an event. “age and
developmentally appropriate process, addressing the
medical, psychosocial and education/vocational
aspects of care”

 a purposeful, planned migration from child-oriented to
adult-oriented health care

e Health Care Transfer - a point in time when a new
provider assumes the medical care of a patient
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Consensus Statement 2002

* A Consensus Statement on Health Care Transitions for Young Adults
with Special Health Care Needs

AAP, ACFP, ACP-ASIM — 2002

“The goal of transition in health care for young adults with special health care
needs is to maximize lifelong functioning and potential through the provision of
high-quality, developmentally appropriate health care services that continue
uninterrupted as the individual moves from adolescence to adulthood.”

%
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Consensus Statement 2011

e The American Academy of Pediatrics (AAP), the American Academy of
Family Physicians (AAFP), and the American College of Physicians
(ACP) published a joint statement describing a recommended clinical
approach for transition to adulthood for all youth, not just for youth

with special needs (5).
* |[n the context of a medical home
e Standard part of care for all youth/youngadults

* Involvessix steps
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Transition Educational Effort for Adult Providers

 American College of Physicians’ Council on Subspecialty Societies
partnership with Got Transition. May 2016:

e The specialty societies’ subgroups customized a least three tools from the 6 Core Elements:
1) a transition readiness assessment (for use in pediatric care), 2) a self-care assessment (for
use in adult care), and 3) a medical summary/transfer record containing the essential
information needed for communication between pediatric and adult clinicians for practices
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About |
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News | Resources | Health Care Providers

siare AP EIEE

Help me find... m

Youth & Families | Researchers & Policymakers | Wehinars

Got Transition aims to improve transition from pediatric to adult health care through the use
of new and innovative strategies for health professionals and youth and families.

News & Announcements

Are you ready to transition to adult
health care?

Take Our Quiz!

Mew Report Offers Value-Based

Transition Payment Recommendations

A new report from The Mational Alliance,

funded by the Lucile Packard Foundation

for Children's Health, offers
recommendations for value-based
payment (WVBEF) for transitional care to
address long-standing gaps in payment

for transition from pediatric to adult care.

more:>

New Analysis of State Title V Transition

Efforts and Recommendations

A Got Transition report examines
innovative transition strategies and

measures from 37 state Title V Programs

selecting transition as a national
performance measures and offers
recommendations for future efforts.
more:s

New Study on US Health Care Transition

Performance
A recent study of the newest 2016

Mational Survey of Children's Hesalth data

shows that few youth with and without
special health care needs receive
transition planning support. mores

The Mational Alliance Receives 5-Year
Federal Grant to Continue Got
Transition

The MNational Alliance tc: Advance

| o L s

For Health Care
Providers

Find out about how to
implement health care transition
quality improvement in your
practice or plan using the new
Six Core Elements of Health
Care Transition (2.0). Download
accompanying clinical
resources and measurement

tools for use In any setting.

Customize the Sox Core
Elements of Health Care
Transition to meet your
patients” and prachce’s needs!

Incorporating Health Gare
Transition Services into
Preventive Gare for
Adolescents and Young
Adults: A Toolkit for Chinicians

Condition-Specihc Transition
Toolkits {from the ACP
Pediatric to Adult Gare
Transitions Inmhiative)

For Youth &
Families

Hear what young adult and
parent experts have to say
about common transition
questions and discover new
resources to make this process
work easier.

Tuming 18: What it Means for
Your Health

The “Medical ID™ Feature on
Apple’s Health app

The "Medical ID" app for
Android phones

Questions to Ask Your Doctor
about Transitioning to Adult
Health Gare

For Researchers
& Policymakers

Find new transition policy
developments, research and
measurement approaches, and
federal and state transition
initiatives.

Got Transition Webinar Senes

2018 Report on Innovative
State Tile V Transition Efforts

Recommendations for Value-
Based Transition Payment for
Pediatnic and Adult Health
Care Systems




The Process: Six Core Elements of Health Care Transition

’§\

gul transition
-l Transition Policy 4 Transition Planning
Posted Health Care Transition Plan

Staff /Family/CY Informed Portable Medical Summary

Transition &

Transfer of Care

Transfer Checklist, EMR
Summary Med. Record

2 Transitioning

Youth Registry
dentify: 12-17, 18-21, 22-26

Transition Transition
Preparation Completion
Teach & Track Skills 3 months post/followup <
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Transitioning Health Care*

e Barriers

e Adult health care providers are not comfortable or
knowledgeable about many pediatric diagnoses or
working with a young population

e Lack of insurance

 Little to none transition health care planning during
pediatric years.

e Cultures are different: Pediatric vs. Medicine
e Acute care— Adult hospitals
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What Works??

|es ng%est tha the trapsfer fcare IS more
uc ess If a orm% transition
ram IS In place to prepare t gatlent and to
ac:| Itate the change In'care providers

. There iS a growmg evidence base that skills training -
for young Aoeo ple with chronic illnesses can be
assouate ith positive outcomes.

Parade Magazine

* Independence visits have been shown to be one of
the ewddclettermma nts of attending appointments
as an adu

 Making it developmentally appropriate and not age
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Baylor College of Medicine Transition Medicine Section

e Part of the Strategic Planning between Texas Children’s Hospital and
Baylor College of Medicine

* Incentive rewards for process built between specific pediatric and adult
programs

e Quality improvement grants for transition specific projects

 Imbedded on the medicine side to address education, clinical and research
opportunities

 TCH side —adolescent medicine section

e EPIC transition tool

e Transition from Pediatric to Adult-Based Care 19" annual chronicillness and disability
conference, October 25" and 26 2018 Houston, Texas
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Texas Children’s Hospital — Baylor College of Medicine
Transition Medicine Clinic

 Medical Home for 19 years and older patients with neurodevelopmental
disorders — same day appointments, chronic care management

e Medicaid 1115 Waiver Demonstration Project

e AHRQ certification Level 2 — family advisory committee, TeamSTEPPs
training, Advanced Quality Improvement training for faculty

* UnitedHealthCare Star Plus PMPM & Fee for Service — embedded serV|ce |
coordinator e e

e Medicare Care Coordination Fee

e HRSA grant working with Texas Children’s Practices

Baylor
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It just isn’t about health care!
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When in doubt, ask Mr. Rogers

10/4/2018

A The Fred Rogers Company
| hir

“Transitions are almost always signs of
growth, but they can bring feelings of loss.
To get somewhere new, we may have fo
leave somewhere else behind.” - Fred
Rogers
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Resources

* WWW.pPCpPCC.Org
e www.gottransition.org

e https://medicalhomeinfo.aap.org

* https://www.acponline.org/pediatric-adult-care-transitions

e https://www.ahrg.gov/teamstepps/index.html

* http://childhealthdata.org/learn/NSCH

e http://www.truthsabouthealthcare.com/category/costs/

e http://www.ihi.org/education/InPersonTraining/Pages/default.aspx
e http://www.nichg.org/resources/PFAC-toolkit-landingpage.html
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http://www.pcpcc.org/
http://www.gottransition.org/
https://medicalhomeinfo.aap.org/
https://www.acponline.org/pediatric-adult-care-transitions
https://www.ahrq.gov/teamstepps/index.html
http://childhealthdata.org/learn/NSCH
http://www.truthsabouthealthcare.com/category/costs/
http://www.ihi.org/education/InPersonTraining/Pages/default.aspx
http://www.nichq.org/resources/PFAC-toolkit-landingpage.html
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