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American Academy of Pediatrics: The State of Transitions
Purpose

National discourse surrounding the issue of transitioning youth to adult health care has
been evoiving over several years. While many provider groups, federal and state governments,
community partners and parental efforts have been employed to approach this issue, transitions
continues to challenge the United States (U.S.) health care system. It is an issue that equally
encompasses clinical practice, legal statutes, managed care criteria, educational contexts,
employment functionalities, as well as personal norms and attitudes. The enormity of this 1ssue
begs pediatric leaders to aggressively address its pervasive barriers, and acknow};—:dge its
significance in the provision of quality, compassionate, comprehensive healthcare for all.

In an act of acknowledgement. the American Academy of Pediatrics’ (AAP) 2007
Annual Leadership Forum resolution process positioned “transitioning youth with special health
care needs (YSHOCN) to adult health care” m the top 10 of over 73 submitted. This identification
prioritized transitions as a paramount issue for the AAP, and charged its Division of Children
with Special Needs {DOCSN) and the National Center for Medical Home Initiatives (NCMHI) —
funded by the federal Maternal and Ch:id Health Bureau (MCHB) - to be the hub of central
action. This placement, as well as ifs inclusion as one of MCHB’s 6 outcome measures, situated
transitions as a critical, integral component of the medical home.

Before announcing transition activities and/or programs, DOCSN/NCMHI leadership
contracted with a consultant to assess current transitions literature, programs, and parallel
initiatives. The mtent of such an assessment was to provide the AAP with a comprehensive fens
on past and current transition activities, needs of its members and other health care colleagues,

existing barriers, as well as to reduce the possibility of duplication. While this contracted
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assessment 15 not exhaustive, 1t is a formidable chronicle of literature, agendas, programs, and
partners that the AAP should acknowledge, as it reaches a consensus regarding its future
transitions efforts. This report outlines the assessment findings in the following order: 1) external
efforts: federal framework, federal initiatives, national partner efforts, and community provider
education programs; 2) AAP efforts: past and present; 3) nceds assessments: external partners; 4)
state-based transition research and clinics; and 5) peer-reviewed publication.

External Efforts - Federal Framework

The federal government has a longstanding presence within the transitions’ initiatives. In
1999, the U.S. Supreme Court passed the Olmstead Act (Supreme Court of the United States,
1999). This federal decision operationalized the Americans with Disability Act (ADA) by
charging state governments to integrate service systems in appropriate contexts for individuals
with disabilities. While this order had a universal scope, it did not formally outline how each
state was to mtegrate such services; it enly stipulated such modification had to be “reasonable”
in terms of states’ efforts and/or budgets. Possible areas for modification included: health care,
transportation, education, and social services (Department of Health and Human Services of the
United States, 2002).

Building on the Olmsiead Act, in February 2001, the President’s New Freedom Initiative
{NFI) was announced (Department of Health and Human Services of the United States, 2001).
This federal effort outlined activities aimed at further enhancing individuais’ with disabilities
ability to live independently in communities nationwide. Scopes of these activities included:
increasing access to assistive technologies, increasing educational opportunities, promoting
home ownership, integrating individuals with disabilities into the workforce, increasing

transportation options, and promoting full access to community living. In December 2001,
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9 federal agencies responded to NFI, by outlining strategies to address barriers individuals with
disabilities face within communities. This response was entitled, “Delivering on a Promise,” and
contamed 400 proposed strategies (Department of Health and Human Services of the United
States, 2001).

In July 20605, the U.S. Surgeon Generai released a Call to Action to Improve the Healih
and Wellness of People with Disabilities (Department of Health and Human Services of the
United States, 2005). This agenda focused on: increasing nationwide understanding of
individuals” with disabilities life trajectory; increasing health care prolessionals’” knowledge to
screen, diagnose, and treat the whole person with dignity; increasing individuals with
disabilities” ability to self-manage and self-promote heaithy hifestyles; and increasing
accessibility of healthcare and social services for individuals with disabilities, This “call to
action” was made on the 15" anniversary of the ADA.

In February 2008, President Bush put forth an executive order to improve the
coordination and effectiveness of youth programs (White House, 2008). This order calls for the
development and implementation of an interagency working group to assess, promote, and
implement strategies focused on improving the health of America’s youth. Specific activities
noied are: develop an interagency working group, engage private and nonprofit orgdnizations to
assist in coordinating needed services, create a new Web site for youth, assess strengths of other
federal Web sites aimed at youth, promote youth training on the use of Web sites, promote
community-hased youth programs’ use of evajuations, promote community-based programs that
utilize strong collaborations, volunteer activities, and demonstrate cost-saving alternatives for
serving high-risk youth (White House. 2008). This order is the most recent of executive activities

aimed at promoting the health of ali youth i the U.S.
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External Efforts - Federal Initiatives

‘The majority of federal YSHCN efforts reside within Department of Health and Human
Services (DHHS), within the MCHB Division of Services for Children with Special Health
Needs (DSCSHN). Within this federal division are a host of activities, many of which are
grounded within the medical home initiative. The following offers a summary of the DSCSHN
activities.

Review of Individual Transition Programs

In spring 2008, through an external consulting agreement, MCHB will veceive a
summative report on a variety of transition programs. These programs are clinic, governmental
and resource-center based. It is the intent of MCHB’s contracted report to glean useful strategies
for successful transition, as well as possible models for best practice identification. [Please note
the consultant requested a report/ update from conference. As of June 2008, there has been no
response 1o the vequest. ]

Contact: Elizabeth McGuire — MCHB
Health Ready to Work (HRTW)

Information: HRTW is a collaborative agreement with MCHB to formalize a national
center for fransition-specific technical assistance (TA}. HRTW s Web site (www . hrtw.org) offers
a warehouse of transition-based resources and tools, as well as connections to transition experts
who provide TA opportunities. This group serves as MCHB s primary source of transition-based
expertise and information (HRTW, 2008). Some key outcomes (o note:

* In 2006, HRTW disseminated findings from a MCHB Title V agency survey; which
highhghted the key transition issues 38 out of 50 state programs are facing. This survey

confirmed that most states were in the formative stages of transition efforts. The lack of
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adult providers to receive transitioning YSHCN was 1dentified as a primary workforce
barrier.
= In 2006, HRTW also surveved pediatric practices and medical homes noting that
referrals to adult practice mostly occurred due to personal relationship and location.
Fifty-seven percent of responding providers utilized the AAP’s A Consensus Statement
on Health Care Transitions for Young Adults with Special Health Care Needs (2002) as a
transition reference (HR'TW, 20083,
Contact: Patti Hackeit — HRTW
Federal Interagency Collaborative Workgroup on Youth Transition
This workgroup consists of partnering federal agencies, such as the Department of Labor,
Department of BEducation, Department of Transportation, Social Security Administration,
Department of Justice, Centers for Disease Control and Prevention (CDC), Substance Abuse and
Mental Health Service Administration, as weil as other DHHS partners. Their quarterly meetings
update all partners on the group’s work plan, and existing activities. One of their paramount
activity ig their hosting a eross-agency Transition TA Center meeting in July 2008, aimed at
increasing awareness of the federal programs able to provide TA, understanding resources they
are utilizing, and highlighting communication strategies to optimize TA delivery among centers,
Agency Updates {as of December 2007):
I. Department of Labor — Employment and Training Administration (DOL-ETA)
a. The new YourhBuild grants were announced.
b. There were 7 cities funded for better alternative education systems for vouth

offenders.
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c. Three-part grants will be released soon for youth offenders focusing on better
apprenticeship programs, alternative schools for youth offenders, and programs
based on best practices.

Department of Education — Office of Special Education and Rehabilitative Services (ED-
OSERS)

a. There are 23 vocational rehabilitation {VR) agencies’ promising practices
identified to assist in successful rehabilitation for YSHCN. Web site is:
http://www.ed.gov/rschstat/eval/rehab/promising-practices/transition-
age/index.html]

b. OSERS has funded an assessment of state VR agencies that is currently in the
final draft stages.

Department of Labor — Office of Disability Empioyment Policy (DOL-ODEP)

a. There is an alliance between the Society of Human Resource Managers (SHRM)
and ODEP. As a part of this alliance, ODEP is working with SHRM to help
facilitate their mentoring activities to become more inclustve of all youth,
including those with disabtlities. Articles will be written by SHRM on mentoring
youth with disabilities and will be posted to their website (www.shrm.org)
shortly, ODEP also completed a Web cast with SHRM concering:

i. Internships for college students with disabilities.
ii. Findings from ODEP’s work regarding career services offices and how
closely they work with disabitity support oftices at coileges and

universities.
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ODEP has developed an alliance with CVS pharmacies. This alliance hopes o
develop a strong youth component in CVS pharmacies’ work force.

ODEP s working at updating their Disability History Fact Sheet on whal groups
are doing around the country to pass disability history legislation. This legislation
mandates states either have a disability history week or month or a dedicated time
period in which the school (K-12) present disability history topics to its students.
ODEP is part of the Federal Mentoring Council through the Corporation for
National and Community Service. Through this partnership, ODEP 1s working
towards an Executive Order recommending that vouth-related RFPs include
mentoring.

ODEP is working on training modules around the Knowledge, Skills, and
Attributes (KSA) competencies (www.newd-youth.info/ksa/index.htmi). The
drafts, which are being reviewed by professionals in the special education,
juvenile justice, vocational rehabilitation, and workforce development arenas, will
be completed in November 2008. The next phase of the KSA development will be
field testing currently planned to take place in Arizona, California, Maryland,

Oregon, Vermont and other locales.

4. Social Security Admunistration (SSA)

a.

Youth Transition Demonstrations
i. A main focus is the current development of the 36-month survey, aimed at
seli-determination.
ii. The 12-month survey is completed and SSA is waiting for final approval

in order to begin collecting data.
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b, Annual Conference on Youth Transition Demonstration sites took place in March
2008. [Please note the consultant requested a report/ update from conference. As
of June 2008, there has been no response to the request. ]

5. Department of Education — Office of Special Education Programs {(ED-OSEP)

a. Technical Assistance Center on Post-Secondary Opportunities for Students with
Intellectual Disabilities has been announced.

b, United We Ride has developed fact sheets to discuss mobility management and
accessing services.

¢. The National High School Center, one of 5 content centers, and jointly funded by
Office of Early and Secondary Education (OESEYOSEP provides researched-
based information, products, and guidance on key topics related to disabilities for
regional comprehensive centers. They are currently working on a suite of articles
related to fransition to postsecondary education and employment
{www.betterhighschools.org).

d. Project Forum is currently developing a survey based on the new Summary of
Performance provisions required by IDEA 2004, The forum will survey State
Directors of Special Education to assess how this new requirement is being
implemented.

6. Department of Education — Office of Early and Secondary Education (ED-OESE})

a.  OESE is working on school drop-out prevention and planning to include disability
with that worl.

Contact: Elizabeth McGuire - MCHB

Social Security Administration (SSA)



Transitions 10

Fueted by NFI, SSA developed 9 demonstration projects to elicit success{ul strategies for
assisting vouth with disabiltties transitioning from post-secondary education to employment
{Social Security Administration, 2004). Each site is developing a delivery system to enable
successtul transition. The youth selected to participate in the demonstration projects will be
tollowed for 4 years in random-assignment evaluation to document if received demonstration
intervention (such as increased service coordination or Medicaid Waivers) are successful, As
noted previously, the 12-month surveys are completed, and project leaders are currently crafting
the 36-month survey. SSA believes findings from these sites may alter specific Supplemental
Security Income rules in order to incentives enrollees’ efforts to work. The 9 demonstration
projects exist in the following states: Califorma, Colorado, Florida, Maryland, Mississippi, New
York, Vermont, Washington, and West Virginia.

Contact — Elizabeth McGuire - MCHB
Substance Abuse and Mental Health Service Administration (SAMITSA)

Information: SAMSHA formulated the “Partmership for Youth Transition” within their
Center for Mental Health Services Division of Service and Systems Improvement
Child, Adolescent, and Family Branch. Along with OSEP, this program offered five 4-year
cooperative agreements in 2004 (Substance Abuse and Mental Health Administration, 2004).
These agreements were awarded to plan and implement youth transitien programs for children
and yvouth with significant emotional disturbances. The 5 awarded sites were: Partnership for
Youth in Transition: Portfolio to Success {(Augusta, ME), Persons Realizing Independence and
Developing Empowerment (Willmar, MN), Comprehensive Youth Transition Program
(Pittsburgh, PA), Project RECONNECT (Sait Lake City, UT), and Partnership for Youth

Transition (Vancouver, WA),
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Contact ~ Elizabeth McGuire - MCHB
DOL-ODEP’s Summit “Blazing the Trail”

DOL-ODEP hosted a summit aimed at enhancing leadership development of youth with
disabilities in August 2007. The summit was an invitation-only meeting, where more than 200
attendees representing federal, state and local government agencies, other policymakers,
academicians, service practitioners, youth and leadership organizations, foundations, and youth
and their family members met to discuss opportunities to enhance youth’s skills and participation
in leadership programs. A white paper outlining the summit’s outcomes will be distributed n
2008 to the public.

Centact - Rache! Dorman — DOL-ODEP

External Efforts - National Partner Efforts

Research Consortium on Children with Chronic Conditions (RCCCC)

Information: The RCCCC is an established group of interdisciplinary professionals with
an interest in CYSHCN. In April 2006, RCCCC decided to focus on the 1ssue of transitions by
initially drafting 8 papers to explore several elements related to this topic arena. The charge was
to develop 3 papers that would focus on the global issues of transitions, while 4 would be aimed
at addressing components cutlined by NFI and the ADA. The final paper would synthesize all
paper findings. The RCCCC had hoped to subsequently host an invitational workshop on
transitions to present and discuss these papers in spring 2008; however the meeting was
postponed. Based on the proposed workshop, further policy, program, and research
recommendations had alse hoped to be formulated.

Contact — Don Lollar, EdD — CDC or Bonnie Strickland, PhD - MCHB
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National Committee on Quality Assurance (NCQA)

Information: In January 2008, NCOQA announced a revised version of the Physician
Practice Connections-Patient Centered Medical Home (PPC-PCMH} program (NCQA, 2008).
The PPC-PCMH serves as an assessment tool for medical practices to assess their medical home
functionality. This revised tool is based off of core standards collaboratively determined by the
American Academy of Family Physicians (AAFP), AAP, American College of Physicians
(ACP}, and the American Osteopathic Association (AOA). PPC will be used nationwide in
demonstration sites.

Stepping Up to the Plate (SUTTP) Alliance

Information: The American Board of Internal Medicine (ABIM) led the initiation of a
colfaborative consortium of specialty societies and other interested partners in health care in the
effort of outlining principles and standards for managing transitions in care (Greiner, 2007).
| Involved partners include: AAFP, AAP, American College of Cardiology (ACC), ACP,
American College of Surgeons (ACS), American Society of Clinical Oncologists (ASCO),
Society of Thoracic Surgery (STS), Society of General Internal Medicine (SGIM), Society of
Hospital Medicine {(SHM}, American Board of Family Medicine (ABFM), ABIM, American
Board of Pediatrics {ABP), American Board of Surgery ABS}, Agency for Healthcare Research
and Quality (AHRQ), NCQA, and Institute for Healthcare Improvement (THI).

SUTTP has defined transitions in care as a process between physicians and institution-to-
instifution transfers. Moreover, 1t more narrowly defines transitions as being clinician-focused. In
its initial conversations, SUTTP noted that changes in both medical culture and system

infrastructure and standards would be needed in order to conduct successful transitions (Greiner,
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2007). Additionaily, “changes in physician payment would also be necessary to facilitate
enhanced care transitions,” (Greiner, 2007, p. 1). While alterations in reimbursement would
assist in covering physician-fime spent on transition activities; discussion also illuminated that an
eventual redistribution in funds from specialty care to primary care would also lessen financial
difficulties currently felt by providers.
SUTTP suggests the following are principles for effective care transitions {draft 2007}
1. Accountability
2. Clear and direct communication of treatment plans and follow-up expectations
3. Timely feed-forward and feedback of information
4. The invoivement and awareness of patient and family member, when appropriate, in all
steps
5. Respecting the hub of coordination of care
6. Establishing national standards
7. Measurement
SUTTP suggests the following are standards for effective care transitions (draft 2007):

[. Coordinating clinicians

b

Community standards

3. Communication infrastructure

4. Timeliness

5. Transition responsibility

6. Standard communication formats

7. Transition record/care pians
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SUTTP’s intent 1s Lo have these principles and standards guide community and
institutional discussions regarding transitions in care. Suggested future SUTTP efforts include:
ACP hosted Transitions of Care conference; a SHM care transition toolkit; the ABIM s
Foundation future summer forum to focus on care coordination; Centers for Medicare and
Medicaid Services’ Quality Improvement Organization’s inclusion of care coordination (called
patient pathways) as a ninth scope of work; and National Quality Forum to host a care
coordination measurement workshop.

Agency for Healtheare Research and Quality (AHRQ} — Children’s Health Advisory Group
(CHAG)

Information: CHAG serves as AHRQ’s primary source of guidance and expertise towards
its child health activities (AHRQ, 2008). Its goals are to ensure child health issues are integrating
into AHRQ’s strategic plan, supporting child health research efforts, and promoting
communication among AHRQ™s working entities to ensure fluid collaboration on child health
activities. Two paramount AHRQ’s efforts in this arena were:

= Scal and Ireland’s study indicating that YSHCN seldom receive adequate transition from
pediatric to adult-oriented care (Scal & Ireland, 2005).

= Youngblade and Shenkman’s validation of a screener to identify a special health care
need in adolescents (Youngbiade & Shenkman, 2003).

Current AHRQ activities geared at 1ssues involving CYSHCN are:

= Assessing health care delivery for CSHCN (PI: G, Elaine Beane)

= Analyzing factors that influence quality of care delivery sysiem for CYSHC (PI: Jean
Mitchell)

= Improve quality of care for publicly insured children {P1: Peter G. Szilagyi}
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*  Determining quality of children’s heaith care (PI: Christopher Forrest)
Contact- Denise Doughtery — AHRQ/CHAG chair

External Efforts - Community Provider Education Programs

Transitional Medicine

Stemming from A Consensus Statement on Health Care Transitions for Young Adults
with Special Health Care Needs, the need to educate {uture providers on successful strategies in
transitioning care was illuminated (AAP, 2002). While no fellowship program focuses on
transitions-specifically, there appears to be growing discussion of “transition medicine” in
highlighting this scope of practice for current medical residents. Some literature suggests
residents design his/her curricula to be more exposed Lo certain pediatric health conditions, such
as: cerebral palsy, sickle cell disease, congenital heart disease, autism, and genetic syndromes
during typical training. Clinical experience could then be scheduled in care coordination to
garner a “transitions” frame of reference (Meeks, 2007). This motivation is based on surveys
targeted at adult providers” comfort level with caring for YSHCN. Results indicate such
providers experience a lower-fevel of comfort when caring for young adulits with health
conditrons which were historically exciusive to pediatrics,

Baylor College of Medicine (BCM}

BCM inttiated an elective to provide ambulatory outpatient experiences focusing on
transitional care. These experiences are afforded within the BCM’s Transition Medicine Clinic
{TMC). These clinical opportunities present residents with the chance to work alongside
physicians trained mn both internal and pediatric medicine, as well as social workers engaging in

coordination of care (Meeks, 2007).
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The Family Medicine Education Consortium — Medical Homes for People with Intellectual
and other Developmental Disabilities

The Family Medicine Education Consortium, Inc, (FMEC) is a not-for-profit corporation
which supports the educational and scholarly needs of its members, The FMEC was founded by
a Board of Family Medicine Chairs and Residency Directors from the northeast region of the
U.S., and contains a working group focused on enhancing family medicine residents’ knowledge
and experiences when caring for individuals with intellectual and developmental disabilities
(FMEC, 2008). This working-group consists of experts located in medical centers across the
eastern part of the U.S. Their action steps are focused on curriculum development and training
experiences.
Mountain Area Health Education Center (MAHEC) Mini-Fellowship in Developmental
Disabilities

In 2006, MAHEC developed a 6-month continuing education mini-fellowship for adult
providers interested i post-graduate education regarding care for adults with intellectuai
disability, This training experience 18 a mixture of didactic and on-line learning, and involves a
chnical rotation. Providers from North Carolina and throughout the country have enrolled in this
program.
Crossings: A Manual for Transition of Chronically Il Youth to Adult Health Care

Through a HRSA grant, this transition curriculum was developed to assist pediatric
health care providers throughout the transition process. The scope of the curriculum is broad,
mciuding strategies not only for the pediatric and the adult health care teams, but aiso for
providers themselves (interpersonal reflection). Tools and resources are included in the

informational packet.
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Contact: Anne Keller, MD — PA Department of Health/St. Christopher’s Hospital for
Children
AAP Efforts

The AAP has been mvolved in transitions activities for many years. Most of the AAP’s
past efforts have stemmed from the DOCSN/NCMHI and/or the Council on Children with

Disabilities (COCWD). The following briefty chronicles those activities:

September 2001: MCHB funded a national meeting, Wingspread, of health care professionals
(including pediatricians; pediatric specialists including: adolescent medicine, neurology,
neurodevelopmental disabilities, etc; adolescent health doctors; family practitioners; internal
medicine doctors; social workers; nurses; etc), federal and state Title V policy makers, YSHCN
and families. This meeting focused on developing strategies for improving transition to
adulthcod for YSHCN, and the yole of the health care professional in planning for and
implementing transition o adult health care, as an aspect of the broader transition to employment

and other aspects of adult lite.

December 2002: From the 2001 meeting, A Consensus Statement on Health Care Transitions for
Young Adults with Special Health Care Needs was published in Pediatrics and endorsed by the
AAFP, ACP, and ABIM (AAP, 2002). Included 1n that suppiement to Pediatrics were the
following 4 articles: Health Care Transition: Destinations Unknown, Transition for Youth with
Chronic Conditions: Primary Care Physicians' Approaches, Implementing Transitions for Youth
with Complex Chronic Conditions Using the Medical Home Model, and Access to Health Care:
Health Insurance Considerations for Young Adults with Special Health Care Needs/Disabilities.
October 2003; The COCWD received the 2003 adopted AAP Annual Chapter Forum resolution,

Transition of Patients with Special Health Care Needs to Adult Health Care Providers. It is AAP



Transitions 18

protocol for resolutions to be referred to appropriate AAP Committecs/Councils/Sections. After
receipt, it is the expectation of the Board of Directors (BOD) that assigned resolutions be placed
on the agenda of the group’s next meeting for discussion and 1f appropriate, for actions to be
identified for implementation of the resolution. At that time, COCWD decided to designate a
Transitions Task Force. This group was essentially a subcommittee of the COCWD, not an
official AAP Task Force. This group was tasked with responding to the resolution and
considering other actions to assist with the implementation of the Health Care Transitions
Consensus Statement, inclading: collaboration with the Institute of Child Health Policy; meeting
with the AAFP, ACP, and ABIM regarding training issues; discussing this issue with the Section
on Internal Medicine-Pediatrics; and writing an article for AAP News on successful primary care-
based efforts to accomplish transitions of YSHCN. The task force consisted of Drs Edwards,
Johnson, Levey, Kaplan, and Sandler.

December 2003: DOCSN/NCMHI received BOD approval on Every Child Deserves a Medical

Home -Transitions component, This training component served as the {ifth component i the
medical home training curriculum funded by Shriners Hospitals for Children and MCHB. Its
content, written in Clollahorati(}n with HRTW, highlights core competencies for transitional care
of YSHCN, as well as resources and tools.

Prior to 2004; COCWD introduced a resolution to the American Medical Association (AMA)
House of Delegates entitled, Transitional Care of Young Patients with Chronic Hiness. It called
for the AMA to acknowledge the needs of YSHCN and providers regarding transitional care, to
identify core knowledge and skills to enhance providers” capacity to transition care, to support

the concept of a portable, accessible medical summary for a transitions healthcare plan by the
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age of 14, to acknowledge the role of preventive medicine when caring for this patient
population, and to advocate for accessible and continuous health ingurance for these patients.
May 2004; COCWD staff attended the Councit on Sections Management Committee
{COSMAN) meeting where COSMAN discussed a proposal submaitted by Dr Pratt, Chairperson
of the Section on Newrological Surgery (SONS), calling for the creation of an AAP taskforce
on transition to adulthood for children with chronic medical and surgical conditions.

July 2004: Several sessions at the Community Access to Child Health (CATCH)/Medical Home
National Conference (sponsored by the AAP and the MCHB) discussed adolescent transitions.
Qctober 2004: The COCWD EC reviewed the Transitions Task Force propesal and decided to
focus on a small component of the larger issue: focusing their efforts on reaching out to adult
physicians to discuss the issues surrounding transttioning Y SHCN, Additionally, through
COCWD EC’s oversight of the AAP’s Medical Home Surveillance and Screening Program (via
a grant from CDC), it was thought that such a transition project could be incorporated into the
next cooperative agreement.

June 2005: The AAP participated in a meeting held by MCHB with representatives from the
AAFP to discuss increasing access to medical homes and improving transition services to adult
health care providers.

June 20035: Per the previous recommendation, year 4 funding of the AAP-CDC (via DOCSN)
cooperative agreement incorporated transition activities. To address the adull organizations, the
following was written in to the agreement: “The COCWD believes that an important next step to
achieving successtul transition is promoting collaboration between pediatric and adult-oriented
health care providers, both in education and in clinical practice. In order to further this agenda,

COCWD plans to develop several presentations on adolescent transition for the aduit-oriented
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health care provider audience. Through the cooperative agreement manager, COCWD will
submit proposals to present at prominent national meetings of these adult organizations. In
addition, a COCWD representative will meet with the appropriate leadership of these
organizations to lay the groundwork for future projects and collaboration.”

October 2005: The CDC-AAP cooperative agreement transition activities continued, with the
aim to promote collaboration between pediatric and adult-oriented health care providers to
achieve successful transition of youth with developmental disabilities into adulthood. In 20035,
proposals were submitted to the Pediatric Academic Societies 2006 Annual Meeting, ACP 2007
Annual Meeting, and the Society for General Internal Medicine 2006 Annual Meeting, and the
AAFP Scientific Assembly. Proposals were met with limited acceptance.

October 2007: At their bi-annual meeting, COCWD staff recapped the strategic planning session
that the AAP EC, liaisons, and staff participated in during June 2007. Prior to the meeting, a
four-question online survey was sent to the COUWD membership, asking them to submit topics
and tangible cutcomes associated with those topics that could realistically be achieved in the next
few vears, At the session, strategic themes emerged that were in line with those submitied by the
membership.

COCWD staff reviewed those priority themes that included: (not i order of importance)

L. Transitions (statement/algorithm/dissemination plan)
2. Early identification/screening for developmental disorders

3. Resident education/awareness
4. COCWD member education
5. Medical home — care coordination {specifically)

6. Appropriate health care benefits for children with disabilities
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Also at this meeting, COCWD staff noted that the healthcare transitions topic was
submitted as a topic for an evidence report — a comprehensive review that is done by the AHRQ.

It 1s anticipated that the final report will be completed in 20009.

December 2007: An internal AAP Transitions Survey was conducted in late 2007, It was

distributed to all AAP Committee/Council/Section staff to elicit their membership entity’s
thoughts regarding provision of and barriers to transitional care. While its findings are not
exclusive, its intent was to use them as a frame for future efforts in the realm of transitions,
Please see Attachment A for survey summary.

January 2008: Through the support of Committee on Adolescence, an adolescent health periodic

survey was distributed at the beginning of the year. The primary intent of the survey was to
address provision of and barriers to adolescent health. Questions pertaining to transitioning
YSHCN were added to the survey regarding services medical homes have in place to support
transitional care, the duration of having such services in-place, and barriers to transitioning
patients. Once results are collected, the AAP’s Department of Research will analyze the data. An
article summarizing the research process and findings will be published at later date.
January 2008: An AAP staff needs assessment was conducted to elicit further feedback on the
upcoming AAP transition mitiative’s work plan. An overarching staff concern noted was the
need to provide members with distinct AAP transition activity information; as well as their hopes
that such activity would be transparent and collaborative. Additional comments included:

*  Define what is meant by transition (i.c. to adult health care provider; from tertiary care to

home)
= Include typically-developing child; not just focus on youth with special health care needs

= [nclude social issues
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» Include mental health or behavioral issues (high risk populations)

® Include foster care

= Ensure it is aligned with any recommendations from Bright Futures

»  Include adult membership organizations in drafting clhinical guideline

= Jntegrate initiative within the framework of medical home

* Include parental representation throughout efforts

* Define transitions refationship with chronic condition management
June 2008: Medical Home Best Practices Meeting wiil have a transitions sub-focus in which it
will host a panel presentation with several break-out sessions. Main areas of transitions focus
will include: dispelling the myth that adult providers are not interested in transitions,
reimbursement 1ssues, care coordination, self-management skiils, and resources. The intended
outcome of this effort 1s further education about current transition practices and resources, as
well as general awareness.

Needs Assessments — External Partners

{n order to ascertaim specific national partners’ and experts” insights into AAP’s future
transition efforts, didactic interviews were conducted, These interviews were held via phone
between the identified partner/expert and the AAP transitions consultant. Each conversation
resulted in a fluid discussion on the current transitions landscape, while also iluminating
targeted needs.

January 2008: A discussion with Dr Bruce Bagley (AAFP representative on the NCMHI Project
Advisory Committee) was held to elicit the family physician (FP) perspective on future AAP
transition efforts. A main theme generated from the discussion was the strong difference between

FP’s perspective of transitions (i.e. YSHCN do not physically leave a FP’s practice) and a
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pediatrician’s heightened concern as patients “age-out of practice scope.” He also indicated his
preference to be involved i any future efforts in terms of a reviewer to the AAP Transitions
Clinzcal Report and/or material development. Other general themes Dr Bagley supported the
AAP might consider in their future transition efforts include:
*=  Address transitions within the context of the medical home
= When considering language in future AAP policies, clinical reports and materials,
attempt to utilize more universal language, as pediatricians are not the only heaith care
providers caring for CYSHCN {i.e. FPs and nurse practitioners)
*  The term “principal care” 1s gaining favor within the FP community; its function is
opposite of “specialty care.”

February 2008: A conversation with MCHB leaders was held in order to ascertain MCHRB’s

perspective on past, present and future AAP transition activities. MCHB leaders and the AAP
consultant worked closely throughout this contract’s scope in order to ensure awareness of both
parties” ifent and transition activities. Throughout the call MCHB leadership illuminated the
following themes:
= Aftempt to tink future AAP transition activities with the National CSHCN survey for
evaluation purposes.
*  FHxplore all financial options/ models for providers engaging in transitional care {i.e. not
just enhancing reimbursement}.
» (Collaborate with HRTW and adult-provider organizations (i.c. AAFP, ABIM).
*  Consider incorporating the chronic care model into any future clinical report framework.

= Consider public health’s role in future transition activities or policy recommendations.
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March 2008; John Reiss, PhD, (Institute of Child Heaith Policy) has a long tradition of

involvement within the transition initiative, at both the federal and clinical level. Due to his

longitudinal perspective, the discussion addressed the current transitions’ landscape, as well as

past efforts. Several overarching themes Dr Reiss espoused the AAP should consider including:

The promotion of youth-oriented care, separate {rom family-centered care model, with
subsequent self-advocacy strategies.

Development of (as well as promotion of) a matrix to assist providers in adapting
practices to young adults (both in context, processes, and communication strategies).
Consider revisions to recommended clinical interventions that address the developmental
changes of adolescence.

Similar to the framework AAP has developed to enhance participation of family liaisons
on many Committees/Councils/Sections, consider paralie! strategy with yvoung adults
(those who have made the “transition’; not adolescents).

AAP should consider addressing the emotional barrier relevant to transitions from the
providers” perspective. The emotional rapport that develops among pediatric providers
and thelr patients is unique and tremendous. However, it may serve to hinder both entities
when a transition 1s eminent and necessary. Acknowledging the “emotional bond™ of
pediatrics, and providing discussions and strategies for providers 10 handle its stressors
may be much neaded for truly successful transitions. Dr Reiss referenced the family
medicine residency programs’ use of Baliant methodology to teach and promote concepts
of provider reflection.

AAP should consider entering into a joint meeting with adult-membership organizations

to discuss the cultural and attifudinal barriers that are 1lluminated by the transitions
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process. Each medical specialty has its own norms and cultural distinctions; however, the
issue of transitions forces all entities to step out of those norms. Furthermore,
demonsiration sites (funded by all entities; stimilar to CATCH grant methodology)
focusing on addressing these cultural and attitudinal barriers may elicit further insight
and/or useful strategies.

Any future AAP transition effort must define the necessary components of a discharge
summary/transition care plan, as well as the timeliness of its distribution, receipt, and
response.

AAP should consider addressing the “youth-friendliness” of in-patient, pediatric
atmospheres. The concern of where to admit an adolescent or voung adult (who has not
been transitioned yet) stems {rom the knowledge that this patient’s development differs
from other pediatric patients: however the pediatric scope of practice that is serving as
his/her medical home as privileges at an in-patient setting. This setting typicaily is
taslored to younger pediatric patients, and can emit a more isolated feeling for adolescents

or young adult patients. The same is true when admitted to the “adult” hospital.

State-Based Transition Research

Rhode Island (RI): In 2006-2007, through the support of the R1 Department of Health’s

Office of Special Healthcare Needs (OSHCN), pediatric and adult providers across the state were

surveyed, in an effort to identify service gaps, barriers, and current YSHCN transitional care

practices. Adult health care responses stemmed from 170 internal medicine physicians (out of

399), and [19 family medicine physicians (out of 200). Highlights from such responses included:

Family members typically inttiate the transition into the adult system of care.
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= Masority of respondents indicated a higher level of comfort when treating Y SHCN with
chronic conditions that are often seen in adult medicine {i.e. diabetes, obesity,
hypertension) versus pediatric-specific conditions (i.e. spina bifida, cystic fibrosis,
cerebral palsy).

»  Most respondents reported that YSHCN should be transitioned by the age of 21,

» Respondents indicated they rarely receive a discharge summary/ transition care plan from
“transitioning” provider; as well as rarely communicate “back” with the pediatric
provider once YSHCN has transitioned.

= Majority of responses indicated that YSHCN's health plans do not assist in transitions
Process.

The results from the pediatric providers’ survey will be published in an upcoming article in
Pediarrics.

Massachusetts (MA): Through a partnership between the MA Medical Society (MMS)
and the MA-AAP state chapter, a state-wide survey was conducted to identity phvsician
attributes and training needs related to enhancing provider capacity to successfully transition
YSHCN to the adult health care context. This effort utitized an electronic survey design, and was
distributed to physicians across the state and in varying practices settings. Survey questions
focused on physicians’ perceived barriers to transitions, comfoert-level when caring for YSHCN,
training needs, and willingness to manage this patient population.

The survey partners received a 23% response rate, with 88% indicating YSHCN were
currentiy in respondents’ care, Majority of respondents reported being comfortable when caring
for CYSHCN with physical disability (86%), cognitive disability (81%), mental retardation

{(74%), mental health disability {(65%), technology dependence (61%), autism {57 %). Barriers



Transitions 27

reported as important by respondents were knowledge of community resources (89%), time
(87%), training {86%), availability of community resources (85%), knowledgeable office staff
(77%), and reimbursement (37%). Fifty-seven (35%) physicians requested further training.
Twenty-five physicians were self-identified as resources for referring physicians, patients and
familics. These survey results will be available to the public in summer 2008 via the MMS Web
site.

State-Based Transition Clinics

Information: Through state and/or academic institutions” efforts, transition-focused
programs and/or clinics are sparingly seen throughout the U.S. These efforts clearly stipulate
their intent {0 assist in “transitioning” YSHCN to “adult oriented services.” Each of these
programs target different age-groups, offer various services, and engage in differing models of
care. A summary of several of the programs is included in Attachments B and C. Furthermore,
as noted previcusly, MCHB contracted with a consultant in the winter/spring of 2007-08 to
interview 5 transition programs. MCHB has granted the AAP privileged-internal access to this
report. [Please note the consultant requested a report/ update from conference. As of June 2008,
there has been no response to the reqguest. ]

Assessment: Upon review of the various transition clinics, the AAP may consider the
varying strategies states/institutions are using to “transition YSHCN.” Some do not address the
medical aspect, but are more focused on educational/vocational service access. Those engaged in
the “medical transition™ are doing it as a medical home, or as a consultative service (either with
or without defined communication with a medical home provider). These differing approaches
tluminate 2 central themes: [} the robust energy within the medical community to approach thig

patient need; 2) the AAP’s paramount need to suggest standards of care within these practices
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(i.e. what constitutes transitions; common methods to engaging in the process, etc.} Furthermore,
such defined standards are first needed before pediatric leaders identify these early transition
clinics as best practices, as the pediatric community has vet to know what precisely is “best” for
transitions.

Peer-Reviewed Publications

Peer-reviewed literature regarding transitions has also begun to moderately appear 1n
academic publications. Primary sources of such publications include Pediairics and disease-
specific journals. The discourse presented in these sources ranges from macro-system
discussions on current barriers (o successful transitions to commentary on disease-specific
clinical transition programs, such as cystic fibrosis or sickle cell (Hait, Arnold, & Fishman, 2000;
Wojciechowski, Hurtig, & Dom. 2002; Van Deyk, Moons, Gewillig, & Budts, 2004, Zack,
Jacobs, Keenan, Harney, Woods, Colin, & Emans, 2003; Boyle, Farukhi, & Nosky, 2001;
Taylor, Edwards, & Ku, 2006). These publications, however, produce little evidence (o support
the notion of medical homes as the base for successful transitions versus specialty care. In order
to cultivate a better understanding of the evidence-base for transitions, MCHB contracted in
winter/spring 2007-08 with a consultant to conduct a thorough literature review. When
completed, the outcomes of that review will be shared with the AAP, as well as the mtenm
findings’ presentation to the AAP’s Transitions Advisory Meeting held in June 2008.
Discussion

The medical community’s interest in ensuring successful transitions from pediatric to the
adult healthcare sphere is evident. Moreover, the federal government’s commitment to its
practice within the U.S. healthcare system continues, as it is embedded within the Healthy

People 2010 agenda (Department of Health and Human Services, 2000). However, this zest is
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mostly fueled by anecdotal and expert opinion, as the evidence-base to transitions’ efficacy
(within the context of the medical home) has yet to be determined.

The limited evidence-base to this pediatric practice is not surprising, nor should it provide
pause for the medical community’s pursuit of establishing transition best practices. The pediatric
community may glean lessons from the geriatric body of research pertaining to aggressive,
interdisciplinary “case management” of high-risk patients as they “transition” into another
compartment of his/her chronic condition trajectory (Callahan, Boustani, Unverzagt, Austrom,
Damush, & et al, 2006; Counsell, Callahan, Clark, Tu, & Battar, 2007). Such evidence indicates
“high risk” geriatric patients receive a higher quality of care and have reduced utilization of
acute care resources due to the mterdisciplinary “case management” intervention, as they
transition into the end-stages of disease processes.

Additionally, within the pediatric subspecialty of oncology, there is an increasing
evidence-base and model programs focused on “transitioning” pediatric cancer survivors into
adult healthcare provision due to this patient population’s high rate of co-morbidities (due to
chemotherapy and radiation exposure) (Oeffinger & Robison, 2007; Children’s Oncology Group,
2008). The establishment of these pediatric cancer “survivorship” clinics engages patients 1o
further develop seif-management skills, knowledge about the long-term effects from their
oncology treatment, and serve as an interim co-management conduit between pediatric medical
home and receiving adult provider. Moreover, the “survivorship” ¢linic stalf provides education
to the adult clinictan on pediatric long-term effects and the co-morbidities each patient has been
screened for due to specific treatment plan his/she previously received. While not exclusively
generalizable to the YSHCN, each of these research forums are producing clinical implications

to be considerad in the macro transitions mitiative.
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Proposed Next Steps for the AAP

With an acknowledgement of its partners’ tremendous efforts towards furthering the
transitions’ initiative, as well as its own members call to prioritize this issue, the AAP has
assumed a strategic lead in addressing the systematic and attitudinal barriers inhibiting successful
transitional practice. In assuming such an agenda, the AAP remains aligned with its traditional
position of valuing pediatric expert opinion in shaping practice recommendations. However, by
using its own resources and partnerships, the proposed AAP transitions agenda is framed with
the intent of cultivating a pediatric evidence-base to be shared with the larger medical
community within the next 5 years. It is an aggressive and deliberate agenda aimed at
approaching the barriers of transttion clinical standards and definition, a continuous,
comprehensive communication medium, provider training, and provider reimbursement.
Transition clinical standards

While the 2002 A Consensus Statement on Health Care Transitions for Young Adults
with Special Health Care Needs and the SUTTP guidelines effectively outline basic,
shared principles regarding transitions, there remains a lack of chinical, operationalized
standards. 'This chasm in clinical guidance may inhibit provider absorption of where transition
fits within his/her practice scope, as welt as chinic flow. Therefore, it is proposed that the AAP
will form a multi-tiered mterdisciplinary writing committee to develop a Transitions Clinical
Report.

The clinical report narrative will stem from a tiered algorithm (i.e. typicaily developing
youth vs. differing types of disability). The end result will alfow providers to understand hiow a
transition 1s embedded in pediatric practice scope. Additionally, by defining common clinical

standards, aduit subspecialties will have expectations as to the “receiving process” in transitions;
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while using the algorithm to spring-board the development of common tenets within their
specialties” culture.

After dissemination of the report, the AAP may consider a request for proposal (RFP)
from practice sites across the country to implement the algorithm. Through this monitored
evaluation period, the AAP will be able to assess the efficacy of its pediatric experts” opmions on
transition process, as well as provide a testing ground for several transition tools and resources
already developed by its partners. The outcomes of this evaluation will possibly lend to
popufating identification of transitions’ best practices.

Future AAP transition initiatives may include:

* Defining the difference between transitions and chronic condition management
= Addressing mental health needs for transitioning YSHCN; consider inclusion in this

mmitial algonthm as its tier or addressed separately

Considering incluston of adolescent-friendly atmospheres and equipment in pediatric
settings (1.e. climcs, tertiary care settings); may want to be a subsequent effort speared by
Committee on Hospital Medicine
* Integrating the clinical transitions guidance into the next Bright Futures edition,

especially if an algorithm tier 1s dedicated to typically developing youth
Lack of communication medium

The anticipation for electronic health record’s (EHR) contribution to coordinating care
continues in the pediatric and adult communities. In 2005, the AAP s commitment to that
inttiative was founded in its establishment of Partnership for Policy Implementation (PPI). This
AAP program joins an existing group of pediatric medical informaticians that consult on policy

statements and clinical reports in order to ensure the final content is written at a defined,
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operational level which EHR developers can absorb into their products. Additionally, these AAP
policies and reports provide the national forums aimed at developing pediatric communication
and data EHR standards with needed vocabulary.

With the intention of ensuring the clhinical transition competencies outlined by the
proposed AAP guideline will be naturally absorbed into EHR development, a PPI representative
will be part of the writing committee. Additionally, once the guideline 1s ready for distribution,
the AAP will propose transitions to be a case study for the American Health Information
Consortium’s (AHIC) upcoming agenda. Each AHIC’s case study is extremely involved and
considered an intricate process of “flushing out” clinical competencies into the workflow and
provider behavior navigated by EHRs. By achieving placement on AHIC’s agenda, the AAP will
he positing transitions as a healthcare issue for the entire system, not just Pediatrics.

Lack of provider training

To address the systematic barrier of providers” lack of clinical, psycho-social, and
resource knowledge and skills necessary for leading a successful transition of care, the AAP will
target the provider subset of medical residents in its transition efforts. A transitions residency
education subcommittee may be formed to further delve inte the resident educational
system, identifying barriers and reviewing existing curriculums geared towards caring for youth.
For example, there 1s a medical residency transition curriculum under development through the
joint work of Med-Ped colleagues at the universities of Minnesota and Indiana. If this curriculum
would be reviewed and approved by the AAP subcommitiee, could be disseminated and
evaluated across through natural channels. Lessons generated by the curriculum’s
implementation could be analyzed, distributed, and could frame future AAP provider transition

education efforts.
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The emotional nature that fends itself naturaily into the practice of pediatrics serves as an
attitudinal barrier to successful transitions. While the emotional rapport a pediatric provider
creates among the patients and families he/she interacts is a positive trademark of the
subspecialty, it also has been noted to potentially derail the providers’ impetus for initiating and
sustaining the transition process. Therefore, acknowledging the emotional component in
pediatrics with residents may be fruitful in addressing this barrier.

Lack of reimbursement

Deciston-making and coordination of care assocrated with the transition process is time
and energy consuming. However, current provider payment for engaging in transition activities
18 inadequate, thus often serving as a deterrent rather than an incentive. This financial barrier,
both from public and private payors, must be removed in order for long-term change in provider
fransitions-behavior to be possible.

Using similar methodology to AAP’s efforts to increase reimbursement on developmentat
surveitlance and screening and vaccinations, the clinical competencies embedded into the
transitions clinical report will be highiighted through various mitiatives mutually coordinated
with other AAP’s department and committees. Additionally, provider education material on
proper coding for transition services and reimbursement strategies will be developed and
distributed. Represemétéon from Medicaid state leaders and experts throughout these efforts wiil
also be sought.

While the aforementioned stralegies are modest, ongoing elforts aimed at enhancing
reimbursement will be outlined. However, in order for advocacy efforts to be truly effective,
there must be a common understanding of what transitions clinically means for providers and its

significance for quality of care (i.e. better resource utilization, decreased costs, increased patient
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satisfaction). The first tenet in the AAP’s agenda — development of a clinical guideline and
evaluating its implementation — is proposed in order to fuel this greater clinical understanding
and provide the necessary data to advocate for its role in the delivery of quality care.
Summary

The issue of transitioning youth to adult health care challenges cur current care delivery
system and process. Transition is a complex clinical journey for all involved, yet still an
idealized achievement as it validates medicine’s efficacy within patients’ care plans. The
complexity of transitions, along with the documented amount of interest and activity surrounding
it, and the pediatric community’s astuteness of its place within quality care, speaks to the critical

need for the activities outlined n this report.
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Transition Survey: Results

The following provides a summary of the outcomes generated from the internal AAP Transitions Survey during
December 20017, While its findings are not exclusive, they will be used to frame future efforts in the realm of
transitions. Please review, and let us know vour thoughts during the transitions’ conference call on Friday,

Janwary 11, 2008,

Overall response rate: 112

**Responses were evenly generated among the following AAP bodies:

*  Administration and Practice = Injury Violence and Poison
Management Prevention
*  Adolescent Health = Medical Home
*  Bioethics s Medicine -Pediatrics
*  Committee on Chiid Health * Nephrology
Financing = Neurological Surgery
= Child Abuse and Neglect = Otolaryngology/Head & Neck
e Children with Disabilities Surgery
*  (linical Pharmacolegy and = TParent
Therapeutics = Pediatric AIDS
*  Critical Care s Pediatric Emergency Medicine
*  Community Pediatrics = Pediatric Pulmonology
» Endocrinology ¥  Pediatric Palliative Care
= Fpidemiology *  Pediatric Workforce
= (Genelics ¥ Rheumatology
s Hematology/Oncology = Surgery
= Home Care = Uniformed Service
. =

Hospital Care

Steering Committee on Quality
Improvement and Management

Regarding the issue of transitioning patients from your practice to an adalt health care provider,

the following issues/barriers were ranked accordingly:

Sericus issue/barrier:

I, Lack of training {adult provider) on how to transition (54.1%)

2. Lack of available adult providers {(51.8%)

3. Lack of communication between pediatricians & adult providers {49.15%)
4. Lack of payment for transitioning patients {38.3%)

5. Lack of resources on how to transition patients {36.4%)

6. Lack of training (pediatrician} on how to transition (30.9%)

Somewhat of an issue/barricr:

1. Lack of resources on how to transition patients (30.5%)

2. Lack of training (pediatrician) on how to transition (45.5%)

3. Lack of commumication between pediatricians & adult providers {43.5%)
4. Lack of payment for transitioning patients (41.1%)

3. Lack of training (adult provider) on how to transition (34.9%)

6. Lack of available adult previders (32.7%)
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Anecdotal comments regardine barriers:

Planning needs to begin as early as age 8-10 and be an on-going process invoelving the patient,
parent/caregiver, schools, and the doctors,

No INTEREST among adult providers in these patients,

Insurance barriers, independent living barriers, employment barriers, parent (and patient) reluctant o leave
pediatrician.

Major barrier 1s patients' lack of comfort with adult health care providers.

We allow our patients to stay with us and do not force them to transition to adult endocrinologists unless
they so desire. About 25% of my own practice 1s now young adults and this works extremely well. We
know them. They know us.

Extremely variable depending on the condition.
Willingness of patients and families to transttion.
Need to teach how to let go and come up with standards - for subspecialty as well as general care patients.

Many of the children that I need to transition have chronic health needs making it more difficult to find an
adult practitioner who is willing fo take them.

Patient has no health insurance once they turn 18-21 and this also adds to transition problem.

Lack of knowledge on the part of internists and family doctors who take care of aduit survivors about the
serious psychological and psychosomatic problems these patients have.

1. Lack of coverage for young adults with SHCN (not sure if this is what you meant by "lack of payment"
above, bul there are two separate issues: first is the fack of insurance coverage for the patient's regular
medical care, and second 1s the lack of reimbursement for the medical office’s handling of fransition issues
during the teen/young adult years as advocated by the Medical Home model 2. Lack of social/political
recognition of the exponentially growing population of youth with special needs who will be transitioning
into adulthood,

Culture difference between pediatrics and medicine -- "all their patients have special needs” -- they
generally don't see well people.

Laclk of coordinated, multdisciplinary medical resources in adult care setting.

Based on the issues ideniified in the above question, the following AAP efforts regarding
transitions were ranked ordered 1 through 5:

lssue Average Ranking
Identify adult providers 1.95 |
Develop transition tools 2.63

Identify best practices 2.82

Develop policy standards/gudelines 2.90

Address payment 1ssues 2.91

Create an algorithmic “how-to” v/t transitions in practice 3.12

Provide training — residency 3.36

Provide training- CME 3.56

Develop communication tools (EHR) 3.59 §
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Anecdotal comments regarding future AAP efforts:

= T wanted to include them all - they arc all important,
= Teach internal medicine-trained people to be as nurturing and caring as pediatricians.
v Residency training should be partnered with internal med residency training programs.

»  Consider working with Med/Peds programs both to interest more primary care providers (o
take these patients as well as to recruit them into our subspecialties. Support combined
pediatric/adult feliowship models for Med/Peds MDs.

*  Numbers 1 and 2 are inextricably related; having found a paucity of aduolt primary care
providers willing 10 provide a "medical home" for young adults w/SHCN, the most common
identified harrier from their perspective is not a lack of good intent, but rather one of an excess
in time/lack of reimbursement; if #1 1s addressed, I guarantee #2 will follow; from the pediatric
end of transition, reimbursement for the transition process would allow dedicated office
personnel wha can perform the medical home coordinator/case manager role, which would aiso
contribute to improved identification of adult community providers I did not check the
“develop policy standards or clinical gutdelines” button, as fo me this provides the same end
result of the "algorithm" button I believe that training in residency is extremely important, but
this topic needs to be backed even farther into medical and nursing schools; waiting until
physicians are in their residency 1s opportunity wasted.

*  EBrom my discussions with colleagues in the US, the payment issue for their transitioning
patients is a major barrier to on-going care, as well as identification of appropriate adult
colieagues. Any work that the AAP is going to do in this area must be in collaboration with
adult medicine counterparts in order to be effective; vou can publish all the guidelines or tools
you want, but no one will use them if the personnetl are not engaged to do the job!

= Tramning needs to be for adult providers as well as pediatric. A heavy emphasis on the
psychological and social needs of the patient is critical (dating, achieving independence, future
planning. confiicts re wanting independence and perhaps not being able to have it, adaptations
to independent Hiving, accessing community resources, living with a chronic illness/ being
different, finding a job). Assisting the parent to allow independence of the child where
appropriate is also critical.

Identifving interested experts:
100% of respondents indicated a cortact person to consider for involvement in transition issues.

The following characterizes the respondents:
I. Academician (41.49%)

2. Subspecialty chinician {29.7%)
3. Primary care clinician (23.4%)
4. Other specialty (14.4%)

5. Surgeon (8.1%)

6. Researcher (6.3%)

QOverall, additional comments offered by respondents:

Important issue for children with special needs, gastrostomy tubes; CP; CHD.

There are several pediatric endocrinologists who have dene this, set up such clinics and have expertise already.
Folks at UConn in Hartford (1.e. Karen Rabin) and folks at Riley Children’s in Indianapolis {Don Orr and
David Marrero) as well as Steve Green and celleagues in Dundee, Scotland.
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Living situation and estate planning and decision makers for health care.

Rl has developed several materials / transition toolkit for physicians, parents, and youth. T would be happy to
share these materials.

In our AAP chapter, Dr. Robert Burke has been very seriously involved in this issue. Here is his contact
information: Robert Burke, MD 593 EDDY ST HASBRO LL PROVIDENCE, RI, 02903 Telephone: 401-444-
4471 email: rburke? @lifespan.org

As a raral pediatrician it is difficult to get anyone to take care of adults with severe cerebral palsy (need total
care, non-verbal, weighing less than 50 pounds. There are no 1npatient facilities around so the parents take care
of these people. When they get sick (1.e. GI Bleeds) I can't get the children’s hospitals to see them because of
their age, and the internal medicine hospitals won't see because of their size.

Parents and patients need more education on what transition to adult care should be like and how to make it
work for the best of the patient.

Several: 1. Since the 2002 consensus statement, and even prior to, there has been a proliferation of transition
discussion; everyone in the pediatric world knows the importance of transition; [ am ecstatic to see the amount
of potential funding opportunities being created; however, everyone has been "talking the talk" and real
transition "walking” is being started throughout the nation, but on an individual, uncoordinated basis; there are
some excellent programs being developed which have the potential for being harnessed and consolidated; too
many people are inventing their own wheels; the AAP 15 the perfect entity for this endeavor 2. There are also
federal government programs being initiated involving transition; the AAP has to be the foremost voice
representing pediatrics 3. We cannot create a "one-size-fits-all" model; 1 believe that it is imperative that from
this point onward, any etforts towards transition must follow one of two paths/guidelines/algorithms {or
whatever names we choose), there must be a separation based on the functionality of the patient, and therefore
their (im)dependence from/upon thelr caregivers; those children who are less functional, and thereby more
dependent, are the ones who currently are less likely to find adults primary and subspecialty care, although
they are more likely to have better medical access/coverage; it just doesn't make sense!?

Patients from our practice are given a letter to transfer with records. They choice of provider depend on
msurance. The adult provider does little bevond accept them.

Without financial incentives, 1.e., payment, this program will not function. While many pediatricians are
willing to give thewr services for free, I do not believe that acult practitioners will take on these complicated,
difficult patients without reasonable compensation.

Transition 1s a very challenging issue and no one strategy can be wholly applied to each area of pediatrics. For
example, cardiology. As of this year more adults are living with CHD than children with CHD. The side
etfects that are occurring in aduhts with CHD in many cases have never been seen before because these people
have not lived to adulthood. Both pediatric and adult cardiologists are not comfortable seeing these adults.
Many clinics are being established where both pediatric and adult cardiclogists are seeing the patients
together...to learn from one another. The issues go on and on....

The failings of pediairicians account for only a very small fraction of the difficuities that patients and families
face in transitioning to adult care settings. The hard problems iie outside the pediatric care setting. The AAP
must view transition as an ADVOCACY challenge, not as an EDUCATIONAL challenge.
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