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Introduction  
This discussion piece describes a set of options for state Title V agencies to consider in implementing transition performance standards as part of their 5-Year State Action Plan.  We have attempted to align HRSA’s draft block grant guidance and AMCHP’s system standards for CSHCN with the clinical and measurement tools used in the Six Core Elements of Health Care Transition.  This discussion piece is intended for review by MCHB, AMCHP, and the state Title V program officials in MD, OH, OR, TX, and WI who have been involved in transition leadership planning with Got Transition.  
Needs Assessment
To begin with, state Title V agencies must report on their 5-year needs assessment in calendar year 2015 as part of the FY 2016 MCHB Block Grant Application.  This needs assessment will be continuously re-examined in subsequent applications and annual reports.   According to HRSA’s draft Block Grant Guidance, the steps involved in the  needs assessment process involve 1) engaging stakeholders and strengthening partnerships, 2) assessing the needs of the MCH populations, including adolescents and young adults and children and adolescents with special needs, 3) examine strengths and capacity to address MCH population needs, 4) selecting  7-10 priority areas for continued improvement, 5) setting performance objectives or targets (8 national performance measures and 5 state performance measures, 6) developing an action plan to address the identified priority needs and selected national and state measures, 7) seeking and allocate resources to address priorities, 8) monitoring progress and impact on outcomes, and 9) reporting back to stakeholders.  The following section presents options for states to consider in addressing transition as part of their needs assessment process and state action plan.
Stakeholder Engagement on Health Care Transition.  
In order to achieve progress on transition, both pediatric and adult providers have to be involved.  Since Title V has historically worked with the pediatric community, we recommend that states develop and continuously expand the network of adult providers and health care systems they work with.  Examples of groups that Title V agencies may want to reach out to include:  medical professional associations (such as the state chapters of the American College of Physicians, the American Academy of Family Physicians, Med-Peds Physicians, Adult Nurse Practitioners), adult medical home initiatives, adult specialty providers, health plans and payers involved in delivery system and payment reforms, and state chronic disease programs.  In addition to developing adult involvement in transition, we also recommend that states identify youth, young adults, and parents/caregivers as key stakeholders.  Youth and young adults who have been involved as peer health educators or as members of youth advisory groups as well as parents/caregivers who have been involved in parent leadership efforts will be important.
Assessing Transition Needs among Adolescents, including those with Special Needs  
There are several sources of information for collecting transition needs.  The 2009/10 National Survey of Children with Special Health Care Needs has state-specific transition information.  This is the most current national information available at this time.  In 2017, new transition data will be available for youth with and without special needs.  To examine state-specific information, we recommend either using the Data Resource Center on Child Health (www.childhealthdata.org) or go to Got Transition’s state transition information under research (www.gottransition.org).  
We also recommend that Title V agencies avoid conducting new studies on transition barriers from the perspective of providers or consumers.  This research has been repeatedly conducted and consistently shows that most youth are not receiving recommended transition support; it is difficult to find adult providers; health provider time and payment are barriers; leaving long-standing pediatric provider relationships and starting new provider relationships is difficult; there is little communication and consultation between pediatric and adult providers; transfer of medical records from pediatric to adult providers is inconsistent; and most adult providers have little training in childhood- onset conditions.  It is important to acknowledge that this is a very new field of clinical improvement, and pediatric and adult practices seldom have an organized process for transitioning youth from pediatric to adult health care.
Examining Transition Strengths and Capacity  
State Title V CSHCN programs and MCHB grantees have been involved in a variety of transition initiatives – including transition clinics, transition readiness assessments, transition plans of care, self-care support programs, interdisciplinary training in transition, interagency transition planning, and more.  We recommend that states identify and summarize these transition efforts, noting if they are a) for youth/young adults without special needs, youth/young adults with special health care needs, or for youth/young adults with specific conditions, 2) involving adult providers or pediatric only, 3) involving youth/young adult as well as parent consumers, and 4) using the Six Core Elements of Health Care Transition (2.0).  From this group will likely come several key stakeholders.   States can contact Got Transition staff to identify those from their state that have made a special request for a customizable version of the Six Core Elements.   This is another way to identify new groups with an interest in transition, and some of these may be important to include as key transition stakeholders.
[bookmark: _GoBack]Selecting Transition Priority Areas
 States can select the national transition measure, which calls for adolescents with and without special health care needs to receive services necessary to make transitions to adult health care.  To implement this national performance measure, we recommend that states use either the Six Core Elements of Health Care Transition (2.0) or the National Standards for Systems of Care for CYSHCN-Transition to Adulthood Domain.  Got Transition has worked closely with AMCHP to ensure that their standards are closely aligned with the Six Core Elements of Health Care Transition and the AAP/AAFP/ACP Clinical Standards, as shown below.  However, there are some important differences, as shown in the Table below (red=Six Core Elements, and blue=AMCHP system standards).  You can see, for example, under transition policy that the Six Core Elements provides more explicit detail about what should be included in a transition policy.  We also recommend that states consider selecting the full set of transition core elements in the Six Core Elements or the National Standards for Systems of Care for CYSHCN – Transition to Adulthood Domain rather than opting to implement just one or two of the elements/standards or just the pediatric elements/standards and not the adult elements/standards.
Table 1.  Alignment of Six Core Elements and National Standards for Systems of Care for CYSHCN – Transition to Adulthood Domain for Pediatric and Adult Settings
Pediatric Settings:
1. Transition Policy
· Develop a transition policy/statement with input from youth and families that describes the practice’s approach to transition, including privacy and consent information.
· Educate all staff about the practice’s approach to transition, the policy/statement, the Six Core Elements, and the distinct roles of the youth, family and pediatric and adult health care team in the transition process, taking into account cultural preferences.
· Post policy and share/discuss with youth and families, beginning at age 12 to 14, and regularly review as part of ongoing care.
· A policy and process for transition preparation and planning for YSHCN and their families as they prepare to move between pediatric and adult care systems is in place within the health plan and medical home.  YSHCN are encouraged to learn about and engage in their health care as part of this process. (AMCHP #1)
2. Transition Tracking and Monitoring
· Establish criteria and process for identifying transitioning youth and enter their data into a registry.
· Utilize individual flow sheet or registry to track youth’s transition progress with the Six Core Elements
· Incorporate the Six Core Elements into clinical care process, using EHR if possible
· An individual flow sheet or registry for identifying transitioning YSHCN is maintained by the health plan and medical home to track completion of the transition process. (AMCHP #2)
3. Transition Readiness
· Conduct regular transition readiness assessments, beginning at age 14, to identify and discuss with youth and parent/caregiver their needs and goals in self-care.
· Jointly develop goals and prioritized actions with youth and parent/caregiver, and document regularly in a plan of care.
· For AMCHP System Standard related to Transition Readiness, see below in “Transition Planning” section.
4. Transition Planning
· Develop and regularly update the plan of care, including readiness assessment findings, goals and prioritized actions, medical summary and emergency care plan, and, if needed, a condition fact sheet and legal documents.
· Prepare youth and parent/caregiver for adult approach to care at age 18, including legal changes in decision-making and privacy and consent, self-advocacy, and access to information.
· Determine level of need for decision-making supports for youth with intellectual challenges and make referrals to legal resources.
· Plan with youth/parent/caregiver for optimal timing of transfer. If both primary and subspecialty care are involved, discuss optimal timing for each.
· Obtain consent from youth/guardian for release of medical information.
· Assist youth in identifying an adult provider and communicate with selected provider about pending transfer of care.
· Provide linkages to insurance resources, self-care management information, and culturally appropriate community supports.
· A transition readiness assessment and plan of care, including a medical summary and emergency care plan, are first developed when a YSHCN reaches age 14, and then regularly updated in partnership with the youth and her/his family or caregiver. A family’s cultural beliefs are respected in the development of the transition plan. (AMCHP #3)
5. Transfer of Care
· Confirm date of first adult provider appointment.
· Transfer young adult when his/her condition is stable.
· Complete transfer package, including final transition readiness assessment, plan of care with transition goals and pending actions, medical summary and emergency care plan, and, if needed, legal documents, condition fact sheet, and additional provider records.
· Prepare letter with transfer package, send to adult practice, and confirm adult practice’s receipt of transfer package.
· Confirm with adult provider the pediatric provider’s responsibility for care until young adult is seen in adult setting.
· A transfer package including a final transition readiness assessment, plan of care with transition goals, and medical summary and emergency plan is prepared and communicated with the new adult medical home, prior to the transfer of a YSHCN from a pediatric to an adult medical home. (AMCHP #4)
· Transition quality improvement includes collaboration and, for some YSHCN, co-management between pediatric and adult health care providers. (AMCHP #7)
6. Transfer Completion
· Contact young adult and parent/caregiver 3 to 6 months after last pediatric visit to confirm transfer of responsibilities to adult practice and elicit feedback on experience with transition process.
· Communicate with adult practice confirming completion of transfer and offer consultation assistance, as needed.
· Build ongoing and collaborative partnerships with adult primary and specialty care providers.
· The pediatric medical home is available for consultation assistance with the adult medical home, as needed. (AMCHP #5)
· A process is in place in the pediatric medical home to ensure that follow-up of a YSHCN is provided 3 – 6 months after transfer to an adult medical home to confirm transfer and elicit feedback on their transition experience. (AMCHP #6)
Adult Settings:
1. Young Adult Transition and Care Policy
· Develop a transition policy/statement with input from young adults that describes the practice’s approach to accepting and partnering with new young adults, including privacy and consent information.
· Educate all staff about the practice’s approach to transition, the policy/statement, the Six Core Elements and distinct roles of the young adult, family, and pediatric and adult health care team in the transition process, taking into account cultural preferences.
· Post policy and share/discuss with young adults at first visit and regularly review as part of ongoing care.
· A policy describing the adult medical home approach to accepting and partnering with new YSHCN, including legal changes at age 18, is in place. (AMCHP #1)
2. Young Adult Tracking and Monitoring
· Establish criteria and process for identifying transitioning young adults until age 26 and enter their data into a registry.
· Utilize individual flow sheet or registry to track young adults’ completion of the Six Core Elements.
· Incorporate the Six Core Elements into clinical care process, using EHR if possible.
· An individual flow sheet or registry for identifying transitioning YSHCN through 26 years of age is maintained by the health plan and medical home to track completion of the transition process. (AMCHP #2)
3. Transition Readiness/Orientation to Adult Practice
· Identify and list adult providers within your practice interested in caring for young adults.
· Establish a process to welcome and orient new young adults into practice, including a description of available services.
· Provide youth-friendly online or written information about the practice and offer a “get-acquainted” appointment, if feasible.
· A process for identifying providers who are interested in caring for YSHCN exists at the adult medical home and health plan levels. (AMCHP #3)
· A process for welcoming and orienting young adults exists within the adult medical home. (AMCHP #4)
4. Transition Planning/Integration into Adult Practice
· Communicate with young adult’s pediatric provider(s) and arrange for consultation assistance, if needed.
· Prior to first visit, ensure receipt of transfer package (final transition readiness assessment, plan of care with transition goals and pending actions, medical summary and emergency care plan, and, if needed, legal documents, condition fact sheet, and additional provider records.)
· Make pre-visit appointment reminder call welcoming new young adult and identifying any special needs and preferences.
· Provide linkages to insurance resources, self-care management information, and culturally appropriate community supports.
· There is currently no AMCHP equivalent for this transition element. 
5. Transfer of Care/Initial Visit
· Prepare for initial visit by reviewing transfer package with appropriate team members.
· Address any concerns that young adult has about transferring to adult approach to care. Clarify approach to adult care, including shared decision-making, privacy and consent, access to information, adherence to care, and preferred methods of communication, including attending to health literacy needs.
· Conduct self-care assessment (transition readiness assessment) if not recently completed and discuss the young adult’s needs and goals in self-care.
· Review young adult’s health priorities as part of their plan of care.
· Update and share portable medical summary and emergency care plan.
· There is currently no AMCHP equivalent for this transition element. 
6. Transfer Completion/Ongoing Care
· Communicate with pediatric practice confirming transfer into adult practice and consult with pediatric provider(s), as needed.
· Assist young adult to connect with adult specialists and other support services, as needed.
· Continue with ongoing care management tailored to each young adult.
· Elicit feedback from young adult to assess experience with adult health care.
· Build ongoing and collaborative partnerships with pediatric primary and specialty care providers.
· A process for confirming the transfer between the pediatric and adult medical home is in place to assist the YSHCN with ongoing care management and referral to adult specialists and other community supports and elicit feedback about their experience of care. (AMCHP #5)

Setting Transition Performance Objectives
	Transition performance objectives or targets will need to be included in states’ Year 2 Title V Block Grant Application.  These targets will establish a level of accountability for achieving measureable progress and also for defining a set of evidence-informed strategies to reach the objectives.  We recommend that states avoid setting a transition performance objective that calls for an increase in their state’s estimate of the proportion of YSHCN meeting the transition core outcome defined in the  2009/10 National Survey of Children with Special Health Care Needs .  The reason is that the future transition questions in the new National Survey of Children’s Health will be different and, therefore, it will be difficult to monitor change unless states conduct their own surveys using the original questions.
Since there is no state or national data to establish a baseline for transition, we recommend that states initially define their transition objective in terms of establishing a baseline of pediatric and adult practices who are implementing the Six Core Elements or the National Standards for Systems of Care For CYSHCN – Transition to Adulthood Doman.   This can be accomplished as a survey -- in partnership with the AAP, AAFP, ACP chapters, as one idea.  It can also be done with other defined groups that the Title V agency works with (eg, specialty clinics, medical home practices).  States may also want to select pilot practices or health plans or Medicaid, CHIP, or private payers to partner with in gathering this baseline information.   Once the baseline has been established, then in subsequent years, states can select a percent improvement that they want to reach overall or per core element/standard.
	States have an option about what measurement or assessment tool to use to collect their transition baseline performance.  We recommend using either the 1) Six Core Elements tool, called the “Current Assessment of Health Care Transition Activities,” which allows respondents to self-assess what level of implementation they are at (level 1-4) for each of the core elements (note: there is a separate tool for pediatric, family medicine, and internal medicine practices), or 2) AMCHP’s National Standards Draft Transition to Adulthood In-Dept Assessment Tool.  It is important to note that Got Transition has worked closely to align their assessment questions (not effective, somewhat effective, very effective) with the levels used in “Current Assessment of Health Care Transition.”  In subsequent years, states can continue to use this same “Current Assessment” tool or AMCHP’s Assessment Tool to measure improvement over time.  Alternatively, they can use Got Transition’s “Health Care Transition Process Measurement Tool,” which allows for more detailed scoring.
 Developing a State Action Plan
	Over the next 2 months, Got Transition will develop a set of evidence-informed strategies that can be used to implement each core element/standard in pediatric and adult care settings for both the Six Core Elements and AMCHP’s transition standards.  We will coordinate the development of these strategies with MCHB and AMCHP to ensure that we are offering the best advice to states seeking to improve transition performance.
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