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Promoting Transition
	

	15 Things Title V Programs Can Do!

For Youth with Special Health Care Needs Moving into Adult Health Care
 1. Review and Revise Your Mission Statement: Make it clear to all constituents that you value working in partnership with families and youth to plan for and manage developmental transitions and prepare youth for transition to adult health care and community and state services.  Assure that programs are—and will continue to be—responsive to a wide range of disabilities and to cultural, ethnic, gender, geographic, and economic diversity issues and needs.



	 2. Develop Partnerships: No single agency has the expertise or funding to cover all aspects of transition.  Establish interagency workgroups with physicians and health care providers; the education field (day care through college); and programs focused on workforce development, business, health care funding, transportation, personal support, and poverty.  Include such involvement in the job descriptions of state and regional office administrators.  Whenever possible and appropriate, establish Memoranda of Agreement/Understanding to strengthen commitment to collaborative efforts. 



	 3. Update Policies and Procedures: Assure that transition issues are included in program documentation, quality assurance, outcome measurement, and personnel description and evaluation mechanisms.



	 4. Connect With Community Physicians: Communicate promptly about specialty care provided by the Title V agency.  Offer information to pediatricians, family practitioners, and adult health care providers on the medical aspects of pediatric-onset conditions, health care funding, and community resources.  Utilize a variety of mediums such as conferences, Medical Society newsletters, information sheets for their offices, and websites.  Promote the AAP/AAFP/ACP-ASIM Consensus Statement on Improving Transition for Adolescents with Special Health Care Needs From Pediatric to Adult-Centered Health Care (Pediatrics 2002) and the AAP’s Medical Home Program (www.medicalhomeinfo.org).



	 5. Coordinate Care: Work with community professionals and/or families to support comprehensive understanding, and appropriate use of all aspects of “the system.”  Promote a service focus that includes primary, secondary, and tertiary prevention of disabilities; transportation; housing; access to quality health care and affordable insurance; personal care assistants and job supports; and assistive technology that is affordable and portable.  Assure that the multiple funding streams available to transition services (health, education, business, multiple private organizations) are utilized and well coordinated.


	6. Involve Youth in Their Own Care:  Encourage youth to prepare questions to ask at clinic visits and develop ways to manage their health.  Assure that staff members talk directly with youth during clinic and other encounters.  Include youth in program planning and design.  Engage youth in independence building and work experiences.  Connect youth with Scouts, 4-H, Winners on Wheels, Special Olympics, adult mentors who have disabilities, and other independence-building organizations.  



	7. Support Skill-Building For Families, Caregivers, and Youth: Facilitate, encourage and provide families connections that will build competencies and self-confidence in working with issues and agencies for their children and youth with special needs.  Collaborate with Parent Training and Information Centers (www.taalliance.org), Family Voices Coordinators (www.familyvoices.org) and KASA Youth Leaders (www.fvkasa.org) 




	  8. Create and Fund a Transition Specialist Position:  Establish a transition specialist position in the Title V/CYSHCN agency, and assure this position has access to administration, does outreach to leaders of state organizations, and is approachable to front-line staff.  This person sees that: 

· Transition issues (self-care, working with health care providers, school progress, work readiness, independence building) are addressed at every contact from birth through discharge, screening and teaching mechanisms are in place, and teaching materials are available.

· Staff development is continuous and everyone is seeking, collecting, and transmitting transition information and resources among colleagues.

· Evaluation activities determine outcomes of services and transition status of graduates, and evaluation information feeds new programming.


	 9. Establish Community Transition Liaisons: Assure that someone in each community office is responsible for keeping the transition focus in the local office and encouraging high expectations for families and youth.  Activities might include: discussion in staff meetings; keeping resource files updated; outreach to community agencies and physicians, school nurses, schools (especially special education teachers and counselors); organizing mailings or office activities for patients and families; working with community agencies on activities such as family camps or Disability Mentoring Day; and asking transition-related questions during care coordination conferences.



	10. Help Legislators Understand Issues Related to People with Disabilities:  Educate legislators on the needs of people with disabilities, and demonstrate how a disability focus can serve many constituents.  For example, universal design helps the elderly, mothers with babies, people carrying big loads, and bicyclists as well as people with disabilities; and personal attendant programs provide jobs as well as job supports for those with disabilities.



	11. Partner For School Success: Collaborate with the Early Intervention system to help families start early in planning for the future.  Establish local community inter-agency agreements to assure good transition planning for children exiting early intervention and entering the school system.  Work with schools, families, health care providers, and youth to integrate health into Individualized Education Programs (IEPs) and transition plans.



	12. Address Mental Health Issues for Youth and Their Families: Collaborate with mental health professionals to develop and sponsor community and family education about mental health issues for all ages.  Families and young people are often reluctant to seek or accept mental health care, and the willing may confront issues of funding shortages and long waiting-lists.



	13. Promote Access to Work Skills and Employment Opportunities: Develop streamlined referral and communication systems that connect youth and families to State and federal government programs for work preparation and employment experiences for youth with disabilities.  Assure that these referrals are a responsibility of all staff.



	14. Support Access to Independent Living Training, Transportation, and Assistive Technology: Collaborate with and refer to state and federally funded agencies providing these services.  



	15. Assure Wide Access To Cost Effective Information: Develop a web site that includes easily accessible consumer-focused information.  Develop a website for health care providers.  Update transition items regularly; provide coordination and links with other web-based resources.  Assure that the site provides information in alternative formats and is ADA/Section 508 compliant.  

See www.section508.gov for more information and guidelines.




Tool Sheet Developed by: Kathy Blomquist
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The HRTW National Center www.hrtw.org enjoys a working partnership with the Shriners Hospitals for Children and KASA. The National Center is funded through a cooperative agreement (U93MC00047) from the Integrated Services Branch, Division of Services for Children with Special Health Needs (DSCSHN) in the Federal Maternal and Child Health Bureau (MCHB), Health Resources and Services Administration (HRSA), Department of Health and Human Services (DHHS). HRSA/MCHB Project Officer: Monique Fountain, MD. 

HRTW Phase II Projects are currently active in Arizona, Iowa, Maine, Mississippi, and Wisconsin. 

The opinions expressed herein do not necessarily reflect the policy or position nor imply official endorsement of the funding agency or working partnerships.
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