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Slide#3

Youth in Transition in RI has gained lots of momentum in the last few years.  When RI’s child welfare system was analyzed, the failing findings were very public.  The majority of these findings concerned youth transitioning from the child welfare (state custody) system with no educational / vocational plan, homeless, no life skills and no health care.  There was tremendous public outcry!  RI’s Governor and the Children’s Cabinet (directors of state departments) made it a priority to assist all youth in transition.  Since then, there has been much political will to simplify the transition process and organize the system.  
Partners: RI Department of Education, Medicaid, Offices of Rehabilitative/Vocational Services, Department of Education’s Transition Centers, Sherlock Center, Rhodes to Independence, Statewide Transition Council, Department of Mental Health and Retardation Hospitals and the organization I work for- Rhode Island Parent Information Network (…parent consultant program… PPEP/Transition etc.),

Role of Department of Health:  The Office of Special Health care Needs, houses Disability & Health, & the state’s Maternal & Child Health Office.  Priorities of both of these programs to ensure all youth are healthy and ready to work.

Slide #4

Because RI is so small we have only one Public Health Department; there are no local or county offices - a 45 minute drive will usually bring you into another state or land you in the ocean… instead the DOH usually serves as a system resource coordination function. And our geographic advantage allows for all the players who serve the needs of our youth throughout the state to work together- one can get to just about any meeting location-making it easy to identify issues & create equitable systems face to face. 

- DOH immersed itself in the literature concerning the health care transition of youth with special health care needs.

We hired two positions (one parent consultant and one state employee) 

and contracted with one physician consultant dedicated to youth in transition.

Then we went to meetings!

As we attended these meetings we learned there appeared to be a great deal of work being done surrounding transition by our partners and it was clear they were dedicated to the academic/vocational & employment success of people with disabilities and assuring them a place in the community- 

However the issue of Health care and the connection between the medical care system and the community needed to be addressed.

We agreed our role would be to inform the community, to infuse Health into Transition and to ensure a receptive adult primary care system. 

And we kept going to meetings with the goal of being seen as a resource to people who may have recognized HC as important but already had way too much on their plate to make it a priority.
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Barriers to a successful transition to adult systems of care are well documented. Several models exist that promote the HCT for young adults, however most of these models focus on adolescents with a specific condition or the transition from a pediatric subspecialty to an adult subspecialty provider.
In order to evaluate and then promote the HC transition process in RI within the primary care setting we needed to assess the current state of the HCT process for youth with SHCN from the perspective of primary care pediatricians. 

After a series of informal discussions with PC Pediatricians - we came up with a 13-question survey- with the intent on: 

●Documenting the present HCT process

●And identifying the barriers to the transition process for youth with SHCNs in RI.

We mailed out 169 surveys and after 2 mailings received back 103- about 60%.

Current HCT Process-

(Results indicated that few practices had written transition policies. 

(Most pediatricians believe transition planning should start one year prior to transition.

(Very few 3%stated that transition planning should begin in early adolescence (as recommended in the American Academy of Pediatrics guidelines)

(22% of practices had patients over the age of 25 and all had SHCN.

(50% reported difficulty finding adult PCP and 70% reported difficulty finding adult PCP when asked specifically about youth SHCN

(We identified 5 Methods of transfer for ALL young adults-Age Out, Drop Out, Force Out, Move Out, and Transfer out.

Age out was the most common for all youth. 

And finally we asked whether (Health Insurance plans assist in the transition process-with 97% responding they did not. 

Here are some direct quotes from comments section on the survey
(Health Insurance coverage is precarious at this time, and no reimbursement for planning time 

(Adolescents with SHCN are a particular concern

(Pediatricians are not on board with the AAP’s recommendation that transition begin around 14

(Role of Health Insurers and Health Plans is problematic

(Training and education on transition is needed

(Transition and Transfer is complex and challenging often pediatricians deal with multidisciplinary teams, where many adult PCP do not coordinate with other providers especially when services are spread geographically.

We then turned our attention to adult PCP, our physician consultant recommended we define them as Family Doctors, OB/GYN’s and Internists.

 This survey mirrored the Ped. Survey but went further asking the providers to rate their level of comfort treating a variety of illnesses and conditions.

To date we have surveyed Family Docs and OB/GYNs and will be sending out the Internists survey soon.  The Family doctors were slow to respond but after 3 mailings we are now in the data entry process. 

Some direct Quotes-

●At times I get frustrated by long delays absence of consultation notes, end up relying on parents re: management plans/medication changes-this works fine with well adjusted parents but…

●reimbursement needs to match the work required to give exceptional care to these patients

●there is a major problem in RI w/young adults 18-mid 20’s w/out health insurance

●major challenge- is fragmentation of care

Some early lessons we found by looking at the surveys…

(The majority of Family doctors are not comfortable with many conditions… including teens/young adults in general, obesity, diabetes, and very troublesome no one was comfortable with autism.

(From the OB/GYN Survey/talking w/young women we found that while many women / young women consider the care they are receiving- from an OB/GYN -  their primary care. The survey showed us, OB/GYNs see themselves as specialists who do not do primary care).

We also needed to listen to the Adolescents; we identified a number of groups with a broad range of challenges

And began attending their meetings and visiting their activities.
(At this time we work with Adolescents with chronic health conditions and their college age mentors with similar conditions called The Adolescent Leadership Council or TALC-Facilitated by Gary Maslow, MD Triple Board Resident (pediatrics, psychiatry, and child psychiatry) with Brown University Medical School/Hasbro Children’s Hospital

(Transition Academy Students at The Community College of RI

 –these students with developmental disabilities, are over 18, and want to complete their requirements for high school, while focusing on career development /life skills in a community college setting.

And will be working with….

(Adolescents who have sensory related issues and may require assistive technology

(The RI Youth Leadership Forum Program

for HS j’s & s’s with disabilities who have demonstrated leadership capabilities in their communities and schools.
So far we have learned some common themes surround adolescents with SHCN

( Adolescents find communicating their condition is difficult 

(Parents are overly protective, need to learn to let go step by step

 (New doctors and office staff are perceived as unfriendly and impatient 

( Office visits are daunting

(Adolescents do not know about their family medical history 

(Reluctant to leave their pediatrician

(All aspects of health insurance-eligibility, benefits etc are very complicated

and

●Adolescents don’t want to be perceived as different

We have also added two Disability questions to the 2007 YRBS (youth risk behavior survey) random middle/high school based, to determine rates of high risk, behavior, thoughts and feelings- before this time- kids w/dis were not included

-Do you have any physical disabilities or long-term heath problems (6 mons. or more)? 

-And Do you have any long-term emotional problems or learning disabilities?
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The RIDOH is in the process of creating a collection of materials on Transition designed to raise provider, community, youth and family awareness of the importance of HCT and support the process -each targeting a particular audience. And will be added to the RIDE Transition Booklet to assist educators and Voc. Coaches 

( We began with A Rhode Island Policy Brief: Health Care Transition for Youth with Disabilities and Chronic Health Conditions-for providers, agencies, and organizations.

Which has served as our launching point.

 ( Family/Caregiver Booklet is designed to introduce parents/caregivers to HCT, outline the key areas and provide a starting point. In it’s final editing phase.

( A Youth Brochure is being developed right now –We are designing a step-by-step outline of the transition process- Self-assessment, Preparation, Moving Forward, and finally Entrance to the Adult Health care System.  Incorporating key dimensions of success* 

to provide adolescents with the tools and information they need to able to work with their parents/doctors/transition coordinators…and take control of their Health Transition. 

* consensus of  
·Physical Health, Psychological and Emotional Well Being·Life Skills·Ethical Behavior·Healthy family and social Relationships·Educational/Vocational attainment

·Constructive Engagement·Civic engagement

Social Development Research Group at the Univ. of Washington (SDRG) in Seattle and the Search Institute (SI) in Minneapolis.

( We are developing a Provider Transition Checklist that we are hoping will become part of the Updated EPSDT schedule 

( Portable Medical Summary that will be used by providers during the transition process.
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●RI Medicaid Program has been legislated to provide managed care options for PWD that will be of high quality & affordable; provide a medical home & emphasize preventative & primary care. 
We see this as a huge opportunity! When the CSHCN system went from fee-for service to managed health plans, RI saw a marked decrease in institutional level care and an increase in coordinated care. We are hopeful, and are assisting DHS for similar results for adults w/dis & especially young adults w/disabilities.  

(We are piloting a program to place a person with a disability or caregiver w/personal experience navigating services for adults with disabilities in a PCP practice. We hope this model will be as successful the program we now have in over 20 ped. Practices. 

( One of the requirements in Medicaid’s Managed Care options is that participating physicians will have disability competency training. We plan to play a role. 

( Memorandum of Understanding with ORS/VR  to provide health promotion & wellness programs and to evaluate the implications for employment. 

(Working on a MOU- w/ RI’s our 3 major insurers (BC, United & NHP) both in their commercial and Medicaid managed care lines  to obtain data –by age, gender, diagnosis on young adults 16-25 -who/where are they going for primary care.

(Implementing Evidenced-based Intervention Programs such as; the health and wellness curriculums  -Living Well with a Disability and Healthy Life Styles for PWD & Chronic Disease: Self-Management Program-which we hope to train youth w/SHCN to become trainers

( Working with NDSA to recruit and train trainers to assist, instruct, and mentor youth with disabilities to participate in physical activities, in community settings. 

Conclusion

As the Adolescent Transition Coordinator for the RI DOH and as a Parent it is my hope that these ongoing efforts will 

help improve everyone’s perception of the issues surrounding Health Transition and nurture a sense of shared responsibility for all.

