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Slide on NH’s Health Care Transition Project

My name is Kathy Higgins Cahill.  I’m a pediatric nurse and Transition coordinator at Special Medical Services in NH. I’d like to present the findings of our NH Project on Health Care Transition. My partners in the staffing of the Project are Terry Ohlson-Martin, the Co-Director of NH Family Voices and Judith Bumbalo, our NH Title V Director for Children with Special Health Care Needs (recently retired).  We also have an important resource in the Health Care Transition Coalition, an advisory group of parents, families and youth.

Slide –Health Care Transition is not just a transfer of care.

In 2004, Special Medical Services surveyed NH pediatricians to ask how they addressed health care transition topics for YSHCN, including the process of finding adult providers and transferring their patients.  We found that fewer than 50 % addressed health care transition items, such as writing a medical transition summary or a discussing adult health care needs. Most thought they were educating about chronic condition management but only 6% provided a written transition care plan.  When transition topics did get addressed they often focused on non-health subjects such as educational planning and employment.

We found few policies or protocols about health care transition or even transfer. Many pediatric patients leave 
without transferring:  when they move, when they stop making appointments, when they go to college or become parents. They may fall off the cliff (illustrated by the slide) and they are lost to f/u.  

 Optimally, there is a transfer of care with an arranged transfer of records, but more frequently patients leave in these other ways. 

 Our concern was that YSHCN are leaving pediatric practices without an adequate plan of care and we believed that health care transition is not just a transfer of care.  Our survey pediatricians indicated they would like consultation to learn about how to improve health care transition for their patients. 

 

Slide-One Definition of HCT

Our agency was beginning to collect and develop tools about transition. We were interested in how youth and families were learning about health care transition. We had developed a brochure to increase awareness for families. 
We read the AAP Consensus statement on Transition but wondered how a pediatric practice would begin to use this. 
We agreed that families should have help with health care transition at the primary care level.  We wondered what did the definition of health care transition as a planned movement from peds to adult care really mean.  About this time we applied for a Champions grant to see if we could explore this topic more deeply.

Slide- A better definition of HCT

Through this grant, we worked with three pediatric practices and asked that they identify YSHCN over age 17 who would be willing to participate. We planned to find out how much these youth knew about managing their own health care and help them learn what they needed to know as part of getting ready to transition to adult care. 

Stage 1 of our health care transition process was an assessment of the youth’s knowledge and skills related to chronic condition management, health promotion, self-care and access to resources, including health care financing and adult health care planning.  We used an interview and our own transition questionnaire.  

Stage 2 of the process was the development of a detailed health care transition plan for these three domains- chronic condition management, health promotion and access to adult resources.  There were plenty of gaps in knowledge and skills and the care plan identified responsibilities not only for the provider but also for the youth and family.  We added a useful component for the provider – an Office Visit Plan of topics and issues from the care plan to cover over the next 2-3 office visits prior to moving the youth to an adult provider. 
Slide - Stages of the Health Care Transition Process

We saw a model emerge from our first months of working with practices, which we called the Stages of the Health Care Transition Process. 

In the Assessment stage Readiness is an interesting dynamic to discuss with families, youth and providers. We found that if one member of the family wasn’t ready the process is slowed down. An example of readiness- We worked with a 22 y/o with congenital cardiac disease whose parent linked health care transition to all other areas of autonomy and did not want the young adult to have this independence. This family did not continue participating after the care plan was provided. 

 In the Preparation stage we used the care plan as I already discussed.   An important notation here is that we found two ways to do HCT – or to provide HCT.  Our work with the patients in this project was “catch-up”, in other words the assessment indicated that a lot of work needed to be done before the patient could move to an adult practice.  This required a detailed individualized care plan.  We called this the Intensive Transition Services model, focused on the older youth.  The other way to transition is using an Anticipatory Transition Services model, starting at age 12, systematically building on the youth’s knowledge and skills as part of chronic condition management throughout the teen years. We want to develop this service model next and believe it will change care. 
In the Moving On stage the Transition Medical Summary is very useful. It is available from me via email if you would like to use our template. We give this to both the youth and the provider.  It includes an Adult Health Care Plan, which is a great concept – for a teen or young adult to sit with the pediatrician and think about the health care issues down the road and what care will be needed.   

The final stage is Re-establishment with the adult provider.  Our contact with the adult providers, the pediatricians and the transitioned youth indicated that the process is helpful. We hope to make it available through our coordinators and expand it to more NH practices. 

Slide- Report on Patient Status

The project worked with three practices and six youth/young adults.  We were interested in different diagnoses and asked for older youth who were closer to the adult transfer stage.  These are the patients who were referred.  
This slide illustrates that the transition time period ranged from 9-18 plus months. 

I ‘d like to talk about patient # 4 who for today is named Jerry. We can then look back at the Stages to illustrate how it worked with one young man. 

Assessment – Jerry was recruited because he was approaching his 21st birthday, had a serious condition and no health insurance.  He was self-assured and friendly as we interviewed him and his parent and he completed a condition management questionnaire. 

Preparation – the care plan highlighted things that Jerry was doing well and well as his deficit areas – he had a Hgb A1C of 9-11, infrequently tested his blood glucose and refused to move on with newer diabetes meds.  Though he had been seen over time by an adult endocrinologist, an ophthalmologist and a nephrologist, no one was coordinating his care and addressing his poor management. It was a struggle for the pediatric team to help Jerry change his behavior.  Through many office visits and eventually a new approach with a new provider and a diabetes educator Jerry is testing and has changed his insulin.

Moving On- Jerry has been set up with a new adult diabetes specialist and a family practice physician was identified.

Re-establishment- the adult provider received a packet of information including a Transition Summary and has seen Jerry once. He has an interest in diabetes. Jerry is still without health insurance but has been referred to a public support program for meds for both his diabetes and asthma and allergies. He was encouraged to negotiate a reduced fee for his patient visits. 
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