MODULE 3: NS-CSHCN TRANSITION FINDINGS
Research Question: WHAT DOES THE NATIONAL SURVEY OF CHILDREN WITH SPECIAL HEALTH CARE NEEDS TELL US ABOUT HOW WELL YOUTH WITH SPECIAL HEALTH CARE NEEDS IN OUR STATE ARE PREPARING FOR TRANSITION TO ADULT HEALTH CARE? 

Transition is one of 6 National Performance Measures (referred to as MCHB Core Outcomes in the NS-CSHCN) that State CYSHCN Programs are required to report on for the Title V Maternal Child Health Block Grant.  During our needs assessment we are going to review data and other information to determine how well our State CYSHCN Program is doing in preparing YSHCN to transition to adult health care. 

Tip:  Record the 6 National Performance Measures (NPM) on a flip chart sheet before the session begins. You may want to refer back to this list throughout the needs assessment process. 

The 6 NPM are:   

1.
CYSHCN are screened early and continuously for special health care needs.

2.
Families and youth partner in decision making at all levels, and are satisfied with the services they receive

3.
CYSHCN receive coordinated, ongoing, comprehensive care within a medical home

4.
Families have adequate private and/or public insurance to pay for the services CYSHCN need.

5.
Services are organized in ways that CYSHCN and their families can use them easily.

6.
Youth with special health care needs receive the services necessary to make the appropriate transitions to adult health care, work, and independence.

Task:  Ask the group to complete the Needs Assessment Tool for Youth which describes their preparations for transition.  When they are finished, ask them to total their scores and write both of them on a piece of paper (remind them to indicate on the paper which score is a “rating” and which is “satisfaction.”  (Instruct them not to put their names on their papers.) Collect the scores, total them and report the composite scores to the group. Later, the group can see how their preparation for transition compares to data collected in the NS-CSHCN.  

Tip:  Assigning groups to work in pairs is often a good practice when one or more members of the group has an intellectual or other disability that could prevent them from participating in the exercise or could lead to them being embarrassed if they have trouble understanding and/or completing the assignment. Similarly, you may need to prepare the material in one or more alternative formats before the presentation.  If personal information is exchanged, it is a good idea to remind the group that all personal information should be honored as confidential and not shared with anyone else except for those who need to know (e.g., the facilitators). 

Task: For this task, the group will be analyzing data from the 2005/2006 NS-CSHCN.

	If you need assistance in locating state-specific transition data from the NS-CSHCN, follow these steps: Go to NS-CSHCN Homepage: http://cshcndata.org/Content/Default.aspx
· On NS-CSHCN Homepage, click on “Search the data sets” and then click on the 2005/2006 NS-CSHCN pop-up

· On the “interactive data search page” for 2005/06 data, click on “Additional Measures of CSHCN Health, Access and Care Quality”

· On the additional measures page, select your state from the drop down box (item #1)
· Under the heading #2 Select a topic, select “Transition to Adulthood—Summary Measure & Related Subparts and hit “next”
· This will take you to the #3 and a series of questions about transition, as you work through this list, it will provide you with data for the worksheet 


http://cshcndata.org              
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WHAT THE NS-CSHCN TELLS US ABOUT PREPARATION FOR 

TRANSITION IN OUR STATE

	FINDINGS FROM NS-CSHCN:


	STATE
	US

	Core Outcome # 6:  Youth with special health care needs who receive the services necessary to make appropriate transitions to adult health care, work, and independence

(Outcome Successfully Achieved)
	
	41.2%

	TRANSITION PART A: 

ANTICIPATORY GUIDANCE FOR TRANSITION TO ADULT HEALTH CARE

	CSHCN ages 12-17 who received ALL needed anticipatory guidance


	
	32.4%

	INDIVIDUAL COMPONENTS OF ANTICIPATORY GUIDANCE FOR TRANSITION: 

	Youth’s doctors have discussed transition to providers who treat adults: 
	
	

	Not needed, youth’s doctors treat adults & children
	
	39.2%

	Yes, current doctors have discussed this transition
	
	12.0%

	This discussion is not necessary yet
	
	32.2%

	This discussion is needed but has not happened
	
	16.6%

	Youth’s doctors have discussed his or her health care needs as he/she becomes an adult:
	
	

	Yes, this has been discussed
	
	46.9%

	This discussion is not necessary
	
	24.9%

	This discussion is needed but has not happened
	
	28.2%

	Youth’s doctors have discussed how to maintain insurance coverage as he/she enters adulthood:
	
	

	Already have discussed this
	
	21.7%

	This discussion is not necessary
	
	36.3%

	This discussion is needed, but has not happened yet
	
	42.0%

	TRANSITION PART B:

YOUTH’S DOCTORS ENCOURAGE SELF MANAGEMENT SKILLS

	Usually or always
	
	78.0%

	Sometimes or never
	
	22.0% 


WORKSHEET 3B
WHAT THE NS-CSHCN TELLS US ABOUT PREPARATION FOR 

TRANSITION IN OUR STATE

10 Discussion Questions

	1.  How does the composite score from the Needs Assessment Tool for Youth that you completed compare to findings from the NS-CSHCN?  



	2.  Based on findings from the NS-CSHCN are youth getting the counseling they need from their doctors?  How does this compare to your personal experience? 



	3.  If your doctor hasn’t discussed transition with you, would you feel comfortable asking your doctor to help you plan for your transition to adult health care?  Why or why not?



	4.  After looking at the survey findings would you conclude that the most parents of YSHCN in our state consider transition counseling important?  Why or why not?  



	5.  If your parents/guardian hasn’t discussed transition with you, would you be comfortable asking them for help? Why or why not? 




	6.  Is anyone other than your doctor or parents/guardians helping you to plan for your transition to adult health care? How are they helping you? 


	7.  Is there anyone else that could help you and other YSHCN in your community to plan for transition? How could they help?  Would you be comfortable asking them to help you? 



	8. Has anyone discussed how your insurance might change when you turn 18 or leave school? If yes, who? 



	 9. How does preparing for health care transition affect your personal goals for “life” beyond high school? 



	10. If you could talk to other YSHCN and their families, what would you say to them to convince them of the importance of preparing for health care transition?




TIP:  You may want to discuss ways that you could distribute the Needs Assessment Tool for Youth to other YSHCN in your state.  There also is a comparable self-assessment for parents to complete (Implementing Transition: Needs Assessment Tool for Families).  You may wish to distribute both the youth and family needs assessments and compare the findings of YSHCN and families of CYSHCN. 

Or, you might want to consider asking focus groups of 3-5 YSHCN to discuss their transition experiences using the questions as a guide. Key informant interviews also are a means of capturing opinions and other important information from youth, parents, health care providers, and others in your community. 

Remember, a good needs assessment includes the unique perspective and experience of many individuals. Use the opportunity to ask others what they think. And, be alert to cultural differences as well as the things you share in common. 
