MODULE 1: PREVALENCE
THE DEFINITION OF CHILDREN AND YOUTH WITH SPECIAL HEALTH CARE NEEDS (CYSHCN) THAT WE WILL BE USING DURING OUR NEEDS ASSESSMENT

During the needs assessment process, we will be using the definition for children and youth with special health care needs developed by the Federal Maternal Child Health Bureau and data from the National Survey- Children with Special Health Care Needs (NS-CSHCN) 2005/2006.  

The definition of children and youth with special health care needs is:


“.... those [children and youth] who have or are increased risk for a chronic physical, developmental, behavioral, or emotional condition and who also require health and related services of a type or amount beyond that required by children [and youth] generally.”1
THE NATIONAL SURVEY OF CHILDREN WITH SPECIAL HEALTH CARE NEEDS

The National Survey of Children with Special Health Care Needs (NS-CSHCN) provides data on the number and characteristics of children and youth age 0-17 with special health care needs. For statistical purposes, this number is often reported as the percentage of all children and youth with special health care needs—this is referred to as the prevalence of children and youth with special health care needs.  

The NS-CSHCN is a telephone survey conducted with parents (or guardians) of children and youth age 17 and younger. The survey does not focus on special diseases or conditions. Instead, parents are asked questions to determine if their child(ren) has a medical, behavioral, or other health condition(s) that has lasted or is expected to last for at least 12 months AND as a result, experiences one or more of the following consequences: 

· The condition limits or prevents the child/youth from doing things that most children and youth of the same age can do (such as eating, bathing, dressing, walking, running and/or emotional and behavioral difficulties that prevent the child/youth from participating in ordinary activities)

· Needs prescription medication

· Needs specialized therapies (such as occupational therapy, physical therapy, or speech therapy)

· Has above routine use of medical care, mental health, or other health services

· Receives counseling or treatment for on-going emotional, behavioral or developmental problem(s) 2
For more information about the NS-CSHCN go to: 

NS-CSHCN Homepage, Data Resource Center, http://cshcndata.org/Content/Default.aspx
NS-CSHCN Chartbook 2005-2006, Health Resources Services Administration, http://mchb.hrsa.gov/cshcn05/
Tip: For Mac Users, the NS-CSHCN Homepage is best accessed using a Firefox browser. The site is not fully accessible to a Safari browser. 

Sources: 

1 McPherson M, Arango P, Fox H, Lauver C, McManus M, Newacheck P, Perrin J, Shonkoff J, Strickland B. A new definition of children with special health care needs. Pediatrics, 102(1):137–140, 1998.
2 Reed, D, Sharp G., CAHMI Data Resource Center. (2004, February). AMCHP Presentation. Retrieved on 1/22/09, from http://cshcndata.org/ViewDocument.aspx?item=18
Research Question: WHAT DOES THE NATIONAL SURVEY OF CHILDREN WITH SPECIAL HEALTH CARE NEEDS TELL US ABOUT THE PREVALENCE OF YOUTH WITH SPECIAL HEALTH CARE NEEDS IN OUR STATE?

WORKSHEET 1A: Prevalence by age & sex 

Tools:  2005/2006 National Survey of Children with Special Health Care Needs 

State Chartbook (go to the following URL and click on your state on the map: http://cshcndata.org/Content/Default/aspx)

Did you know? Prevalence can be expressed as either a percentage or as one part in every hundred. For example, 16.8 percent or 16.8 of every 100 youth in the US age 12-17 have special health care needs.

Task:  Answer the following questions about CYSHCN in our state using data from the NS-CSHCN.  

	What is the prevalence of CYSCHN age 0-17 in our state? 


	State
	US

	
	
	13.9%

	What is the prevalence of CYSHCN age 12-17 in our state? 


	
	16.8%

	Are you surprised by these findings?  Why or why not? 




You also my want to know:  For more information about the prevalence of CYSHCN in our state in our urban and rural areas, go to the “Highlights” box on the NS-CSHCN homepage and click on “ Within State Urban/Rural Profile.”  Then: 1) select our state from the drop-down box; 2) click on standard report; and, 3) hit “next”.  It will display prevalence data and a map of CYSHCN age 0-17 who live in urban, suburban, large towns, small towns/rural areas. 

Task:  Answer the following questions using data from the NS-CSHCN and from your personal experience and the experiences of others. 

	What is the prevalence of CYSHCN age 0-17 by sex?  
	State
	US

	Male
	
	16.1 %

	Female


	
	11.6 % 

	Are you surprised by these findings? Why or why not? 




CULTURAL COMPETENCE 

WORKSHEET 1B: Prevalence by Hispanic origin & race 

Our values, attitudes and behaviors are often a direct result of our family upbringing and heritage. Most of us come from families and communities that have traditions and certain ways of behaving or doing things. Understanding the culture of CYSHCN from racial and ethnic groups different from your own is important when conducting a needs assessment.  

Likewise, each of us has different abilities, needs, and preferences. So, it is very important that we talk openly and comfortably about our differences and respect others as they share information with us during the need assessment process.  The better we understand one another, the more we can help the CYSHCN Program to effectively serve all YSHCN and their families. 

Supplies:  Post-it notes; pencils; newsprint on the wall with heading “Celebrating our Culture and Heritage” 

Task:  On a post-it note, write down 3 things that you would like the other members of the group to know about your heritage or family customs.  When you are finished stick it under the banner. 

Read the entries and as a group, discuss the following:  

· How are the other entries similar to those of you and your family?

· What are some of the differences?

· What kinds of things would you like to learn more about? 

Task:  Answer the following questions about CYSHCN in our state using data from the NS-CSHCN.

	CSHCN Prevalence by Hispanic Origin and Race
	State
	US

	Non-Hispanic
	
	15.0%

	   White
	
	15.5%

	   Black
	
	15.0%

	   Asian
	
	6.3%

	   American Indian/Alaskan Native
	
	14.5%

	   Native Hawaiian/Pacific Islander
	
	11.5%

	   Multiple Races
	
	17.9%

	Hispanic
	
	8.3%


Task:  Using data from about CYSHCN in our state from the NS-CSHCN, answer the following questions:

· Among CSHCN of Hispanic origin, what percent of households speak Spanish as the primary language?  __________  (4.6% US)

· Can you think of other languages that might be the primary language of CSHCN and their families in our state? _______________________________________________________________________

· How can we learn more about different cultures? _______________________________

_______________________________________________________________________

As we proceed with our needs assessment:  Be alert to the ways in which cultural (and language) differences can present a barrier to fully understanding needs!






