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HRTW National Resource Center

www.hrtw.org
	FORM 13A

PROGRESS & NEEDS: MEASURING 

YOUTH INVOLVEMENT 





Q 1  Youth leaders participate in the State CSHCN Program’s Youth Advisory Council. Where is the state on the continuum of Youth Leadership involvement currently?  

__ HAVE a YAC and would like assistance  (when did the YAC begin?) 

__ Have a YAC – not asking for assistance 

__ Are in the process of starting a YAC.  

__ Would like to start a YAC.  When do you hope to start?  

__ Have a youth on a family or community advisory committee  

Would like to do this?          When?

__ Have a youth consultant on staff (paid or contracted)   

Would like to do this?         When? 

__Youth are not involved in dept. activities.

	Q 2 Financial support (presenting with State CSHCN Programs, attending conferences, youth leadership training and related travel expenses) is offered directly to the youth leader or is a specified activity within a contract with family leadership organization.


	Strategies to involve Youth Leaders
	We Do
	Plan within 

1 Yr
	 TA Wanted or Can Give

	YAC members given flat fee/honorarium for meetings/activities 


	
	
	Sample honoraria

	YAC members receive honorarium plus expenses 

	
	
	

	YAC members have expenses reimbursed but no honorarium   


	
	
	

	YAC members paid hourly  


	
	
	Sample pay

	YAC members receive gift certificates  


	
	
	

	YAC members receive no compensation  


	
	
	

	Contract directly with youth leader
	
	
	Sample contract

	Contract with a family leadership organization that has youth involvement clause. Name of family group:


	
	
	Sample contract

	Other:  


	
	
	


Q 3  Youth Advisory Council members are involved in State CSHCN Program planning, policies and in-service.

What does your YAC do?  OR   if planning -- What would you like your YAC to do?

	We do this NOW


	We want to do this – when?
	We want TA on this

	Advise on programs, policies, and evaluation  


	
	

	Assist with developing clinical tools or written products for youth in transition    

Examples?
	
	

	Present about the agency at conferences, trainings, and college classes    

Types of presentations and the places; how often?  Topics? 

Is it routine to have youth leaders in presentations?  


	
	

	Participate in staff orientation and in-services   Do they attend or present?  Topics?  


	
	

	Represent agency at meetings 

What kinds of meetings?   How participate?


	
	

	Create newsletter focused on transition  (quarterly or other frequency)


	
	

	Help plan annual youth conferences


	
	

	Discuss community issues where advocacy needed  
 
	
	

	Participate in other activities to increase awareness of the needs of youth with disabilities and special health care needs as they prepare for adulthood
Please specify:  


	
	

	Gather information related to transition from adolescence to adulthood for youth with disabilities and special health care needs


	
	

	Help identify the needs of young people with special health care needs and what can be done to help meet those needs


	
	

	Help identify strategies that make the transition to adulthood more successful.

 
	
	

	Help identify strategies that promote better transition from the pediatric to the adult service system, including moving from pediatric to adult medical providers


	
	

	Help identify strategies for health care providers to use when caring for young adults with special health care needs.  This include pediatric providers and adult providers


	
	

	Other:  please specify


	
	


Q4  YAC members are involved in Block Grant preparation.

	
	We Do
	Plan within 

1 Yr
	TA Wanted

	YAC/youth have an opportunity to be involved in discussions about programs and policies prior that pertain to children and youth with special health care needs prior to the Block Grant being written (also 5-year needs assessment)


	
	
	

	YAC/youth have the opportunity to review the Block Grant prior to submission.


	
	
	

	Other Block Grant or similar activities involving youth:


	
	
	


Q 5  Youth/Young adult leaders serve as paid staff or consultant to the State CSHCN Program (hired for their expertise.)
	
	We Do
	Plan within 

1 Yr
	TA wanted

	Youth is a state employee for the State CSHCN

__ full time


__ part-time   
__ position has benefits          
	
	
	· Sample job description 

· Sample compensation rate used by other states/ MCHB projects 

· Potential activities for youth leader consultations

	Provision for Youth consultants are written into contracts issued to family leadership organizations and other agencies. If so, is the compensation rate specified? 

__ YES, specify rate:


	
	
	Sample language for contracts

	Other ways youth participate as paid consultants:


	
	
	


Q 6 Membership of the Youth Advisory Council are diverse (ethnic, religious, disability, gender, geographic and economic)

	Recruitment , Application, and Logistics
	We Do
	Plan within 1 Yr
	TA wanted

	State has a YAC application process based on assets to group and experience


	
	
	Sample application forms



	State has strategy to recruit diverse YAC members
	
	
	Groups to access for possible members



	State has strategy to include youth with variety of issues and geographically diverse


	
	
	Strategies to engage youth remotely

	Meeting Logistics:   Meals, transportation, overnight housing, personal attendants; activities for parents while meeting of YAC 


	
	
	How to plan YAC Meetings- logistics and agenda

	Conference calls:  who arranges, audio- video?


	
	
	

	E-mail/internet communication:  listserves; chatrooms; etc


	
	
	

	Adults/professionals run the meetings


	
	
	

	Youth run the meetings


	
	
	

	Activities other than CSHCN program related:  field trips, recreation – participate or watch, art, music, sports, accessibility surveys, etc


	
	
	

	How to support Youth leadership development


	
	
	

	How to Troubleshoot –  increase success


	
	
	


BACKGROUND INFORMATION TO ASSESS WHERE STATES ARE IN PROVIDING INFORMATION TO SUPPORT TRANSITION   

1. Have you done a needs assessment with health providers in your state around transition issues?  ___Yes  ____No

2. What do they identify as their greatest need?

3. Have you done a needs assessment with state families? ___Yes  ____No    

4. Have you done a needs assessment with youth in the state? ___Yes  ____No

5. Do you have programs supporting self determination of youth with SHCN in your state?  Are you affiliated with them? Examples might be youth councils in towns/cities or schools; boy/girl scouts; 4-H; etc. 

6. What transition related agencies do you work with in your state?  Examples might be vocational rehabilitation or other workforce development; schools – special ed, school to work; colleges; centers for independent living; transportation; assistive technology, etc.

7. What is the most important thing that HRTW can do to assist you?  
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