	 [image: image1.jpg]L Yk
C
National Resource Cenfer
The Ulimate Oulcome: Transiton fo Adulfiood



                

              www.hrtw.org     
	HRTW Questionnaire

Family to Family

Health Information centers

HEALTH CARE Transition 
Issues & Processes

Summer 2007

 


Dear F2F Directors:   
In concert with the goals of MCHB, the New Freedom Initiative, and the Surgeon General’s Call for Action to Improve the Health and Wellness of Persons with Disabilities (2005), the Healthy & Ready to Work National Resource Center (HRTW) is asking Family to Family Projects to complete a questionnaire to determine how health care transition programs and services are developing. 
We value the input and viewpoint of family leadership organizations. This information will be used to enhance health care transition services across our systems, identify what is working, which materials are helpful and what needs to be addressed in technical assistance and policy development.  
Transition = a time when youth are actively learning skills and    

                identifying resources for a successful transition to adulthood.

Feedback and data findings will be provided to you after results from the questionnaires are compiled.  Similar questionnaires have been sent to State Title V CSHCN Programs, children’s hospitals, and medical home practices for input related to transition activities for youth with special health care needs (YSHCN).  Highlights from the surveys are at www.hrtw.org
We appreciate your taking the time to complete the attached questionnaire, remember to include your contact information.   
Please email your completed questionnaire by September 2, 2007 email to either Ceci or Trish. 
If you prefer to do this questionnaire by phone please contact us.
· Ceci Shapland cecishapland@hrtw.org
· Trish Thomas via HRTW email trishtthomas@hrtw.org 

We look forward to sharing ideas and solutions.

Thank you for your time and wisdom! 
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Questions? 

Contact 
Ceci Shapland
cecishapland@hrtw.org 


Trish Thomas
trishthomas@hrtw.org  

	FUNDING: (Y/N HRSA/MCHB  (Y/N) CMS

NAME OF ORGANIZATION: 
STATE: 
	GRANT PERIOD:(YR)         TO (YR)       


	NAME: 
TITLE: 
ADDRESS: 
	

	PHONE: 
EMAIL: 
WEB URL: 
	

	
	


ESTIMATED TIME TO COMPLETE:  20-25 minutes

While this looks like a long questionnaire it has 5 sections with multiple questions that have been formatted for easy check off or simply insert an “X”.

SECTION I:   
Specific Health Care Transition Services    
SECTION II:    
Youth Involvement & Leadership
SECTION III: 
Community Resources that Support Health Care Transition 
SECTION IV:  
Barriers to Health Care Transition for YSHCN 
SECTION V:   
Health Care Transition Resources in Use 

SECTION I:   Specific transition services your F2F Center provides.  

1.  Which of the following services/programs does your project have in place to support transitioning of youth to adulthood and adult services through direct services, information provision (such as trainings, manuals, libraries, web-based materials), or contracts?   

	Activity
	We provide information, resources, and trainings 

to do this
	We  want help to 
do this  
	We cannot do this now
	This is not 
in our work scope   

	1a1.   Provide youth/families with an educational packet or handouts specifically related to health care transition needs/concerns     

At what age(s)? 


	
	
	
	

	1a2.   Screen or assess to identify YSHCN who need health care transition services   (very provider-like!)

	
	
	
	

	1a3.  Assist families and youth how to create an individualized health transition plan 

At what age?


	
	
	
	

	1a4.   Assist youth with SHCN to make a portable medical summary (wallet/purse/backpack)
	
	
	
	

	1a5.   Help youth/families develop a plan for emergencies 
	
	
	
	

	1a6.   Provide care coordination for youth with complex conditions  
	
	
	
	

	1a7.   Promote independence in health care decision making, self care, 
	
	
	
	

	1a8.   Provide information on preventing

 secondary disabilities 


	
	
	
	

	1a9.   Assist with planning for school (IEPs or 504 plans) and/or work accommodations 


	
	
	
	

	1a10. Provide or refer to transition-related mentoring,  support, or skill building programs such as camps, recreation, activities of daily living skills, volunteer or paid work experiences


	
	
	
	

	1a11. Assist youth/families to use community resources 


	
	
	
	

	1a12. Provide information and training to  support verbal/written consent before age 18 
	
	
	
	

	1a13. Assist with planning for continuous health insurance during transition into adulthood 

  
	
	
	
	

	1a14. Assist with SSI medical documentation and/or re-determination 
	
	
	
	

	1a15. Support pediatricians to prepare youth for health care transition


	
	
	
	

	1a16. Help pediatric practices develop a policy that states at what age youth with special health care needs should no longer see a pediatrician
	
	
	
	


	Activity
	We provide information, resources, and trainings 

to do this
	We  want help to 
do this  
	We cannot do this now
	This is not 

in our work scope  

	1a17. Support adult providers to assume care of young adults with complex health care needs 
	
	
	
	

	1a18. Other, please specify:  


	
	
	
	


2a.  There are important cultural considerations (racial, ethnic, geographic and economic) when assisting families in health care transition.  Which of the following does your F2F Project do?   

	Cultural Competence
	We 
do this
	We  want help to 
do this  
	We cannot do this now
	This is not 

in our work scope  

	2a1.   There is representation of the population we serve on our staff.


	
	
	
	

	2a2.   There is representation of the population we serve on our Board.


	
	
	
	

	2a3.   We always provide interpreters at trainings.


	
	
	
	

	2a4.   Materials are available in various languages and literacy levels. 

	
	
	
	

	2a5.   We collaborate with various cultural community organizations to provide our services.


	
	
	
	

	2a6.   We have specific staff training on cultural and linguistic competence. The materials we use are:


	
	
	
	

	2a7.   The staff is well versed in the values and belief systems for culturally diverse groups in our service area. 


	
	
	
	

	2a8.  The physical space of our organization appears welcoming to the various populations we serve. 
Please explain:

 
	
	
	
	

	2a9.   We have documented different perspectives around health care transition with the populations we serve. 
Some of these perspectives include: 


	
	
	
	


3. Please rate your F2F Center interests and efforts with regards to health care transition in general.   Below is a rating scale. Insert your project’s score  (1-5 ) here _____

	1
	2
	3
	4
	5

	Not interested, too busy, no resources, etc.

Not funded to do health care transition
	Don’t have health care transition policy or activities, and am interested in developing them
	Beginning stages of developing health care transition policy and activities and finding/developing tools
	Working on health care transition policy and activities, we are about halfway to where we hope to be
	Have health care transition policy and activities, materials, and information integrated into our services


SECTION II:    YOUTH INVOLVEMENT & LEADERSHIP 
4a.  As an organization, how do you promote and increase meaningful youth involvement in your Project’s policy and practices?    
	YOUTH LEADERS ARE INVOLVED IN 
PROJECT POLICY & PROGRAM ACTIVITIES
	We 

do this
	We  
want help to do this  
	We 
plan to do this later
	We 

do not have plans to do this  

	4a1.    Youth leaders are representative of the population in our state (culturally diverse)   
	
	
	
	

	4a2.    Youth leaders serve on our Project’s Advisory Board
	
	
	
	

	4a3.    Our Project has a Youth Advisory Board
	
	
	
	

	4a4.    Youth leaders participate in our staff training and professional development
	
	
	
	

	4a5.    Youth leaders advise our programs on policies and evaluation 
	
	
	
	

	4a6.    Youth leaders serve as occasional paid consultants to our project 
	
	
	
	

	4a7.    Youth leaders assist in writing newsletters and/or written tools/products for youth and families
	
	
	
	

	4a8.   Our Project promotes youth leaders as advisors to state and local advisory committees
	
	
	
	

	4a9.   Youth leaders assist in policy review and  development for other agencies such as the Title V CSHCN  
	
	
	
	

	4a10. Youth Leaders in our project provide input to the annual State Title V Block Grant Report
	
	
	
	

	4a11. Youth leaders represent our Project at state interagency meetings
	
	
	
	

	4a12. Youth leaders help plan annual youth conference for state or region
	
	
	
	

	4a13. Youth leaders help identify issues and barriers that young people with special health care needs feel are important
	
	
	
	

	4a14. Youth leaders identify strategies and solutions to current barriers and offer recommendation of what can be done to help meet those needs.  
	
	
	
	

	4a15. Youth help identify strategies that make the health care transition to adulthood easier.  
	
	
	
	

	4a16. Other:  Please describe:  


	
	
	
	


	YOUTH LEADERS ARE IDENTIFIED
	We 

do this
	We  
want help to do this  
	We 
plan to do this later
	We 

do not have plans to do this  

	4b1.  Youth leaders submit an application


	
	
	
	

	4b2.  Youth are recruited by/or recommended by family leaders

	
	
	
	

	4b3.  Youth leaders are recommended by health care, social service, or education professionals

	
	
	
	

	4b4.  Other (please describe)
Could we ask these questions later-if they have an advisory committee?

	
	
	
	


	YOUTH LEADERS IN OUR PROJECT

ARE COMPENSATED 

FOR THEIR EXPERTISE, TIME & SERVICES
	We 

do this
	We  
want help to do this  
	We 
plan to do this later
	We 

do not have plans to do this  

	4c1.   Our project pays a flat rate/honorarium for each meeting    

Amount $
	
	
	
	

	4c2.   Our project  pays an hourly rate

Amount $
	
	
	
	

	4c3.   Our project  reimburses expenses, 

but not for time
	
	
	
	

	4c4.   Our project pays using gift certificates

	
	
	
	

	4c5.   Other (please describe)
Add this question to the first group of questions on youth leadership-just one question on compensation.

	
	
	
	


SECTION III:  Relationship with Community Resources that Support Health Care Transition. 
	 5a. Partnerships at the Community Level.
	We 

do this
	We  
want help to do this  
	We 
plan to do this later
	We 

do not have plans to do this  

	5a1.   Does your project partner with the Title V Children and Youth with Special health Care Needs Agency in your state?   
	
	
	
	

	5a2.   Does your project partner with your state’s CYSHCN agency to promote/report activities related to MCHB’s 6 National Performance Measures (screening, family and youth involvement, medical home, insurance, coordinated community services and transition)?    
	
	
	
	


	5b. Which Health Care Transition Services available in your service area (community /state) and type of relationship your project has with these providers
	Our project does have a relationship
	Our project does not have a relationship
	Our Project provides information and  informal family 

Follow-up
	Our project has a formal referral  

and 

follow-up 

by Project Personnel

	5b1.    Adult primary care providers who are willing to serve as medical homes


	
	
	
	

	5b2.    Adult subspecialty providers willing to assume care


	
	
	
	

	5b3.    Mental health/counseling services


	
	
	
	

	5b4.    Dental health services


	
	
	
	

	5b5.    School-based transition services


	
	
	
	

	5b6.    Disability services in colleges or vocational schools


	
	
	
	

	5b7.    Transition-related mentoring/ support programs


	
	
	
	

	5b8.    Vocational rehabilitation/ workforce development services


	
	
	
	

	5b9.    SSA/SSI work incentives advisors

	
	
	
	

	5b10.  Community recreation services for youth/young adults with disabilities /special needs


	
	
	
	

	5b11.  Public transportation services for people with disabilities


	
	
	
	

	5b12.  Drivers’ education and vehicle modification


	
	
	
	

	5b13.  Centers for Independent Living


	
	
	
	

	5b14.  Personal Attendant Services


	
	
	
	

	5b15.  State foster care transition services


	
	
	
	

	5b16.  Supported living resources


	
	
	
	

	5b17.  Community housing 
(subsidized, Section 8)


	
	
	
	

	5b18.  Other, please specify: 


	
	
	
	


SECTION IV:  Barriers to successful transition for YSHCN. 
6. Please indicate how you perceive BARRIERS to your F2F Center’s ability to help youth  with special health care needs transition from the pediatric system to the adult care system.  

	Barrier/Issue
	Extremely

Important
	Very

Important
	Somewhat

Important
	Not

Important

	6a1.   Fragmentation of care among systems/providers (e.g. health care, school, vocational rehab, social service agencies)


	
	
	
	

	6a2.   Lack of computer/technology assistance to identify and track youth/young adults with special needs


	
	
	
	

	6a3.   Pediatric providers unwilling to transition care to adult providers


	
	

	
	

	6a4.   Lack of capacity of adult providers to care for youth/adults with special health care needs  


	
	
	
	

	6a5.   Inability to access adult primary care


	
	
	
	

	6a6.   Inability to access adult specialty care   (inpatient, outpatient, sub-specialists, therapies, etc.)


	
	
	
	

	6a7.   Lack of independence/initiative of youth
	
	
	
	

	6a8.   Limited coverage for services by insurance or Medicaid  


	
	
	
	

	6a9.  Low reimbursement levels for transition services


	
	
	
	

	6a10. Lack of knowledge about or linkages to community resources that support youth in transition


	
	
	
	

	6a11. Lack of services for adults with special health care needs


	
	
	
	

	6a12. Lack of staff time  



	
	
	
	

	6a13. Lack of providers from various cultural backgrounds


	
	
	
	

	6a14. Lack of culturally competent       materials - literacy level, pictures  showing various cultures, etc.


	
	
	
	

	6a15. Other, please specify: 


	
	
	
	

	6a16. Other, please specify: 


	
	
	
	


SECTION V:   Health Care Transition Resources in Use 
	HRTW National Resource Center

Resources and Technical Assistance
	Yes
	No
	We will do this in the near future
	We 

do not have plans to do this  

	7a1.  Has your project staff used the website of the HRTW National Center www.hrtw.org?
	
	
	
	

	7a2. If yes, what was helpful?
	
	
	
	

	7a3. What information would you like to see added?


	
	
	
	

	7.b1. Has your project staff contacted and receive technical assistance services of the HRTW National Resource Center?
	
	
	
	

	7b2. If yes, what was helpful?
	
	
	
	

	7b3. If yes, what TA given onsite?
	
	
	
	

	7b4. If yes, was TA given via email?
	
	
	
	

	7b5. If yes, was TA given by phone?
	
	
	
	

	7b6. Ideas to improve services?


	
	
	
	


9.  MCHB and HRTW are interested in receiving transitioning vignettes/success stories that we can use to further advance our information/technical assistance, education, and research efforts.   What innovations in supporting youth in transition have been most successful, are you most proud of, or would you like to showcase in your state?   
If you have such material, please send it along with your completed questionnaire, provide contact information, or contact us so we can make other arrangements.

10. What websites would you recommend for finding information on transition activities?

Nationally?

In your state?  
11. What health care transition materials you cannot find and would like developed?
12. What more could HRTW, MCHB, and CMS do to help support your project regarding  

      transitioning issues? (for example, providing information via educational forums and  

      conferences, workshops, journal articles, monographs, CD ROM, individualized TA, etc.)    

      Please be as specific as possible.

13. Other comments or suggestions?

14.  Would like a member of the HRTW Team to contact you for further individualized technical assistance or for further discussion.    
 Yes        No, not at this time

Is yes, topic area (x all that apply)

· Youth Involvement

· Title V Leadership

· Medical Home & Transition

· Interagency Partnership

· Tools for Youth

· Tools for Families

· Tools for Professionals

· Other?

Best way to contact you:

Email:
Phone:
             
Day:


Time:

The HRTW National Resource Center is headquartered at the Maine State Title V CSHN Program and is funded through a cooperative agreement (U39MC06899-01-00) from the Integrated Services Branch, Division of Services for Children with Special Health Needs (DSCSHN) in the Federal Maternal and Child Health Bureau (MCHB), Health Resources and Services Administration (HRSA), Department of Health and Human Services (DHHS). Activities are coordinated through the Center for Self-Determination, Health and Policy at the Maine Support Network. The Center enjoys working partnerships with the Shriners Hospitals for Children and the KY Commission for CSHCN. 

HRSA/MCHB Project Officer: Elizabeth McGuire, HRSA/MCHB, Rockville, MD.

The opinions expressed herein do not necessarily reflect the policy or position nor imply official endorsement

 of the funding agency or working partnerships.
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