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                           www.hrtw.org     
	Questionnaire 

Transition Issues and Processes FOR 

Pediatric Practices/Medical Homes
DUE:  February 15, 2007
ESTIMATED TIME TO COMPLETE:  20-25 minutes

If you have questions, contact Kathy Blomquist 

 859-252-3170 x 242, kathyblomquist@hrtw.org
 


Dear Medical Home Practices: 

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 Center (HRTW) and the National Center for Medical Home Initiatives at the American Academy of Pediatrics (AAP)  are asking Medical Home practices  around the United States to complete a questionnaire to determine how transition programs and services have developed over the past four years.  

We are also asking Shriners Hospitals for Children, other children’s hospitals, and state Title V CSHCN programs for input related to transition activities for youth with special health care needs (YSHCN).  Feedback will be provided after results from the questionnaires are compiled.  This information will be used to enhance transition services across our systems.    

Transition = a time when youth are actively learning skills and identifying resources for a successful transition to adulthood.

We appreciate your taking the time to complete the Medical Home questionnaire below.   

Email or fax completed questionnaire to kathyblomquist@hrtw.org / or via fax 859-225-7155.  
Thank you for your help!

	STATE:
	

	NAME:
	EMAIL:

	ADDRESS:


	PHONE:


SECTION I:  FIRST, WE ARE INTERESTED IN GENERAL TRANSITION-PROMOTING POLICIES AND PRACTICES.

1.  Do you have a transition policy for your practice (such as, a policy that states at what age the youth with special health care needs (SHCN) should no longer see a pediatrician)?    

	(  YES
	( NO       

	If YES, what age?   ________
	


2.  Do you have a practice (family or internal medicine) to whom you refer youth when they leave your practice?  

	(  YES
	( NO       

	If YES, why that practice? (check all that apply)  

	( Personal relationship          
	( Reputation

	( Location         
	( Other (please specify) ​​​​:


3.  Is there a dedicated staff member in your practice who has responsibility for coordinating transition activities with youth with special health care needs?     

	(  YES
	( NO       

	If YES, who?

	( Nurse          
	( Office manager/assistant

	( Care Coordinator       
	( Social Worker

	( Parent/Family partner in practice         
	( Physician

	( Others in the community (please list):


4. Which preventive care screening tools does your practice use for youth/adolescents?

	( AAP or other medical association forms (see www.medicalhomeinfo.org)

	( Bright Futures (National Center for Education in Maternal and Child Health and AAP)

	( GAPS (American Medical Association’s Guidelines for Adolescent Preventive Services)

	( Guidelines to Clinical Preventive Services (US Public Health Service)

	( HRTW forms (see www.hrtw.org/tools ) 

	( State health department forms

	( Other, please list:



	( None


5.  When youth turn 18, they become legally responsible for their own medical decisions and health records.  (HIPAA compliance)

5a. Does your practice have a written policy to discuss this with youth and their families prior to age 18? 

	(  YES
	( NO       

	If YES, what age? 


5b.Do you seek verbal assent (vs. legal consent) from younger children when performing procedures?  

	(  YES
	( NO       


5c.Do you seek written assent (vs. legal consent) from younger children when performing procedures?  

	(  YES
	( NO       


6. How often in the past year have you helped to write health goals for a student’s IEP or 504 Plan in school?  

	(  None
	( 1 to 2       
	( 3 to 5       
	( 6-10
	( 11 or more


7. Which of the following services/programs does your practice have in place to support  

 transitioning of youth to adulthood and adult services? 

	Activity
	We do this for all
	We do this for some: Please identify
	We want help to do this
	We cannot do this now

	7a. Provide youth/families with an educational packet or handouts specifically related to transition needs/concerns    

     At what age(s)? __________
	
	
	
	

	7b. Screen or assess to identify YSHCN who need transition services 
	
	
	
	


	Activity (con’t.)
	We do this for all
	We do this for some: Please identify
	We want help to do this
	We cannot do this now

	7c. Provide care coordination for youth with complex conditions  
	
	
	
	

	7d. Create an individualized health transition plan  

      At what age?____
	
	
	
	

	7e.  Assist youth with SHCN to make a portable medical summary (for wallet/purse/backpack)
	
	
	
	

	7f.   Help youth/families plan for emergencies 
	
	
	
	

	7g.  Promote independence in health condition management, self care, and prevention of secondary disabilities
	
	
	
	

	7h.  Assist with planning for school and/or work accommodations
	
	
	
	

	7i.   Provide or refer to transition-related mentoring,  support, and skill building programs such as camps, recreation, activities of daily living skills, volunteer or paid work experiences
	
	
	
	

	7j.   Assist youth/families to use community resources and the public benefits system
	
	
	
	

	7k.   Assist with planning for continuous health insurance during transition into adulthood  
	
	
	
	

	7l.   Assist with SSI medical documentation and/or                    re-determination
	
	
	
	

	7m.  Recruit adult primary care /specialty providers to assume care of youth with special needs
	
	
	
	

	7n.  Support adult providers willing to assume care of young adults with complex health care needs with education and/or experiences in your practice
	
	
	
	

	7o. Other, please specify: 


	
	
	
	


8. Does your practice have office forms to support transition processes?  

	(  YES
	( NO       


	If YES, which forms?

	( Care Planning 
	( Tips and Tools for families and youth

	( Screening/Assessment                                  
	( Referral

	( Teaching 
	( Other (please specify):


	If NO, would you/your practice be interested in receiving office forms to support the transition process?     

	(  YES
	( NO       


9.  Would you/your practice be interested in information on coding for reimbursement for transition services?

	(  YES
	( NO       


10. If you need technical assistance providing transition services for YSHCN in your practice, how do you currently solicit that information? 

	(   Self-directed research        

	(   Staff-based care coordinator

	(   Family-to-family support            

	(   State Title V program staff               

	· Other, please specify:           

	(   Don’t know where to turn for assistance             


11. Has your practice expanded its transition services in the last two years?

	(  YES, please specify how:                                                                                 

	(  NO
	 


12. Please rate your practice with regard to transition processes in general. (Check the most appropriate number):  

	1
	2
	3
	4
	5



	Not interested, too busy, no resources, etc.
	Don’t have transition processes, interested in developing them
	Beginning stages of developing transition policy and processes and finding /developing tools
	Working on policy and processes; about halfway to where we hope to be
	Have transition policy and processes integrated into our practice


13. Has your practice tracked outcomes related to youth with special health care needs who have transitioned out of your pediatric practice?         
	(  YES
	( NO       

	(  If YES, on what outcomes? (Please check all that apply)



	(   Patient-focused outcomes, such as having adult health care and/or insurance; health status; engagement in work, higher education and the community; and/or quality of life
        

	(   Utilization of services such as ER visits, hospitalizations
        

	(   Financial hardship/debt of health care costs borne by youth/families
         

	(   Provider satisfaction (e.g. adult health care providers perceive that young adults with disabilities have been well prepared)
         

	· Patient/family satisfaction with adult providers/health system


	(    Other, please specify:
         


14. Are YSHCN/families involved in the development of your practice’s services to support transitioning?     

	(  YES   
	( NO       

	14a. If YES, is this involvement via (Please check all that apply):



	(   Family advisory group
	(    Topic-specific focus groups   

	(   Disease-specific family advisory groups
	(    Anecdotal reports from youth/families

	(   Youth advisory groups
	(    Other, specify:
        

	(   Family support groups
	

	(   Youth support groups
	

	14b. If YES, are YSHCN/families compensated for their involvement?   (   YES     ( NO       



SECTION II:  NEXT, WE ARE INTERESTED IN YOUR RELATIONSHIP WITH COMMUNITY RESOURCES THAT SUPPORT TRANSITION.

15.  Please indicate which services are available in your community and the type of referral relationship your practice has with the service providers: 

	Transitioning Service
	Not Available
	Available

Patient 

or family responsible for accessing
	Informal Referral:

Practice provides information; patient/ family 

follow up
	Formal Referral  

and 

Follow-up 

by Practice Personnel

	15a.  Adult primary care providers willing to serve as medical homes
	
	
	
	

	15b.  Adult subspecialty providers willing to assume care
	
	
	
	

	15c.  School-based transition services
	
	
	
	

	15d.  Disability services in colleges or vocational schools
	
	
	
	

	15e.  Transition-related mentoring/ support programs
	
	
	
	

	15f.   State MCH Title V CYSHCN agency transition services
	
	
	
	

	15g.  Mental health/counseling services
	
	
	
	

	15h.  Dental health services
	
	
	
	

	15i.   Vocational rehabilitation/ workforce development services
	
	
	
	

	15j.   SSA/SSI work incentives
	
	
	
	

	15k.  Community recreation services for youth/young adults with disabilities/special needs
	
	
	
	

	15l.   Public transportation services for people with disabilities
	
	
	
	

	15m.  Drivers’ education and vehicle modification
	
	
	
	

	15n.  Centers for Independent Living
	
	
	
	

	15o.  Attendant care services
	
	
	
	

	15p.  State foster care transition services
	
	
	
	

	15q.  Supported living resources
	
	
	
	

	15r.  Community housing (subsidized, Section 8)
	
	
	
	

	15s.  Other, please specify: 


	
	
	
	


SECTION III:   NEXT, WE ARE INTERESTED IN YOUR PERCEPTIONS OF BARRIERS TO SUCCESSFUL TRANSITION. 

16. Please indicate how you perceive BARRIERS to your practice’s ability to help youth with   

      special health care needs transition from your pediatric system to the adult care system. 

	Barrier/Issue
	Extremely

Important
	Very

Important
	Somewhat

Important
	Not

Important

	16a.  Fragmentation of care among systems/providers (e.g. health care, school, vocational rehab, social service agencies)


	
	
	
	

	16b.  Lack of computer/technology assistance to identify and track youth/young adults with SHCN


	
	
	
	

	16c.  Pediatric providers unwilling to transition care to adult providers


	
	
	
	

	16d.  Lack of capacity of adult providers to care for youth/adults with SHCN


	
	
	
	

	16e.  Inability to access adult primary care


	
	
	
	

	16f.   Inability to access adult specialty care   (inpatient, outpatient, sub-specialists, therapies, etc.)


	
	
	
	

	16g.  Lack of independence/initiative of youth


	
	
	
	

	16h.  Lack of understanding of reimbursement eligibility differences between adults and children with special health care needs


	
	
	
	

	16i.   Limited coverage for services by public /Medicaid or private insurance


	
	
	
	

	16j.   Low reimbursement levels for transition services


	
	
	
	

	16k.  Lack of knowledge about or linkages to community resources that support youth in transition


	
	
	
	

	16l.   Lack of services for youth with special health care needs who require supported living


	
	
	
	

	16m. Lack of staff time  
	
	
	
	

	16n.  Other, please specify: 
	
	
	
	


SECTION IV:   FINALLY, WE WOULD LIKE TO KNOW ABOUT RESOURCES YOU USE AND HOW WE CAN HELP.

17.  Has your practice used the website of the HRTW National Center – www.hrtw.org ?

	(  YES
	( NO       
	( UNSURE

	(  If YES, what has been helpful?



18.  Has your practice used the website of the AAP’s National Center for Medical Home Initiatives   www.medicalhomeinfo.org ?        

	(  YES
	( NO       
	( UNSURE

	· If YES, what has been helpful?    




19. Are you familiar with the Consensus Statement on Health Care Transitions for Young Adults  

     with Special Health Care Needs of the AAP, AAFP and ACP/ASIM?

	(  YES
	( NO       
	( UNSURE


20. What more could HRTW and the AAP do to help support your practice regarding  

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

      conferences, workshops, journal articles, monographs, CD ROM, etc.) Please be as specific  

      as possible.

21. What innovations in supporting youth in transition have been most successful, are you  

      most proud of, or would you like to showcase?   

22. HRTW and AAP are interested in receiving transitioning vignettes/success stories that we can use to further advance our information/technical assistance, education, and research efforts.  If you have such material, please send it along with your completed questionnaire  or contact us so we can make other arrangements.

Any other comments or suggestions?  

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: Monique R. Fountain-Hanna, MD. MPH, MBA, LCDR, USPHS, of the 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.
PAGE  
7

