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Process:  FY 2005 Block Grant narratives were reviewed, categories of statements were extracted, and a list of variables to use in reviewing the Block Grant narratives were created from these and areas in which MCHB has displayed interest.  Statements were organized by the 6 National Performance Measures.  (See HRTW Tool - Implementing Transition: Variables To Report in the Block Grant for the list of the variables used in reviewing the Block Grants in FY2005, FY2006, and FY2007.) 

Progress Is Being Reported

The states are reporting much more transition activity in FY 2007 compared to FY2005.

There might be several reasons for this:  

· They really are doing more 

· They have adjusted to the new reporting format (started in 2005)  and now collect information and report more

· They have seen the variable list that HRTW created and circulated at AMCHP, Grantee meetings, and Champions meetings and used that to give details to their reporting and plans

· In going through the reports, Kathy is finding where the information is so she is entering more data into the Excel chart  

· Probably other reasons and/or a combination of reasons!

Previous Grant Funding Is Sustaining Effort and Progress  

· CHOICES GRANTS  (1990-1999):  States reporting the most transition work tend to be those which have been involved for quite a while – many were involved in CHOICES (Shriners Hospitals-state agency collaboration) in the mid-1990s (UT, KY, FL, AL, IL, NM, MN).  Title V CSHCN, other state organizations and Shriners Hospitals have all benefited from the public-private collaboration.  Some HRTW National Center staff members were involved in the survey of Shriners Hospitals transition activities in 2001 as followup to the CHOICES Transition Project.  The current support of Shriners Hospitals for Betty Presler as a consultant to the HRTW National Center and HRTW National Resource Center has continued the public-private collaboration and allowed the HRTW Center to participate in the followup survey of Shriners Hospitals transition activities almost five years later as part of our evaluation of transition activities nationally.   Shriners Hospitals are doing some fantastic work and have great ideas for other things they would like to do!  
· HRTW PHASES I & II:  States with HRTW projects vary greatly in what they are continuing to do with transition.  States like Kentucky and Maine in which the HRTW program was part of the Title V/CYSHCN program report more transition activity.  States like Louisiana, Minnesota, Mississippi, Ohio, Oregon and which had HRTW projects that were not located or closely affiliated with the Title V/CYSHCN program had less transition programming on a statewide level reported in the Block Grant after the HRTW grant ended. Ohio is doing more, especially with youth advisory councils, because of the passion of Title V leadership.  California reports that transition activities in the CYSHCN program offices are limited to the Los Angeles area where the HRTW program was based and new D70 integrated services grant resides.

· POTENTIAL FOR INCREASED TRANSITION FOCUS:  

D70 grants (state Integrated Services Grants): 

Mandate focus on several of the 6NPMs.  Many states have Transition as one of their State Performance Measures. All D70 grants are mandated to have a Youth Advisory Council. 
States are:  

2005:  AZ, CA, FL, HI, IA, MA, MN, OK, OR, SC, UT, WI

2006:  Navaho Nation in AZ, ME, NH, NY, NC, RI

Family to Family Health Information Center Grants:  

Many states have or will be receiving MCHB F2F grants which are also mandated to focus on the 6NPMs and therefore transition.          

2006 MCHB F2F grants are:  CA, FL, IL, IA, ME, MN, TN, VT

2007 MCHB F2F grants are: Anticipated 30 awards will be announced in Spring 2007.

2006 CMS F2F grants are:  AK, AZ, CO, CT, ID, IN, KY, LA, MD, MA, MI, MT, NV, NH, NJ, NM, NY, NC, ND, OR, RI, SC, SD, TX, UT, VA, WA, WV, WI

Source:  http://www.cms.hhs.gov/RealChoice/06_FamilytoFamily.asp
Medical Home Grants:  

Health Care Transition to adult health care services focus is encouraged in the medical home grants:  

2004-2008:  IL, NH, NY, OH, MA, PA

Issues that Impact States’ Implementation Progress

· FISCAL & STAFF RESOURCES: Fiscal problems are discussed in all Block Grants along with the difficulty of programming to meet the needs and desires of CYSHCN and their families with limited (and declining) resources.  Funds for bioterrorism and emergency planning focus are mentioned often.  Hiring freezes limit staff for programming.  Access to care issues are often mentioned, as Medicaid and SCHIP require more cost sharing and/or eligibility is limited to more severe poverty levels.  In the 2006 and 2007 reports, the nursing shortage and aging and retirement of MCH program nurses was mentioned frequently. 

· ISSUES REPORTED CHANGE OVER THE YEARS:  Issues mentioned more often in FY2007 grants include behavioral health and mental health issues such as autism and fetal alcohol syndrome; foster care services; and the effect of citizenship requirements/ undocumented immigrants on agencies’ abilities to provide services.  
· CHANGES IN LEADERSHIP: In the three years we have been reviewing the Block Grants, 22 states have had changes in CSHCN directors (3 states had 2 changes in this time period).  This type of turnover has potential to create havoc with continuity of programming and institutional memory and knowledge of MCHB requirements; however, it also has potential to introduce new ideas and new collaborations for the state.  (States in 2005-2007 are:  AL, AZ, AK, CA, GA, ID, IN (2), MA, MS, MO (2), MT, NJ, NC, ND, OK, OR (2), SC, UT, VW, WI, WY, VI  (this is based on changes in director list to whom we send SSI data as well as the Block Grant reports).
· REORGANIZATION OF PROGRAM: Some states report reorganization of Maternal and Child Health, Public Health, and/or CYSHCN departments; in some cases program staff have been cut dramatically and focus is changing from direct services to CYSHCN and their families to more contracting of services, referral and payment for services, interagency collaboration, and infrastructure building.  Different skills are needed by administrators and staff for infrastructure development compared with direct care – one reason for changes in directors.   
· BLOCK GRANT REPORT WRITERS:  Despite the format for the Block Grant, states vary greatly in what they report based on their priorities, but also based on who writes the report and their history and knowledge of all MCH programs in the state.   It has been informally reported to us that during editing of the Block Grant report in the MCH division of the state, some details of the CYSHCN program might be lost when attempting to meet federal MCHB space requirements. However, with the 6 NPMs for CYSHCN, information on activities including transition should be documented.

Block Grant Sources

Block Grant Guidance:  http://mchb.hrsa.gov/grants/default.htm 

State Data Forms:  https://perfdata.hrsa.gov/mchb/mchreports/forms.asp
Block Grant Reports: https://perfdata.hrsa.gov/mchb/mchreports/states_Narrative.asp 

NOTE:  New Key word search function allows users to identify state Block Grant Reports by specific activities/terms.

Block Grant Review Findings for 59 states, territories and jurisdictions:  

2005 Block Grant Needs Assessment: 

· Transition is identified as a priority in the state performance measures for 22 States (37%) In 2000, only 6 states had listed transition as a state performance measure. 

· Discussed health care transition as an issue:  37 states (63%)

· Youth involved in the Needs Assessment:  9 states (15%)

Comments:  Many more states are cognizant of the issue of planning for and measuring transition since the implementation of the 6 National Performance Measures.  Many states have health of adolescents as a priority but only 22 states list transition planning as a priority.  Very few states (only 15%) have involved youth in their Needs Assessments.  This will probably change as grants mandate youth involvement through youth advisory committees and other mechanisms.  

NPM1 - Screening 

	Variable
	FY

2005
	FY

2006
	FY

2007
	Planning

	Screening focusing on transition starting at 12 or older (more often 14-16) 
	17
	18
	26
	9

	Screening – more comprehensive for ALL children/youth served
	3
	4
	5
	7


Recommendations:

· Because skill building for independence and ability to transition to adulthood begins early and expectations about work and independence in adulthood by families and professional must be expressed early, HRTW recommends that states implement screening mechanisms that focus on all children and youth.  
· Bright Futures is a guide that includes health and independence building screening, assessment, and teaching guides - see Bright Futures screening and teaching guides at www.brightfutures.aap.org.  Many states have screening protocols, some of which are on www.hrtw.org/tools.
NPM2 - Family and Youth Involvement

	Variable
	FY

2005
	FY

2006
	FY

2007
	Planning

	· Family Involvement 
	
	
	
	

	Family member on staff  or contract
	36
	40
	44
	1

	Working with family leadership groups
	48
	52
	54
	

	Family advisory councils:  
	24
	27
	30
	1 abolished

	Tracking family satisfaction
	0
	31
	48
	

	· Youth Involvement
	
	
	
	

	Young adult on staff to offer youth perspective and coordinate youth activities
	1
	1
	1*


	None



	Youth Advisory Councils
	4
	6
	15
	11

	Youth involved in conference presentations 
	14
	17
	19
	7

	· Cultural Competence   
	
	
	
	

	Cultural competence activities reported
	26
	46
	55
	

	Cultural competence expectations in contracts
	1
	4
	6
	3

	Discuss cultural competence in transition
	0
	0
	0
	0


* (2 states have had paid youth in grants; in 1 state, youth does data entry)
Recommendations:  

· All states should have families as integral part of CYSHCN planning and evaluation activities
· States should strive to integrate youth and young adults with disabilities who are experiencing the service system into planning and evaluation activities
· States which have family and youth as staff and on advisory councils can help states just implementing this consultation.
· States should strive to be culturally competent
· Participation of youth in program and policy is important in positive youth development and impact the health and well-being of youth as well as adherence to health care regimens
NPM3:  Medical Home

	Variable
	FY

2005
	FY

2006
	FY

2007
	Planning

	Working with state Pediatric Associations
	36
	44
	47
	2

	Working with local pediatric physicians
	31
	50
	All 59
	

	Working with family practice and/or internal medicine and/or state medical associations
	5
	12
	21
	6

	Working with local adult-focused physicians
	3
	10
	18
	6

	Working with medical schools in training of physicians to work with CYSHCN
	18
	36
	46
	2

	Participated in Medical Home Training
	26
	32
	33
	

	Speakers bureaus/DVDs/web-based trainings for physicians and others
	1
	9
	23
	1


Recommendations:  

· The medical home is important in the support and planning of a successful transition for YSHCN assuring that there are no gaps and that care is comprehensive emphasizing informed decision-making and preventative health care. States should work with physicians to continue to assure medical home for all YSHCN through transition. 

· The Consensus Statement on Health Care Transitions for Young Adults with Special Health Care Needs by the American Academy of Pediatrics, American Academy of Family Physicians, American College of Physicians-American Society of Internal Medicine (2002) describes the role of physicians in the care of YSCHN and emphasizes the importance of supporting transition for YSCHN. (see AAP, AAFP, ACP-ASIM (2002). Pediatrics, 110, Supplement 1301-1335. http://pediatrics.aappublications.org/cgi/reprint/110/6/S1/1304.pdf
· The Joint Principles of the Patient-Centered Medical Home from the American Academy of Family Physicians, American Academy of Pediatrics, American College of Physicians, and American Osteopathic Association (2007) describe the Patient-Centered Medical Home as a health care setting that facilitates partnerships between individual patients, their personal physicians, and when appropriate, the patient’s family.  

(see www.futurefamilymed.org or www.acponline.org/hpp/approve_jp.pdf?hp)

NPM4:  Health Insurance

	Variable
	FY

2005
	FY

2006
	FY

2007
	Planning

	States report working with Medicaid and some with other insurance providers
	49
	55
	All 59
	

	Looking at transition issues with insurance providers
	10
	12
	23
	9

	Developed or distributed primers/fact sheets on insurance for CYSHCN, some of which have transition issues
	8
	11
	13
	3

	Helping physicians with reimbursement issues
	2
	5
	9
	7

	State MCH/CSHCN pays COBRA or insurance premiums/co-pays
	
	
	5
	


Recommendations: 
· Maintaining insurance during transition and into adulthood is critical to accessing medical care.  States should assist youth and families to maintain insurance by education early about possible scenarios and referral to insurance/funding resources

· As part of their Medical Home efforts, state CYSHCN agencies can assist medical practices to get reimbursed for their services
NPM5:  Coordinated System of Care

	Variable
	FY

2005
	FY

2006
	FY

2007
	Planning

	State and/or regional collaborative related to transition
	37
	45
	All 59
	

	Governors Task forces including adolescents and/or transition focus
	6
	7
	13
	

	CYSHCN inserts health into state conferences
	14
	32
	43
	

	CYSHCN collaborates with state or local education
	41
	55
	All 59
	

	CYSHCN works with Youth Leadership Forums
	5
	6
	8
	1

	CYSHCN works with Centers for Independent Living
	5
	7
	9
	3

	CYSHCN website has transition mention or information:  
	14
	16
	21
	

	Directory exists that includes transition resources
	16
	23
	36
	6

	Newsletters for families have transition information
	11
	15
	19
	2

	Newsletters for youth
	3
	3
	5
	3

	Newsletters for providers
	5
	9
	9
	3


Recommendation:   

· Collaborative focus at administrative level: No single agency has the expertise or funding to cover all aspects of transition.  Establish interagency workgroups with physician and other health care provider groups; the education field (day care through college); and programs focused on workforce development, business, health care funding, transportation, personal support, and poverty.  Include such involvement in the job descriptions of state and regional office administrators.  Establish Memoranda of Agreement or Understanding to strengthen commitment to collaboration.

NPM6:  Transition to Adulthood

	Variable
	FY

2005
	FY

2006
	FY

2007
	Planning

	CYSHCN agency reports having dedicated transition coordinator 

(sometimes part of an FTE)
	10
	12
	17
	3

	Transition training for staff
	32
	42
	46
	3

	Transition incorporated into CYSHCN program care coordination
	32
	43
	50
	

	Formal transition planning 

(sometimes this includes mailings or contract expectations)
	16
	20
	34
	11

	Transition expectations in contracts with providers
	8
	11
	13
	7

	Transition activities included in quality assurance
	9
	11
	14
	5

	Report working with HRTW project or National Center or use term HRTW
	12
	16
	23
	

	Expectations states have for % of youth they will have prepared for transition
	
	13 

say 20% or more
	17

say 20% or more
	


Recommendation:  

· Transition is the ultimate outcome of all outcomes.  Through, appropriate screening, coordination and collaboration of services, youth and family participation and an adequate payment system, YSHCN can become informed health care consumers, identify appropriate supports and be assured of a successful transition to adulthood and adult care
States reporting using the HRSA/MCHB National Resource Centers

	National Resource Center
	FY

2005
	FY

2006
	FY

2007
	Planning

	Screening (newborn-focused)
National Newborn Screening and Genetics Resource Center: 

http://genes-r-us.uthscsa.edu/
Early Hearing Detection and Intervention (EHDI): National Center for Hearing Assessment and Management at Utah State University: http://www.infanthearing.org/
	0
	0
	0
	0

	Family Involvement 

National Center for Family and Professional Partnerships at Family Voices: www.familyvoices.org  
	1 planning
	24
	24
	1

	Cultural Competence

National Center for Cultural Competence: www11.georgetown.edu/research/gucchd/nccc/
	1
	7
	11
	4

	Medical Home

National Center of Medical Home Initiatives for Children with Special Needs at the American Academy of Pediatrics: www.medicalhomeinfo.org
	8
	29
	29
	1

	Insurance

Catalyst Center for Improving Financing of Care for Children and Youth with Special Health Care Needs: www.hdwg.org/catalyst/
	0


	4
	5
	1

	Community-Based Services 
Champions for Inclusive Communities: www.championsinc.org
	1
	25
	29
	0

	Transition to Adulthood

Healthy & Ready to Work National Resource Center:  www.hrtw.org
	4
	6
	12
	0


Recommendations:  

· We know states are not documenting the TA from HRTW and presume the same is true for other Centers.  We encourage states to document TA obtained, TA desired, and ways the state might provide TA to others.

· As states move forward in creating systems of care for transitions of YSHCN, they should utilize more fully the expertise and resources of the MCHB National Centers created to support their statewide efforts.  
Tool Developed by Kathy Blomquist, PhD, 2007

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.   Project Officer: Elizabeth McGuire, 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.
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