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	HRTW Policy Paper Series

We are pleased to provide you with this resource and hope this information will be helpful in assisting youth to maintain or improve their health and to become productive, independent community members and citizens as they so desire. 

HRSA/MCHB Healthy & Ready to Work National Center

The Healthy & Ready To Work (HRTW) Initiative promotes a comprehensive system of family-centered, culturally competent, community-based care for children and youth with special health care needs. As these youth are approaching adulthood it is anticipated that they will need support and assistance in making the transition from pediatric to adult health care and to post-secondary education and/or employment.

The HRTW National Center is co-located in three key organizations, and functions as a virtual center. The Center's mission is to promote changes in policy, programs and practices to enable them to support youth with special health care needs as they transition to adult health care, and to provide youth with funding, work, and independence through the transition period. 

It serves as a national focal point for the HRSA/MCHB HRTW initiative and provides targeted technical assistance and tools to HRTW state grants, state Title V CSHCN Programs, consumers and professionals.

The Co-Directors (HRTW TEAM) are seasoned leaders in health and transition from:

· The Academy For Educational Development (AED) - Disabilities Studies And Services Center (DSSC) in Washington, DC, one of the world’s foremost human and social development organizations; 

· The Kentucky Commission For Children With Special Health Care Needs, a State Title V CSHCN Program and recipient of two HRTW grants; and 

· PACER Center, a major liaison to national youth and family leadership organizations, helping the Center to assure the authenticity of youth-directed goals and objectives.
HRTW Phase II Projects: AZ, IA, ME, MS, and WI


Transition - Together We Can

Stages For Development Of Interagency Relationships

First Edition - September 2003 

Purpose:  This document provides a brief overview and introduction for staff in public and private agencies -  such as state programs for children with special health care needs, Vocational Rehabilitation, and Shriners Hospitals - who are participating in development of interagency partnerships.  The contents are based on processes developed by the CHOICES Project of interagency collaboration and care coordination of Shriners Hospitals, state CSHCN agencies, Vocational Rehabilitation and Early Intervention in the mid-1990s to overcome the barriers related to communication, accessibility, lack of coordination, and inefficient utilization of public and private resources.  
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Transition - Together We Can

Stages For Development Of Interagency Relationships

· Stage I: 
Getting Started 

· Stage II:  
Implementation

· Stage III:    Marketing, Evaluation, and Quality Improvement 

The developmental process for interagency collaboration seems to go through specific stages, not unlike those that occur when introducing any new participatory program.  The specific content and duration of each stage may vary considerably from site to site.   

The key elements that appear to increase the probability of successful program implementation are:

· Commitment and visible involvement from the top (executive director);

· Maximum participation (interdisciplinary, inter- and intra-agency);

· Enthusiastic and qualified agency liaisons;

· Continuous focus on what is best for children, youth, and families;

· Participation of youth and families in development of the program;

· Staff education and policy to implement practice changes; and

· Focus on outcomes.

Stage I: Getting Started 

1. Conduct a needs assessment to determine unmet needs of youth and young adults with special health care needs and their families. 

2. Conduct a needs assessment of the capacity of the community-based system of care and services, including education, Vocational Rehabilitation (VR), public and private workforce development, private business interests, pediatric and adult health care providers, health insurance providers, independent living and assistive technology organizations, and other community groups working with youth with special needs.    

· What is currently happening? 

· What are the training needs related to transition?  

· What personnel, financial, and organizational aspects of these systems will promote or hinder transition programs and interagency collaboration?

3. Explore sources that might have data about the status of youth in transition including the Behavioral Risk Factor Surveillance System, census data, state department of education, health care provider ratios, employment information, transportation, home health, Medicaid and insurance supports, recreation programs, condition-specific agencies, Title V needs assessments for block grant, etc.

4. Convene a YOUTH transition services work group:   

· Select representatives from: CSHCN, VR, Children’s Hospitals, Shriners Hospitals and other private health care agencies and special interest groups (e.g., Easter Seals, Spina Bifida Association, mental health associations, YWCA, YMCA, Scouts, etc.), secondary and higher education, and others as appropriate, such as centers for independent living, SSA, and the business community.  

· Recruit family and youth leaders with special needs to provide the consumer viewpoint.  Provide compensation for their time and expenses. 

· Take and circulate minutes of the work group meetings.

5. Identify and assign for each agency a leader or point of contact for the ongoing planning, implementation, evaluation, and maintenance phases.  These agency points of contact should demonstrate leadership qualities, commitment to youth, families and systems improvement, and flexibility.  

They should be:

· Empowered to represent the agency; and 

· Have within their agencies formal responsibility along with informal power, respect, and trust.  

6. Agree on general guiding principles, such as the following. 

· Family-centered and youth-centered principles support all decisions and actions.  

· Family and youth choice must be valued and supported.

· Teamwork is essential.

· Change will require support and encouragement from the top.

· All changes will be agreed upon by key stakeholders.

· Change will require flexibility.  “We've always done it this way" is not acceptable.

· No request from a partner will be ignored.

· No partner can/will dictate policy and procedure for others in the partnership.  

· All meetings are open to all interested persons.  Maximum participation and input will be solicited from all levels within each participating agency.

· All problems will be resolved with win-win solutions/outcomes for families, youth, and agencies.

Analyze the discrepancy between youth/family needs and system capacity.
7. Realistically discuss and describe the extent to which each participating agency is currently collaborating with other partners.  

Specifically examine:

· Knowledge/information about the services that the “other” agency provides (and lack of knowledge), for instance, with regard to mission, legal mandates, traditions, culture, etc.

· Duplication of efforts;

· Fragmentation of services;

· Gaps in the service delivery system;

· Effect on unmet needs;

· Current fiscal crises in both public and private (especially investment-based) agencies; 

· Other related issues.

8. Identify potential or actual barriers to enhanced collaboration and  

      public/private partnerships.  

Examples include:

· Negative past history based on fact or fiction;

· Misperceptions and lack of understanding of goals, purposes, and operations of potential partners;

· Agency staff resistance;

· Physician resistance;

· Lack of resources;

· Credentialing issues;

· Funding and eligibility issues;

· Communication styles;

· Cultural differences: ethnic, professional, organizational (e.g., Bureaucracy vs. Team oriented; autonomy of front-line personnel);

· Language of the agencies: e.g., Differences in acronyms;

· Involvement of consumers (families, youth, etc.);

· Expectations of consumers (lead them by the hand vs. Self-responsibility).

10.  Identify opportunities to strengthen programs and services for youth:

· Health promotion and wellness;

· Education;

· Independence-building;

· Workforce development;

· Recreation and social integration;

· Self-advocacy, self-determination, problem-solving and decision-making.

11. Develop a strategic plan to enhance intra-agency and interagency transition services and resources to meet identified needs.

12. Develop an action plan to initiate expansion of interagency collaboration to include VR, school transition programs, and other community-based programs.  

Consider:

· Formal agreements; 

· An event that provides focus and an opportunity for agency staff, families, and youth to work together to build trust and ownership. 

13. Develop approaches to monitoring, evaluation, and continuous quality improvement.

· Did you include consumer input (youth, young adults, families, and front-line staff of agencies)?  

· How do you know that you have completed the tasks and that you have made a difference?  

· What kinds of data are currently being collected?  

· What other types of data are needed?  

· Who has the capability of collecting new data?  

· How can data be shared among agencies but still ensure confidentiality of youth and families? 

· What types of reports are desired and who will be responsible for writing them?

Stage II:  Implementation

Structure and Processes 

1.
Assess the need for formal administrative structure including:

· Memoranda of agreement including signatures of leaders of collaborating agencies;

· Policy and procedure as related to collaboration among all agencies involved;

· Job descriptions and performance appraisal criteria that include collaboration and transition items;

· Legislative regulation changes that enable interagency collaboration and coordination of services and care.

2.
Develop, test, and revise formal structures as needed.

3. Conduct intra- and interagency education of key staff and stakeholders.  Youth and families can present at these educational sessions.  Topics can include the transition needs of adolescents, the services and resources available, mission and organization of each agency and experience with collaboration, gaps to be filled, data collection and monitoring mechanisms to evaluate outcomes.

Developing Technical Tools

1. Conduct and evaluate an initial conference/training event or a specific program such as a family-professional retreat, programs for Disability Mentoring Day, or Medical Home Training program.  Having a specific focus provides an opportunity to work and accomplish something together and learn about each other’s styles and definitions of success.  Youth and parents are integral participants in planning, conducting, and evaluating this project. 

2. Incorporate interagency collaboration/coordination and services of partners into agency orientation programs by working with appropriate staff development personnel.

3. Implement the collaborative processes as designed above.  Possible goals and activities might be to:

· Develop joint transition programs involving partners as appropriate (clinics, etc.);

· Increase linkages and referrals to state VR programs;

· Increase linkages and referrals to secondary and higher education school transition programs;

· Incorporate adolescent transition planning into the clinical service delivery of state Title V programs and SHC hospitals (including transition on COMP Plans, transition checklists, etc.);

· Include health care as a component of all transition plans (get all appropriate transition plan language for various agencies);

· Find, adapt, and/or develop educational and informational materials;

· Develop Family Advisory Groups with members who advise on family-centered activities, materials, and policies and speak to community, professional, and educational groups;

· Develop Youth Advisory Groups with members who advise on youth-centered activities, materials, and policies and speak to community, professional, and educational group;

· Develop data collection and exchange mechanisms in accordance with HIPPA regulations to maintain confidentiality.

Stage III:  Marketing, Evaluation, and Quality Improvement

1.
Market the collaboration to families and youth served by agencies, and to community groups.  Describe the services from a variety of perspectives: e.g., professionals, agencies, families, youth/young adults, and legislators.

2. Evaluate transition services improvements.  Compare current services with pre-program services.  

· Did you include quantitative and qualitative and satisfaction information from youth in transition, families, front-line staff and agency leaders? 

· Who does what and who has benefited in what ways from collaborative services? 

· How do youth and families evaluate the program?  Did they get what they needed/wanted?  Did they know what to do to make transition successful?

· Did you include costs and variety of benefits.  

(THE ABOVE BULLETS ARE ALL BENEFITS!)

3. Reformulate services and collaborations as indicated by outcomes, successes, financial aspects, etc. Collaborating agencies build in continuous quality improvement items, and data collection and sharing mechanisms to determine effectiveness of activities.  

4. Ensure ongoing training for all staff.  Include: transition as part of orientation for new staff; opportunity to clarify perceptions and expectations periodically; use of case studies, train-the-trainer programs, and self-study modules.

5. Institutionalize with line responsibility and accountability for transition programming and interagency collaboration, supervision of front-line staff, job descriptions, and performance-appraisal criteria.

6. Celebrate successes small and large!                 

Transition Collaboration Meetings: Who To Invite?

	Who are the key players in your state who provide services to, and have expertise or vested interest in YSHCN?  Join forces and avoid duplication of effort.




Sample List

Potential Members from State, Local Agencies & Leadership Organizations

Statewide - Agencies and Organizations

· Children’s Hospitals: Shriners Hospital if in state; other health care providers to youth

· Department of Education (for public schools and school to work programs)

· Developmental Disabilities Coalition, Governor’s Council on Disabilities, etc. 

· Disability-specific organizations such as Easter Seals, Spina Bifida Association

· Medical Associations: state Medical Society; American Academy of Pediatrics affiliate; American Academy of Family Physicians, Internal Medicine association affiliate, Physical Medicine and Rehabilitation physicians, School Nurses Association, and other related professionals

· State Department of Health to locate local health departments 

· State Comprehensive Care Center or other mental health agency

· State Insurance Commission Office 

· Title V CYSHCN: Agency leaders, Transition Coordinator or SSI Liaison

· University Center of Excellence for Developmental Disabilities 
Statewide Benefit Programs

· Medicaid office – funding for health care and Medicaid waivers, Ticket to Work, etc.
· Social Security state and local office: SSI, SSDI, and work incentives

Consumer Leadership Organizations, Youth Leaders and Family Leaders

· Centers for Independent Living

· Disease/disability support groups: Cerebral Palsy, Diabetes Association, Spina Bifida, etc.

· Family Voices state affiliate

· Parent to Parent Network

· Parent Training and Information Center (PTI) located in every state

Youth leadership organizations: KASA or National Youth Leadership 

Employment-Related Agencies, Organizations and State Initiatives

· Business Organizations
· Employers and/or an organization of employers
· State’s workforce development agency: One Stop Shop (has youth initiative)
· Vocational Rehabilitation leaders and anyone who may be in charge of transition-age programming, for services preparing for employment and other services (how to find a van and get it fitted for driving modifications); Programs for the blind, if separate from VR in your state

Disability-Related State Information Networks, Programs and Services

· Assistive Technology Project/agency 

· Attendant Care organizations and/or adult day care programs

· Durable medical equipment association, vendors

· Home health agency association (good source of Waiver info and personal assistants)  

· Housing office for state: accessible housing, accommodations, and/or group homes or assisted living arrangements

· Higher Education Information: A resource for scholarships, loans, work study, disabled student services, etc. (university, community colleges and technical schools)

· Recreation organizations (youth): YWCA, YMCA, Scouts, 4-H, Baseball/basketball leagues
Transportation system (mobility training, application process, door-to-door, adapted bus routes)
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	Needs Assessment

for HRTW Projects 

and Transition Programs
CONTACT: Kathy Blomquist    kathyblomquist@hrtw.org


One of the purposes of the HRTW National Center is to provide or facilitate provision of assistance to the HRTW Projects and other transition programs.  In order for us to know how we might be helpful, we would like to know what you need and/or want and any expertise that you have and can share with other projects.

NAME:





EMAIL:

PROGRAM.




STATE:

	Title V Programming
	We WANT help
	We CAN help

	Needs Assessments – how to get information about the: 

· needs of the target population of youth with special needs 

· their families

· their health care providers

· community data sources


	
	

	Interagency Partnerships – Starting/sustaining collaboration and coordination with: 

· relevant agencies, organizations

· MCHB SPRANS grantees in your states for the other  5 Core Outcomes Areas — Medical Home, Insurance, Screening, Organization of Services, and Family/Youth Participation 

· public and private providers

· family members 

· youth leadership organizations

· consumer groups

· children’s hospitals 

· insurers

· other partnerships, please specify:

	
	

	Systems change within Title V agencies or within other agencies (especially no/low cost!)

· job descriptions

· personnel evaluations/performance appraisals

· rearrangement of work activities

· increasing accessibility through redesign of room/clinic

· screening/assessment

· education for staff, for children and youth, for families

· outreach activities to families, youth, community agencies and leaders


	
	

	Care Coordination – Building transition into assessment, planning, implementation, and evaluation

· screening/assessment

· personnel skills: direct service and system building

· billing codes that work for transition

· outreach and making connections in the adult services community

· evaluation of care coordination programs


	
	

	Youth Decision Making


	WANT help
	CAN help

	Youth Taking Charge - How to help youth and families help themselves.

· tools and information aimed at youth (timelines, skill-building checklists, information one-pagers, pamphlets, other tools — web or hard copy)

· goal-setting processes (PAR, Person Centered Planning, etc.)

· success stories—how change in behavior was supported and worked

· healthier life styles

· assent to consent skill-building

· developing portable medical summary

· self-advocacy


	
	

	Youth As Policy Advisors – Youth Advisory Committees

· recruiting youth leaders

· skill-building and supporting YAC roles and responsibilities

· development and workings of YAC (start up and sustaining)

· evaluation of Youth Advisory Committee involvement in programming


	
	

	Youth Leadership Consultants – Working with KASA or KASA-like organizations

· developing, sustaining, and evaluating contracts with youth leadership consultants

· specifying products to enhance youth involvement 


	
	

	Family Leadership Organizations – Working with Family Voices, Parent training and Information Centers (PTIs), other family organizations  

· tapping their expertise, reviewers of materials, cultural competence

· joint dissemination efforts; cost-saving and broader family/youth outreach


	
	

	Attitudinal Shifts – Adults recognizing youth as emerging adults: Letting Go!

· skill sessions for personnel/providers

· skill sessions for family and caregiver

· problem solving using existing community resources researching solutions locally and via the internet


	
	

	Other:


	
	


	Medical Home


	WANT help
	CAN help

	Physician Training – Pediatric to adult provider transition programs

· creating Individualized Health Transition Plans

· outreach to adult health care providers

· setting up joint transition clinics

· specific health care transition activities such as medical/health teaching exams, health promotion activities, diagnosis or condition-specific activities

 
	
	

	Atmosphere & Environments – Helping physician offices become medical homes for transitioning youth

· staff training 

· office accessibility 

· office practices that provide youth privacy

· coding for payment


	
	

	Preparing Children and Youth for Personal Health Care Responsibility

· youth understanding of their health issues

· youth proactive involvement for wellness and prevention of secondary disabilities

· youth management of own health

· preparation to work with adult health care providers who have higher expectations for personal responsibility, etc.

· encouraging children and youth to carry insurance cards or copies

 
	
	

	Other:


	
	


	Health Insurance
	WANT help
	CAN help

	Reimbursement and Payment Issues for providers and families/youth

· CPT codes that pay for expanded time and services

· resources/Pocket Guides on CPT code

· EPSDT services in preparation for transition

· family and youth education about reimbursement


	
	

	Medical Justification and Appeals

· sample letters that have worked

· techniques/processes

· tips and tools


	
	

	Maintaining Health Care Coverage – Helping youth maintain, transfer, or find health insurance

· understanding the insurance dilemmas youth face

· applying/reapplying for SSI

· Medicaid/SCHIP 

· when Medicare kicks in after youth has been employed for set time

· maintaining private insurance after 18: conditions and documentation

· COBRA or other options


	
	

	Other:


	
	


	Education, Employment, Recreation, & Independent Living


	WANT help
	CAN help

	Education—Working with educators/schools

· health in IEPs

· school clinics/health programs

· higher education: why, how, resources, testing, requesting accommodations

· school attendance, participation, etc., as preparation for work, community participation

· higher education — why, how, resources, testing, requesting accommodations


	
	

	Work Skills and Employment – Volunteer to Employment 

· inclusive volunteer opportunities in the community

· mentorship programs, Disability Mentoring Day

· health issues and accommodations: employer awareness

· health issues and accommodations: working with workforce development agencies 

· attitudinal changes of employers regarding hiring persons with disabilities


	
	

	Government Benefits

· providing medical and other evidence for applications: SSA, Medicaid, etc.

· using SSA Work Incentives 

· using waiver support programs — transfer from child to adult programs

· building awareness of programs/eligibility and using or collaborating with Vocational Rehabilitation, workforce development agencies


	
	

	Recreation

· inclusive sports/team opportunities

· disability sports and competition events

· spectator activities — concerts, movies, games, etc.

· leisure activities: skills, needs, and where they are (music, art, hunting, fishing, working on cars, crafts, games, etc.)


	
	

	Independent Living 

· teaching independent living skills

· outreach to Centers for Independent Living (CIL)

· how health-focused transition programs fit CIL goals
· joint partnership efforts: advocacy, funding, or  please specify

	
	

	Other Support Systems

· connecting with other social service or disability specific programs

· faith-based/ religious activities

· raising awareness of the needs of youth and young adults with special health care needs in established organizations – Scouts, 

4-H, etc.


	
	

	Interagency – Infusing “health” into other transition programs (education, workforce development, etc)

· joint efforts in conference planning
· developing program materials aimed at youth health needs.

	
	

	Other:


	
	


	Miscellaneous


	WANT help
	CAN help

	Technology

· assistive technology for youth: assessments and funding

· record keeping – use of technology to collect, store, retrieve data: palm pilots, state computer systems, data sharing across agencies


	
	

	Communication – Web based, newsletters, others


	
	

	Program Evaluation: 

· planning

· data collection

· measurement of outcomes

· determining impact of project

· determining efficiency and effectiveness of project activities

· determining costs


	
	

	Grant Management: Tips and Samples to Share

· personnel

· contracting (subcontracting)

· financial management

· developing timelines

· writing reports


	
	

	Advocacy

· The Rules: When you can and when you cannot

· working with legislators, influencing policy makers


	
	

	Other:


	
	





What’s Health Got to Do with Transition? EVERYTHING!
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