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Action Plan for Goal #4:  Assess the impact of heritable conditions on public health and sustain a statewide partnership of genetic services.
General comments:  

(1) Data is a key need.  Without more baseline, standardized, and regular data collection, or at least linking and accessing data that does exist, it will be difficult to move genetics forward in Kansas.
(2) Thus, a first step is documenting the data that does exist and making this information available to others in the State.
(3) There is a sufficient need for genetic services in Kansas.  Sustainability is an issue due to funding challenges.  How do you the funding aspect.  How do you pay for genetics staff?
(4) Ideal, long-term goal:  Secure web-based system for tracking genetic services and patient results.
	Objective/Step
	Priority (High, Med, Low)
	Action Recommended
	First Step 

(if different from Action Recommended)
	Current Resources Available
	Responsible Person or Org.
	Implementation Timeline (By When?)

	1. Explore strategies for financing genetic health care and support services.
	
	
	
	
	
	

	1.a. Explore avenues for improving third party coverage and reimbursement.
	
	Provide information to insurance companies.
	Identify information important to insurance companies.  Collect and/or compile information.
	
	
	

	1.b. Identify liaisons with major third party payers and Medicaid.

	
	
	
	
	
	

	1.c. Educate health insurance plans and providers about the value of genetic services.
	
	Develop newsletter or website that  provide links to relevant resources, best practices, and scientific advances
	
	
	
	

	1.d. Educate genetic and specialty clinic providers about the billing and reimbursement process.
	
	
	
	
	
	

	1.e. Evaluate current reimbursement practices for genetic laboratory tests and establish a schedule for periodic review.
	Very High
	Identify the codes being used for reimbursement

Assist in posting codes for reimbursement
	Survey providers
	
	
	

	1.f. Identify new strategies for public and private funding of genetic services and related needs for individuals and families.
	
	Hire a grant writer
Explore funding opportunities through private foundations
	
	
	
	

	
	
	
	
	
	
	

	2. Improve the utilization of existing data sources for planning, implementing and evaluating program activities.
	
	
	Compile a list of the existing data resources.  Share with genetics providers, and ask for feedback.
	
	
	

	2.a. Strengthen infrastructure and capacity for data analysis.
	
	Create a written plan to assess, identify, and evaluate issues regarding data, planning, and evaluation of program activities

Establish memorandums of understanding with neighboring states and Heartland Consortium for data exchange
Determine feasibility/desirability of increasing genetic or family history information in existing disease registries and surveillance systems
• Cancer Registry
• Diabetes Surveillance
• Asthma Surveillance

Increase awareness of and promote the use of special congenital malformations reporting form.


	Identify and assess existing MOUs
	
	KDHE

KDHE

KDHE-BDIS


	

	2.b. Use existing databases to improve care and evaluate progress made in  outcomes of children and adults with selected genetic and health conditions
	
	Promote the awareness and utilization of data for existing intervention service planning and provision

Determine feasibility to link with other databases that have not used genetic tools in the past, such as acute disease and environmental health

Provide regular reports from newborn screening and birth defects information system (BDIS)

Link with existing programs to identify and increase awareness of service gaps
	Develop reports
	
	KDHE

KDHE

KDHE


	

	
	
	
	
	
	
	

	3. Develop a statewide surveillance system for genetics.
	
	Long-term:  State-wide, internet-based genetics tracking system, which allows providers to login and view/edit/add data.
	
	
	
	

	3.a. Establish data linkages among genetic counselors and evaluation centers.
	
	Assess and strengthen existing linkages
Promote the use of uniform case standards
	Survey
	
	
	

	
	
	
	
	
	
	

	4. Develop and maintain systems to improve the accuracy and completeness of newborn screening data.
	
	
	Share information on current capacity and activities related to newborn screening data with genetics providers.  Ask for their input.
	
	
	

	4a. Establish efficient and effective linkages with vital records and other databases in order to identify health services needed or received by high risk populations.
	
	Establish memorandums of understanding with screening/intervention programs.  
Support efforts to improve the accuracy of information about inherited conditions and congenital anomalies that is collected on birth certificates
	
	
	KDHE

KDHE
	

	4b. Track specific health care services received by high risk populations such as infants diagnosed with metabolic disorders.
	
	Promote use of single patient identifier in intervention/treatment services.
Strengthen working partnerships with intervention services.
Provide better access to resources and information to parents about services that their child may be eligible in receiving
Support studies to evaluate interventions and health outcomes for specific inherited conditions or birth defects
Work with wellness and prevention programs to identify strategies for wellness promotion in persons with genetic conditions
	
	
	KDHE

KDHE

KDHE
	

	
	
	
	
	
	
	

	5. Improve the assessment and understanding of birth defects as a public health problem.
	
	Work with partners to develop public education campaign that can help increase awareness of public health genetics.  (Example:  Incorporate genetics information into folic acid campaign.)
	
	March of Dimes
	
	

	5.a. Use the Kansas Birth Defects Registry for epidemiological analyses of selected birth defects including incidence by socioeconomic status, trends over time, a map of selected conditions by county and recurrence to the same mother.
	
	Develop mechanisms for KDHE to assure timely collection and birth defects surveillance data, including financial support for record abstraction or in-kind support for report compilation

Determine how programs want aggregate birth defects surveillance data reported and by what mechanisms 

Improve quality and quantity of data reported of BDIS
	
	
	KDHE-BDIS 
KDHE-BDIS
KDHE-BDIS 
	

	5.b. Strengthen local interest and investment in birth defects surveillance, prevention and intervention issues through connections with community health departments, community assessment advisory groups, and tribal leaders.
	
	Assist in securing short and long term funding for staff and activities
Promote the creation of community cross-program work group to identify opportunities for incorporating genetics into existing programs and services
Identify opportunities to bring genetics-related information to interested community groups (e.g., incorporating genetics information into presentations about health topics that are relevant to a particular community or population)
Involve community and tribal leaders in designing education and information programs that are community-based, and accessible
	
	
	KDHE
	

	
	
	
	
	
	
	

	6. Develop methods to assess the public health burden of genetic/familial disease in the adult population.
	Low because long-term
	
	Must develop data first
	
	
	

	6.a. Design pilot studies to examine mortality related to specific genetic conditions and assess the costs of medical care for selected genetic conditions and related disorders.
	
	First, further develop statewide genetics infrastructure, data
	KDHE contracts out to qualified programs
Data must be available before pilot studies can be implemented
	
	
	

	6.b. Examine issues related to transition from pediatric to adult health care systems for young adults with developmental disabilities, heritable disorders and birth defects and address barriers to continuity of care for this population.
	
	Identify barriers for children aging out in regard to access multispecialty, interdisciplinary care and

services for genetic disorders (e.g., geography, personnel, cost, space and transportation)
	
	
	KDHE 
	

	
	
	
	
	
	
	

	7. Conduct annual reviews of all genetic service components.
	
	Assist in developing a core set of questions and issues regarding genetic services data, such as information regarding genetic risk assessment, genetic education, and utilization reporting

Assist in creating a minimum data set of genetic services information, including a data dictionary

(outlines definitions for data elements)
	Survey or questionnaire of genetics services in Kansas
	
	KDHE
KDHE

	Announce 2010
Begin 2011

	
	
	
	
	
	
	

	8. Create mechanisms to routinely assess evolving genetic issues.
	
	Establish and maintain an advisory council that meets regularly to promote awareness, disseminate information, provide advise on ways to improve surveillance and outreach for genetic conditions
Identify and promote an entity for public to report incidents of employee and insurance discrimination related to genetics
State genetics coordinator
	Central point-of-contact at State
	KS Insurance Department
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


