Genetics Advisory Committee Meeting
January 17, 2008

NEXT MEETING: April 17, 2008, 11:30 am – 1 pm, location UDOH 44 Medical Drive conference rooms B-D
	IN ATTENDANCE: Dave Viskochil (Chair), Joyce Dolcourt, Lorenzo Botto, Stephen McDonald, Vickie Venne, Ross Hightower, Marc Williams
UDOH STAFF: Fay Keune, George Delavan, Harper Randall, Heather Borski, Holly Williams, Jenny Johnson, Rebecca Giles,

Meeting called to order at 11:30 am

	Topic 
	Presenter
	Discussion/Action 
	Responsible/ Due Date 

	Approval of Minutes and Review of Previous Assignments

UDOH Legislative Update and Governor’s Budget Issues

Newborn Screening Committee Update

Website Overview

UDOH Genetics Plan

Chronic Disease Genomics Update

Public Comment

Next Meeting
	Dave Viskochil

George Delavan

Fay Keune

Jenny Johnson

Rebecca Giles

Rebecca Giles

All


	The October 18, 2007 meeting minutes were approved and previous assignments discussed. Harper and Fay reported that the Committee’s suggestion for the Newborn Screening Committee to evaluate the impact of prematurity on the number of abnormal tests was discussed at an internal UDOH meeting. 

A warm welcome to Heather Borski, the new Bureau of Health Promotion Director (she replaces LaDene Larsen who retired in December)! Heather previously served as the Program Manager for the Tobacco Prevention and Control Program.
UDOH presented its base budget on January 16 and provided updates on last year’s funding. No cuts have been made so far. George reported that Dr. Sundwall will present on UDOH’s new funding requests (Baby Watch/Early Intervention, and kit fee increases) in about two weeks. *George will send GAC the date of the presentation. The Governor’s budget did include funding for an Autism Registry. There will be a day for public comment on UDOH and Human Services budgets on February 16 in the West Building, room 135. *If interested in participating, call Debbie Heden, Fiscal Analyst for Human Services (538-1034).  

A presentation on PKU formula reimbursement will be given during the April 3 NBS Committee meeting. Harper is working on compliance issues with hospitals. There have been a lot of problems with incomplete data and specimen collection. These problems have made it very difficult to interpret the NBS tests and delays in test interpretation have resulted. This is a big problem in individual doctors’ offices but Harper and Fay want to work with the hospitals first. Kit fee increases do not include costs for staff to work on these types of issues. The Committee suggested that this might need to be factored into the kit fees in the future. Vickie suggested having a family tell their story about how diagnosis or test interpretations were delayed and the impact of this as a strategy for getting physicians to understand the importance of accurate and timely data/specimen collection. The Bureau of Health Promotion is developing an online story bank to collect health-related stories from the public, which may be a useful tool for collecting such stories. Marc suggested sending hospital administrators a letter telling them NBS is a law and that it must be done accurately. The Committee also suggested adding consequences or fines for not collecting data/specimens correctly to the law. George said this would be a simple rule change. 

During the October 18 meeting, the Committee asked the UDOH Chronic Disease Genomics Program to add a webpage on the GAC. This assignment has since been completed and the GAC bylaws, meeting agendas and minutes, and Utah State Genetics Plan have been posted. The webpage is available at http://health.utah.gov/genomics/workgroups/gac.html. Several suggestions were made:

· Adding content on personalized medicine, direct-to-consumer marketing of genetic tests, and nutrigenomics.

· Revamping the navigation bar so there are sub-links under the main headings (for example, main heading is Workgroups but need sub-links that say GAC, Family Health History Taskforce, etc).

· Providing GAC a quarterly report on the number of visits to the GAC webpage, downloads, and summary of overall website activity (search terms used, navigation within website, referring urls, top downloads/pages, etc).

· Taking a more in-depth look at webtrends.

*Please send additional suggestions to Jenny Johnson at jennyjohnson@utah.gov. 

Rebecca presented the current Table of Contents to the Committee and discussed several gaps in the plan. The plan is intended for UDOH use only – it is not a state plan. As such the plan should reflect issues that UDOH should be addressing (either currently or anticipated over the next 3 years). Gaps that need to be filled (with help of the Committee) include adult genetic testing/screening, workforce development, outcomes and management issues, and emerging trends. The Committee suggested the following changes be made:

· Changing the “Executive Summary” to “Overview

· Adding maternal serum/reproductive screening issues to Section 1

· Rework the Hearing goals to include only the genetic piece

· Moving Section 6 to the beginning of the plan

· Adding current funding sources for genetics activities and how they are distributed amongst UDOH programs

· Under goal 2.4, consider adding family health history as an adult genetic screening tool/test; discuss education on the process of screening tests and when they are ready for “prime time”; discuss UDOH’s role in recommending adult genetic screening and serving as a reputable source of information; adding this information to the CDGP website; and determining the barriers for UDOH in making recommendations on adult genetic testing.

· Goal 4.2 change the word “perinatal depression” to maternal depression

· Adding comparison of data in Utah to other national data/methodology sources in Section 4 (goal 4.1 specifically)

· Adding the NCHPEG competencies to the Appendices

· Adding a section on outcomes and management to Section 5 Access and Reimbursement or as a separate section

Rebecca provided the Committee with the final CDGP Funding Fact Sheet. She also discussed two grants that the CDGP is applying for in hopes of securing funding. The first grant is a research-based project that would allow implementation of the electronic Health Family Tree tool and associated Using Family History to Improve Your Health curriculum module into Utah high schools. The University of Utah Cardiovascular Genetics Research Program, Genetic Science Learning Center and Brigham Young University are key partners. The application is due February 27. *The Committee needs to provide volunteers to help review the application before submission (suggestion from previous GAC meetings). 

The second grant application will be for state health departments only and will be a continuation of current funding. The application process will be competitive with all 50 states and US territories. The application is expected to be out anytime and due in March. The anticipated start date would be the end of September. This means there will be a lapse in program funding from July 1 to September 2008. *GAC will need to provide a letter of support and help prioritize CDGP activities. Rebecca will inform the Committee when the application is available. 

Lorenzo suggested the CDGP review some CDC 1-2 year funding opportunities. 

No members of the public were in attendance. 

The next meeting is scheduled for April 17, 2008, 11:30 am – 1 pm, UDOH 44 Medical Drive Conference Rooms B-D.
	ACTION ITEMS
*George will let GAC know the date of UDOH’s budget presentation. If interested in public comment, contact Debbie Heden at 538-1034.
ACTION ITEM
*Please send comments on the CDGP website to Jenny Johnson.

ACTION ITEM
*If willing to review the CDGP’s grant applications, please contact Rebecca Giles. GAC will need to provide letters of support.

ACTION ITEM
*Lorenzo will send Rebecca the link to CDC funding opportunities.


