Genetics Advisory Committee Meeting

October 18, 2007

NEXT MEETING: January 17, 2008, 11:30 am – 1 pm, location TBA
	MEMBERS IN ATTENDANCE: 

UDOH STAFF: 

Meeting called to order at 11:30 a.m.

	Topic
	Presenter
	Discussion/Action
	Responsible/Due Date

	Approval of Minutes and Review of Previous Assignments

Newborn Screening Update and Discussion of False Positives on Expanded Screening

Biologic Basis of Disease Conference

Chronic Disease Genomics Grant Update

Other Items

Public Comment

Next Meeting
	Dave Viskochil

Fay Keune

Nicola Longo

Rebecca Giles

All

	The July 19, 2007 and August 23, 2007 meeting minutes were approved.

Dave discussed two key accomplishments during the last year – 1) Development of the GAC by-laws and 2) Recommendation to Dr. Sundwall (UDOH) to include cystic fibrosis on the NBS panel. Dave received an email from Dr. Sundwall acknowledging the recommendation and need for genetic counseling services for families. UDOH will submit a list of all the proposed fee increases, which will be reviewed by the Appropriations Committee during the next legislative session. George anticipates no problems with this recommendation. 

The Committee felt the by-laws, Utah State Genetics Plan, and meeting minutes should be posted on a website and accessible to Committee members and the public. *Rebecca volunteered the Chronic Disease Genomics Program website to house these materials (http://health.utah.gov/genomics).

Fay presented two handouts on newborn screening outcome statistics from 2005, 2006, and partial 2007. Most of the lost to follow-up cases are due to deaths of premature infants. There was a lot of discussion on the issue of premature infants and the effect these babies have on the number of false positive test results. Fay defines premature infants as those weighing less than 2500 grams (low birth weight). Several Committee members wanted to know the percentage of abnormal tests are from premature infants. Additionally, the Committee wondered if it a protocol is needed for when to screen premature infants. *The Newborn Screening Committee will take this issue on and work with Fay to review/evaluate the impact premature/low birth weight infants have on abnormal screening tests. The NBS Committee may decide to develop a protocol for screening premature infants. 

Ross would like to track the clinical outcomes of the screenings to better understand what the real impact of the newborn screening program is. There are discussions at the national level to pool data from states to answer these types of questions. Utah is already participating in some initiatives to pool data with other states.

The Biologic Basis of Disease conference was held in September 2007 with physicians from Utah, Idaho, and Wyoming. The focus was on newborn screening. Presentations included NBS technology, criteria for adding conditions to NBS panel, and psychological impact of positive screening tests and living with a metabolic disorder. Feedback from participants was very positive. Physicians attending the conference said they need a place/agency to call with questions if a test is abnormal and how to provide their patients with more support. More educational support is needed for families and physicians, especially when CF is added to the NBS panel. Genetic counseling services through the UDOH may help address this need.

The Committee also discussed future NBS activities on the national level. There is discussion of forming a national coordinating center and advisory council to make national guidelines on whether or not to add conditions to NBS panel. An RFA is expected in the future to establish this central coordinating center. Pilot projects to see if new screenings should be done will also happen. There is a lot of grassroots effort by advocacy groups to add specific conditions to the NBS panel so a need for national guidelines is critical. 

Rebecca provided background on the Chronic Disease Genomics Program (CDGP) funding and Utah Genomics Plan. The CDGP is funded by the CDC, through the National Office of Public Health Genomics and is in the last year of our 5-year cooperative agreement. The CDGP’s current funding cycle will end on June 30, 2008. From what we have heard, there will be two Funding Opportunity Announcements sometime in late winter (February 2008???). One will be for state health departments and probably focus on education and data and the other will be for research entities. Rebecca doesn’t anticipate an easy rollover from current funding cycle to the new cycle. *Dave said GAC would be willing to support the CDGP in their application and would like to have an update at the January or April meeting, depending on when the announcement is made. Funding from foundations typically does not support infrastructure and capacity which is what we need.

The CDGP has decided to focus their activities on family health history. Rebecca feels the Health Family Tree program (HFT) is a major strength for the CDGP. However, CDC has deemed our work on the HFT “research” and will not allow us to continue development of an online version of the HFT program. For 3 ½ years, the CDGP worked with the University of Utah to convert the paper-based HFT program into an online format. Just as we were ready to begin testing the program with providers to gain their perspective, CDC wouldn’t allow the work to continue. If we receive a different funding source, we could complete the online HFT and move forward. Intermountain Healthcare has expressed some interest in using the HFT but intellectual property issues need to be worked out between Intermountain and the University of Utah. The UDOH and Cardiovascular Genetics Research Clinic want the HFT to be free for all users. 

A fact sheet (rough draft!) on anticipated impact if the CDGP is no longer funded was given to the Committee. This fact sheet was developed based on recommendations from the Chronic Disease Genomics Standing Committee, who had been asked by GAC to figure out a solution for long-term genomics funding. *Several items needed clarification/modification (unduplicated counts of people served/trained, adding mini-grant information) and Rebecca and Jenny will make these changes. 

Some discussion was held on whether or not the UDOH should take a stand on direct-to-consumer marketing of genetic tests. There is no federal oversight of “home-brew” genetic tests. Typically the UDOH will follow national recommendations/guidelines rather than coming up with their own policy on these types of issues. The CDGP is involved somewhat in this, as other genomics funded states (MN in particular) are already addressing this issue at the health department level. CDC is also working with states in the North East region on this area. The Utah Genomics Plan also has a goal/objective on genetic tests.

The Utah State Genetics Plan was completed in 2002. The plan focused on organization of the GAC and subcommittees. The GAC recommended the plan be updated and charged UDOH staff with completing this task. It was decided that the new plan would be specific for UDOH, rather than focus on the State as a whole. The plan will be completed by the end of December 2007 and reviewed at the January 2008 GAC meeting. The Utah Genomics Plan was developed by the Chronic Disease Genomics Standing Committee and Family Health History Taskforce and helps guide the CDGP activities.

Marc encouraged Committee to attend the November 3, 2007 CME course on family health history. The course will be held at LDS Hospital. *Jenny will email the registration information to Rebecca who will then forward to the Committee.

No members of the public were in attendance. 

The next meeting is scheduled for January 17, 2008, 11:30 am – 1 pm, UDOH 44 Medical Drive Conference Rooms B-D.


	ACTION ITEM
Rebecca and Jenny will develop a GAC webpage on the Genomics Program website. The Committee will review the webpage and make suggestions for revisions.

ACTION ITEM
NBS Committee will evaluate the impact prematurity has on the number of abnormal tests. 




ACTION ITEMS
CDGP’s new funding application will be discussed at upcoming GAC meeting. GAC will provide letter of support to CDGP. Rebecca and Jenny will update the CDGP fact sheet.

ACTION ITEM
Rebecca will send information on the November 3, 2007 CME course.
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