Genetics Advisory Committee Meeting
January 18, 2007

NEXT MEETING: April 19, 2007
	IN ATTENDANCE:  Fay Keune, Rebecca Giles, Jenny Johnson, Harper Randall, George Delavan, LaDene Larsen
ABSENT:  Jeff Botkin, Joe Jarvis, Joyce Dolcourt, Trish McKenna-Clark, Ware Branch, Rebecca Anderson, Vickie Venne, Ted Adams, Holly Williams, Marc Williams, Dave Viskochil, Ross Hightower, Celeste Kennedy, Sen. Peter Knudsen, Rep. Rebecca Lockhart

Meeting called to order at 11:45 a.m.

	Topic 
	Presenter
	Discussion/Action 
	Responsible/ Due Date 

	Approval of Minutes & Review of Previous Assignments

Newborn Screening Advisory Committee

Chronic Disease Genomics Advisory Committee

By-laws discussion

Newborn Screening Data Template

Next Meeting
	George Delavan

George Delavan and Rebecca Giles

Fay Keune
	No voting members were present. The November 2006 and January 2007 meeting minutes will be approved during the April meeting.

Dave Viskochil has sent a letter of support for the Utah Birth Defects Network funding to the UDOH Executive Directors Office. 

No report given

No report given.

Rebecca received comments on the by-laws from several Committee members. Further discussion was held and will be included in a revised version of the by-laws during the April meeting*. Those present suggested additional changes including:

*At least a 7 person GAC.

*UDOH staff may not be voting members nor should they be chairing subcommittees. 

*Add medical genetics to Chair’s training requirements options.

*Subcommittees should meet at least twice a year.

*Composition of the subcommittees should be at least 5 members.

*At least 3 subcommittee members need to be present to vote.

*Add to the membership representation something like “UDOH staff from relevant programs assigned to provide subcommittees with staff support”.

*Under Population/Newborn Screening Advisory Subcommittee membership representation, change to “a non-UDOH representative of the Utah Birth Defects Registry”.

*Formatting issues – Make it easier to distinguish the subcommittees rather than having them fall in line with subcommittees’ purpose. 

*Move goals from page 5 under each subcommittee. 

*(Under Decision Making for GAC and all subcommittees) Question about whether to keep the “formal recommendations through letter signed by Chair of GAC” separate or combine with part c. 

*Reference the State Genetics Plan under each subcommittee’s mission.

It was suggested that the GAC review the State Genetics Plan and update it as necessary*. Specifically looking at the roles of each subcommittee, adding the Utah Genomics Plan developed by the Chronic Disease Genomics Subcommittee, determining where access/service issues fit best, and other “big picture” ideas with advancements in genetics.

Fay presented a draft template comparing 2005 and 2006 newborn screening outcome data. The data is presented by all possible disorders that could be detected. Faye will begin adding data to the table and make revisions as suggested below*:

*Adding definitions of how “False Positives” and “Abnormal” are defined specific to this data. Fay said a “false positive” would be any abnormality whether or not a diagnosis is made. Children with at least one abnormal test were counted in the first column under total number abnormal.

*Is it possible/feasible to provide data showing how many 1st tests are abnormal but the 2nd test is not?

*Should it be more specific under Hemoglobin Disorders if needed.

*Fay would like to stop reporting the unknown Hb diagnosis because most children have no harmful effects.

*Used birth population to get the occurrence (third column).

*Is it useful to change the number of abnormals to a rate instead?

Fay will email Dave Viskochil the template for additional comments*.

The next meeting is scheduled for April 19, 2007, 11:30 am – 1 pm. 

UDOH staff recommend that the following be discussed:

*Updating the Utah State Genetics Plan

*Newborn screening data

*Approval of the revised by-laws
	ACTION ITEM
Rebecca Giles (provide revised by-laws to GAC)

ACTION ITEM
All

ACTION ITEM
Fay Keune

ACTION ITEM
Fay Keune


