Genetics Advisory Committee Meeting
July 20, 2006
NEXT MEETING: October 2006 (date not scheduled)
	IN ATTENDANCE:  Fay Keune, Joyce Dolcourt, Rebecca Giles, Holly Balken, Rebecca Anderson, Marc Williams, Marcia Feldkamp, Lorenzo Botto, George Delavan, Dave Viskochil, Lynn Martinez (via phone), Ross Hightower, Harper Randall, LaDene Larsen 
ABSENT:  Jeff Botkin, Joe Jarvis, Jenny Johnson, Ted Adams, Trish McKenna-Clark, Ware Branch, Vickie Venne
Meeting called to order at 11:45 a.m.

	Topic 
	Presenter
	Discussion/Action 
	Responsible/ Due Date 

	Approval of Minutes & Review of Previous Assignments
New Chair of Newborn Screening Advisory Committee

Update on Utah Birth Defects Network

Newborn Screening Advisory Committee

Newborn Screening Program
Next Meeting
	Rebecca Giles
Marc Williams

Marcia Feldkamp
Marc Williams
Fay Keune
Dave Viskochil
	The minutes from the last GAC meeting were moved on approval.
Marc Williams brought a recommendation from the NBS Advisory Committee that Jeff Botkin be appointed as chair of the committee.  Dr. Jarvis will be stepping down as chair but will remain a member of the committee.  The motion was made and the vote was unanimous that Jeff Botkin step in as chair of the committee.  
*Dr. Viskochil will write a letter from the GAC to Dr. Sundwall that recommends Jeff Botkin to be chair of the NBS AC.   

At the last legislature meeting we didn’t get funded.  As a result, we had to look at what we were doing with surveillance.  We decreased the birth defects that we are following and we also stopped prevention activities.  One of those activities was sending out packets concerning folic acid.  We looked at the birth defects for the National study and looked to see if it was important to follow them.  We’ll look at the current number and see how it changes over time.  We know that food fortification isn’t enough.  Our intensive activities stopped in 2003.  We didn’t do much prevention activities in 2004.  We can prevent over 50% of spinal bifida cases.  There is importance of surveillance.  We are strategizing for the ‘07 session.  We’ll go through the building block process and ask for money again for surveillance, but not for research.  Another area for prevention can be done in diabetes, but we can’t do it right now.  We will be hooking up with the environment group with a grant, but don’t know if they received the grant.  The cost was about $80,000-100,000 a year for prevention activities.  We’re putting together speaking points and a fact sheet.  The GAC feel that they need to write a letter to advice Dr. Sundwall that they support funding to the UBDN. 

Lorenzo Botto discussed the BDN.  It is a sensitive system and the quality is high enough that accepts a real case.  The Birth Defects Network has a close integration with the public.  It has a big connection with the hospitals.  There is potential for this to be used for public health systems and priorities.  There is limited funding to do outreach.  Looking at what other preventable causes of these diseases.  Looking at funds in other places.  Where can we go for a public health system if registry is funded: high quality surveillance system.  This system in place can be leverage for other things that could be done.
*Dave Viskochil will write a letter in strong support for the Birth Defects Network.  All voting members should sign it.    
*Dave will talk to Marcia about adding info concerning costs in the letter.  Marcia can provide immediate costs and Medicaid information to put in letter.
The NBS AC had a meeting on Monday.  The last few meetings the committee has been discussing CF screening.  Since the last GAC meeting, there was a presentation by Dr. Wilfond at the NBS AC meeting.  He discussed different issues concerning CF screening, specifically the issue of whether to do IRT/IRT or IRT/DNA screening.  Sue Griffiths presented on Monday the cost comparison of IRT/IRT vs. IRT/DNA as screening methodologies.  The committee made two decisions: 1) unanimous agreement that CF case is strong, therefore we should continue exploring the issue for Utah; 2) the committee made a unanimous decision that IRT/IRT would be the most beneficial screening and they plan to explore that methodology more extensively.  The committee made the decision concerning IRT/IRT because of cost savings, there is already a two-week screen for a second test in place, and the third reason is that to every true positive you identify you will identify about 12 carriers.  Identify carriers would be an overwhelming issue for the state to take on.

The next steps are to get refinements of costs for Utah specifically.  The committee will also look at the issue dealing with what is required to establish a certified regional sweat testing center.  Currently all sweat tests is being done at PMC.  The committee will also looking at what the NBS program would take responsibility of.  Other issues that will be looked at is what other states are doing that are using IRT/IRT and what cutoffs they are using; and how critical is the timing of the second screen.  The intent of the committee is not to make recommendations until the committee has worked out all the issues they are looking at.  This will affect kit costs and will need to go to the legislature.  The implementation of this will not take place for at least a couple of years.  
At the Mountain States Meeting Marc Williams was invited to present on Quality Improvement in Clinical Genetics.  The NBS committee thought this type of quality approach would fit in quite well with what they look to do long-term follow-up.  Dr. Longo had a grant through Mountain States to look at what would be needed to set up a long-term follow-up registry for positive cases.  They are looking at meeting with other states and defining guidelines on long-term care of conditions.   It will allow for certain outcomes and plan to follow-up for quality assurance.  The last issue the committee talked about Marzia Pasquale’s project of the storage of blood spots under different conditions.  Next step would be to look at what would we do or could we do with those spots.  There currently isn’t any funding for education concerning NBS, but when looking at kit fees when CF is adopted, education could possibly be added into that.  
At the last GAC meeting, it was discussed that the committee use PRAMS to do some education.  Rebecca discussed what she found out concerning it.  They have a five year question cycle.  The next cycle would be in 2009.  They start working on the questions 18 months to 2 years before the questions come out.  We also put out a request on the PRAMS national list serv that ask about hospital screening for newborn conditions.  We are told to send information about questions in early 2007 if we want to do anything on PRAMS.  Jeff Botkin and Rebecca Anderson made a proposal to do a study and evaluate education in the prenatal period.  It will potentially be funded next year.    
The program is in the process of getting software in place.  It is taking a lot manual manipulation to get what they want out of it.  They have put an alert so that they can find an abnormal.  The program has called out over 300 abnormalities since the beginning of the year.  New spin now having to look at maternal cases.  Some final diagnoses are months out and not right away.  There are links to the ACT sheets on the NBS program website.  ACT sheets are one page and say what the screen is for, this is the disorder associated with is, this is what to do if a child is diagnosed and these are the things you should look for.  It was suggested to put the contact info of the metabolic clinic on the ACT sheets.

The next meeting will be scheduled for October.  Next meeting agenda will have- Discussion of the Mountain States meeting
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