Indiana Genetics Advisory Committee
Meeting Minutes
April 30, 2015
From 11:00AM-1:00PM
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	Buchanan, Victoria
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	Hinton, John
	
	Cook, Lola 
	
	Wikoff, Sarah
	x

	Hodgin, PT
	
	Dempsey, Melissa
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Welcome—Dr. Escobar
Dr. Escobar welcomed everyone to today’s meeting. Introductions were made.  An announcement regarding missing equipment for the conference line was made; those not physically present were notified.  

There was a motion to approve meeting minutes from October 17th, 2014, which was seconded and approved.

Updates for IGAC membership/subcommittees/goals:

Dr. Escobar: What is the structure of IGAC? The last documentation was almost 7 years ago.  We need to make sure that people know this committee exits.  The birth defects registry was the 1st registry and we may not be as compliant as we should be in reporting of birth defects.  Newborn hearing screening is going well, very small percentage of loss to follow-up.  Is there a need for restructure or revival of certain subcommittees at this time?  

Fr. Joe Rautenberg: There is a need to be proactive.  There are a lot of important issues with regard to medical ethics, maybe prior to operational/informational issues that come to this meeting. There may be oversight of programs and consent; there are still a lot of questions.

Dr. Escobar: Each subcommittee should have a voice that comes from IGAC; this is the committee to make changes.
Fr. Joe Rautenberg: Maybe for the committee’s sake we should make sure we know what ISDH wants from them.

Dr. Escobar: The committee is designed to hear your ideas.  There is a significant problem with reimbursement because Medicaid doesn’t pay for genetic testing.  There are concerns with diagnosis due to how billing is required and then it becomes an access to care issue.  The knowledge has changed, we don’t test the same way that Medicaid bills. 

Barb Lesko: Bob has stressed that ideas for new NBS conditions need to come from here and be proposed to ISDH.

Dr. Zunich: Nobody knows we exist to tap into us for our expertise (ie Medicaid, governor’s office, etc.); we go to everyone else. 

 Dr. Escobar: We need to connect with others, make them aware that we exist, not only at an executive level but regular people too. Payers are not updated to the changes in genetics, we need to educate.  We need to directly contact Medicaid/Governor’s office. 

Kristyne Stone: Now is our moment to get in touch at Medicaid because of the person, Ann, who is working there now.  How we are currently asked to bill is fraudulent.  Is there a legal subcommittee?  It seems unusual that bills regarding genetics are not involving this committee in order to serve as a resource for accurate information when it comes to decision making. 

Dr. Zunich: Can we do a meet and greet with Medicaid contact?

Dr. Escobar: Yes, that might be a good resource.

Dr. Hainline: It would be great to get Ann to come to one of these meetings.

Dr. Escobar: I think she has heard the complaints and is a good person to get started with.  I promise to make this a priority at this time, once we have a plan we will move forward.
From the committees we have, I don’t know if FAS is one to focus on yet?

Dr. Bader: I would like to see the FAS committee stay, however, it has a lower priority right now given that now we’re just struggling to provide access to care.

 Dr. Hainline: The NBS committee is alive and well.  We could reach out to others in the state that would be interested in reimbursement issues; maybe someone from pathology that has more expertise with contracts. There are a number of genetic counselors out there who probably represent those, particularly IUHP, involved in contract negotiations with Medicaid.  I could provide some names and ask if other know someone at the top who negotiates with reimbursement to come forward.  One problem we run into at IU is pathology wants it their way, so we go around them, instead let’s get them involved in asking the question of why they do it the way they do. 

Fr. Joe Rautenberg: Does it make sense to get insurance people involved as well?

Dr. Hainline: It isn’t a bad idea, but often times they have already negotiated this.

Dr. Zunich: The issue is not private payers, 70% of patients in my area are Medicaid.  It is very difficult when they won’t cover testing.  My hands are tied on what type of care I can provide. 

Fr. Joe Rautenberg: What are we talking about; what are we asking to be paid?

Dr. Escobar: The technology has changed.

 Dr. Zunich: It took one month to get approved for a specific test by Medicaid; I just don’t have the time to do that for every Medicaid patient. This is a true battle; we need to have a game plan because there isn’t time to waste.  

Dr. Escobar: We have a new Indiana state genetic counselor program. We need to have a plan to identify a reimbursement committee, this should be a priority.

Dr. Zunich: This should take place here in the Indianapolis area.  It is much easier for those serving in this area to meet with other institutions than to try to coordinate some of us from the outside area to make it.

Dr. Escobar:  Others can still be part of it through conference calls. I will contact you all and get ideas; we will go from there in making a list of committees.  If you have ideas or feel committees need to be revived, please let me know.

Dr. Zunich: We need to talk about our problems first, get a survey out.  If we are talking about Medicaid then we need to discuss specific problems; we can’t go to them with more than a single page of issues or it will be too much.

Dr. Bader: I think we should be able to provide the standard of care for our patients.

Fr. Joe Rautenberg: What is the average for a couple to spend on genetic screening? 

Dr. Bader: At least a couple thousand.

Dr. Hainline: What is the percentage of couples get testing because Medicaid won’t pay for it?

Dr. Zunich: The cost really depends.  If we get a patient before 13 weeks with risk factors certain tests are offered.  Sometimes insurance makes them pay $100-$200 and they cover the rest. Additional testing for certain nationalities really varies. It all depends on the patient.

Dr. Escobar: Payers are not updated to the changes in genetics, we need to educate.

Dr. Bader: An important point is that people are saying those that have abnormalities get different treatment. People are saying this because they don’t think it affects outcomes, but it actually does affect treatment and outcomes.
Dr. Escobar: One example is we’re changing the face of autism these days.  Research is showing that it is more of a genetic than psychiatric disorder; 50-64% of the time it can be diagnosed genetically.
You will receive communications from me in the mail; we will go from there in making a list of committees.  If there are other ideas for other committees, we will do the same thing.  In NBS, if you need something to change, let us know.  NBS is such a success; however, nobody knows about it, we need to put it out there.
EHDI committee is linked to IGAC, they are doing good things and I would like to get some people from there to come to a meeting and provide missing data.

Kristyne Stone: A legal subcommittee would be helpful; Carrie White would be a good contact for getting that started.  There are things going on that we aren’t made aware of that we should be; for example did that rule about getting approval from ISDH before handing out any materials make it?  These are things we should know.

Dr. Escobar: People won’t ask us about issues if we don’t bring them up.  We are creating a personality and a voice for the committee; we are a channel to bring those issues up.

Kristyne Stone: Part of the problem is ISDH turnover, there are different people all of the time.

Dr. Hainline: NBS law was changed, was that due to NBS subcommittee or IGAC?  Problems need to come from higher than Bob, sometimes ISDH is last to know these types of things as well.

Dr. Escobar: Stakeholders should include parents, legal, etc. to be a part of this board.

Dr. Zunich: There is a need to fix the attendance list and identifying who the current members actually are.

 Dr. Escobar: Indiana State is opening up a new genetic counseling program, the first class is next year, and this will help look into the future.  One thing we lack is manpower, we need to think about 10 years from now; we’re all going to retire.  We need to start thinking about the future and how we’re going to do that.

Other topics of discussion:

Barb Lesko: One thing the NBS subcommittee has talked about is changing the heelstick screening time.  We are the only state that requires the heelstick screening after 48 hours.  The purpose of discussing a change is to find the best window to detect conditions with limiting false positives and negatives.  The discussion in 2010 concluded that there was no pressure to make any changes.  We looked at all metabolic cases we’ve had, how many were collected prior to 24 hours and how many were flagged.  Since 2007, all PKU’s before 48 hours were picked up as abnormal.  Our cutoffs are established for those collected at a little later time.  Shifting time would cause a change in the cutoffs to detect for that time range. Presumptive positive tests are to be reported within 5 days of life for some conditions, 7 days for others.  Our receipt to report is around 1.1 days for normal results and 2.04 days for abnormal because we re-do everything for abnormal.  This retrospective data on our screening along with tables will be given to Victoria to pass along to committee members electronically.

Dr. Hainline: There may need to be more attention to follow-up, but agree that now is the time for change with screening.

Barb Lesko: Part of the argument is now we do roughly 23% repeats; part of that is due to NICU protocol, part is due to early discharge, and part is due to abnormal results.  Part of what is driving this discussion again is to meet the national recommendations for timeliness; we are outside of national guidelines right now so what can we, as a group, do to meet national guidelines.  Right now, there are some moms staying in the hospital for 48 hours just to not have to come back for retesting, a change to that timeframe may be a good way for hospitals to save money. Because we do repeat screens at no extra charge, by eliminating those retesting due to early discharge it would reduce the cost of the screening.  SCID could potentially be added to the panel at no (or only a small) increased cost.  It is important for us to consider whether or not we want to present this to ISDH in order to make this change.

Chris Roberson: IGAC meets 2x a year; we should be ready to make a decision on this by fall.  Dr. Hainline’s point is good, we need to remember follow-up.  This matter should be on the fall meeting agenda and be ready to take action to make a formal recommendation. 

Barb Lesko: Currently in the process of writing a justification to ISDH in support of this with SCIDS. 

Dr. Hainline: The cost factor is good and the technology is good. We should be ready to sit down and discuss adding SCID.

Dr Escobar: Washington State has justification on how they got it added; we could use this as a template.  Formally recommending to ISDH to changing screening from 48 to 24 hours and adding SCID to the panel should both be added to next meeting’s agenda.  Adding disorders is open-ended so adding SCID only requires blessing from ISDH, which first needs blessing form IGAC.

Dr. Escobar: Is there anything else?

Dr. Zunich: Color Genomics launched a new website.  They are recommending testing for breast cancer mutations in all women.  They are testing 19 genes for $249.  The patient just pays directly with a credit card, and insurance isn’t even involved. The patient is emailed, and is even provided a physician to write the order if they don’t have a physician already.

Dr. Escobar: To summarize, if there are comments before next meeting, please voice them; send them to me or Victoria.  Lisa Schaffer sold Signature and opened up a new lab; she is doing DNA testing now. 

Chris Roberson: The IGAC information on the website needs to be updated.

Victoria Buchanan:  Yes, we’ll work on it.


Future Meeting Date
The next meeting will be held in October 2015. 

The Committee moved to adjourn the meeting, which was approved without dissent.






