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(1)
When we spoke last year Representative Walsh was about to introduce a bill that was designed to set up programs for early detection and diagnosis of hearing loss, and to collect data and conduct research related to infant hearing loss diagnosis and treatment.  Was that bill attached to an appropriation bill that was passed in the fall?


That’s what happened.  

Has anything else been happening on this issue since we last spoke?

Well you have to have both the authorization and the appropriation.  Last year things were pretty inhospitable for us since there were no other bills to attach our bill to but the appropriations bill.  It’s pretty unusual to do things this way but we had support from the leadership of both parties to do this.  Senator McCain had a hissy fit on the floor of the Senate saying that this was one of many pork provisions that were attached to appropriations’ bills.  In fact, the provision was never in the Senate appropriations bill, only the House version but the conferees got it in there.  

Since the measure passed, the Health Resources Service Administration (HRSA) awarded 22 renewable grants to states (about $150,000 each) for tracking.  CDC is going to put out an RFP soon for a smaller number of grants that would help set up tracking mechanisms.

Importantly, there are now 30 states that have some type of statute on the books about early detection -- our new catch phrase is “Early Hearing Detection and Intervention -- EHDI.”  The state that most recently passed a law is Florida.  I think they are contributing about $9 million to encourage early detection and tracking efforts.  We’re also working with the National Institute on Deafness to push new research initiatives.  

The new legislation at the federal level has really spurred this on.  Last year we got $7 million at the federal level.  This year the House is currently debating the HHS appropriation and was able to raise us to the maximum authorized for fiscal 2001.  We have heard that the Senate is likely to do the same.    

In round two we hope to get more funding for the states.  The federal legislation has really been a catalyst for state action.  These state actions have been initiated by

governors but they’ve come to us and we’ve given them help on the background for this issue.  Two states -- Kentucky and Georgia -- have used their monies from the tobacco settlement to cover new equipment costs and so on.  

(2)
One of the things we talked about in our meeting was the other people and groups that were involved with this issue.

· You mentioned several other groups that you had gotten on board on this issue including: provider groups; the otolaryngologists; the AMA;; groups from the deaf community (the National Association of the Deaf, AG Bell, Galludet); and, deaf-rights advocates.  Were these groups still involved as Walsh’s bill moved forward?
(I never asked this question.)

· Was Representative Walsh your primary champion on this issue?  Were other members of Congress especially important?
Representative Walsh has been the primary person pushing for this for the past 10 years.  He’s the standard bearer, and he played a pivotal role in pushing the legislation through.  But we also got lots of help from Senator Tom Harkin from Iowa, from Senator Kennedy, and from Representative Porter from Illinois who is a member of the Appropriations Committee. 
· You had mentioned that you targeted folks on the House Appropriations and House Commerce Committees and that you had begun to build support in the Senate (e.g., Senators Frist and Roth).  Are these still the primary people in Congress that you were talking to?  Are there any other members of Congress or the Administration that you spoke with about this issue?

See above.

· Have any other individuals or organizations gotten involved with this issue?  Did the insurance industry ever get involved?

At the state level we’ve encountered various degrees of opposition and support.  We need, and hope to get in the next phase of our efforts, major backers in the insurance industry.  We’ll next be moving on to pursue state legislation.  Our efforts will be pursued [state] House by [state] House, large employer by large employer, insurance company by insurance company.  One of our ideas is to create an “honor roll” of sorts that publicizes model insurance policies.

(3)
When we spoke you explained mentioned that when you spoke with people about this issue the most important part of your message involved educating them because most people don’t know the low screening rate and most people don’t recognize how important early screening can be.  

You also said that when you talk to members of Congress they often ask about the cost of the screening and that you tell them about the cost of doing the test (which is quite low) and the benefits early screening provides (e.g., kids enter school with no problems because their hearing problems have been detected and treated rather than their entering school and being diagnosed as learning disabled), and you said that you try to bring the issue home to members.  


Were these your primary arguments as this issue unfolded?  Did you incorporate any other arguments at this point?  [If new arguments are being used or arguments have otherwise changed ask why new/different arguments are being used?] 


Those are the basic arguments.  Lawmakers are typically aghast to hear the numbers, the statistics on hearing loss and detection age.  They can’t believe something like this isn’t being addressed.


We also found a supplementary argument that might work with those -- especially Republicans -- who weren’t swayed by what we were saying already.  We talk to them about the cost being paid upfront when you have the best chance to really make a difference.  Otherwise, we say, you’ll pay bigger costs later.  And there are new studies that validate this point.  We give them numbers, evidence, research, and the cost-benefit analysis.  There’s lots of things that cost a lot more than this for which we get much less of a benefit.  


We’ve really been helped on this issue by the fact that this is a small population and it’s easy to articulate the costs and benefits of serving them.  With the budget surplus people are looking for meaningful ways to spend money.  Plus, the research behind intervention has really taken off.  It’s a sexy or popular issue because you can define an achievable goal and the conditions are ripe to achieve it.  

(4)
Looking back at what's happened so far, do you feel that your organization has had an impact on this issue? 

(5)
Is there anything else on this issue that I should be asking about?


This is a very good issue for us to start with -- our members like this issue and it sets us up nicely for the upcoming battles over providing hearing aids for older people and for other issues we’ll have to address.  This issue has a nice benefit-cost ratio -- lots of members, especially members of the Republican majority have seen the wisdom.  [This issue] gives us a political basis to pursue other matters related to intervention.  Some recent decisions made by Medicaid and insurance companies about coverage determinations will also help us to aggressively pursue these other matters.  We’re ahead of our projections on this issue but we’re helping to set a foundation for reaching out to the baby boom popular and dealing with hearing issues that will affect them as they age.


We plan to revamp our effort to educate consumers too -- we want to get to parents before their children are born, not after.  We’ll also be dealing with standards -- the Joint Commission on Infant Hearing has just issued a document, I think we have it on our website now, that describes standards for testing.  


There’s also a bill, I think it’s H.R. 4363, the Children’s Health bill or something that extends the current law as one of its provisions.  Sherrod Brown put this in so we’d be able to pursue one of our new pitches which is that our goal is to eliminate late detection of hearing loss within five years.  This has moved through the House and Senators Kennedy and Frist have assured us that it will move on the Senate side too.  

Thank you very much. Could I please call you again in another six months for a final update on the work you’re doing on this issue. I’ll call you then. Thanks so much.

