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Minutes:

The hearing opened on SB2374

SENATOR WAYNE STENEHIJEM, sponsor, introduced bill and supports the bill. This bill will
ask insurance companies to pay for help with the special dietary needs. The Senate passed the
bill in great form, but the House put a sunset clause on it. We are asking that the sunset clause be
removed and we pass the bill as it left the Senate two years ago.

REPRESENTATIVE KLINISKY, sponsor, stated that claims of $2000 were submitted to
insurance companies; however, due to rewrites on policies we anticipate more claims in the next
two years and following years to come. In the past biennium there was one child born with PKU
so it is a very rare disease. There are some amendments proposed and I am concerned about the
possibility that only two families would benefit from these amendments. SENATOR DEMERS:

Why was the sunset clause put on two years ago? REP KLINISKY: It was because they thought
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they needed some time and see what happened. Just to make sure the mandate didn’t break the
insurance companies backs; which with $2000 we didn’t do.

REPRESENTATIVE POOLMAN, sponsor, agrees they will follow the Senate’s infinite wisdom
and take the sunset clause off. Has not seen the amendments, so we would request a look at the
amendments before you act on them.

SENATOR LEE, also a sponsor, agreed that wonderful things will be done with proper food, and
supports the bill.

SENATOR THANE, also a sponsor, support the bill two years ago and support it now.
SENATOR TIM FLAKOLL, sponsor, also supports bill. This past year a baby formula cost the
family $7500 for the child. I can also be a reference as I am a biochemist.

MIKE MULLEN, Department of Health, written testimony, has presented an amendment. The
department has provided formula to any child in need, but not food. SENATOR THANE asked
how it was determined that a child has this disease. MR. MULLEN answered that blood tests
taken in the hospital and within 3-6 months were placed on the special formula. SENATOR
THANE asked is 185% of poverty level of WICK requirements was adequate. MR. MULLEN
stated that there are several percentages to consider, but this will cover most of families and
insurance will cover the rest. SENATOR DEMERS: Why did you choose WICK, because it
floats with the number of applicants. Why not just pick a criteria and use it? Mr. MULLEN: I
picked that because I thought it would be a well established standard. SENATOR DEMERS:
Why not CHIPS? MR. MULLEN: We considered that option; maternal and child health staff
recommended, also Health Office, on setting the higher standard of WICK level. It is a policy

judgment on where it is to be set.
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BRENDA RAKOCZY, mother of toddler with PKU, supports bill (written testimony). We have
insurance coverage for lung cancer due to cigarette smoking, coverage for sexually transmitted
diseases due to promiscuous behavior, and insurance coverage for drug and alcohol treatment
centers. These are lifestyle choices. Individuals born with inherited metabolic disorders such as
PKU, had no hand in their fate. They are innocent victims.

RENEE CHRISTIANS, mother of two children with PKU, supports bill with written testimony.
Must keep on vegetarian diet to preserve mental health.

ANNE CHRISTIANS, College student with PKU, supports bill.

DAVE ZENTNER, Department of Human Services, determined that the department provides
formula. This bill would mandate Medicaid to pay for the food and formula. SENATOR
DEMERS asked about Dept of Human Services provides formula and Dept of Health formula.
MR. ZENTNER: No, Dept of Human Services provides formula and Dep. of Health provides
both formula and food.

DAN ULMER, BC/BS insurance rep, stated two people put claims in for food for $2035 and
$376.29. We are not sure it was that effect. We anticipated more. This is something you are
sure you cover. It should be done on a Health Dept. level. SENATOR DEMERS: Do you cover
PERS? Yes, but I think it ends, so I don’t think they are covering it right now. SENATOR
DEMERS: Do you agree with the amendments? Mr. ULMER stated that he hadn’t seen the
amendments. Ms. RAKOCZY volunteered that many families wanted to put claims in but were
told that due to the rewrite date they could not. Mr ULMER: Most of bills cycled after this date

so that would be completely wrong, except for PERS.
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DAVID AAKRE, parent of four children, three diagnosed with PKU. supports this bill with
written testimony.

STACY BLACKSTEAD, PKU diagnosed, supports bill with written testimony.

MYRNA BLACKSTEAD, mother of PKU diagnosed child, supports bill with written testimony.
DANIELLE STRUXNESS, 17 year old diagnosed with PKU, supports bill with written
testimony.

No opposition on the bill.

The hearing was closed; the committee adjourned until 9:00AM Tuesday, January 26, 1999.
The committee was reconvened on 2/1/99. Primary responsibility needs to be defined.
SENATOR LEE: This is responsibility of Health Department budget. SENATOR DEMERS:
Health Department supplied formula; not food. SENATOR LEE and SENATOR DEMERS are
to be a sub committee to report back ASAP.

MIKE MULLEN, Dept of Health, offered amendments to say that the insurance mandate does
not require coverage for the low protein modified food products or medical food for the
individual that has PKU or some metabolic disease. Those benefits are available under a
program of the Health Dept such as the WIC, BLOC grant program or Medicaid. (attached
testimony) SENATOR KILZER asked about the fiscal note. MR. MULLEN: An estimate is
approximately $30,000, based on 15-17 children and $2000 average. SENATOR KILZER said
it may be a little more. SENATOR LEE asked who does food and who does formula? MR.
MULLEN: The Dept of Health would provide the formula and for those medically needed
would provide the supplemental food. For children up to age 22 and for pregnant women, the

Dept of Human Services. SENATOR DEMERS: Some of the people may be over income. MR.
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MULLEN: That is when insurance would kick in and also for boys still going to school.
SENATOR DEMERS asked how many of the 18 total would be on insurance. Mr MULLEN:
There is a list of persons on insurance. SENATOR FISCHER asked about the tracking of PKU.
MR. MULLEN answered that there was a roster or register of all families. This is a confidential
list, however. SENATOR THANE asked if there was a match from state funds. MR. MULLEN:
They are all Federal funds. SENATOR LEE thanked the Health Department on their work in
resolving this problem.

SENATOR DEMERS moved the amendments. SENATOR LEE seconded the motion. Roll
call vote carried 6-0-0. SENATOR DEMERS moved a DO PASS AS AMENDED. SENATOR

LEE seconded it. Roll call vote carried 6-0-0. SENATOR LEE will carry the bill.



FISCAL NOTE

(Return original and 14 copies)

Jill / Resolution No.: SB 2374
equested by Legislative Council

Date of Request:

Amendment to:

01/21/99

1. Please estimate the fiscal impact (in dollar amounts) of the above measure for state general or special funds,

counties, cities, and school districts.

Narrative: L . .
This bill requires the Department to provide coverage for foods and food products for inherited metabolic

diseases. The Department currently pays for these services and the costs are included in the 1999-2001
budget request contained in SB 2012. The actual cost of paying for these services is unknown as the
Department does not track nutritional supplements by diagnostic code. Therefore, we can not separate
payment for those required under this bill from those paid for other more common disease states.

2. State fiscal effect in dollar amounts:

1997-1999 1999-2001 2001-2003
Biennium Biennium Biennium
General Special General Special General Special
Fund Funds Fund Funds Fund Funds
Revenues:
Expenditures: -0- Unknown Unknown
3. What, if any, is the effect of this measure on the appropriation for your agency or department:
a. For rest of 1997-99 biennium: -0-
b. For the 1909-01 biennium: Unknowr:
c. For the 2001-03 biennium: Unknown
4. County, City, and School District fiscal effect in dollar amounts:
1997-1999 1999-2001 2001-2003
Biennium Biennium Biennium
School School School
Counties Cities Districts Counties Cities Districts Counties Cities Districts
-0-
/
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