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SUBJECT/TITLE
An Act Relating to Inherited Metabolic Disease

SPONSOR
Representative Susan Westrom

NOTE SUMMARY

Fiscal Analysis:
               Impact
               No Impact
    X   Indeterminable Impact

Level(s) of Impact:
        X         State
                       Local
        X       Federal

Budget Unit(s) Impact
Department for Public Health; Department for Medicaid Services

Fund(s) Impact:
       X       General
                Road
       X        Federal


            X         Restricted Agency (Type)
               (Other)

FISCAL SUMMARY

_____________________________________________________________________________

Fiscal Estimates
1999-2000
2000-2001
2001-2002
Future Annual

Rate of Change

Revenues (+/-)

$200,000
$200,000


Expenditures (+/-)

Indeterminable
Indeterminable


Net Effect

Indeterminable
Indeterminable


_____________________________________________________________________________

MEASURE'S PURPOSE:  a)  Requires medical coverage for special medical formulas, treatments and drugs for the treatment of inherited metabolic disease from the moment of birth;  b)  Requires that the Cabinet for Health Services pay for amino acid modified preparations and low-protein modified food products if those formulas and products are not covered under any public or private health benefit plan;  c)  Increases birth certificate copy fees from $9 to $10 and requires that the additional $1 fee be applied to provide coverage for inherited metabolic disease products to uninsured children; d)  Requires the Cabinet for Health Services to make available to families the names and addresses of health care provider specialists when infants test positive for inborn errors of metabolism;  e)  Requires that the payment of any required fees or premiums to provide coverage of inherited metabolic disease be made within 31 days after the date of birth in order to extend coverage for longer than 31 days;  and, f)  Requires that coverage of this disease apply to all health benefit plans delivered on and after the effective date of this Act.

PROVISION/MECHANICS:  Amends KRS 205.560 to require medical coverage for special medical formulas for treatment of inherited metabolic disease; Amends KRS 213.141 to increase birth certificate copy fee from $9 to $10 and to require $1 fee to provide coverage for inherited metabolic disease products to uninsured persons; Amends KRS 214.155 to require the Cabinet for Health Services to make available to families the names and addresses of health care providers when infants test positive for inborn errors of metabolism; Creates a new section of Subtitle 17A of KRS Chapter 304 to require coverage of a newborn child from the moment of birth, including care and treatment of medically diagnosed congenital defects and birth abnormalities, establishes a time period of 31 days after the date of birth to pay the required fees or premiums necessary, requires coverage for inherited metabolic disease drugs, and requires that coverage apply to health benefit plans delivered on and after the effective date of Act.

FISCAL EXPLANATION:  The actual fiscal impact of HB 202/GA is indeterminable due to the lack of data regarding the following:  a)  the number of people who will be born, or currently have, inherited metabolic disease;  b)  the cost of treatment for persons with inherited metabolic disease; and, c)  the payor source for the treatment of inherited metabolic disease.

Although this fiscal impact is indeterminable, the Cabinet for Health Services provides the following information:

Based on 50,000 live births per year, and 150,000 requests for the reissuance of birth certificates, the $1 increase in birth certificate fees would generate an additional $200,000 in Restricted Funds each year which would be dedicated to the treatment of inherited metabolic disease.

The Department for Public Health (DPH) currently spends approximately $200,000 per year testing for inherited metabolic disease.

DPH estimates that 5 people each year are born with inherited metabolic disease,  Of these, 2-3 would be eligible for Medicaid (costs covered with 70% Federal Funds) or uninsured.

DPH further estimates that it costs approximately $6,000 per year to provide the food required by a person with inherited metabolic disease.  This cost will be less when the person is younger, and more as the person ages.  The average life span of a person with inherited metabolic disease is estimated to be 50 years.
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