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Mr. President:

We, your committee on Public Health, Welfare and Safety recommend that Senate Bill 236
(first reading copy -- white) do pass. '

Signed:
Senator Dan Weinberg Lhair

-END -

Committee Vote:

Yes 9,No 0
Fiscal Note Required /5{ 220931SC.spb
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Susan M Gardipee, CDM, CFPP
1406 Allison St, Helena MT 59601
(w) 406/ 444-/1775 (h) 406/ 443-8044 (c) 406/ 439-1078

Testimony on SB 162 for Revise Genetic Program Laws
Committee Name: Public Health, Welfare and Safety Committee.
Chairman: Senator Dan Weinberg Primary Sponsor: Senator Trudi Schmidt

Mr. Chairman and members of the committee, I am Susan Gardipee, a participant of the Newbom Screening/Geneticsv
Task force as a family representative member. 1am also the grandmother of a child diagnosed during a newborn screening,
with Phenylketonuria (PKU), a genetic disease.

Because of the enactment of section 50-19-203 MCA and 50-19-211 MCA, the knowledge and influence of medical
experts, numerous allied medical professionals, and Children Special Health Services, my grandson, Dallas was given a chance -
at a health life today. He was that one (1) in ten thousand (10,000) baby bom with a genetic disease that without accessible
treatment would be mentally retarded. First, I would ask that you consider the benefits Montana families would have if more
contracted services were developed for follow up care throughout this state. It would mean increased and continuous quality
treatment. My grandson and other grandsons and daughters who have a genetic disease will need continuous specialized
service for a lifetime. The treatment, counseling, and education must be specific to these babies needs. The ongoing
management of specialized services is the crucial foundation for improving standardized healthcare for all Montana families.
The Center for Disease Control and Prevention (CDC), estimated the current lifetime cost to a society of 1.1 million dollars for
a person with mental retardation, I must emphasize that a newborn screen blood sample does not save our society from the high
cost of untreated, undetected diseases. It is the on going management of accessible, specialized services that will save our
Montana families from this tremendous cost to keep our babies alive and healthy. Senate Bill 162 defines the accountability of
providing expanded, appropriate follow up services to maintain continuous treatment.

Senate Bill 162 also identifies the current standard for newborn screening panel tests and what we need to do to meet
the recommended standards of the uniform screening panel of conditions defined in the report provided by the federal Bureau
of Health Resources and Services Administration. I consider this affordable for Montana families only because it offers the best
standard of healthcare and the cost for the state of Montana to process the proposed newbom screening panel and additional
tests is not a barrier. This bill also considers the importance of monitoring the genetic processes and inheritance patterms. If
Montana had not mandated the newborn screening test for PKU, I would have encouraged my daughter to have my grandson
screened because of my extended family’s medical history. From 1999 to 2005, eight (8) Montana babies were diagnosed with
PKU and the mothers of those children had to share this medical information with the rest of their family because it is a genetic
disease. The most asked questions from other family members are, “Whose baby could be born with this disease? Or, who had
this genetic condition first?” Comprehensive, timely data will give Montana and its families the ability to manage medical
treatment for future generations.

Pleasc imagine, those people in the same position as you are today, who had to consider testing for PKU, mandatory.
They must have been hesitant; after all, it is so rare. Something convinced them that it was for the good of all Montanans, not
just that 1 in 10,000 baby born with the disease. Years later, I stand before this committee with gratitude and hope, because of a
previous decision, which gave me a chance to watch my grandson grow up to be a happy, healthy man.

Date: 01/31/2007

Hearing Rm: 317A

Hearing Time: 3:00 pm

Commiittee: (S) Public Health, Welfare and Safety




Amendments to Senate Bill No. 142
1st Reading Copy

Requested by Senator Greg Lind
For the Senate Public Health, Welfare and Safety Committee

Prepared by Greg Petesch
January 26, 2007 (10:08am)

1. Title, line 10.

Following: "PROFESSIONALS; "

Insert: "REQUIRING INCORPORATION OF THE NATIONAL INCIDENT
MANAGEMENT SYSTEM REQUIREMENTS IN THE STATE DISASTER AND
EMERGENCY PLAN;"

2. Title, line 11.
Following: "10-3-111,"
Insert: "10-3-301,"

3. Page 1, line 15.
Following: "through"
Insert: "7 and"

4. Page 1, line 18.
Following: "through"
Insert: "7 and"

5. Page 1, line 25.
Strike: subsection (2) in its entirety
Renumber: subsequent sections

6. Page 1, line 28. :
Strike: subsection (5) in its entirety
Renumber: subsequent subsections

7. Page 2, line 12.
Following: ";"
Insert: "or"

8. Page 2, line 13.

Strike: "the appearance of a novel or previously controlled or
eliminated"

Insert: "an"

Following: "agent"

Insert: ", toxic agent, radiologic agent,"

Following: ;"

Insert: "and"
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9. Page 2, lines 14 and 15.
Strike: lines 14 and 15 in their entirety

10. Page 2, line 19.
Strike: "to an infectious or toxic agent"

11. Page 2, line 27.
Strike: " (16) (a)"
Insert: "(14) (a)"

12. Page 3, line 4.
Strike: "(17) (a)"
Insert: " (15) (a)"

13. Page 3, line 9.

Following: "including"

Insert: "the national incident management system requirements,
which must be incorporated in"

14. Page 3, lines 10 and 11.
Following: "10-3-301" on line 10
Strike: remainder of line 10 through "10-3-504" on line 11

15. Page 4, lines 15 and 16.
Following: "necessary." on line 15
Strike: remainder of line 15 through line 16 in its entirety

16. Page 4, line 28.
Following: "through"
Insert: "7 and"

17. Page 5, line 16.
Strike: "and political subdivisions"

18. Page 5, lines 21 and 22.
Following: "mobilized" on line 21
Strike: remainder of line 21 through "accomplished" on line 22

19. Page 6, line 22.
Following: "emergency"
Insert: ", as defined in [section 2]"

20. Page 6, line 24 through page 7, line 25.

Following: "state," on page 6, line 24 '

Strike: remainder of line 24 through "emergency" on page 7, line
25

Insert: "as outlined in the public health emergency plan
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described in [section 3]"

21. Page 7, line 28.
Following: "through"
Insert: "7 and"

22. Page 9, line 9.
Following: "through"
Insert: "7 andg"

23. Page 9, line 10.
Following: "through"
Insert: "7 and®"

24. Page 9, line 17.
Following: "through"
. Insert: "7 and"

25. Page 9, line 18.
Following: "through"
Insert: "7 and"

26. Page 9, line 30.
Insert: "Section 12. Section 10-3-301, MCA, is amended to read:

"10-3-301. State disaster and emergency plan. (1) The state
disaster and emergency plan and program may provide for:

(a) prevention and minimization of injury and damage caused
by disaster;

(b) prompt and efficient response to an incident,
emergency, or disaster;

(c) emergency relief; _

(d) identification of areas particularly vulnerable to
disasters;

(e) recommendations for preventive and preparedness
measures designed to eliminate or reduce disasters or their
impact;

(f) organization of personnel and chains of command;

(g) coordination of federal, state, and local disaster and
emergency activities; and

(h) other necessary matters.

(2) (a) 1In preparing and maintaining the state disaster and
emergency plan and program, the division may seek the advice and
assistance of local government, business, labor, industry,
agriculture, civic and volunteer organizations, and community
leaders. In advising local and interjurisdictional agencies, the
division may encourage them to seek advice from these sources.

{b) The national incident management system requirements
must be incorporated in the state disaster and emergency plan."
{Internal References to 10-3-301: None.}“

Renumber: subsequent sections
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27. Page 10, line 15.
Following: "through"
Insert: "7 and"

28. Page 11, line 8.
Following: "through"
Insert: "7 and"

29. Page 11, line 27.

Strike: "Title 10, chapter 3, parts 1 through 4, and [sections 1

through 9]"
Insert: "[sections 6 and 7]"

30. Page 11, line 28.
Following: "through"
Insert: "7 and "

31. Page 12, line 1.
Following: "through"
Insert: "7 and"

32. Page 12, line 2.
Following: line 1

Insert: " (2) [Section 8] is intended to be codified as an
integral part of Title 50, chapter 1, part 2, and the .
provisions of Title 50, chapter 1, part 2, apply to [section

8]."

Renumber: subsequent subsection

33. Page 12, line 2.
Strike: m"i15v
Insert: "le"

34. Page 12, line 3.
Strike: "wis5n
Insert: "16"

- END -
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