Fl ori da House of Representatives - 1997 HB 219
By Representative G eene

1 Abill to be entitled

2 An act relating to Parkinson's disease;

3 creating the "Morris K. Udall Parkinson's

4 Research, Assistance, and Educati on Act of

5 1997"; providing purpose; providing for

6 establ i shnent of prograns; creating an

7 i nt eragency coordi nating conmttee; providing

8 duties of the conmmittee; providi ng nenbership;

9 requiring an annual report; providing for

10 grants to research and training centers;

11 providing requirenments; providing tine

12 limtations; providing for review, providing

13 for data nanagenent and di ssem nation of

14 information; providing for grants to scientific

15 researchers; providing for a state education

16 program providing an appropriation; providing

17 an effective date.

18

19 WHEREAS, Parkinson's di sease and rel ated neurol ogi ca
20 | disorders affect as many as 1.5 mllion Anericans, and
21 WHEREAS, approximtely 40 percent of persons with
22 | Parki nson's di sease are under the age of 60, and
23 VWHEREAS, research has found that in individuals with
24 | Parki nson's di sease, cells that produce a neurochenical called
25 | dopami ne i nexplicable degenerate, causing uncontroll able
26 | trenors, nuscle stiffness, and | oss of nmotor function, and
27 WHEREAS, Par ki nson's di sease causes disability and
28 | suffering, renders individuals with the di sease incapabl e of
29 | caring for thenselves, and places trenendous and prol onged
30 | physical, enpotional, and financial strain on the famlies and
31| | oved ones of individuals with the di sease, and
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1 WHEREAS, it is estinmated that the di sease costs society
2| nearly $6 billion annually, and

3 WHEREAS, only $26 nillion annually is allocated

4 | specifically for research on Parkinson's disease, or only

5| about $1 for every $200 in societal costs, and

6 VWHEREAS, in order to find a cure or effective treatnent
7| for Parkinson's disease, the investnent in research nust be

8 | expanded and coordi nati on anbng research institutions nust be
9 | strengt hened, NOW THEREFORE

10

11| Be It Enacted by the Legislature of the State of Florida:

12

13 Section 1. Parkinson's di sease; research, assistance
14 | and education. - -

15 (1) SHORT TITLE.--This section may be cited as the

16 "Morris K. Udall Parkinson's Research, Assistance, and

17 | Education Act of 1997."

18 (2) PURPCSE.--1t is the purpose of this section to

19 | provide for the expansi on and coordinati on of research

20 | concerni ng Parkinson's di sease and to i nprove care and

21| assistance for individuals with the disease and their fanily
22 | caregivers.

23 (3) ESTABLI SHVENT OF PROGRAMB. - - The Agency for Health
24| Care Administration, in conjunction with the Departnent of

25| Health, shall establish a programfor the conduct and support
26 | of research and training, and the disseni nation of health

27 | information, and nmay establish other prograns, with respect to
28 | Parki nson's di sease

29 (4) | NTERAGENCY COORDI NATI NG COW TTEE. - - The agency

30| and departnent shall establish a committee to be known as the
31| Interagency Coordinating Conmittee on Parkinson's D sease.
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(a) The committee shall:

1. Provi de for coordination of the activities of

research institutions in the state, with respect to

Par ki nson' s di sease.

2. Coordinate state health programs and activities

relating to Parkinson's disease in order to assure the

adequacy, effectiveness, and techni cal soundness of these

prograns and activities and to provide for the ful

communi cati on and exchange of information necessary to

nmai nt ai n adequate coordination of the prograns and activities.

3. Provi de for coordination of state and federa

prograns, research, assistance, and activities relating to

Par ki nson' s di sease.

(b)1. The committee shall include: the Director of
Health Care Administration; the Secretary of Health;
representatives of divisions or agencies of the Departnents of

Health, Children and Fanily Services, Elderly Affairs, and

Educati on whose prograns involve health functions or

responsibilities relevant to Parkinson's disease; individuals

wi th Parkinson's disease and individuals with a famly history

of Parkinson's disease; and health professionals or allied

heal t h prof essi onal s.

2. The chair of the commttee shall be the D rector of
Heal th Care Adm ni stration.
3. The conmmttee shall neet at the call of the chair,

but not | ess often than once each year
(c) Not later than 120 days after the end of each
fiscal year, the committee shall prepare and submit a report

to the Governor, President of the Senate, and Speaker of the

House of Representatives detailing the activities of the

conmmittee in carrying out its duties during that fiscal year
3
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1 (5) GRANTS TO RESEARCH AND TRAI NI NG CENTERS. - -

2 (a) The Director of Health Care Adnministration shal

3| anard grants to encourage the devel opment of innovative

4 | nultidisciplinary research and provide training concerning

5| Parkinson's disease. The director shall award not nore than

6] 10 grants and shall desi gnate each center funded under such

7] grants as a Morris K Udall Center for Research on Parkinson's

8 | D sease.

9 (b) Each center assisted under this subsection shall
10 1. Use the facilities of a single institution or a
11 | consortium of cooperating institutions and shall neet such
12 | qualifications as may be prescribed by the Director of Health
13 | Care Adninistration.

14 2. Conduct basic and clinical research and provide
15| patient care services.

16 (c) Each center assisted under this subsection may:
17 1. Conduct training prograns relating to Parkinson's
18 | di sease for scientists and heal th professionals.

19 2. Conduct prograns to provide infornation and

20 | continuing education, relating to Parkinson's di sease, to

21| health professionals.

22 3. Conduct prograns for the di ssem nation of

23| information relating to Parkinson's disease to the public.
24 4. Develop and nmmintain, where appropriate, a brain
25| bank to collect specinens related to the research and

26 | treatnment of Parkinson's disease

27 (d) A center may use funds provided under paragraph
28 |(a) to provide stipends for scientists and health

29 | professionals enrolled in training prograns under subparagraph
30 |(c)1.

31
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1 (e) Support of a center under this subsection may be

2| for a period not exceeding 5 years. This period may be

3| extended by the Director of Health Care Adninistration for one
4] or nore additional periods of not nore than 5 years, if the

5| operations of such center have been reviewed by an appropriate
6 | technical and scientific peer review group established by the
7| director, which has recommended that such period shoul d be

8 | ext ended.

9 (6) DATA MANAGEMENT; DI SSEM NATI ON OF

10 | | NFORVATI ON. - - The Departnent of Health shall

11 (a) Establish a state Parkinson's Di sease Data System
12| for the collection, storage, analysis, retrieval, and

13 | di ssenmination of data derived from patient populations in the
14 | state with Parkinson's di sease, including, where possible,

15| data i nvol ving general popul ations for the purpose of

16 | detection of individuals with a risk of devel oping the

17 | di sease

18 (b) Establish a state Parkinson's Disease |Information
19 | dearinghouse to facilitate and enhance know edge and
20 | understandi ng of the di sease on the part of health
21 | professionals, patients, and the public thorough the effective
22 | dissenination of information
23 (7) GRANTS TO SUPPORT SCI ENTI FI C RESEARCHERS. - - The
24 | director shall establish a grant programto support scientists
25 | who have distingui shed thenselves in the field of Parkinson's
26 | di sease research. Gants under this subsection shall be
27 | utilized to enabl e established researchers to devote greater
28 | tinme and resources in laboratories to conduct research on
29 | Parki nson's di sease and to encourage the devel opnent of a new
30 | generation of researchers, with the support and gui dance of
31| the npst productive and innovative senior researchers.
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1 (8) EDUCATI ON PROGRAM - - The Departnent of Health shal

2 | establish a statew de education program designed to foster a

3| statewi de focus on Parki nson's di sease and the care of persons

41 with the disease. Activities under such program shal

51 i ncl ude:

6 (a) Bringing together public and private organi zati ons

7| to devel op better ways to provide care to individuals with

8 | Parkinson's disease and to assist the famlies of these

9 | i ndividual s.

10 (b) Providing technical assistance to public and

11 | private organi zations that offer support and aid to

12 | individuals with Parkinson's disease and their famlies.

13 Section 2. There is hereby appropriated fromthe

14 | General Revenue Fund to the Agency for Health Care

15| Adninistration and the Departnent of Health respective anpunts

16 | sufficient to carry out the provisions of this act for fisca

17 | year 1997-1998.

18 Section 3. This act shall take effect July 1, 1997.

19
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21 HOUSE SUMVARY

22 . .
Creates the "Mirris K _Udall Parkinson's Research

23 Assi st ance, and Education Act of 1997." Provides for
establ i shnent and coordi nation of state prograns for

24 research, training, assistance, and education relating to
Par ki nson' s di seaSe. Provides for grants to research and

25 training centers and to scientific researchers, Provides
for data collection and nmanagenent, di ssem nati on_of

26 information, and a statew de educati on program _Provides
duties of the Agency for Health Care Admnistration and

27 t he Departnent of alth in admnistering and
coordi nating prograns under the act. Provides an

28 appropriation

29

30

31
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