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STATE OF NEW YORK

3549
2009- 2010 Regul ar Sessi ons
I N SENATE
March 24, 2009

Introduced by Sen. DUANE -- read twi ce and ordered printed, and when
printed to be committed to the Conmittee on Health

AN ACT to anend the public health law, in relation to the «control of
progressi ve neurol ogi cal di seases

THE PEOPLE OF THE STATE OF NEW YORK, REPRESENTED | N SENATE AND ASSEM
BLY, DO ENACT AS FOLLOWE:

Section 1. The public health law is amended by adding a new article
20-B to read as foll ows:
ARTI CLE 20-B
REPORTI NG OF PROGRESSI VE NEUROLOJ CAL DI SEASES

SECTI ON 2010. AMYOTROPHI C  LATERAL SCLERCSIS; POANERS AND DUTIES OF
COW SSI ONER
2011. AMYOTROPHI C LATERAL SCLERGCSI S; REG STRY PURPCSE
2012. REPORTI NG
2013. AMYOTROPHI C LATERAL SCLERGCSI S; REPORTS CONFI DENTI AL.
2014. AMYOTROPHI C LATERAL SCLERGCSI S; COMPULSCRY SUBM SSION - FOR
SUPERVI SI ON OR | NSPECTI ON NOT REQUI RED

S 2010. AMYOTROPH C LATERAL SCLEROSI S; PONERS AND DUTI ES OF COW S-
SI ONER. THE COW SSI ONER SHALL, TO THE EXTENT THAT FUNDS ARE MADE
AVAI LABLE:

1. DEVELOP A SYSTEM TO COLLECT DATA ON AMYOTROPHI C LATERAL SCLERCSI S,
| NCLUDI NG | NFORVATI ON RELEVANT TO | NCI DENCE AND PREVALENCE OF THE
DI SEASE | N NEW YORK STATE, | NCLUDI NG BUT NOT LIM TED TO MORTALI TY, METH-
ODS OF TREATMENT, PREVENTI ON AND CURE OF AMYOTROPHI C LATERAL SCLEROSI S,
AND ALLI ED DI SEASES, NAMES AND LOCATI ONS OF THE FACI LI TI ES AVAI LABLE [N
THE SEVERAL COUNTIES AND CITIES OF THE STATE, FOR THE DI AGNCSI S AND
TREATMENT OF THESE DI SEASES, AND SHALL COOPERATE WTH LOCAL HEALTH
AUTHORI TI ES, PHYSI CI ANS, HOSPI TALS, CLINICS AND VOLUNTARY ASSCCI ATI ONS,
I N THE DEVELOPMENT OF SU TABLE FACI LI TIES FOR THE DI AGNCSI S, TREATMENT
AND CONTROL OF AMYOTROPHI C LATERAL SCLERCSI S.

EXPLANATI ON- - Matter in I TALICS (underscored) is new, matter in brackets
[ ] is oldlawto be onmtted.
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2. ESTABLISH A STATEW DE REAQ STRY FOR THE COLLECTI ON AND STORAGE OF
SUCH DATA TO | NCLUDE A POPULATI ON- BASED REG STRY OF CASES OF AMYOTROPHI C
LATERAL SCLERGCSI S | N NEW YORK STATE.

3. ESTABLISH A STATEWDE | N HOVE BRAIN TO COVPUTER | NTERFACE PI LOT
PROGRAM

S 2011. AMYOTROPHI C LATERAL SCLERCSI S; REAQ STRY PURPOSE. 1. PURPCSE.
IT 1S THE PURPCSE OF THE REG STRY TO GATHER DATA CONCERNI NG

A AMYOTROPHI C LATERAL SCLERCSI S, | NCLUDI NG THE | NCI DENCE AND PREVA-
LENCE OF AMYOTROPHI C LATERAL SCLERCSI S I N NEW YORK STATE;

B. THE ENVI RONMENTAL AND OCCUPATI ONAL FACTORS THAT MAY BE ASSOCI ATED
W TH THE DI SEASE;

C. THE AGE, RACE OR ETHNICITY, GENDER, AND FAM LY H STORY OF | NDI VI D-
UALS WHO ARE DI AGNOSED W TH THE DI SEASE.

2. BRAIN TO COVPUTER | NTERFACE PI LOT PROGRAM PURPOSE. THE GOAL OF
TH'S PILOT PROGRAM | S TO DEMONSTRATE THAT BRAIN TO COVPUTER | NTERFACE
TECHNOLOGY |'S A CLI NI CALLY PRACTI CAL AND | MPORTANT NEW COVMUNI CATI ON AND
CONTROL OPTI ON THAT CAN | MPROVE THE LIVES OF PEOPLE WTH AMYOTROPH C
LATERAL SCLEROSI S AND OTHER SEVERE MOTCOR DI SABI LI Tl ES.

3. REPORTI NG VHENEVER AN EXAM NATI ON AND/ OR TESTI NG DI SCLOSES THE
EXI STENCE OF AMYOTROPHI C LATERAL SCLERCSI S, THE PERSON MAKI NG SUCH EXAM
| NATI ON AND/ OR TESTI NG OR THE DI AGNOSED PATI ENT MAY REPORT | MVEDI ATELY
BUT NOT LATER THAN ONE HUNDRED ElI GHTY DAYS THE SAME TOGETHER W TH ALL
THE FACTS IN CONNECTI ON THEREW TH TO THE DEPARTMENT.

4. QU DELI NES. THE DEPARTMENT SHALL ESTABLI SH AND UPDATE AS NECESSARY
GUI DELI NES DESI GNATI NG THE SPECI FI C DATA ELEMENTS TO BE REPORTED TO THE
DEPARTMENT PURSUANT TO TH' S SECTION. THE DEPARTMENT SHALL MAKE SUCH
GUI DELI NES AVAI LABLE GENERALLY.

5. REG ONAL TRAI NI NG THE DEPARTMENT SHALL, TO THE EXTENT FUNDS ARE
MADE AVAI LABLE, ESTABLI SH OR CONTRACT FOR REG ONAL TRAI NI NG PROGRAMS TO
PROVI DE TRAI NI NG TO ANY AMYOTROPHI C LATERAL SCLEROSI S REPORTI NG FACI LI TY
AND PHYSI CI AN OR OTHER HEALTH CARE PROVI DER. SUCH REG ONAL TRAI NI NG
PROGRAMS SHALL PROVI DE TRAI NI NG RELATI NG TO THE SPECI FI C DATA ELEMENTS
VWH CH MUST BE REPORTED PURSUANT TO THIS SECTION, THE DATA DI CTl ONARY
ESTABLI SHED PURSUANT TO TH'S SECTION, TRAINING WLL ALSO BE PROVI DED
RELATI VE TO THE OPERATI ON AND SUPPCRT OF BRAIN TO COWPUTER | NTERFACE
TECHNOLOGY, AND IS |INTENDED TO ENSURE QUALITY, TIMELY AND COVPLETE
COWPLI ANCE W TH THI S SECTI ON.

6. FAILURE TO COWPLY. WHERE AN AMYOTROPHI C LATERAL SCLERCSI S REPORT-
ING FACILITY FAILS TO COWLY WTH THE PROVI SI ONS OF THI S SECTI ON, THE
DEPARTMENT MAY ELECT TO PERFORM REG STRY SERVICES FOR SUCH FACILITY.
SUCH AMYOTROPHI C LATERAL SCLERGCSI S REPORTI NG FACI LI TY SHALL RElI MBURSE
THE DEPARTMENT FOR ACTUAL EXPENSES | NCURRED.

7. FORM OF NOTI CE. THE NOTI CES REQUI RED BY THI S SECTI ON SHALL BE UPON
FORMS SUPPLI ED BY THE COWM SSI ONER AND SHALL CONTAI N SUCH | NFORMATI ON AS
SHALL BE REQUI RED BY THE COWM SSI ONER

8. DEFI NI TI ON. FOR THE PURPCSE OF THIS SECTION, AN "AMYOTROPH C
LATERAL SCLERCSIS REPORTING FAC LITY" MEANS A HOSPI TAL AS DEFINED I N
ARTI CLE TVENTY-EI GHAT OF TH S CHAPTER, CLI NI C OR ANY ORGANI ZATI ON CERTI -
FIED PURSUANT TO ARTICLE FORTY-FOUR OF TH S CHAPTER, OR OTHER SI M LAR
PUBLI C OR PRI VATE | NSTI TUTI ON.

9. RULES AND REGULATI ONS. THE COWMM SSI ONER SHALL HAVE THE POWER TO
PROMULGATE ANY SUCH RULES AND REGULATIONS AS SHALL BE NECESSARY AND
PROPER TO EFFECTUATE THE PURPOSES OF THI S SECTI ON.

S 2012. REPORTING THE COWMM SSI ONER SHALL, SUBM T AN ANNUAL REPORT TO
THE GOVERNOR, THE TEMPORARY PRESI DENT OF THE SENATE AND THE SPEAKER OF
THE ASSEMBLY. THE REPORT SHALL | NCLUDE AN EVALUATI ON OF THE AMYOTROPHI C
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LATERAL SCLERCSI S REG STRY AS I T RELATES TO TIMELINESS, QUALITY AND
COVWPLETENESS; AN EVALUATION OF THE UTILITY OF THE REA STRY FOR SClI ENTI F-
| C RESEARCH, AN EVALUATION OF THE ACCESS, TIMELI NESS AND QUALI TY OF
REPORTI NG | NFORMATI ON  TO RESEARCHERS AND OTHER SI M LAR | NDI VI DUALS; AN
EVALUATI ON OF THE REGQ STRY' S DATA ELEMENTS, | NCLUDI NG TREATMENT, STAGE
OF DI SEASE, OCCUPATI ON AND RESI DENCE; AN EVALUATI ON OF THE FEASI BI LI TY
AND UTI LI TY OF | NCLUSI ON OF OCCUPATI ONAL HI STORY AND RESI DENCE HI STORY;
AND AN EVALUATION OF | NTEGRATING THE REGQ STRY W TH OTHER DATA BASES
MAI NTAI NED BY STATE AGENCI ES AND DEPARTMENTS, | NCLUDING THE STATEW DE
PLANNI NG AND RESEARCH COOPERATI VE SYSTEM

S 2013. AMYOTROPHI C LATERAL SCLERCSIS; REPORTS CONFI DENTI AL. THE
REPORTS OF AMYOTROPHI C LATERAL SCLERCSIS CASES MADE PURSUANT TO THE
PROVI SIONS OF THI'S ARTI CLE SHALL NOT BE DI VULGED OR MADE PUBLI C SO AS TO
DI SCLOSE THE I DENTITY OF ANY PERSON TO WHOM THEY RELATE, BY ANY PERSON,
EXCEPT | NSOFAR AS MAY BE AUTHORI ZED I N THE SANI TARY CODE.

S 2014. AMYOTROPHI C LATERAL SCLERCSIS; COVPULSORY SUBM SSION  FOR
SUPERVI SION  OR | NSPECTI ON NOT REQUI RED. NOTHI NG IN THI S ARTI CLE SHALL
BE CONSTRUED TO COVPEL ANY I NDIVIDUAL TO SUBMT TO MED CAL OR HEALTH
DEPARTMENT SUPERVI SI ON OR | NSPECTI ON.

S 2. This act shall take effect imediately.



