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STATE OF NEW YORK

412
2011- 2012 Regul ar Sessi ons
I N ASSEMBLY
( PREFI LED)
January 5, 2011

Introduced by M of A DINONTZ JACOBS, JAFFEE, HEVESI, LANCMAN - -
Mul ti-Sponsored by -- M of A MENENY, MKEVITT -- read once and
referred to the Conmttee on Health

AN ACT to anmend the public health law, in relation to the establishnent
of a programfor famlial dysautonom a, Canavan's disease and Tay-
Sachs di sease screeni ng and counsel i ng

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 anended by adding a new article
27-DDD to read as foll ows:
ARTI CLE 27- DDD
PROGRAM FOR FAM LI AL DYSAUTONOM A, CANAVAN S DI SEASE
AND TAY- SACHS DI SEASE SCREENI NG AND COUNSELI NG
SECTI ON 2770. LEG SLATI VE FI NDI NGS AND DECLARATI ON OF PURPCSE
2771. PROGRAM FOR FAM LI AL DYSAUTONOM A, CANAVAN S DI SEASE AND
TAY- SACHS DI SEASE SCREENI NG AND COUNSELI NG
2772. COW SSI ONER; FUNCTI ONS, POWERS AND DUTI ES.
2773. COSTS.
2774. VOLUNTARY PARTI Cl PATI ON.
2774- A. APPLI CATI ON; ADM NI STRATI ON AS TO GRANTS AND CONTRACTS.
2774-B. CONFI DENTI ALI TY OF | NFORVATI ON.
2774- C. REPORTS.

S 2770. LEG SLATI VE FI NDI NGS AND DECLARATI ON OF PURPCSE. 1. THE
LEG SLATURE HEREBY FI NDS AND DECLARES:

(A) THAT FAMLIAL DYSAUTONOM A, CANAVAN S DI SEASE AND TAY- SACHS
DI SEASE ARE DEBI LI TATI NG, | NHERI TABLE DI SEASES THAT HAVE AFFECTED MANY
Cl TI ZENS OF THE STATE;

(B) THAT FAMLIAL DYSAUTONOM A, CANAVAN S DI SEASE AND TAY- SACHS
DI SEASE ARE DEADLY AND TRAG C BURDENS WHICH ARE LIKELY TO STRIKE

EXPLANATI ON- - Matter in I TALICS (underscored) is new, matter in brackets
[ ] is oldlawto be onmtted.
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ONE- FOURTH OF THE CH LDREN BORN TO PARENTS BOTH OF WHOM ARE FAM LI AL
DYSAUTONOM A, CANAVAN S DI SEASE AND TAY- SACHS DI SEASE CARRI ERS;

(O THAT EFFORTS W TH RESPECT TO FAM LI AL DYSAUTONOM A, CANAVAN S
DI SEASE AND TAY- SACHS DI SEASE MUST BE DI RECTED TOWRD THE EDUCATI ON,
SCREENI NG, AND COUNSELING OF CARRIERS OF FAMLIAL DYSAUTONOM A,
CANAVAN' S DI SEASE AND TAY- SACHS DI SEASE;

(D) THAT SI MPLE AND | NEXPENSI VE SCREENI NG TESTS HAVE BEEN DEVI SED
VH CH | DENTI FY THOSE WHO HAVE THE DI SEASES OR ARE FAM LI AL DYSAUTONOM A,
CANAVAN' S DI SEASE AND TAY- SACHS DI SEASE CARRI ERS;

(E) THAT PROGRAMS W TH RESPECT TO FAM LI AL DYSAUTONOM A, CANAVAN S
DI SEASE AND TAY- SACHS DI SEASE MUST BE BASED ENTI RELY UPON THE VOLUNTARY
COOPERATI ON OF THE | NDI VI DUALS | NVOLVED,

(F) THAT THE APPLI CATI ON OF METHODS OF SCREENI NG AND COUNSELI NG W TH
RESPECT TO FAM LIAL DYSAUTONOM A, CANAVAN S DI SEASE AND TAY- SACHS
DI SEASE DESERVE THE HI GHEST PRI ORI TY; AND

(G THAT THE ESTABLI SHVENT OF FAM LI AL DYSAUTONOM A, CANAVAN S DI SEASE
AND TAY- SACHS DI SEASE EDUCATI ON, SCREENI NG, AND COUNSEL| NG PROGRAMS W LL
BE COST BENEFI CI AL TO THE C Tl ZENS OF THE STATE.

2. IN ORDER TO PRESERVE AND PROTECT THE PUBLI C HEALTH AND WELFARE, THE
LEG SLATURE HEREBY DECLARES AS |ITS PURPOSE THE ESTABLI SHVENT OF A
PROGRAM FOR FAM LI AL DYSAUTONOM A, CANAVAN S DI SEASE AND TAY- SACHS
DI SEASE SCREENI NG AND COUNSELI NG

S 2771. PROGRAM FOR FAM LI AL DYSAUTONOM A, CANAVAN S DI SEASE AND TAY-
SACHS DI SEASE SCREENI NG AND COUNSELI NG THE COWM SSI ONER  SHALL ESTAB-
LISH WTH N THE DEPARTMENT A PROGRAM FOR FAM LI AL DYSAUTONOM A,
CANAVAN' S DI SEASE AND TAY- SACHS DI SEASE SCREENI NG AND COUNSELI NG FOR THE
PURPOSES OF:

1. THE ESTABLI SHVENT AND OPERATI ON OF VOLUNTARY FAM LI AL DYSAUTONOM A,
CANAVAN S DI SEASE AND TAY-SACHS DI SEASE SCREENING AND  COUNSELI NG
PROGRAMS, PRI MARI LY THROUGH OTHER EXI STI NG HEALTH PROGRAMS; AND

2. THE DEVELOPMENT OF | NFORMATI ON AND EDUCATI ONAL MATERI ALS RELATI NG
TO FAM LI AL DYSAUTONOM A, CANAVAN S DI SEASE AND TAY- SACHS DI SEASE, AND
THE DI SSEM NATI ON OF SUCH | NFORVATI ON AND MATERI ALS TO PERSONS PROVI DI NG
HEALTH CARE AND TO THE PUBLI C GENERALLY.

S 2772. COW SSI ONER;, FUNCTI ONS, POVWERS AND DUTI ES. | N CARRYI NG OQUT
THE PROVI SIONS OF THI S ARTI CLE, THE COWM SSI ONER SHALL HAVE THE FOLLOW
I NG FUNCTI ONS, POWERS AND DUTI ES:

1. IN HS OR HER D SCRETION, TO MAKE GRANTS TO AND ENTER I NTO
CONTRACTS W TH, PUBLI C AND NONPROFI T PRI VATE ENTI TI ES FOR PROQIECTS FOR
THE ESTABLI SHVENT AND OPERATION OF VOLUNTARY FAM LI AL DYSAUTONOM A,
CANAVAN S DI SEASE AND TAY-SACHS DI SEASE SCREENING AND  COUNSELI NG
PROGRAMS;

2. TO CARRY QUT A PROGRAM TO DEVELOP | NFORVATI ON AND EDUCATI ONAL MATE-
RI ALS RELATI NG TO FAM LI AL DYSAUTONOM A, CANAVAN S DI SEASE AND TAY- SACHS
DI SEASE AND TO DI SSEM NATE SUCH | NFORVATI ON AND MATERI ALS TO PERSONS
PROVI DI NG HEALTH CARE AND TO THE PUBLI C GENERALLY;

3. TO MAKE GRANTS TO PUBLIC AND NONPROFIT PRIVATE ENTITIES AND TO
ENTER | NTO CONTRACTS W TH PUBLI C AND PRI VATE ENTI TI ES AND | NDI VI DUALS
FOR THE PURPCSE OF EFFECTUATI NG THE DUTY PRESCRI BED BY SUBDI VI SION  TWO
OF TH S SECTI ON,

4. TO ADOPT, PROVULGATE, AMEND AND RESCI ND SU TABLE RULES AND REGU
LATI ONS TO CARRY QUT THE PROVI SI ONS AND PURPOSES OF THI S ARTI CLE; AND

5. TO EXERCI SE AND PERFORM SUCH OTHER FUNCTI ONS, POWNERS AND DUTI ES AS
ARE CONTAINED |IN TH S ARTI CLE OR AS MAY FROM TI ME TO Tl ME BE CONFERRED
OR | MPCSED BY LAW
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S 2773. COSTS. COSTS | NCURRED BY THE COWM SSI ONER | N MAKI NG PAYMENTS
PURSUANT TO GRANTS AND CONTRACTS AUTHORI ZED BY SUBDI VI SI ONS ONE AND
THREE OF SECTI ON TVENTY- SEVEN HUNDRED SEVENTY-TWO OF THI S ARTI CLE SHALL
BE PAYABLE, AFTER SUBM SSI ON OF A VOUCHER CERTI FI ED BY THE COWMM SSI ONER,
UPON AUDI T AND WARRANT OF THE COVPTROLLER FROM MONEYS MADE AVAI LABLE FOR
SUCH PURPCOSE BY APPROPRI ATI ON.

S 2774. VOLUNTARY PARTI Cl PATI ON. THE PARTI CI PATI ON BY ANY | NDI VI DUAL
I N ANY PROGRAM OR PORTI ON THEREOF ESTABLI SHED UNDER THI S ARTI CLE SHALL
BE WHOLLY VOLUNTARY AND SHALL NOT BE A PREREQUI SI TE TO ELIG BILITY FOR
OR RECEI PT OF ANY OTHER SERVI CE OR ASSI STANCE FROM OR TO PARTI Cl PATI ON
I'N, ANY OTHER PROGRAM

S 2774-A. APPL|I CATI ON; ADM NI STRATI ON AS TO GRANTS AND CONTRACTS. 1.
A GRANT AUTHORI ZED BY SECTI ON TVENTY- SEVEN HUNDRED SEVENTY-TWO OF THI' S
ARTI CLE MAY BE MADE UPON APPL| CATI ON TO THE COWM SSI ONER AT SUCH TI ME,
I N SUCH MANNER, UPON SUCH FORM5, CONTAINING AND ACCOVWPANI ED BY SUCH
I NFORVATION, AS THE COW SSI ONER SHALL DEEM NECESSARY AND, BY REGU-
LATI ON, PRESCRI BE.

2. NOTW THSTANDI NG THE PROVI SI ONS OF SUBDI VI SI ON ONE OF THI S SECTI ON,
ANY APPLI CATI ON MADE PURSUANT TO THI' S SECTI ON SHALL AT LEAST PROVI DE:

(A) THAT THE PROGRAMS AND ACTI VI TIES FOR WHI CH ASSI STANCE UNDER THI' S
ARTICLE IS SOUGHT WLL BE ADM NI STERED BY OR UNDER THE SUPERVI SI ON OF
THE APPLI CANT;

(B) FOR STRICT CONFI DENTI ALITY OF ALL TEST RESULTS, MEDI CAL RECORDS,
AND OTHER | NFORVATI ON REGARDI NG SCREENI NG OR COUNSELI NG, EXCEPT FCR (1)
SUCH | NFORMATI ON AS THE PATIENT (OR HI'S OR HER GUARDI AN) CONSENTS TO BE
RELEASED, OR (I1) STATISTI CAL DATA COWI LED W THOUT REFERENCE TO THE
| DENTI TY OF ANY SUCH PATI ENT;

(©) FOR APPROPRI ATE COVMUNI TY REPRESENTATION IN THE DEVELOPMENT AND
OPERATI ON OF ANY PROGRAM FUNDED BY A GRANT UNDER THI S ARTI CLE;

(D) IN THE CASE OF AN APPLI CATI ON FOR A GRANT AUTHORI ZED BY SUBDI VI -
SI ON ONE OF SECTI ON TVWENTY- SEVEN HUNDRED SEVENTY-TWO OF TH' S ARTICLE,
ASSURANCES SATI SFACTORY TO THE COW SSI ONER THAT (1) THE SCREENI NG AND
COUNSELI NG SERVI CES TO BE PROVIDED UNDER THE PROGRAM FOR VWHI CH THE
APPLI CATION IS MADE WLL BE DI RECTED FI RST TO THE BLOOD RELATI VES OF
KNOWN FAM LI AL DYSAUTONOM A, CANAVAN S DI SEASE OR TAY-SACHS DI SEASE
VICTIMS; AND SECOND, TO THE H GH Rl SK POPULATI ON GROUPS | N VWHI CH FAM -
LI AL DYSAUTONOM A, CANAVAN S DI SEASE AND TAY- SACHS DI SEASE OCCURS W TH
GREATEST FREQUENCY AND ESPECI ALLY TO THOSE PERSONS | N THESE GROUPS WHO
ARE ENTERI NG THEI R CHI LDBEARI NG YEARS; AND (11) APPROPRI ATE ARRANGEMENTS
HAVE BEEN MADE TO PROVI DE GENETI C COUNSELING TO PERSONS FOUND TO BE
FAM LI AL DYSAUTONOM A, CANAVAN S DI SEASE OR TAY- SACHS CARRI ERS;

(E) FOR SUCH FISCAL CONTROL AND FUND ACCOUNTI NG PROCEDURES AS THE
COW SSI ONER MAY DEEM NECESSARY TO ASSURE PROPER DI SBURSEMENT OF AND
ACCOUNTI NG FOR FUNDS PAI D TO THE APPLI CANT PURSUANT TO THI S ARTI CLE; AND

(F) FOR MAKI NG SUCH REPORTS I N SUCH FORM AND CONTAI NI NG SUCH | NFORVA-
TION AS THE COWM SSI ONER MAY, BY REGULATI ON, REASONABLY REQUI RE.

3. I'N MAKI NG OR ENTERI NG | NTO ANY GRANT OR CONTRACT PURSUANT TO THI'S
ARTI CLE, THE COWM SS| ONER SHALL:

(A) TAKE |INTO ACCOUNT THE NUMBER OF PERSONS TO BE SERVED BY THE
PROGRAM SUPPCRTED BY SUCH GRANT OR CONTRACT AND THE EXTENT TO WH CH
RAPID AND EFFECTIVE USE WLL BE MADE OF FUNDS UNDER THE GRANT OR
CONTRACT; AND

(B) G VE PRIORITY TO PROGRAMS OPERATI NG | N AREAS WHI CH THE COWM SSI ON-
ER DETERM NES TO HAVE THE GREATEST NUMBER OF PERSONS IN NEED OF THE
SCREENI NG AND COUNSELI NG SERVI CES PROVI DED UNDER SUCH PROGRANMES.
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S 2774-B. CONFIDENTIALITY OF | NFORVATI ON.  ALL TEST RESULTS, MEDI CAL
RECORDS AND ANY OTHER | NFORVATI ON REGARDI NG FAM LI AL DYSAUTONOM A,
CANAVAN S DI SEASE AND TAY- SACHS DI SEASE SCREENI NG OR COUNSELI NG ACQUI RED
OR MADE BY A PUBLIC OR PRI VATE ENTITY OR AN | NDI VI DUAL UNDER THI S ARTI -
CLE SHALL BE KEPT CONFI DENTI AL, AND SHALL NOT BE ADM SSI BLE AS EVI DENCE
I N AN ACTI ON OR PROCEEDI NG I N ANY COURT OR BEFORE ANY OTHER TRI BUNAL,
BOARD, ACGENCY OR PERSON;, PROVI DED, HOWEVER, THAT THE PROVI SIONS OF THI S
SECTI ON SHALL NOT APPLY TGO

1. SUCH | NFORMATI ON AS THE PATI ENT, OR H'S OR HER GUARDI AN, CONSENTS
TO BE RELEASED; OR

2. STATI STI CAL DATA COWPI LED W THOUT REFERENCE TO THE | DENTI TY OF ANY
SUCH PATI ENT; OR

3. SUCH | NFORVATI ON AS | S RELEASED BY WRITTEN ORDER OF A COURT OF
RECORD, | SSUED BY SUCH COURT AFTER RECEI PT OF AN APPLI CATI ON ON APPRO-
PRI ATE NOTI CE AND AN OPPORTUNI TY FOR ALL RELEVANT PARTIES TO BE HEARD,
SHOW NG GOOD CAUSE FOR THE FOLLOW NG REASONS:

(A) OTHER WAYS OF OBTAI NI NG THE | NFORVATI ON ARE NOT AVAI LABLE OR WOULD
BE | NEFFECTI VE; AND

(B) THERE |S A REASONABLE LI KELI HOOD THAT THE RECORDS W LL DI SCLOSE
| NFORMATI ON OF SUBSTANTI AL VALUE IN A CIVIL AND/ OR CRI M NAL PROCEEDI NG

I N ANY APPLI CATI ON BROUGHT UNDER THI S SUBDI VI SION, UNLESS THE COURT
ORDERS ALL PAPERS FI LED UNDER SEAL, THE SUBJECT OF THE RECORD SHALL BE
| DENTI FI ED ONLY BY FICTI TI OQUS NAME, AND THE APPLI CATION AND RESPONDI NG
PAPERS SHALL NOT CONTAIN OR OTHERW SE DI SCLOSE THE SUBJECT' S I DENTITY OR
OTHER CONFI DENTI AL | NFORVATI ON.

S 2774-C. REPORTS. 1. THE COWM SSI ONER SHALL PREPARE AND SUBM T TO THE
GOVERNOR AND THE LEG SLATURE AS SOON AS PRACTI CABLE AFTER THE ENACTMENT
OF TH S ARTI CLE, BUT NO LATER THAN ONE YEAR FOLLOW NG SUCH ENACTMENT, A
COVPREHENSI VE REPORT ON THE ADM NI STRATI ON OF THI S ARTI CLE.

2. SUCH REPORT SHALL CONTAIN SUCH RECOMMENDATI ONS FOR ADDI TI ONAL
LEG SLATI ON AS THE COVM SSI ONER DEEMS NECESSARY.

S 2. This act shall take effect on the one hundred eightieth day after
it shall have becone a | aw, provided, however, that effective i Mmedi at e-
ly, the addition, amendnment and/or repeal of any rule or regulation
necessary for the inplenentation of this act on its effective date are
authorized and directed to be made and conpleted on or before such
effective date.



