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STATE OF NEW YORK

5223--B
2013- 2014 Regul ar Sessi ons
I N SENATE

May 14, 2013
Introduced by Sen. CARLUCCI -- read twi ce and ordered printed, and when
printed to be committed to the Conmittee on Mental Health and Devel op-
mental Disabilities -- reported favorably from said commttee and
committed to the Commttee on Finance -- commttee discharged, bill
anmended, ordered reprinted as anmended and recommitted to said commt-
tee -- conmttee discharged, bill anmended, ordered reprinted as

anmended and reconmitted to said conmittee

AN ACT to anend the nental hygiene law, in relation to creating a bill
of rights for famly and guardi ans of people wi th devel opnental disa-
bilities that reside in residences funded, licensed and operated by
the office for people with devel opnental disabilities

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

Section 1. The nmental hygiene law is anended by adding a new section
13.04 to read as foll ows:

S 13.04 FAMLY BILL OF RIGHTS.

(A) THE PRINCIPLES ENUNCI ATED I N SUBDI VISION (D) OF TH' S SECTI ON ARE
DECLARED TO BE THE PUBLI C POLI CY OF THE STATE AND A COPY OF SUCH STATE-
MENT OF RICGHTS SHALL BE POSTED CONSPI CUOUSLY I N A PUBLI C PLACE | N EACH
PROVI DER OF SERVI CES AND RESI DENTI AL FACILITY OPERATED, LICENSED OR
FUNDED BY THE OFFICE. FOR PURPOSES OF THI' S SECTI ON, "QUALI FI ED FAM LY
MEMBER' MEANS A PARENT, SPOUSE, ADULT SIBLI NG OR AN ADULT CHI LD OF THE
RESI DENT.

(B) THE COW SSIONER SHALL MAKE AVAILABLE TO EVERY PROVIDER OF
SERVI CES AND RESI DENCE OPERATED, LI CENSED OR FUNDED BY THE OFFICE, ON
THE OFFICES WEBSITE A COPY OF THE STATEMENT OF RI GHTS PROVI DED I N
SUBDI VISION (D) OF THIS SECTION IN ENGLI SH AND THE TOP SIX LANGUAGES
OTHER THAN ENGLI SH SPOKEN | N THE STATE ACCORDI NG TO THE LATEST AVAI LABLE
DATA FROM THE U. S. BUREAU OF CENSUS, AND SHALL ADOPT ANY RULES AND REGU
LATI ONS NECESSARY TO ENSURE THAT SUCH QUALI FI ED FAM LY MEMBERS AND GUAR-
DI ANS ARE TREATED | N ACCORDANCE W TH THE PROVI SI ONS OF SUCH STATEMENT.

EXPLANATI ON- - Matter in I TALICS (underscored) is new, matter in brackets
[ ] is oldlawto be onmtted.
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(© SUCH RIGHTS SHALL APPLY TO FAM LY MEMBERS DEFI NED | N SUBDI VI SI ON
(A) OF TH' S SECTI ON PROVI DED HOAEVER, SUCH RI GHTS SHALL NOT APPLY IF AN
I NDI VI DUAL W TH DEVELOPMENTAL DI SABI LI TI ES HAS SPECI FI CALLY STATED THAT
SUCH FAM LY MEMBERS SHALL NOT HAVE ACCESS TO ANY PERSONAL | NFORMVATI ON,
BE I NVOLVED I N ANY CARE PLANNI NG OR COORDI NATI ON, OR BE I NVOLVED I N ANY
HEALTH CARE DECI SI ONS.

(D) THE STATEMENT OF RI GATS SHALL CONSI ST OF THE FOLLOW NG

"FAM LY Bl LL OF RI GHTS"

QUALI FI ED FAM LY MEMBERS AND GUARDI ANS SHALL HAVE THE FOLLOW NG RI GHTS
I N REGARDS TO AN | NDI VI DUAL RECEI VI NG SERVI CES THROUGH PROGRAMS, | NCLUD-
ING BUT NOIT LIMTED TGO  RESIDENTI AL SERVICES, THAT ARE OPERATED,
LI CENSED OR FUNDED BY THE OFFI CE. THESE RI GHTS SHALL | NCLUDE:

YOU HAVE THE RI GHT TO BE TREATED W TH CONSI DERATI ON AND RESPECT.

YOU HAVE THE RIGHT TO HAVE ACCESS TO A RESI DENCE' S FI RE SAFETY PLAN
AND ANY | NFORVATI ON REGARDI NG A RESI DENCE' S PASSAGE OR FAILURE OF ANY
FI RE SAFETY DRI LLS CONDUCTED BY THE RESI DENCE AND THE OFFI CE.

YOU HAVE THE RIGHT TO NOTI FI CATI ON W THI N A REASONABLE Tl ME FRAMVE OF
ANY EVENT THAT DI RECTLY | MPACTS THE HEALTH AND SAFETY OF THE | NDI VI DUAL,
CONS| STENT W TH FEDERAL AND STATE CONFI DENTI ALI TY PROTECTI ONS.

YOQU HAVE THE RI GHT TO HAVE ACCESS TO | NFORMATI ON REGARDI NG THE HEALTH
AND SAFETY OF THE | NDI VI DUAL, CONSI STENT W TH FEDERAL AND STATE CONFI -
DENTI ALI TY PROTECTI ONS.

YOU HAVE THE RI GHT TO HAVE ACCESS TO A RESI DENCE' S FOOD MENUS.

YQU HAVE THE RI GHT FOR A QUALI FIED FAM LY MEMBER OR GUARDIAN TO BE
ABLE TO HAVE UNANNOUNCED VI SI TS.

YOU HAVE THE RI GHT TO RECEI VE | NFORVATI ON NECESSARY TO MAKE | NFORMED
DECI SI ONS, WHEN APPROPRI ATE, ABOUT THE CARE OF THE | NDI VI DUAL.

YOU HAVE THE RI GHT TO HAVE MEANI NGFUL PARTI Cl PATION  AND | NPUT | NTGQ,
AND ONGO NG REVI EW AND | NVOCLVEMENT W TH, THE | NDI VI DUAL' S PLAN OF CARE,
I NCLUDI NG BUT NOT LI M TED TO ANY DECI S| ON REGARDI NG APPROPRI ATE PLACE-
MENT OR TRANSFER OF AN | NDI VI DUAL W TH DEVELOPMENTAL DI SABI LI TIES WTHI N
A RESI DENCE OPERATED, LI CENSED OR FUNDED BY THE OFFI CE.

YOU HAVE THE RI GHT TO FI NANCI AL TRANSPARENCY | NCLUDI NG ACCESS TO BUDG
ETARY | NFORMATION OF THE RESIDENCE | NCLUDI NG | NDI VI DUAL EXPENSES,
CONS| STENT W TH FEDERAL AND STATE CONFI DENTI ALI TY PROTECTI ONS.

YOU HAVE THE RI GHT TO BE | NFORVED REGARDI NG ANY STAFFI NG CHANGES.

YOU HAVE THE RI GHT TO BE G VEN CLEAR, UP TO DATE, UNDERSTANDABLE, AND
HONEST | NFORVATI ON ABOUT THE SYSTEM OF CARE AND SERVI CES FOR PERSONS
W TH DEVELOPMENTAL DI SABI LI TI ES, | NCLUDI NG BUT NOT' LIMTED TO MANAGED
CARE.

YOU HAVE THE RIGHT TO BE ADVI SED I N WRI TI NG OF ANY LAW5, RULES, OR
REGULATI ONS THAT APPLY TO A QUALIFIED FAM LY MEMBER S AND GUARDI AN S
ABILITY TO ACCESS |NFORVATION OR PARTICI PATE I N DECI SI ONS ABOUT THE
I NDI VI DUAL" S LI FE, | NCLUDI NG BUT NOT LIMTED TO, GUARDI ANSHI P | SSUES,
AND ACCESS TO RECORDS, REPORTS, PLANS OF CARE, AND OTHER PERTI NENT
| NFORVATI ON.

FOR PURPOSES OF MEDI CAI D WAl VERS OBTAI NED BY THE STATE:

YOU HAVE THE RI GHT TO CHOOSE A CARE COORDI NATOR.

YOU HAVE THE RI GHT TO RECEI VE | NFORVATI ON NECESSARY TO MAKE | NFORVED
DECI SI ONS, WHEN APPROPRI ATE, ABOUT THE CARE COORDI NATI ON OF THE | NDI VI D-
UAL.

YOU HAVE THE RI GHT TO | NDEPENDENT ADVOCATES.

YOU HAVE THE RI GHT TO BE NOTI FI ED I N WRI TI NG ABOUT ALL MANDATED PROCE-
DURES | F QUALI FI ED FAM LY MEMBERS OR GUARDI ANS NEED TO CHALLENGE A DECI -
SI ON.
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ALL THE ABOVE ARE YOUR RIGHTS. NOTHING IN THI S BILL OF RI GHTS SHALL
LIMT ANY OTHER ACTI ON OR RELI EF PERM TTED BY LAW |F THE PROVIDER OR
RESI DENTI AL  FACI LI TY DOES NOT HONOR THESE RI GHTS YOU MAY PURSUE HELP BY
CONTACTI NG THE NEW YORK STATE DEPARTMENT OF HEALTH, THE OFFICE FOR
PEOPLE W TH DEVELOPMENTAL DI SABI LI TI ES OR BY CONTACTI NG THE RESI DENTI AL
FACI LI TY OR THE PROVI DER OF SERVI CES.

(E) THE COW SSI ONER SHALL ESTABLI SH A PUBLIC EDUCATI ON PROGRAM TO
DI SSEM NATE | NFORVATI ON  REGARDI NG | MPLEMENTATI ON OF THI' S SECTI ON.  SUCH
| NFORMATI ON SHALL | NCLUDE, BUT NOT BE LIMTED TO, PUBLICATION OF THE
FAMLY BILL OF RIGHTS AS SPECI FIED I N SUBDI VI SION (D) OF TH S SECTI ON;
PUBLI CATI ON OF THE RI GHTS OF QUALI FI ED FAM LY MEMBERS AND GUARDI ANS OF A
PERSON RECEI VI NG SERVI CES FROM A PROVIDER OR IN A RESIDENTI AL FACILITY
OPERATED, LI CENSED, OR FUNDED BY THE OFFI CE; AND PUBLI CATI ON OF CERTAIN
PROVI SI ONS RELATI NG TO MEDI CAI D WAl VERS OBTAI NED BY THE STATE.

S 2. This act shall take effect imediately.



