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STATE OF NEW YORK

1109--A
2013- 2014 Regul ar Sessi ons
I N SENATE
( PREFI LED)
January 9, 2013

Introduced by Sens. MAZI ARZ, GALLI VAN, GRI SANTI, KENNEDY -- read tw ce
and ordered printed, and when printed to be commtted to the Commttee
on Mental Health and Devel opnental Disabilities - - commttee
di scharged, bill anended, ordered reprinted as anmended and reconmmtted
to said conmttee

AN ACT to amend the nental hygiene law, in relation to enacting the
"people first act of 2013"

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

Section 1. Short title. This act shall be known and may be cited as
the "people first act of 2013".

S 2. Legislative findings. It is the intent of the Ilegislature to
ensure that individuals wth devel opnental disabilities who utilize
| ong-term care services under the nedical assistance program and other
long-term care related benefit prograns adm nistered by the state have
nmeani ngf ul access to a reasonable array of community-based and institu-
tional programoptions and to ensure the well-being of individuals with
devel opnental disabilities, taking into account their informed and
expressed choices. Furthernore, the legislature declares that it is the
policy of the state to ensure that the clinical, habilitative, and
social needs of individuals with devel opmental disabilities who choose
to reside in integrated community-based settings can have those needs
nmet in integrated community-based settings. In order to neaningfully
conply with this policy, the state nmust have an understanding of the
existing capacity in integrated-comunity based settings, including
di rect support professionals and |icensed professionals, such as physi-
ci ans, dentists, nurse practitioners, nurses, and psychiatrists, as well
as residential capacity to provide for these needs.

It is further the intent of the legislature to support the satisfac-
tion and success of consuners through the delivery of quality services

EXPLANATI ON- - Matter in I TALICS (underscored) is new, matter in brackets
[ ] is oldlawto be onmtted.
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and supports. Evaluation of the services that consuners receive is a key
aspect to the service system Utilizing the information that consuners
and their famlies provide about such services in a reliable and nean-
ingful way is also critical to enable the comm ssioner of devel opnental
disabilities to assess the performance of the state's devel opnental
services systemand to inprove services for consuners in the future. To
that end, the commi ssioner of devel opnental disabilities shall conduct a
geographi ¢ anal ysis of supports and services in comunity settings and
i npl enment an inproved, unified quality assessnent system in accordance
with this act.

S 3. Section 13.15 of the nmental hygiene law is anended by adding a
new subdi vision (d) to read as foll ows:

(D) (1) FOR PURPCSES OF THI'S SUBDI VI SI ON, THE FOLLOW NG TERMS SHALL
HAVE THE FOLLOW NG MEANI NGS:

(1) "DIRECT SUPPORT PROFESSI ONALS' MEANS DI RECT SUPPORT WORKERS,
DI RECT CARE WORKERS, PERSONAL ASSI STANTS, PERSONAL ATTENDANTS, AND PARA-
PROFESSI ONALS THAT PROVI DE ASSI STANCE TO | NDI VI DUALS W TH DEVEL OPMENTAL
DI SABI LITIES IN THE FORM OF DAILY LIVING AND PROVIDE THE HABI LI TATI ON,
REHABI LI TATI ON, AND TRAI NI NG NEEDS OF THESE | NDI VI DUALS.

(1'l) "LICENSED PROFESSI ONALS" MEANS, BUT IS NOT LIMTED TO, PHYSI -
Cl ANS, DENTI STS, DENTAL HYG ENI STS, DENTAL ASSI STANTS, NURSE PRACTI TI ON-
ERS, LICENSED PRACTICAL NURSES, REGQ STERED NURSES, PSYCHI ATRI STS,
PSYCHOLOG STS, LICENSED MASTER SOCI AL WORKERS, OR LI CENSED CLI NI CAL
SOCI AL WORKERS, LI CENSED TO PRACTI CE PURSUANT TO THE EDUCATI ON LAW AND
OTHER QUALI FI ED MENTAL HEALTH PROFESSI ONALS.

(1'11) "SUPPORTS AND SERVICES' MEANS DI RECT SUPPORT PROFESSI ONALS,
LI CENSED PROFESSI ONALS, AND RESI DENTI AL  SERVI CES, | NCLUDI NG BUT NOT
LIMTED TGO PRI VATE RESIDENCES, COVMUNI TY-| NTEGRATED LI VI NG ARRANGE-
MENTS, SUPPORTED RESI DENTI AL PROGRAMS, SUPERVI SED RESI DENTI AL PROGRAMS,
OR SUPPORTI VE HOUSI NG PROGRANE.

(2) SUBJECT TO AVAILABLE APPROPRI ATI ONS THEREFOR, THE COWM SSI ONER
SHALL CONDUCT A GEOGRAPHI C ANALYSI S OF SUPPORTS AND SERVI CES | N COVMUNI -
TY SETTINGS FOR | NDI VI DUALS W TH DEVELOPMENTAL DI SABI LI TIES. TH S ANALY-
SIS SHALL ALSO | DENTI FY GAPS BETWEEN REQUI RED SUPPORTS AND SERVI CES BY
REG ON OF THE STATE.

(3) | N ORDER TO PERFORM THE GEOGRAPHI C ANALYSI S OR TO GATHER DATA FOR
PURPCSES OF PERFORM NG THE GEOGRAPHI C ANALYSIS, THE COW SSI ONER MAY
WORK | N COOPERATI ON AND AGREEMENT W TH OTHER OFFI CES, DEPARTMENTS OR
AGENCI ES OF THE STATE, LOCAL OR FEDERAL GOVERNMVENT, OR OTHER ORGANI ZA-
TI ONS AND | NDI VI DUALS.

(4) |IN CONDUCTING THI S ACTIVITY, THE COW SSI ONER, SUBJECT TO AVAI L-
ABLE APPROPRI ATI ONS THEREFOR, SHALL DEVELOP AND UTILIZE A WEB-BASED
DATA-BASE WHI CH PRIORITIZES THE URGENCY OF NEED FOR SUPPORTS AND
SERVI CES. THE | NFORMATI ON COLLECTED SHOULD ALLOW THE COW SSIONER TO
CATEGORI ZE NEEDS FOR DEVELOPMENTAL DI SABI LI TY SERVICES W THI N A FRAME-
WORK THAT ENCOWPASSES THREE LEVELS OF URGENCY OF NEEDS. THESE LEVEL OF
SUPPORT NEEDS SHOULD | NCLUDE: EMERGENCY NEED, FOR THOSE PERSONS W TH
DEVELOPMENTAL DI SABILITIES IN NEED OF | MVEDI ATE SUPPORT EITHER DAY
SUPPORT OR |IN-HOVE OR QUT-OF-HOVE PLACEMENT; CRITI CAL NEED FOR THOSE
| NDI VI DUALS WHO W LL HAVE A NEED FOR SUPPORTS OR SERVICES WTH N ONE
YEAR AND PLANNING FOR NEED, FOR THOSE | NDI VI DUALS WHOSE SUPPORT NEEDS
ARE ONE TO FI VE YEARS AWAY, OR WHERE THE CAREG VER |S AGE SIXTY OR
OLDER.

(5) SUCH AN ANALYSIS SHOULD | NCLUDE THE STATEW DE NUMBER OF | NDI VI D-
UALS SEEKI NG SERVI CES, | NCLUDI NG AWAI TI NG PLACEMENT BROKEN DOWN | NTO THE
TOTAL NUMBER OF | NDI VI DUALS FROM W THIN EACH DEVELOPMENTAL DI SABI LI TY
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SERVI CES OFFICE'S GEOGRAPH C AREA VWHO AWAI T RESI DENTI AL PLACEMENT, DAY
SERVI CE SUPPORT, HOVE AND COMMUNI TY-BASED WAIVER SUPPORT, EMPLOYMENT
SUPPORT, BEHAVI ORAL HEALTH SERVICES AND  SUPPORTS, OR OTHER
COVMUNI TY- BASED SUPPORT.  SUCH | NFORMATI ON SHOULD BE GROUPED BY THE AGE
OF THE | NDI VI DUAL AWAI TI NG COMMUNI TY SERVI CES AND SUPPORTS AND THE AGE
OF THEIR CAREQ VER, |F ANY. SUCH | NFORMATI ON SHOULD ALSO | NCLUDE WAI T-
LI ST AND PLACEMENT | NFORMATI ON SUCH AS:

(1) THE TYPE OF SUPPORTS AND SERVI CES SUCH | NDI VI DUALS ARE EXPECTED TO
REQU RE DI VIDED |NTO CERTIFIED OUT-OFHOVE, SUPERVI SED, SUPPORTI VE
PLACEMENT NEEDS AND OTHER NON PLACEMENT NEEDS AND THE NUMBER OF SUCH
PERSONS WHO ARE MEDI CALLY FRAI L REQUI RI NG | NTENSI VE MEDI CAL CARE;

(1'l) NON CERTI FI ED RESI DENTI AL PLACEMENTS CQUTSIDE THE PARENT'S OR
PARENTS' OR OTHER CAREG VER S HOVE;

(1'11) THE NUVMBER OF | NDI VI DUALS EXPECTED TO REQUI RE HOVE AND COVMUNI TY
SERVI CES WAl VER- FUNDED HABI LI TATI ON SERVI CES AT HOVE;

(1V) THE TOTAL NUMBER OF | NDI VI DUALS, WHO HAVE BEEN | DENTI FIED AS I N
NEED OF SUPPORTS AND SERVICES WHO HAVE RECEIVED THESE SUPPORTS AND
SERVI CES AND ANY GAP BETWEEN REQUI RED SUPPORTS AND SERVI CES AND THE
SUPPORTS AND SERVI CES PROVI DED;

(V) THE NUMBER OF EMERGENCY NEED RESI DENTI AL PLACEMENTS FOR THE PAST
YEAR AND OTHER SUPPORTS AND SERVI CES PROVI DED ON AN EMERGENCY BASI S;

(M) THE NUMBER OF I NDIVIDUALS WHO ARE CURRENTLY RECEI VI NG SUPPORTS
AND SERVI CES, | NCLUDI NG RESI DENTI AL SERVI CES, WHOSE CURRENT LI VI NG SI TU-
ATION | S NOT ADEQUATE TO MEET THEI R NEEDS AND WHO ARE AWAI TI NG AN ALTER-
NATI VE PLACEMENT OR ALTERNATI VE SUPPORT AND SERVI CE DELI VERY OPTI ONS;

(M) PRQIECTED FUNDI NG REQUI REMENTS FOR | NDI VI DUALS | DENTIFIED AS I N
NEED OF SERVI CES PURSUANT TO PARAGRAPH FOUR OF THI' S SUBDI VI SI ON;

(M 1'1) AN UPDATED FI VE YEAR PRQJECTI ON OF | NDI VI DUALS WHO W LL REQUI RE
El THER ADDI TI ONAL | N- HOVE SUPPORTS AND SERVI CES AND/ OR QUT- OF- HOVE RESI -
DENTI AL PLACEMENTS; AND

(1 X) ANY OTHER | NFORVATI ON DEEMED NECESSARY BY THE COWM SSI ONER.

(6) THE COW SSIONER SHALL PREPARE ANNUALLY FOR THE GOVERNOR, THE
LEG SLATURE AND THE STATE COWM SSI ON ON QUALI TY OF CARE FOR THE MENTALLY
DI SABLED A WRI TTEN EVALUATI ON REPORT CONCERNI NG THE DELI VERY OF SUPPORTS
AND SERVI CES IN THE COWUNI TY. ON OR BEFORE MARCH FIRST, IN EACH YEAR,
THE COW SSI ONER SHALL SUBM T A COPY OF SUCH REPORT, AND SUCH RECOMVEN-
DATI ON AS HE OR SHE DEEMS APPROPRI ATE, TO THE GOVERNOR, THE TEMPORARY
PRESI DENT OF THE SENATE, THE SPEAKER OF THE ASSEMBLY, THE RESPECTI VE
M NORI TY LEADERS OF EACH SUCH HOUSE, AND THE CHAI R OF THE STATE COW S-
SI ON ON QUALI TY OF CARE FOR THE MENTALLY DI SABLED. THE FI RST SUCH REPORT
SHALL BE DUE BY NO LATER THAN MARCH FI RST, TWO THOUSAND FI FTEEN. THE
REPORT SHALL ALSO BE MADE AVAI LABLE TO THE PUBLI C AND SHALL BE PUBLI SHED
ON THE OFFI CE' S VEEBSI TE | N AN APPROPRI ATE LOCATI ON AT THE SAME TIME AS
| TS SUBM SSI ON TO STATE OFFI Cl ALS.

S 4. Subdivision (c) of section 16.01 of the nmental hygiene | aw, as
added by chapter 234 of the laws of 1998, paragraph 1 as anended by
chapter 37 of the laws of 2011, is anended to read as foll ows:

[(c)] (J) (1) Notwi thstanding any other provision of law, the comi s-
sioner, or his OR HER designee, nmy require from any hospital, as
defined wunder article twenty-eight of the public health | aw, any infor-
mation, report, or record necessary for the purpose of carrying out the
functions, powers and duties of the comm ssioner related to the investi-
gation of deaths and conplaints of abuse, mstreatnent, or neglect
concerni ng persons with devel opnental disabilities who receive services,
or had prior to death received services, ina facility as defined in
section 1.03 of this chapter, or are receiving nedicaid wai ver services
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fromthe office for people with devel opnental disabilities in a non-cer-
tified setting, and have been treated at such hospitals.

(2) Any information, report, or record requested by the conm ssioner
or his OR HER designee pursuant to this subdivision shall be limted to
that information that the conm ssioner determ nes necessary for the
conpl etion of this investigation.

(3) The information, report or record received by the comm ssioner or
his OR HER designee pursuant to this subdivision shall be subject to
section two thousand ei ght hundred five-m section eighteen, as added by
chapter four hundred ninety-seven of the |laws of nineteen hundred eight-
y-six, and article twenty-seven-F of the public health law, section
33.13 of this chapter, and any applicable federal statute or regul ation.

S 5. Section 16.01 of the nmental hygiene law is anended by addi ng
seven new subdivisions (c), (d), (e), (f), (g), (h) and (i) to read as
fol | ows:

(©) THE COWM SSI ONER, | N CONSULTATI ON W TH STAKEHOLDERS, | NCLUDI NG BUT
NOT LIMTED TO PROVIDERS OF SERVICES FOR PERSONS W TH DEVELOPMENTAL
Dl SABI LI TI ES, REPRESENTATI VES FROM EMPLOYEE ORGANI ZATI ONS REPRESENTI NG
DI RECT CARE WORKERS, CONSUMER REPRESENTATIVES | NCLUDI NG PERSONS W TH
DEVELOPMENTAL DI SABI LI TIES, OR THEI R PARENTS OR GUARDI ANS, CORRESPOND-
ENTS AND OTHER | NTERESTED PERSONS, SHALL | DENTIFY A VALI D AND RELI ABLE
QUALI TY ASSURANCE | NSTRUVENT THAT | NCLUDES ASSESSMENTS OF CONSUMER AND
FAM LY SATI SFACTI ON, PROVI SION OF SERVI CES, AND PERSONAL OUTCOMES. THE
| NSTRUVENT SHALL DO ALL OF THE FOLLOW NG

(1) PROVI DE NATI ONALLY VALI DATED, BENCHVARKED, CONSI STENT, RELI ABLE
AND MEASURABLE DATA FOR THE OFFI CE'S QUALI TY MANAGEMENT SYSTEM

(2) ENABLE THE COWMM SSI ONER AND ENTI TI ES CONTRACTED BY THE COWM SSI ON-
ER TO COORDI NATE AND/ OR DELI VER SUPPORTS AND SERVI CES TO PERSONS W TH
DEVELOPMENTAL DI SABI LI TIES, | NCLUDING BUT NOT LIMTED TO HEALTH HOVES
ESTABLI SHED PURSUANT TO SECTI ON THREE HUNDRED Sl XTY- FI VE-L OF THE SOCI AL
SERVI CES LAW OR OTHER MANAGED CARE ENTI TI ES AS APPROVED PURSUANT TO
SECTI ON FOUR THOUSAND FOUR HUNDRED THREE- F OF THE PUBLI C HEALTH LAW TO
COWARE THE PERFORMANCE OF NEW YORK S DEVELOPMENTAL SERVI CES SYSTEM
AGAlI NST OTHER STATES' DEVELOPMENTAL SERVI CES SYSTEMS AND TO ASSESS QUAL-
| TY AND PERFORMANCE AMONG ALL OF THE MANAGED CARE AND SERVICE AND
SUPPORT ENTI TI ES STATEW DE.

(3) I NCLUDE OUTCOME- BASED MEASURES SUCH AS HEALTH, SAFETY, WELL- BEI NG
RELATI ONSHI PS, | NTERACTIONS W TH PECPLE WHO DO NOT HAVE A DI SABI LI TY,
EMPLOYMENT, QUALITY OF LIFE, | NTEGRATION, CHO CE, SERVICE, AND CONSUMER
SATI SFACTI ON.

(D) TO THE EXTENT THAT FUNDI NG | S AVAI LABLE, THE | NSTRUMENT | DENTI FI ED
IN SUBDIVISION (C) OF THI S SECTI ON MAY BE EXPANDED TO COLLECT ADDI TI ONAL
DATA REQUESTED BY OTHER OFFI CES, DEPARTMENTS OR AGENCI ES OF THE STATE,
LOCAL OR FEDERAL GOVERNVENT.

(E) THE COW SSI ONER SHALL CONTRACT W TH AN | NDEPENDENT AGENCY OR
ORGANI ZATION TO | MPLEMENT BY JANUARY FI RST, TWD THOUSAND FOURTEEN, THE
QUALI TY ASSURANCE | NSTRUVENT DESCRIBED IN SUBDIVISION (€ OF TH'S
SECTI ON. THE CONTRACTOR SHALL BE EXPERI ENCED I N ALL OF THE FOLLOW NG

(1) DESIGNING VALID QUALITY ASSURANCE | NSTRUMENTS FOR DEVELOPMENTAL
SERVI CE SYSTEMS.

(2) TRACKI NG QUTCOVE- BASED MEASURES SUCH AS HEALTH, SAFETY, WELL- BE-
| NG RELATI ONSHI PS, | NTERACTI ONS W TH PEOPLE WHO DO NOT HAVE A DI SABI LI -
TY, EMPLOYMENT, QUALITY OF LIFE, |NTEGRATION, CHO CE, SERVICE, AND
CONSUMER SATI SFACTI ON.

(3) DEVELOPI NG DATA SYSTEMS.

(4) DATA ANALYSI S AND REPORT PREPARATI ON.



Co~NOoOUIT~hWNE

S. 1109--A 5

(5) ASSESSMENTS OF THE SERVI CES RECEI VED BY CONSUMERS WHO ARE MOVED
FROM DEVELOPMENTAL CENTERS TO THE COMMUNITY, G VEN THE LEQ SLATURE' S
H STORI C RECOGNI TI ON OF A SPECI AL OBLI GATI ON TO ENSURE THE WELL- BEI NG OF
THESE PERSONS.

(F) THE COWM SSI ONER, | N CONSULTATI ON W TH THE CONTRACTOR DESCRI BED | N
SUBDIVISION (E) OF THI'S SECTIQON, SHALL ESTABLI SH THE METHODOLOGY BY
VH CH THE QUALI TY ASSURANCE | NSTRUMENT SHALL BE ADM NI STERED, | NCLUDI NG
BUT NOT LIM TED TO, HOW OFTEN AND TO WHOM THE QUALI TY ASSURANCE W LL BE
ADM NI STERED, AND THE DESIGN OF A STRATI FI ED, RANDOM SAMPLE AMONG THE
ENTI RE POPULATI ON OF CONSUMERS SERVED BY SERVI CE PROVI DERS, | NCLUDI NG
ANY NEWY APPROVED MANAGED CARE ENTI TI ES. THE CONTRACTOR SHALL PROVI DE
AGGREGATE | NFORMATI ON FOR ALL SERVICE PROVIDERS AND THE STATE AS A
VWHOLE. AT THE REQUEST OF A CONSUMER OR THE FAM LY MEMBER OF A CONSUMER,
THE SURVEY SHALL BE CONDUCTED I N THE PRI MARY LANGUAGE OF THE CONSUMER OR
FAM LY MEMBER SURVEYED.

(G THE COW SSI ONER SHALL COLLECT DATA FOR THE QUALITY ASSURANCE
| NSTRUVENT DESCRIBED IN SUBDIVISION (C) OF THIS SECTION. | F, DURI NG THE
DATA COLLECTI ON PROCESS, THE COW SSIONER | DENTIFIES ANY SUSPECTED
VI OLATI ON OF THE LEGAL, CIVIL, OR SERVICE RIGHTS OF A CONSUMER, OR IF IT
DETERM NES THAT THE HEALTH AND WELFARE OF A CONSUMER | S AT RI SK, THAT
| NFORVMATI ON SHALL BE PROVI DED | MVEDI ATELY TO THE CHAI R OF THE COWM SSI ON
ON QUALI TY OF CARE FOR THE MENTALLY DI SABLED AND ANY REG ONAL ENTITY
PROVI DI NG CASE MANAGEMENT SERVI CES TO THE CONSUMER. AT THE REQUEST OF
THE CONSUMER, OR FAM LY, WHEN APPROPRIATE, A COPY OF THE COWPLETED
SURVEY SHALL BE PROVIDED TO THE COWM SSI ON ON QUALI TY OF CARE FOR THE
MENTALLY DI SABLED AND ANY REGQ ONAL ENTITY PROVIDI NG CASE MANAGEMENT
SERVI CES TO | MPROVE THE CONSUMER S QUALI TY OF SERVI CES THROUGH THE | NDI -
VI DUAL PLANNI NG PROCESS.

(H THE COWM SSI ONER, | N CONSULTATI ON W TH STAKEHOLDERS, SHALL ANNUAL-
LY REVI EW THE DATA COLLECTED FROM AND THE FI NDI NGS OF THE QUALI TY ASSUR-
ANCE | NSTRUMENT DESCRI BED I N SUBDI VI SION (C) OF THI'S SECTI ON AND ACCEPT
RECOVIVENDATI ONS REGARDI NG ADDI TI ONAL OR DI FFERENT CRI TERI A FOR THE QUAL-
| TY ASSURANCE | NSTRUMENT | N ORDER TO ASSESS THE PERFORMANCE OF THE
STATE'S DEVELOPMENTAL SERVI CES SYSTEM AND | MPROVE SERVI CES FOR CONSUM
ERS.

(1) ALL REPORTS GENERATED PURSUANT TO THIS SECTION SHALL BE MADE
PUBLI CLY AVAILABLE, BUT SHALL NOT CONTAIN ANY PERSONAL | DENTI FYI NG
| NFORMATI ON ABOUT ANY PERSON ASSESSED.

S 6. This act shall take effect imediately.



