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STATE OF NEW YORK

5388
2009- 2010 Regul ar Sessi ons
I N ASSEMBLY
February 13, 2009

Introduced by M of A MAISEL, D NOWN TZ, BROOK- KRASNY, PHEFFER, JAFFEE
-- Milti-Sponsored by -- M of A ESPAILLAT, V. LOPEZ, MARKEY, MAYER-
SOHN, MENENY, REILLY, SWEENEY, WElI SENBERG -- read once and referred
to the Commttee on Health

AN ACT to anend the public health law, in relation to creating a |ynp-
hedema and |ynphatic diseases registry and creating a | ynphedena and
| ynphati c di seases advi sory board

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 18

to read as foll ows:
ARTI CLE 18
LYMPHEDEMA AND LYMPHATI C DI SEASES REG STRY
ADVI SORY BOARD

SECTI ON 1800. DUTY TO REPORT

1801. DEFI NI TI ONS.

1802. CONTENTS OF REPORT; REJ STRY.

1803. DUTI ES OF DEPARTMENT.

1804. DUTIES OF COW SSI ONER

1805. LYMPHEDEMA AND LYMPHATI C DI SEASES ADVI SORY BQARD.

S 1800. DUTY TO REPORT. EVERY PHYSI CI AN OR HEALTH CARE PROVI DER SHALL
REPORT THE EXI STENCE OF LYMPHEDEMA AND LYMPHATI C DI SEASE TO THE DEPART-
MENT FOR COWPI LATI ON | NTO A REG STRY OF | NFORVATI ON AND DATA.

S 1801. DEFINITIONS. AS USED IN TH S ARTI CLE

1. "LYMPHEDEMA" SHALL MEAN AN ACCUMULATI ON OF LYMPHATIC FLU D IN THE
| NTERSTI TI AL Tl SSUE THAT CAUSES SVEELLI NG, MOST OFTEN I N THE ARMS AND/ OR
LEGS, AND OCCASI ONALLY I N OTHER PARTS OF THE BODY, BY ANY CAUSE

2. LYWMPHATIC DI SEASES SHALL | NCLUDE, BUT NOT BE LI M TED TO | NSUFFI -
Cl ENCY OF LYMPHATI C Cl RCULATORY FUNCTI ON (TO | NCLUDE ALL FORVMS OF  LYMP-
HEDEMA) , LI PEDEMA, COVPLEX CONGENI TAL DI SEASES OF THE LYMPHATI C VASCULA-
TURE, | NCLUDI NG LYMPHANG OVATCOSI S, LYMPHANG CLEI O MYOVATCSI S,

EXPLANATI ON- - Matter in I TALICS (underscored) is new, matter in brackets
[ ] is oldlawto be onmtted.
LBDO7194- 02- 9



Co~NOoOUIT~hWNE

A. 5388 2

LYMPHANG ECTASI AS, LYMPHANG OVAS, CYSTIC HYGROVAS, GORHAM S DI SEASE,
LYMPHANG OSARCOVA, AND COVPLEX VASCULAR/ LYMPHATI C MALFORMATI ONS.

S 1802. CONTENTS OF REPORT; REGQ STRY. THE REPORT AS SET FORTH I N
SECTI ON ElI GHTEEN HUNDRED OF THI S ARTI CLE SHALL BE DESIGNATED AS THE
LYMPHEDEMA AND LYMPHATI C DI SEASES REPORT AND SHALL CONTAI N | NFORVATI ON
VWH CH THE COMM SSI ONER, | N CONSULTATI ON W TH THE LYMPHEDEMVA AND LYMPHAT-
| C DI SEASES ADVI SORY BOARD ESTABLI SHED I N SECTI ON ElI GHTEEN HUNDRED FI VE
OF TH S ARTI CLE, DEEMS NECESSARY TO | DENTI FY PRI MARY, OR SOURCE CASES OF
LYMPHEDEMA AND LYMPHATI C DI SEASES AND SECONDARY CASES OF SUCH DI SEASES,
I NVESTI GATE THE | NCl DENCES AND PREVALENCE OF LYMPHEDEMA AND LYMPHATIC
DI SEASES, AND OTHER RELEVANT DATA AND FI NDI NGS W TH RESPECT THERETO.

S 1803. DUTI ES OF DEPARTMENT. 1. THE LYMPHEDEMA AND LYMPHATI C DI SEASES
REPORTS PROVI DED BY PHYSI CI ANS AND HEALTH CARE PROVI DERS SHALL BE MAI N-
TAI NED BY THE DEPARTMENT I N A REG STRY SU TABLE FOR RESEARCH PURPGSES,
AND SHALL BE MADE AVAI LABLE TO PERSONS AS SET FORTH I N SUBDI VI SI ON TWO
OF TH S SECTI ON.

2. NOTW THSTANDI NG ANY | NCONSI STENT PROVI SI ON OF LAW ALL | NFORVATI ON
COLLECTED PURSUANT TO THI S ARTI CLE SHALL BE CONFI DENTI AL W TH RESPECT TO
THE | DENTITY OF THE | ND VI DUAL PATI ENT AND SHALL BE USED SOLELY FOR THE
PURPOSES PROVI DED IN THI S ARTI CLE. ACCESS TO SUCH | NFORVATI ON SHALL BE
LIMTED TO AUTHORI ZED EMPLOYEES OF THE DEPARTMENT AND PERSONS W TH A
VALI D SCI ENTI FI C | NTEREST AND QUALI FI CATI ONS, AS DEFI NED BY THE COW S-
SI ONER, WHO ARE ENGAGED | N DEMOGRAPHI C, EPI DEM OLOd CAL OR OTHER SI M LAR
STUDI ES RELATED TO HEALTH, AND WHO AGREE, IN WRI TI NG TO MAI NTAI N CONFI -
DENTI ALI TY AS ESTABLISHED BY THE COVM SSI ONER AND | N ACCORDANCE W TH
APPLI CABLE LOCAL, STATE AND FEDERAL LAWS AND REGULATI ONS.

3. THE DEPARTMENT SHALL MAI NTAI N AN ACCURATE RECORD OF ALL PERSONS WHO
ARE G VEN ACCESS TO THE | NFORVATI ON CONTAINED IN THE LYMPHEDEMA AND
LYMPHATI C DI SEASES REG STRY. THE RECORD SHALL | NCLUDE THE NAME OF THE
PERSON AUTHORI ZI NG ACCESS, THE NAME, TITLE AND ORGANI ZATI ONAL AFFI L-
IATION OF THE PERSON G VEN ACCESS, DATES OF ACCESS, AND THE SPECI FI C
PURPOSE FOR VWHI CH | NFORMATI ON |'S TO BE USED. THE RECORD OF ACCESS SHALL
BE OPEN TO PUBLIC |INSPECTION DURI NG NORMAL OPERATI NG HOURS OF THE
DEPARTMENT.

4. ANY PERSON WHO, IN VIOLATION OF A WRI TTEN AGREEMENT TO MNAI NTAI N
CONFI DENTI ALI ' TY, DI SCLOSES ANY | NFORVATI ON PROVI DED PURSUANT TO THI S
SECTI ON, OR WHO USES | NFORVATI ON PROVI DED PURSUANT TO THIS SECTION IN A
MANNER OTHER THAN THAT PRESCRI BED BY THE COWM SSI ONER, NMAY BE DEN ED
FURTHER ACCESS TO ANY CONFI DENTI AL | NFORVATI ON MAI NTAI NED BY THE DEPART-
MENT AND MAY BE SUBJECT TO PENALTY OF A FINE AS DETERM NED BY THE
COW SSI ONER.

S 1804. DUTIES O COW SSIONER.  THE COW SSI ONER SHALL PROMULGATE
RULES AND REGULATIONS TO | MPLEMENT THE PROVISIONS OF TH'S ARTICLE,
I NCLUDI NG BUT NOT LIM TED TO

1. ESTABLISHI NG THE FORM CONTENT AND MANNER OF REPCRTI NG BY PHYSI -
Cl ANS AND HEALTH CARE PROVI DERS FCR FI LI NG THE LYMPHEDEMA AND/ OR  LYMP-
HATI C DI SEASES | NFORVATI ON DATA;

2. DEVELOPI NG AND MAI NTAI NI NG THE LYMPHEDEMA AND LYMPHATI C DI SEASES
REG STRY;,

3. DEVELOPI NG GQUI DELI NES FOR THE PERM SSI BLE USES FOR THE | NFORVATI ON
MADE AVAI LABLE PURSUANT TO THI S ARTI CLE;

4. ESTABLI SHI NG PROCEDURES TO NMAI NTAI N THE CONFI DENTI ALI TY OF | NFORMA-
TI ON PROVI DED TO PERSONS PURSUANT TO THI S ARTI CLE;

5. ESTABLI SH NG PENALTI ES FOR W LLFUL VI OLATI ONS OF WRI TTEN AGREE-
MENTS TO MAI NTAI N CONFI DENTI ALI TY; AND
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6. ESTABLI SH NG THE NECESSARY PROCEDURES TO MEET AND SUPPORT THE
GOALS OF A NATI ONAL LYMPHEDEMA AND LYMPHATI C DI SEASES REG STRY ESTAB-
LI SHED BY THE FEDERAL GOVERNMENT OR A NATIONALLY RECOGNI ZED CENTRAL
LYMPHATI C DI SEASE ORGANI ZATI ON.

S 1805. LYMPHEDEMA AND LYMPHATI C DI SEASES ADVI SCRY BOARD. 1. THERE IS
HEREBY ESTABLISHED |IN THE DEPARTMENT THE LYMPHEDEMA AND LYMPHATIC
DI SEASES ADVI SORY BOARD TO BE COWOSED OF NI NE MEMBERS WHO SHALL BE
RESI DENTS OF THE STATE AND SHALL BE APPO NTED IN THE FOLLOWN NG MANNER:
TWO SHALL BE APPO NTED BY THE TEMPORARY PRES|I DENT OF THE SENATE; TWO
SHALL BE APPO NTED BY THE SPEAKER OF THE ASSEMBLY; AND FIVE SHALL BE
APPO NTED BY THE GOVERNOR THE GOVERNOR SHALL DESI GNATE THE CHAI R OF
THE ADVI SCRY BOARD. THE MAJORITY OF THE MEMBERS OF THE BOARD SHALL BE
REPRESENTATI VES AND EXPERTS | N THE AREA OF LYMPHATI C RESEARCH, BI OTECH
NOLOGY RESEARCH, TREATMENT OF LYMPHEDEMA AND/ OR LYMPHATI C DI SEASES. AT
LEAST ONE APPO NTEE SHALL BE AN | NDI VI DUAL OR AN | NDI VI DUAL W TH A CLCSE
FAM LY MEMBER DI AGNOCSED W TH EI THER PRI MARY OR SECONDARY LYMPHEDEMA OR A
LYMPHATI C DI SEASE. AT LEAST ONE APPO NTEE SHALL REPRESENT AN ORGANI ZA-
TI ON DEDI CATED SOLELY TO LYMPHEDEVMA AND LYMPHATI C DI SEASE EDUCATI ON,

AVWARENESS AND RESEARCH. THE MEMBERS OF SUCH BOARD SHALL SERVE FOR A
TERM OF TWDO YEARS. VACANCI ES SHALL BE FILLED I N THE SAME MANNER AS THE
ORI G NAL APPO NTMENTS. THE ADVI SORY BOARD SHALL MEET AT LEAST THREE

TIMES A YEAR, AT THE REQUEST OF THE CHAIR. THE MEMBERS OF THE BQOARD
SHALL RECEIVE NO COVWPENSATI ON FOR THElI R SERVI CES, BUT SHALL BE ALLOWED
THEI R ACTUAL AND NECESSARY EXPENSES | NCURRED | N PERFORVANCE OF THEIR
DUTI ES.

2. THE ADVI SORY BOARD SHALL BE RESPONS|I BLE FOR ADVI SI NG THE COW S-
SIONER W TH RESPECT TO THE | MPLEMENTATI ON OF THI S ARTI CLE, | NCLUDI NG BUT
NOT' LI M TED TO THE FOLLOW NG

(A) THE DEVELOPMENT AND MAI NTENANCE OF THE LYMPHEDEMA AND LYMPHATI C
DI SEASES REQ STRY;

(B) THE TYPE OF | NFORVATI ON TO BE COLLECTED AND STORED IN THE REG S-
TRY;

(© THE MANNER I N WHI CH SUCH DATA | S TO BE COLLECTED,

(D) THE USE AND AVAI LABILITY OF SUCH DATA |INCLUDING GUI DELINES FOR
SUCH USE; AND

(E) THE NECESSARY PROCEDURES TO MEET AND SUPPORT THE GOALS COF A
NATI ONAL LYMPHEDEMA AND LYMPHATI C DI SEASES REG STRY ESTABLI SHED BY THE
FEDERAL GOVERNMVENT OR A NATI ONALLY RECOGNI ZED CENTRAL LYMPHATI C DI SEASE
ORGANI ZATI ON, |F SUCH REA STRY | S CREATED PRI OR TO OR AFTER THE EFFEC
TI' VE DATE OF TH S ARTI CLE.

3. THE ADVISORY BOARD, | N COLLABORATI ON W TH THE DEPARTMENT, SHALL
PROVI DE GUI DANCE TO THE DEPARTMENT W TH RESPECT TO PROVI DI NG EDUCATI ON
AND PUBLI C AWARENESS ON LYMPHEDEMA AND LYMPHATI C DI SEASES, | NCLUDI NG BUT
NOT' LI M TED TGO

(A) RAISING PUBLIC AWARENESS ON THE CAUSES AND NATURE CF PRI MARY AND
SECONDARY LYMPHEDEMA AND LYMPHATI C DI SEASES; PREVENTI ON;,  EARLY DI AGNO-
SI'S; CURRENT AND NEW AND EMERG NG OPTI ONS FOR TREATMENT AND THERAPY;
RESEARCH; MEDI CAL | NSURANCE; AND LONG TERM CHRONI C CARE | SSUES.

(B) |1 DENTI FYI NG AND EXAM NI NG THE LI M TATI ONS OF EXI STI NG LAW5, REGU
LATI ONS, PROGRAMS, AND SERVI CES W TH REGARD TO LYMPHEDEMA AND LYMPHATI C
DI SEASES. SUCH | NFORVATI ON SHALL BE REPORTED, W TH RECOMVENDATI ONS, TO
THE GOVERNCOR, THE TEMPORARY PRESI DENT OF THE SENATE AND THE SPEAKER OF
THE ASSEMBLY.

(© FACI LI TATI NG COORDI NATI ON OF AND COVMUNI CATI ON AMONG STATE AND
LOCAL AGENCIES AND ORGAN ZATIONS REGARDI NG FACI LI TATI NG TREATMENTS,
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THERAPY, AND NEW AND EMERG NG RESEARCH FOR LYMPHEDEMA AND LYMPHATIC
DI SEASES.

(D) RECEIVI NG AND CONSI DERI NG REPORTS AND TESTI MONY FROM | NDI VI DUALS,
LOCAL HEALTH DEPARTMENTS, COVWUNI TY-BASED ORGANI ZATI ONS, VOLUNTARY
HEALTH ORGANI ZATI ONS, AND OTHER PUBLI C AND PRI VATE ORGANI ZATI ONS STATE-
W DE TO LEARN ABOUT LYMPHEDEMA AND LYMPHATI C DI SEASES PREVENTI ON, DI AG
NOSI S, TREATMENT, THERAPY AND NEW AND EMERG NG RESEARCH.

(E) PROVIDI NG RESOURCES AND | NFORMATI ON TO PATI ENTS AND HEALTH CARE
PROVI DERS ABOUT LYMPHEDEMA AND LYMPHATI C DI SEASES PREVENTI ON, DI AGNOSI S,
TREATMENT, THERAPY AND NEW AND EMERG NG RESEARCH | N ORDER TO | MPROVE THE
QUALI TY OF LI FE FOR THOSE DI AGNOSED AND RECEI VI NG TREATMENT AND/ OR THER-
APY FOR LYMPHEDENMA AND LYMPHATI C DI SEASES | N NEW YORK.

4. THE ADVI SORY BOARD SHALL | SSUE A REPORT ON AN ANNUAL BASI S | NDI CAT-
I NG THE YEAR S ACTI VI TIES, GOALS AND OBJECTI VES, ACH EVEMENTS, AND PLANS
FOR THE FOLLON NG YEAR. THE ANNUAL REPORT SHALL ALSO | NCLUDE SHORT AND
LONG TERM STRATEG C GOALS AND OPERATI ONAL OBJECTI VES FOR ADDRESSI NG
LYMPHEDEMA AND LYMPHATI C DI SEASE HEALTHCARE AND RESEARCH.

S 2. This act shall take effect imediately.



