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Introduced by M of A G BSON, JAFFEE, CASTRO SPANO ROBI NSON, BARRON,
CRESPO, ORTIZ -- Milti-Sponsored by -- M of A DESTITO  HOOPER
JEFFRI ES, LIFTON, MENENY, PEOPLES-STOKES, PERRY, PHEFFER, ROSENTHAL
SCARBOROUGH, SVEENEY, TITONE -- read once and referred to the Commt-
tee on Health

AN ACT to anend the public health law, in relation to the |upus educa-
tion and outreach program

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

Section 1. Legislative intent. The |legislature hereby finds the
fol | ow ng:

(a) Lupus is a serious, conplex, debilitating autoinmune di sease that
can cause inflammation and tissue danage to virtually any organ system
in the body, including the skin, joints, other connective tissue, blood
and bl ood vessels, heart, lungs, kidney, and brain.

(b) Lupus research estinmates that approxinmately one and a half to two
mllion Anericans live with some form of |upus; |upus affects wonen nine
times nore often than nen and eighty percent of newly di agnosed cases of
| upus devel op anong wonen of chil dbearing age.

(c) Lupus disproportionately affects women of color -- it is tw to
three times nore common anong African-Anericans, Hispanics, Asians and
Native Anmericans and is generally nore prevalent in mnority popul ations
-- a health disparity that renmai ns unexpl ai ned. According to the Centers
for Disease Control and Prevention the rate of lupus nortality has
increased since the late 1970s and is higher anong ol der African-Aneri -
can wonen.

(d) No new drugs have been approved by the U S. Food and Drug Adm ni s-
tration specifically for lupus in nearly forty years and while current
treatments for the disease can be effective, they can | ead to damagi ng
side effects.
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(e) The pain and fatigue associated with lupus can threaten people's
ability to live independently, make it difficult to nmaintain enploynment
and lead normal |ives, and one in five people with lupus is disabled by
the di sease, and consequently receives support from governnment prograns,
including Medicare, Medicaid, social security disability, and socia
security suppl enmental incone.

(f) The estimted average annual cost of nedical treatnment for an
i ndividual wth |upus can range between ten thousand dollars and thirty
t housand dol I ars; for people who have the nost serious form of |upus,
nmedical costs can greatly exceed this anpunt, causing a significant
econoni c, enotional and social burden to the entire famly and society.

(g) More than half of the people with lupus suffer four or nore years
and visit three or nore physicians before obtaining a diagnosis of
| upus; early diagnosis of and commencenent of treatnent for |upus can
prevent or reduce serious organ damage, disability, and death.

(h) Despite the nmagnitude of |upus and its inpact on individuals and
famlies, health professional and public understandi ng of [upus renains
low, only one of five Americans can provide even basic information about
| upus, and awareness of lupus is |owest anong adults ages eighteen to
thirty-four -- the age group nost likely to devel op synptons of | upus.

(i) Lupus is a significant national health issue that deserves a
conprehensive and coordi nated response by state and federal governnents
with involvenment of the health care provider, patient, and public health
conmuni ties.

S 2. Subdivision 1 of section 207 of the public health lawis anended
by addi ng a new paragraph (i) to read as foll ows:

(1) LUPUS, A DEBILITATING AUTO MMUNE DI SEASE THAT CAN CAUSE | NFLAMVA-
TION AND Tl SSUE DAMAGE TO VI RTUALLY ANY ORGAN SYSTEM IN THE BODY
INCLUDING THE SKIN, JONTS, OTHER CONNECTI VE TI SSUE, BLOOD AND BLOOD
VESSELS, HEART, LUNG KIDNEY AND BRAI N, AND WHI CH AFFECTS WOMEN, PARTI G-
ULARLY WOMEN OF COLOR, I N A DI SPROPORTI ONATE MANNER; PROVI DED THAT THE
PROGRAM SHALL | NCLUDE AN ADVI SORY COUNCI L UNDER THI S SECTI ON THAT SHALL
| NCLUDE REPRESENTATI VES OF PEOPLE WTH LUPUS AND THEIR FAMLIES AND
HEALTH CARE PROVI DERS WHO SPECI ALI ZE | N TREATI NG LUPUS, AMONG OTHERS

S 3. Subdivision 7 of section 207 of the public health | aw, as anmended
by section 16 of part A of chapter 109 of the | aws of 2010, is anended
to read as foll ows:

7. In addition to state funds appropriated for prograns under this
section, the conm ssioner may accept grants frompublic or private
sources for these programs. The comm ssioner, in admnistering this
section, shall seek to coordinate the departnment's progranms wth other
public and private prograns, and my undertake joint or cooperative
prograns w th other public or private entities, | NCLUDI NG MAKI NG GRANTS
(W TH N AMOUNTS APPROPRI ATED THEREFOR AND CONSI STENT W TH APPLI CABLE
LAW TO PUBLI C OR NOT- FOR- PROFI T ENTI TI ES

S 4. This act shall take effect immediately.



