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STATE OF NEW YORK

5489--B

2017- 2018 Regul ar Sessi ons

| N SENATE

March 31, 2017

Introduced by Sens. PARKER, HOYLMAN -- read twi ce and ordered printed
and when printed to be conmitted to the Comrittee on Investigations
and CGovernnent Operations -- committee discharged, bill anended,
ordered reprinted as anended and recommitted to said comittee --
recommitted to the Committee on |Investigations and Governnent Oper-
ations in accordance with Senate Rule 6, sec. 8 -- committee
di scharged, bill anmended, ordered reprinted as anended and recomm tted
to said conmmittee

AN ACT to anend the tax |law and the state finance law, in relation to
providing for taxpayer gifts for |upus education and prevention, and
establishing the Ilupus education and prevention fund and outreach
program

The People of the State of New York, represented in Senate and Assem
bly, do enact as foll ows:

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

(a) Lupus is a serious, conplex, debilitating autoi nmune di sease that
can cause inflammtion and tissue damage to virtually any organ system
in the body, including the skin, joints, other connective tissue, blood
and bl ood vessel s, heart, |ungs, kidney, and brain.

(b) Lupus research estimates that approxinmately one and a half to two
mllion Arericans live with some formof |upus; lupus affects wonen nine
times nmore often than nmen and eighty percent of newy diagnosed cases of
| upus devel op among wonen of chil dbearing age.

(c¢) Lupus disproportionately affects wonen of color -- it is tw to
three times nore conmon anong African- Anericans, H spanics, Asians and
Native Anericans and is generally nmore prevalent in mnority popul ations
-- a health disparity that remai 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.

EXPLANATI ON--Matter in italics (underscored) is new, matter in brackets
[-] is old lawto be onmtted
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(d) No new drugs have been approved by the U S. Food and Drug Admi nis-
tration specifically for lupus in nearly forty years and while current
treatnents for the disease can be effective, they can | ead to danmagi ng
side effects.

(e) The pain and fatigue associated with |lupus can threaten people's
ability to live independently, make it difficult to naintain enploynent
and lead nornmal lives, and one in five people with |upus is disabled by
the di sease, and consequently receives support from government prograns,
i ncludi ng Medi care, Medicaid, social security disability, and social
security suppl enental incone.

(f) The estimated average annual cost of nedical treatment for an
i ndi vidual with [upus can range between ten thousand dollars and thirty
thousand dollars; for people who have the nost serious form of | upus,
nmedi cal costs can greatly exceed this anount, causing a significant
econom ¢, enotional and social burden to the entire fanmly and society.

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

(h) Despite the nmagnitude of lupus and its inpact on individuals and
fam lies, health professional and public understanding of |upus remnains
Il ow, only one of five Anericans can provide even basic information about
| upus, and awareness of lupus is |owest anbng adults ages eighteen to
thirty-four -- the age group nost |likely to devel op synptonms of | upus.

(i) Lupus is a significant national health issue that deserves a
conmpr ehensi ve and coordi nated response by state and federal governnents
wi th invol venent of the health care provider, patient, and public health
comuni ti es.

8§ 2. The tax law is anended by adding a new section 209-L to read as
fol | ows:

§ 209-L. Gft for lupus education and prevention. A taxpayer in any
taxable year may elect to contribute to the support of the |upus educa-
tion and prevention fund. Such contribution shall be in any whole dollar
anmount and shall not reduce the ampbunt of the state tax owed by such
taxpayer. The conm ssioner shall include space on the corporate incone
tax return to enable a taxpayer to make such contribution. Not wi t h-
standing any other provision of law, all revenues collected pursuant to
this section shall be credited to the lupus education and prevention
fund and shall be wused only for those purposes enunerated in section
ni nety-seven-rrrr of the state finance |aw

8 3. The tax law is anmended by adding a new section 630-f to read as
fol | ows:

8§ 630-f. Gft for lupus education and prevention. An individual in any
taxable year may elect to contribute to the lupus education and
prevention fund. Such contribution shall be in any whole dollar anpunt
and shall not reduce the anpbunt of state tax owed by such individual
The conmm ssioner shall include space on the personal inconme tax return
to enable a taxpayer to mneke such contribution. Notw thstanding any
other provision of law all revenues collected pursuant to this section
shall be credited to the lupus education and prevention fund and used
only for those purposes enunerated in section ninety-seven-rrrr of the
state finance |aw

8 4. The state finance law is anended by adding a new section 97-rrrr
to read as follows:

§ 97-rrrr. Lupus education and prevention fund. 1. There is hereby
established in the joint custody of the conm ssioner of taxation and
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finance and the conptroller, a special fund to be known as the "l upus
education and prevention fund".

2. Such fund shall consist of all revenues received by the departnent
of taxation and finance, pursuant to the provisions of section two
hundred nine-L and section six hundred thirty-f of the tax law, and al
ot her noneys appropriated, credited or transferred thereto from any
other fund or source pursuant to law. Nothing contained in this section
shall prevent the state fromreceiving grants, gifts or bequests for the
pur poses of the fund as defined in this section and depositing theminto
the fund according to | aw

3. Monies of the fund shall be expended only for |lupus education and
prevention projects. As wused in this section, "lupus education and
prevention projects" neans educational projects, including grants for
lupus education and prevention prograns, which are approved by the
departnent of health.

4. Monies shall be payable fromthe fund on the audit and warrant of
the conptroller on vouchers approved and certified by the comr ssi oner
of health.

5. To the extent practicable, the comm ssioner of health shall ensure
that all nonies received during a fiscal year are expended prior to the
end of that fiscal year.

6. On or before the first day of February each year. the conmi ssioner
of health shall provide a witten report to the tenporary president of
the senate, speaker of the assenbly, chair of the senate finance comit-
tee, chair of the assenbly ways and neans conmttee, chair of the senate
conmttee on health, chair of the assenbly health committee, the state
conptroller and the public. Such report shall include how the nonies of
the fund were wutilized during the preceding cal endar year, and shal
include:

(a) the anmpbunt of noney disbursed fromthe fund and the award process
used for such di sbursenents;

(b) recipients of awards fromthe fund;

(c) the amount awarded to each

(d) the purposes for which such awards were granted; and

(e) a summary financial plan for such nonies which shall include esti-
mates of all receipts and all disbursenents for the current and succeed-
ing fiscal vyears, along with the actual results fromthe prior fisca

year.
8§ 5. This act shall take effect inmediately.




