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STATE OF NEW YORK

6239
I N SENATE
( PREFI LED)
January 8, 2014

Introduced by Sen. SANDERS -- read twi ce and ordered printed, and when
printed to be conmmitted to the Conmittee on Finance

AN ACT to anend the social services |law and the public health law, in
relation to establishing the sickle cell treatnent act of 2014; and
maki ng an appropriation therefor

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

Section 1. This act shall be known and may be cited as the "sickle
cell treatnment act of 2014".

S 2. Legislative findings. The |l egislature hereby finds and declares
the foll ow ng:

(1) Sickle <cell disease (SCD) is an inherited disease of red bl ood
cells that is a najor health problemin the United States.

(2) Approxinmately 100,000 Anericans have SCD and approxinmately 1,000
Anerican babies are born wth the disease each year. SCD also is a
gl obal problemw th close to 500,000 babies born annually wth the
di sease.

(3) Inthe United States, SCD is nost common in African-Anericans and
in those of Hispanic, Mediterranean, and M ddl e Eastern ancestry. Anbng
newborn Anerican infants, SCD occurs in approximately 1 in 500 African-
Americans, 1 in 36,000 H spanics, and 1 in 80,000 Caucasi ans.

(4) More than 3,000,000 Anericans, nostly African-Anericans, have the
sickle cell trait. These Americans are healthy carriers of the sickle
cell gene who have inherited the nornmal henogl obin gene from one parent
and the sickle cell gene fromthe other parent. A sickle cell trait is

not a di sease, but when both parents have the sickle cell trait, there
is alin 4 chance with each pregnancy that the child will be born with
SCD.

(5) Children with SCD nay exhi bit frequent pain episodes, entrapnent
of blood wthin the spleen, severe anem a, acute |lung conplications
(acute chest syndrone), and priapism During episodes of severe pain,
spleen enlargenent, or acute lung conplications, life threatening
conplications can develop rapidly. Children with SCD are also at risk
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for septicema, neningitis, and stroke. Children with SCD at hi ghest
risk for stroke can be identified and, thus, treated early with regular
bl ood transfusions for stroke prevention.

(6) The nost feared conplication for children with SCD is a stroke
(either overt or silent) occurring in 30 percent of the children wth
sickle cell anemia prior to their 18th birthday and occurring in infants
as young as 18 nonths of age. Students with SCD and sil ent strokes nay
not have any physical signs of such disease or strokes but nmay have a
| oner educational attainnment when conpared to children with SCD.

(7) WMany adults wth SCD have acute problens, such as frequent pain
epi sodes and acute lung conplications (acute chest syndrone) that can
result in death. Adults wth SCD can also devel op chronic problens,
i ncl udi ng pul nonary di sease, pul nonary hypertensi on, degenerative chang-
es in the shoulder and hip joints (bone necrosis), poor vision, and
ki dney failure.

(8) The average life span for an adult with SCD is 45-50 years. Wile
some patients can remain without synptons for years, many others nmay not
survive infancy or early childhood. Causes of death include bacteria
i nfection, stroke, and lung, kidney, heart, or liver failure. Bacteria
infections and lung injuries are | eading causes of death in children and
adults with SCD.

(9) As a conplex disorder wth nmultisystem manifestations, SCD
requires specialized conprehensive and continuous care to achieve the
best possi bl e outcome. Newborn screening, genetic counseling, and educa-
tion of patients and fam |y nenbers are critical preventative nmeasures
that decrease norbidity and nortality, delaying or preventing conpli-
cations, in-patient hospital stays, and increased overall costs of care.

(10) Stroke in the adult SCD population commonly results in both
nmental and physical disabilities for life.

(11) Currently, one of the nost effective treatnents to prevent or
treat an overt stroke or a silent stroke for a child with SCD is at
| east nonthly blood transfusions throughout childhood for many, and
t hroughout life for sone. This requires the renoval of sickle cell blood
and replacenment with normal bl ood (exchange transfusion).

(12) Wth acute lung conplications (acute chest syndrone), trans-
fusions are usually required and are often the only therapy denonstrated
to prevent premature death.

The legislature declares its intent to devel op and establish systemc
mechani sms to inprove the prevention and treatnment of sickle cel
di sease.

S 3. Section 365 of the social services |law is amended by addi ng a new
subdi vision 13 to read as foll ows:

13.  ANY | NCONSI STENT PROVI SION OF THI' S CHAPTER OR OTHER LAW NOTW TH
STANDI NG THE DEPARTMENT SHALL BE RESPONSIBLE FOR FURN SH NG MEDI CAL
ASS|I STANCE FOR PREVENTATI VE MEDI CAL STRATEG ES, | NCLUDI NG PROPHYLAXI S,
AND TREATMENT AND SERVI CES FOR ELI G BLE | NDI VI DUALS WHO HAVE SI CKLE CELL
DI SEASE. FOR THE PURPCSES OF THI'S SUBDI VI SI ON, "PREVENTATI VE MEDI CAL
STRATEG ES, TREATMENT AND SERVI CES' SHALL | NCLUDE, BUT NOT BE LIM TED TO
THE FOLLOW NG

(A) CHRONI C BLOOD TRANSFUSI ON (W TH DEFEROXAM NE CHELATI ON) TO PREVENT
STROKE | N I NDIVIDUALS W TH SI CKLE CELL DI SEASE WHO HAVE BEEN | DENTI FI ED
AS BEI NG AT H GH RI SK FOR STROKE

(B) GENETI C COUNSELI NG AND TESTI NG FOR I NDI VIDUALS WTH SICKLE CELL
DI SEASE OR THE SI CKLE CELL TRAIT; OR

(C) OTHER TREATMENT AND SERVI CES TO PREVENT | NDI VI DUALS WHO HAVE SI CK-
LE CELL DI SEASE AND WHO HAVE HAD A STROKE FROM HAVI NG ANOTHER STROKE
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S 4. Article 31 of the public health |aw is amended by addi ng a new
title I'Vto read as foll ows:

TITLE 1V

PREVENTI ON AND TREATMENT OF SI CKLE CELL DI SEASE DEMONSTRATI ON PROGRAM
SECTI ON 3126. PREVENTION AND TREATMENT OF SICKLE CELL DI SEASE DEMON-

STRATI ON PROGRAM

S 3126. PREVENTI ON AND TREATMENT OF SICKLE CELL DI SEASE DEMONSTRATI ON
PROGRAM 1. THE COWM SSI ONER SHALL ESTABLI SH AND CONDUCT A PREVENTI ON
AND TREATMENT OF SI CKLE CELL DI SEASE DEMONSTRATI ON PROGRAM IN THE CTY
OF NEW YORK AND FOR NO MORE THAN FI VE COUNTIES, FOR THE PURPCSE OF
DEVELOPI NG AND ESTABLI SHING SYSTEM C MECHANISMS TO | MPROVE THE
PREVENTI ON AND TREATMENT OF SI CKLE CELL DI SEASE, | NCLUDI NG THROUGH:

(A) THE COORDI NATI ON OF SERVI CE DELI VERY FOR | NDI VI DUALS W TH SI CKLE
CELL DI SEASE;

(B) GENETI C COUNSELI NG AND TESTI NG,

(C) BUNDLING OF TECHNI CAL SERVICES RELATED TO THE PREVENTI ON AND
TREATMENT OF SI CKLE CELL DI SEASE;

(D) TRAI NI NG OF HEALTH PROFESSI ONALS; AND

(E) | DENTI FYI NG AND ESTABLI SHI NG OTHER EFFORTS RELATED TO THE EXPAN-
S| ON AND COCRDI NATI ON OF EDUCATI ON, TREATMENT, AND CONTINUITY OF CARE
PROGRAMS FOR | NDI VI DUALS W TH SI CKLE CELL DI SEASE.

2. ON OR BEFORE THE FIRST OF JANUARY, TWDO THOUSAND SEVENTEEN, THE
COW SSI ONER SHALL REPORT TO THE GOVERNOR, THE SPEAKER OF THE ASSEMBLY
AND THE TEMPORARY PRESIDENT OF THE SENATE ON THE | MPACT THAT THE
PREVENTI ON AND TREATMENT OF SI CKLE CELL DI SEASE DEMONSTRATI ON PROGRAM
HAS HAD ON | NDIVIDUALS WTH SI CKLE CELL DI SEASE | N REGARDS TO COORDI -
NATI ON OF SERVI CE DELI VERY, GENETI C COUNSELI NG AND TESTI NG BUNDLI NG OF
TECHNI CAL SERVI CES RELATED TO THE PREVENTI ON AND TREATMENT OF Sl CKLE
CELL DI SEASE, TRAI NI NG OF HEALTH PROFESSI ONALS AND THE | DENTI FI CATI ON
AND ESTABLI SHVENT OF OTHER EFFORTS RELATED TO THE EXPANSI ON AND COORDI -
NATI ON OF EDUCATI ON, TREATMENT, AND CONTI NUI TY OF CARE PROGRAMS FOR SUCH
| NDI VI DUALS.

S 5. The sumof one mllion dollars ($1,000,000) is hereby appropri-
ated to the departnent of health out of any noneys in the state treasury
in the general fund to the credit of the state purposes account, not
ot herwi se appropriated, and made i medi ately avail able, for the purpose
of carrying out the provisions of this act. Such noneys shall be payabl e
on the audit and warrant of the conptroller on vouchers certified or
approved by the conm ssioner of health in the manner prescribed by |aw.

S 6. This act shall take effect immediately.



