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AN ACT to amend the public health law, in relation to providing that
persons with henophilia and other clotting protein deficiencies who
are otherwise eligible for the Child Health Plus program shall have
access to rei nmbursenent for outpatient blood clotting factor concen-
trates and ot her necessary treatnments and services

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

Section 1. Legi slative findings. Henophilia is a rare hereditary
bl eedi ng di sorder resulting froma deficiency in blood proteins known as
clotting factors. Wthout an adequate supply of clotting factors, indi-
vidual s can experience prolonged bl eeding follow ng routine nedical and
dental procedures, trauma, and a range of physical activities. Addi-
tionally, individuals wth henophilia often experience spontaneous
i nternal bl eeding that can cause severe joint damage, chronic pain, and
even deat h.

Prior to the 1970s, individuals with henophilia seldomlived beyond
the age of 30 years. Early treatnment consisted of whole bl ood and pl asna
transfusions at hospitals. These treatnments were difficult, tinme consum
ing and only mnimally effective. The advent of comercially prepared
blood clotting factors in the 1980s represented a major advance in
treatment, both in ternms of efficacy and conveni ence. Mdst inportantly,
t hese advances al |l owed for hone infusion.

In addition to henophilia, there are several other disorders resulting
from blood protein deficiencies. These include Von WI | ebrand D sease
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(WD), the nost conmon bl eedi ng disorder, affecting approximtely two
mllion Americans. Individuals wth the severest formof VWD rely on
clotting factor treatnents simlar to those used by individuals wth
henmophi | i a.

Clotting factor products produced today (derived fromplasnma or recom
bi nant technology) are very safe and highly effective nedications.
Access to therapies has vastly inproved both the health outconmes and
quality of life for the nagjority of patients and their famlies. Mny
patients today are on a prophylactic reginen to prevent bleeding
epi sodes. This preventative reginen together with the coordinated care
provi ded by henophilia treatnent centers have significantly reduced
visits to energency roons, hospitalizations and joint damage. Further,
the ability to nanage henophilia and other bl eedi ng di sorders outside of
the hospital setting have helped inprove attendance for school-aged
children, decreased absenteeismfromwork for adult patients and care-
givers, vastly inproved the ability of affected persons to join the work
force, and mninmzed life disruptions for the entire famly.

Presently, New York state is the only state in the US. preventing
access to lifesaving outpatient clotting factor products for individuals
that qualify for the State Children's Health | nsurance Program

The legislature finds that having a policy that prohibits otherw se
eligible individuals from accessing |ifesaving nedications not only
violates the spirit of these very inportant prograns, it discrimnm nates
agai nst a vul nerabl e group of individuals whose health care costs are
deened to be high and fundanentally underm nes the progranms' overal
goal of ensuring that | owinconme children and famlies have access to
quality health care. The |legislature further finds that costs to the
state for allowing individuals who qualify for Child Health Plus to
access the outpatient clotting products at hone, the recomended nodel
of care, will be rmuch Il ess than the |long-termcosts the state will very
likely end up paying through the Medicaid programfor individuals who
| at er devel op debilitating conplications and are deenmed unable to work.

This legislation is intended to nodify existing state |aw by all ow ng
for the coverage of lifesaving clotting factor products prescribed for
use at hone by persons with henophilia and other clotting protein defi-
ciencies who are eligible for the Child Health Plus program

S 2. Subdivision 7 of section 2510 of the public health law, as
anended by section 21 of part B of chapter 109 of the laws of 2010, is
amended to read as foll ows:

7. "Covered health care services" neans: the services of physicians,
optometrists, nurses, nurse practitioners, mdw ves and other related
prof essi onal personnel which are provided on an outpatient basis,
including routine well-child visits; diagnosis and treatnent of illness
and injury; inpatient health care services; |aboratory tests; diagnostic
X-rays; prescription and non-prescription drugs and durable nedica
equi prent; radiation therapy; chenotherapy; henodialysis; OUTPATIENT
BLOOD CLOTTING FACTOR PRODUCTS AND OTHER TREATMENTS AND SERVI CES
FURNI SHED | N CONNECTION WTH THE CARE O HEMOPHILIA AND OTHER BLOOD
CLOTTING PROTEIN DEFI Cl ENCI ES; enmergency room services; hospice
services; enmergency, preventive and routine dental care, including
nmedi cal | y necessary orthodontia but excluding cosnetic surgery; emergen-
cy, preventive and routine vision care, including eyeglasses; speech and
hearing services; and, inpatient and outpatient nental health, alcoho
and substance abuse services as defined by the conm ssioner in consulta-
tion with the superintendent. "Covered health care services" shall not
i nclude drugs, procedures and supplies for the treatnent of erectile
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dysfunction when provided to, or prescribed for use by, a person who is
required to register as a sex offender pursuant to article six-C of the
correction |l aw, provided that any denial of coverage of such drugs,
procedures or supplies shall provide the patient with the neans of
obt ai ning additional information concerning both the denial and the
nmeans of chall engi ng such deni al.

S 3. Paragraph a of subdivision 7 of section 2510 of the public health
law, as anended by chapter 526 of the |aws of 2002, is anended to read
as foll ows:

a. "Primary and preventive health care services" neans: the services
of physicians, optonetrists, nurses, nurse practitioners, mdw ves and
ot her rel ated professional personnel which are provided on an outpatient
basis, including routine well-child visits; diagnosis and treatnent of
illness and injury; |laboratory tests; diagnostic x-rays; prescription
drugs, radiation therapy, chenotherapy, henodialysis; OUTPATI ENT BLOOD
CLOTTI NG FACTOR PRODUCTS AND OTHER TREATMENTS AND SERVI CES FURNI SHED | N
CONNECTI ON W TH THE CARE OF HEMOPHI LI A AND OTHER BLOOD CLOTTI NG PROTEI N
DEFI Cl ENCI ES; energency room servi ces; hospice services; and, outpatient
al cohol and substance abuse services as defined by the commi ssioner in
consultation with the superintendent.

S 4. This act shall take effect on the first of April next succeeding
the date upon which it shall have becone a | aw, provided that the amend-
ments to subdivision 7 of section 2510 of the public health | aw nade by
section two of this act shall be subject to the expiration and reversion
of such subdi vi si on pursuant to subdivision 4 of section 47 of chapter 2
of the Ilaws of 1998, as anended, when upon such date the provisions of
section three of this act shall take effect.



