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STATE OF NEW YORK

5013

2023- 2024 Regul ar Sessi ons

| N SENATE

February 21, 2023

Introduced by Sen. SANDERS -- read twi ce and ordered printed, and when
printed to be conmitted to the Commttee on Health

AN ACT in relation to requiring the New York state department of health
to collect and report certain data concerning COVID 19

The People of the State of New York, represented in Senate and Assem

bly, do enact as foll ows:

Section 1. Short title. This act shall be known and may be cited as
the "equitable data collection and disclosure on COVID-19 act".

8§ 2. Findings. (a) The Wrld Health Oganization (WHO declared
COVID-19 a "public health emergency of international concern" on January
30, 2020. By late March 2020, there have been over 470,000 confirned
cases of, and 20,000 deaths associated with, COVID- 19 worl dw de

(b) In the United States, cases of COVID 19 have quickly surpassed
those across the world, and as of April 12, 2020, over 500,000 cases and
20, 000 deat hs have been reported in the United States al one.

(c¢) Reports have shown racial inequities in COVID 19 testing and
treatnent, specifically in conmunities of color and in Linted English
Proficient (LEP) comunities.

(d) The burden of norbidity and nortality in the United States has
historically fallen disproportionately on nmarginalized conmunities,
those who suffer the nost fromgreat public health needs and are the
nmost medi cal |y underserved

(e) Historically, structures and systens, such as racism ableism and
cl ass oppression, have rendered affected individuals nore vul nerable to
i nequi ti es and have prevented people fromachieving their optiml health
even when there is not a crisis of pandenic proportions.

(f) Significant differences in access to health care, specifically to
primary health care providers, health care information, and greater
perceived discrimnation in health care place conmunities of color
individuals with disabilities, and LEP individuals at greater risk of
recei ving del ayed, and perhaps poorer, health care.

EXPLANATI ON--Matter in italics (underscored) is new, matter in brackets
[-] is old lawto be onmtted
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(g) Communities of color experience higher rates of chronic disease
and disabilities, such as diabetes, hypertension, and asthma, than non-
H spanic Wite communities, which predisposes themto greater risk of
conmplications and nortality should they contract COVID 19.

(h) Such communities are nmade even nore vulnerable to the uncertainty
of the preparation, response, and events surroundi ng the pandenic public

health crisis, COVID19. For instance, in the recent past, multiple
epi demi ol ogic studies and reviews have reported higher rates of hospi-
talization due to the 2009 HIN1 pandemi ¢ anong the poor, individuals

with disabilities and preexisting conditions, those living in inpover-
i shed nei ghbor hoods, and individuals of color and ethnic backgrounds in
the United States. These findings highlight the urgency to adapt the
COVID 19 response to monitor and act on these inequities via data
collection and research by race and ethnicity.

(i) Research experts recognize that there are underlying differences
inillness and death when each of these factors are exanined through
soci oeconom ¢ and racial or ethnic |lenses. These socially determ nant
factors of health accel erate di sease and degradati on.

(j) Wthout clear understanding of how COVID-19 inpacts narginalized
racial and ethnic comunities, there will be exacerbated risk of endan-
gering the nost historically vul nerabl e of our nation.

(k) The consequences of m sunderstanding the racial and ethnic inpact
of COVID-19 extends beyond communities of color such that it would
i mpact all.

(1) Race and ethnicity are valuable research and practice variables
when wused and interpreted appropriately. Health data collected on
patients by race and ethnicity will boost and nore efficiently direct
critical resour ces and inform risk comunication developnent in
| anguages and at appropriate health literacy levels, which resonate with
hi storically vul nerabl e communities of color.

(m The dearth of racially and ethnically disaggregated data reflect-
ing the health of conmmunities of color underlies the challenges of a
fully informed public health response.

(n) Wthout collecting race and ethnicity data associated with COVID
19 testing, hospitalizations, norbidities, and nortalities, as well as
publicly disclosing it, comunities of color will remain at greater risk
of di sease and death

8 3. Energency funding for state data collection on the racial
ethnic, and other denographic disparities of COVID 19. Funding shall be
appropriated fromthe general fund to conduct or support data collection
on the racial, ethnic, and other denographic inplications of COVID-19 in
New York state, including support to assist in the capacity building for
state and local public health departments to collect and transmt
racial, ethnic, and other denpbgraphic data to the relevant state depart-
ment of heal th agenci es.

8 4. COVID 19 data collection and disclosure. (a) Data collection. The
conm ssioner of health, shall make publicly available on the depart-
ment's website of the data collected across all surveillance systens
relating to COVID-19, disaggregated by race, ethnicity, sex, age, prina-
ry |anguage, socioecononmic status, disability status, and county,
i ncluding the follow ng:

(1) data related to all COVID-19 testing, including the nunber of
i ndividuals tested and the nunber of tests that were positive;

(2) data related to treatnent for COVID-19, including hospitalizations
and intensive care unit adm ssions; and
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(3) data related to COVID 19 outcones, including total fatalities and
case fatality rates, expressed as the proportion of individuals who were
infected with COVID-19 and died fromthe virus.

(b) Tinmeline. The data made available under this section shall be
updat ed daily throughout the public health energency.

(c) Privacy. In publishing data under this section, the comn ssioner
of health shall take all necessary steps to protect the privacy of indi-
viduals whose information is included in such data, including, but not
limted to:

(1) conplying with privacy protections provided under the regulations
promul gated under the federal Health Insurance Portability and Account-
ability Act of 1996; and

(2) protections fromall inappropriate internal use by an entity that
collects, stores, or receives data, including use of such data in deter-
mnations of eligibility or continued eligibility in health plans, and
frominappropriate uses.

(d) Consultation with Indian tribes. The departnent of health shal
consult with Indian tribes and confer wi th urban Indian organi zati ons on
data collection and reporting.

(f) Report; public. No later than 60 days after the date on which the
comm ssioner of health certifies that the public health energency
related to COVID-19 has ended, a summary of the final statistics related
to COVID-19 shall be nade public.

(g) Report; legislature. No later than 60 days after the date on which
the conmi ssioner certifies that the public health energency related to
COVI D- 19 has ended, the departnent of health shall conpile and submt to
the senate committee on health, the senate committee on finance, the
assenbly comittee on ways and neans and the assenbly conmittee on
health a prelimnary report:

(1) describing the testing, hospitalization, nortality rates, and
preferred |anguage of patients associated wth COVID 19 by race and
ethnicity; and

(2) proposing evidenced-based response strategies to safeguard the
heal th of such comunities in future pandem cs.

8 5. Conmission on ensuring health equity during the COVID-19 public
heal t h energency. (a) Establishnment. No later than 30 days after the
effective date of this act, the comm ssioner of health shall establish a
comm ssion, to be known as the "Comm ssion on Ensuring Health Equity
During the COVID-19 Public Health Enmergency" (referred to in this
section as the "Comm ssion") to provide clear and robust gui dance on how
to inprove the collection, analysis, and use of denographic data in
responding to future waves of the coronavirus.

(b) Menbership and chairperson. (1) The Commi ssion shall have 17
menbers which shall consist of:

(A) the conmm ssioner of the departnent of health;

(B) the secretary of state;

(O the conm ssioner of honeland security and emergency services;

(D) the director of the office of mnority health and health dispari-
ties prevention;

(E) the director of the office of energency nanagenent;

(F) the director of the office of nental health;

(G three nmenbers appointed by the tenporary president of the senate;
one nenber appointed by the senate ninority |eader; three menbers
appoi nted by the speaker of the assenbly and one nenber appointed by the
assenbly nminority |eader; and
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(H racially and ethnically diverse representation fromat |east three
i ndependent experts with know edge or field experience with racial and
ethnic disparities in public health appointed by the conm ssioner of
heal t h.

(2) The conmmi ssioner of the departnent of health shall serve as the
chai rperson of the Comm ssion.

(c) Duties. The Conmi ssion shall

(1) exam ne barriers to collecting, analyzing, and using denpgraphic
dat a;

(2) determne how to best wuse such data to pronote health equity
across the state and reduce racial, Tribal, and other denographic
disparities in COVID-19 preval ence and out cones;

(3) gather available data related to COVID- 19 treatnent of individuals
with disabilities, including denial of treatnment for pre-existing condi-
tions, removal or denial of disability related equipnent, including
ventilators and CPAP, and data on conpletion of DNR orders, and identify
barriers in obtaining accurate and tinely data related to COvVID 19
treatment of such individuals;

(4) solicit input frompublic health officials, community-connected
organi zati ons, health care providers, state and | ocal agency officials,
and other experts on barriers to, and best practices for, collecting
denogr aphi ¢ data; and

(5) recommend policy changes that the data indicates are necessary to
reduce disparities.

(d) Report. No later than 60 days after the effective date of this
act, and every 180 days thereafter until the comm ssioner certifies that
the public health energency related to COVID 19 has ended, the Comm s-

sion shall submit a witten report of its findings and recomendati ons
to the governor and the |egislature and post such report on the depart-
ment of health's website. Such reports shall contain information

concer ni ng:

(1) how to enhance state, |ocal, and Tribal capacity to conduct public
health research on COVID-19, wth a focus on expanded capacity to
anal yze data on disparities correlated with race, ethnicity, incone,
sex, age, disability status, specific geographic areas, and other rele-
vant denographic characteristics, and an analysis of what denographic
data is currently being collected about COVID 19, the accuracy of that
data and any gaps, how this data is currently being used to inform
efforts to combat COVID- 19, and what resources are needed to suppl enent
existing public health data collection;

(2) how to collect, process, and disclose to the public the data
descri bed in paragraph one of this subdivision in a way that rmaintains
i ndi vidual privacy while helping direct the state and | ocal response to
t he virus;

(3) how to inprove denographic data collection related to COVID-19 in
the short- and long-term including howto continue to grow and val ue
the Tribal sovereignty of data and information concerning Tribal conmmu-
nities;

(4) to the extent possible, a prelinmnary analysis of racial and ot her
denmographic disparities in COVID- 19 nortality, including an analysis of
conorbidities and case fatality rates;

(5) to the extent possible, a prelininary analysis of sex, gender
sexual orientation, and gender identity disparities in COVID-19 treat-
ment and nortality;

(6) an analysis of COVID-19 treatnment of individuals wth disabili-
ties, including equity of access to treatnent and equi pnent and inter-
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sections of disability status with other denographic factors, including
race, and recomendations for how to inprove transparency and equity of
treatnent for such individuals during the COVID- 19 public health ener-
gency and future emergenci es;

(7) how to support the state, local, and Tribal communities in order
to elimnate barriers to COVID- 19 testing and treatnent; and

(8) to the extent possible, a prelimnary analysis of state policies
that disparately exacerbate the COVID-19 inmpact, and reconmendati ons to
i nprove racial and ot her denographic disparities in health outcones.

8 6. This act shall take effect inmediately.



