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Interactive Map: Does Your State Have Data
Disaggregation Policy In Place?

Hover over each state to see its current data disaggregation policy. For states with laws, bills, and other related activity, click through to learn

more.
B States with Data Disaggregation B States without a Law but with B States with No Relevant Laws or
Laws Related to Race or Relevant/Related Laws, Bills, or Bills

Ethnicity Advocacy Activities
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Why is Data Disaggregation Important?

“Although the collection of race, ethnicity and language
data does not necessarily result in actions that will reduce
disparities and improve care, the absence of the data

guarantees that none of that will occur.”

Source: IOM (Institute of Medicine). 2009. Race, Ethnicity, and Language Data:
Standardization for Health Care Quality Improvement. Washington, D.C.
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Why is Data Disaggregation Important?

Aggregated and disaggregated health Figure 4

Y
outcomes of AANHPIs e ) .
Uninsured 5 5?}, Mongolians (21%) oo Japanese & Taiwanese (3%)
Rates ot A0 MHPIs
Marshallese (Z2%) wrorerereee - Native Hawaiians (5%)
AGGREGATED DATA DISAGGREGATED DATA
Limited Ade Als
imite ) - - - -
English 300 Bhutanese (B5%) «+ === Asian Indians (17%) Bachelor's o Bhutanese (§%) rorremremens e Filipinos (41%)
Proficiency %o NHPIs Degree 31% NHPIs
Marshallese (37%]) «--re-reeo-= Mative Hawaiians (4%) Marshallese (43%) - - Chamorros & Fijians (15%)
Abs Higher among LAGTIAN, CAMBODIAN, VIETNAMESE WOMEN
Median $’]Ob 954 Mongolians (§50,307) s Asian Indians ($152,347) a‘*in“q-il""ls'(:a.!‘l"e' Higher rigk for HPY-associated cancers
Hfuse o ! NHFls Disease h(:mﬁt r.j'w“h_'ﬂ; H::f‘"{'? FILIPINOS, SOUTH ASIANS, MHPIs
Docoe Marshallese (§50,128) -« Fijians (§85,635) Risk hepatits B, smoking SESERRE———

tuberculosis, liver KOREANS, NHPIs

disease \_ Higher risk for smoking and binge drinking

Source: Community Counts: Assessing Social Drivers of Health among Asian American, Native

R] The Network Hawaiian, and Pacific Islanders. Change in Sight.
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The Leadership Conference Education Fund’s

Data Disaggregation Action Network (D-DAN)

We are a growing action network seeking partners in all 50 states, Washington, D.C.,, and U.S. What we do:

territories.

Our Data Disaggregation Action Network * Our D-DAN partners work to advance federal and

Partners Are Working To Advance Data Equity state policies to collect and publish more detailed
Every Day. (or “disaggregated”) race and ethnicity data,

particularly in the health field.

' D f * We do this by engaging stakeholders,
41 "4 policymakers, and communities on the need for

Who we are: hAerioN NeTwoRk disaggregated data and mobilizing them to

Launched in 2022, D-DAN is a network of state and advocate for better data policies.

national nonprofit organizations working to improve * The Leadership Conference supports this work

race and ethnicity data collection and advance data through funding, technical assistance, convenings,

equity. and other resources and connections for D-DAN
partners.

[\ The Network .
for Public Health Law
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2025

Data Disaggregation Action Network (D-DAN)

TARGET STATES:

e California e New Mexico
e Maryland e New York

e Michigan e lllinois

9 National Partners

1 5 State Partners *

MILESTONES:
e Updated federal race/ethnicity data
2 Cohorts standards in 2024
J ® New state policies and progress on

Listserv: 350+ contacts in 39 implementation
states! ® Growth of the wider D-DAN network

R] Eﬁﬂﬁﬂ: ‘;Ir:alth Lene Learn more about D-DAN at wearethedata.us! 7
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Advancing NHPI Visibility: EPIC’s
Updated Blueprint And Data Profiles
Support Federal Policy Reform

Categories: Partner Spotlight | Tags: Current Cohort, National

Dp

NALEO Works To Ensure Latino
Communities Are Fully Reflected In
Federal Data

Categories: Partner Spotlight | Tags: Current Cohort, National

Johnson Center Builds Momentum For
Equitable Data Through “Do You See
Us?” Campaign

Categories: Partner Spotlight | Tags: Current Cohort, Michigan

Dorothy A. Johnson Center

The Network
for Public Health Law

AltaMed

Connection. Collaboration. Community.

BLACK
QRES[’.:\R(HEK\
COLLECTIVE

BRC Engages Black Communities Across
lllinois On Race Data Categories And
Representation

Categories: Partner Spotlight | Tags: Current Cohort, lllinois

&

SEARAC Advances Implementation Of
California’s AANHPI Health Data
Disaggregation Law

DATA DISAGGREGATION
ACTION NETWORK

sl Categories: Partner Spotlight | Tags: California, Current Cohort
M Malikah Leads Statewide Efforts To
Implement NY’s New MENA
MALIKAH . A
Disaggregation Law

Categories: Partner Spotlight | Tags: Current Cohort, New York

AltaMed Mobilizes To Advance Data
Equity For Latino And Indigenous

Communities
Categories: Partner Spotlight | Tags: California, Current Cohort
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Federal race/ethnicity data standards:

What is SPD157?

* The U.S. Office of Management and Budget (OMB)’s Statistical Policy Directive No.
15 (SPD15) defines the minimum set of categories that federal agencies must use
when they collect race and ethnicity data.

* Until 2024, the last time SPD15 had been updated was 1997(!). Many organizations
and coalitions (including D-DAN!) advocated for years for updated standards that
would better reflect the growing diversity of the nation’s population and allow
more communties to be visible in federal data.

* In March 2024, OMB finally revised SPD15. The updated standards include several
improvements that advocates called for, including requiring agencies to Remember 1997?
disaggregate race and ethnicity data beyond the major categories.

* Agencies must implement the new standards by March 2029, and publish their implementation plans by
September 2025. Learn more at spd15revision.gov.

[\L| The Network
. for Public Health Law
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What is this person’s race?

1997 SP D15 Sta ndardS: Mark X one or more boxes AND print origins.

White — Print, for example, German, Irish, English, ltalian,
Lebanese, Egyptian, elc. i

* Separate race and ethnicity questions
* No Middle Eastern/North African (MENA) Category

* Agencies encouraged (but not required) to collect
disaggregated data for detailed subgroups

Black or African Am. — Print, for example, African American,
Jamaican, Haitian, Nigerian, Ethiopian, Somali, etc.

American Indian or Alaska Native — Print name of enrolled or
principal tribe(s), for example, Navajo Nation, Blackfeet Tribe,
Mayan, Aztec, Native Village of Barrow Inupiat Traditional
Government, Nome Eskimo Community, efc.

Is this person of Hispanic, Latino, or Spanish origin?

No, not of Hispanic, Latino, or Spanish origin

Chinese Vietnamese Native Hawaiian
Yes, Mexican, Mexican Am., Chicano oo

Filipino Korean Samoan
Yes, Puerto Rican Asian Indian Japanese Chamorro
Yes, Cuban Other Asian - Other Pacific Islander —

’ y : . : Print, for example, Print, for example,

Yes, another Hispanic, Latino, or Spanish origin — Print, for Zakastam. Cambodian, L%nggn; Fijian,
example, Salvadoran, Dominican, Colombian, Guatemalan, mong, tc. rshaliese, etc.

Spaniard, Ecuadorian, etc. y

Some other race — Print race or origin.

R] The Network "
for Public Health Law
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What is your race and/or ethnicity?

2024 SPD15 Sta ndards: Select oll that epply and enter additional details in the spaces below.

0 American Indian or Alaska Native — Enter, for example, Novajo Nation,

v Single combined race/ethnicity question l::,‘;"m:‘iw“x:fwm’”“;:w"ﬁ“:?:']
v Middle Eastern/North African (MENA) category Didm—seanammie
v Requires collection of disaggregated data by default l;'n;’:“;:"::‘::.‘;n,.p,,,ﬁ,f,,,-_“:':.;ilﬂm,““’““"’“'“‘ |
O Black or African American — Prowide derais below.
0O African American O lamaican O Haitian
O Nigerian O Ethiogian O Somali

Ch a I Ie n ges a h ea d : [Eme.r. for axomple. Trinidadian and Tobagonian, Ghanaion, Congolese, ste. ]

0 Hispanic or Lating — Frovide derails befow.

* Uncertain future for implementation of 2024 SPD15 in OVedn  Dpwertoficn D éakadonan.
. Entes, for example, Colambian, Honduran, Spaniard, etr.
the current federal environment | - )
.. O Middle Eastern or North African = Provide detoils below.
* Need to educate communities about changes Ouebwese  Quanan O gpran
* Broader concerns about threats to federal data and (oA )
. . O Native Hawaiian or Pacific Islander — Provide details below,
potential for misuse Dt fr Dsmo Daunors
* In this landscape, state-level data are more important R )
than ever! e e o Dusn
O itakan 0 Paolish O scattish

Emter, for peomple, French, Swedish, Noraeglan, ofc.

[\Ln The Network |
. for Public Health Law
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Disaggregation Nation:

Our ongoing analysis of state standards for race and ethnicity data

2025

Disaggregation Nation:

A Landscape Revnew “ A Landscape Review
of State Race & Ethnicity of State Race & Ethnicity I] [I

-— 0 —

Data Collection " "."V'CJ \ Data Collection

DISAGGREGATION

NATION

State Pathways and Key Considerations
for improved Race and Ethnicity Data

JULY 2028

The Network
for Public Health Law




Interactive Map: Does Your State Have Data
Check out our D-DAN Disaggregation Policy In Place?

we bsite here to View Hover over each state to see its current data disaggregation policy. For states with laws, bills, and other related activity, click through to learn

" . more.
the interactive map
B States with Data Disaggregation M States without a Law but with B States with No Relevant Laws or
Laws Related to Race or Relevant/Related Laws, Bills, or Bills

Ethnicity Advocacy Activities
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At A Glance: Current Progress Toward Data
Disaggregation Nationwide

States require data disaggregation of race

and ethnicity beyond federal standards.

States require collection of disaggregated

data for Asian and/or Pacific Islander groups:

CA, CT, MA, MN, NJ, NY, OR, RIl, and WA

States require collection of disaggregated
data for Black or African groups: CA, CT, MA,
MN, OR, and WA

States require collection of disaggregated

MN, OR, and WA

data for Hispanic/Latino groups: CA, CT, MA,

States require collection of disaggregated
data for Middle Eastern and/or North African
data: CT, IL, NJ, NV, NY, OR, and WA

States require collection of some
disaggregated tribal data: CT, MN, NM, OK,
and OR

The Network
for Public Health Law
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State Pathways and Key Considerations
for Improved Race and Ethnicity Data

WHAT ARE THE BEST
PRACTICES!

WHO HAS THE
BEST LAW!

Case studies from CA, OR, IL, and

WHAT CAN MY STATE DO T0 ADOPT .
NY examining:

HOW ARE LAWS BEING AND/OR IMPLEMENT A POLICY!

IMPLEMENTED! « Advocacy and education behind the

policy
* Scope of the policy and how it
evolved

[\.n The Network * |Implementation progress and
. for Public Health Law considerations



Home About D-DAN v State Progress v Reports Resources v Sig

We are the data, and the data are diverse.
What is data disaggregation?

Breaking down government data into
the building blocks of equity across
all 50 states.

Our State-by-State Analysis

Join us! Learn more and sign up for D-DAN updates at: wearethedata.us
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2025

CACEF Invisible No More Campaign

Lloyd Feng, Senior Data Policy Coordinator
Coalition for Asian American Children and Families (CACF)

Coalition For
N The Network A F Asian American
Children+Families

for Public Health Law
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CACF's Invisible No More Campaign has been fighting for 15 years to ensure that our New York
City and New York State governments collect accurate data and information - disaggregated
data - about our diverse Asian and Native Hawaiian Pacific Islander communities.

Our mission is to advocate for AAPI

data disaggregation in NYC and
NYS

Our vision is for community members,
advocates, and legislators to use
disaggregated data to develop policy
solutions to address needs of
marginalized Asian and NHPI

communities
Coalition For
Asian American
Children+Families

[\: | The Network
. for Public Health Law
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Campaign Timeline: 2011-2021
- ()

/LEGISLATIVE fBUDGETARY \ f \
. LEGISLATIVE
S3662/A677, introduced
Then-AM Grace Meng by AM Yuh-Line Niou and Gov. Cuomo included a $3
introduced first AAPI data Sen. Julia Salazar, passed million appropriation for Invisible No More successfully
disaggregation bill in New Assembly and Senate, but agencies to use toward the advocated for Gov. Kathy
York State, subsequent was vetoed by then-Gov. direct collection and reporting Hochul to sign the historic
legislators re-introduced Andrew Cuomo. of detailed Asian and NHPI 2021 NYS Asian & NHPI Data
Qmilar bills. j k j chnicity. / Qisa regation Law. j
October 2016 June 202]

2011-2018 December 2019 April 2021 December 2021
/LEGISLATIVE \

Invisible No More and other S6639A/A6896A,
advocates successfully advocated introduced by AM Niou
for NYC'’s first comprehensive and Sen. Salazar, passed
demographic data laws, 2016 Assembly and Senate
Local Laws 126,127 and 128. W|th bipartisan supportj

Coalition For
Asian American
Children+Families

R] The Network
for Public Health Law
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Campaign Timeline: 2022-2024

BUDGETARY /_ \
Revamped Invisible No INM compiled a tracker of
INM successfully More Campaign to refocus NYS agency implementation CM Shekar Krishnan introduced INM'’s
advc.x:.ated for NYC-level data of detailed race/ethnicity NYC Data Disag revision bill, Int. 1134,
addltlon.al . disaggregation advocacy on collection or reporting as well that aims to establish inclusionary and
ap.p'roprlatlon of $1.04 legislative fix to existing as race/ethnicity data consistent standards for NYC agency
million for agency data NYC demographic data collection or reporting in race/ethnicity data collection and
disaggregation. &:ollection. J general. ueporting. /
May 2023 June 2024
April 2022 January 2024 Summer 2024 December 2024

RESEARCH f \

The Manual on Data INM worked with CM Lincoln

Disaggregation was published Restler to examine

with NYU Center for the Study of implementation of 2016 NYC

Asian American Health (CSAAH) Demographic Data Laws.

using DOH grant from the original K J Coalition For

FY22 appropriation for data disag. . -

N The Network SRR - A F Asian American

for Public Health Law Children+Families
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INM developed a
comprehensive FAQ
on. 1134, esp. aimed at
dispelling false notions
about data

Qisaggregation. /

Campaign Timeline: 2025

February 2025

INM enlisted the help of

NYS Assembly and Senate

committee chairs to
inquire into the status of

implementation at agencies

for which they have
oversight.

-~

™
LEGISLATIVE

On June 16, INM’s Int. 1134 was
heard atthe NYC Council
Committee on Governmental
Operations public hearing,

featuring multiple testimonies in

ksupport of the bill.

May 2025

INM's updated tracking of agency
data disag implementation revealed
that only one-third of the 19
agencies has either complied with
the law or has provide confirmed
evidence of implementation in
progress.

January 2025

R] The Network
for Public Health Law

March 2025

/" LEGISLATIVE

\

INM began expanding
partner and allied
organizations and outreach
to additional council
members for cosponsorship.

~

June 2025

September 2025

Through continued collaboration with the Office of the State Comptroller
(OSC), INM discovered that the total amount of appropriations available
for agency data disag implementation is $21+ million.

CACF

Coalition For
Asian American
Children+Families
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INM Legislative Wins

NYS

e 2021 NYS Asian and NHPI Data Disaggregation Law (Exec e 2016 Demographic Data Laws
Law 170-e*2) O Requires seven city agencies to collect and report
O Requires all state agencies, offices, boards, and information on the 30 most populous ancestry groups
commissions that collect demographic information related in NYC using a voluntary survey form.
to ancestry or ethnic origin to collect and report O Requires the Mayor’s Office of Operations to conduct
information for the ten most populous Asian subgroups and an annual form review.
the three most populous NHPI subgroups based on the U.S. O Requires data collected by the seven agencies using the

Census Bureau data.

O Any agency that does not publish such information in its
reports that include race/ethnicity demographic
information must include a public explanation.

O In practice, it specifically applies to 19 agencies overseen
by the Executive Chamber to collect and report detailed
Asian and NHPI demographic information.

R] The Network
for Public Health Law

survey form to be published on a regular basis on the
NYC OpenData platform.
O Successful June 16 hearing in the Gov Ops Committee

Coalition For
Asian American
Children+Families
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Ongoing Advocacy

NYS

e Implementation of 2021 NYS Asian and NHPI Data e Int. 1134 (Revision Bill)
Disaggregation Law (Exec Law 170-e*2) O Requires all NYC agencies to use the same unified race/ethnicity data
0 As of September 2025, only % of the 19 agencies identified collection standards:

by E tive Chamb ired t | ith the | m  adopt 2024 SPD 15’S minimum categories
y Executive Lhamber as required 1o comply wi €law m collect and report data for at least 10/12 subgroups within

have demonstrated concrete evidence that they have each minimum category

either: O  Requires Ops and MOIA to manage a public webpage listing all race
m published data collected using the detailed categories and ethnicity categories and hierarchies (NYC race and ethnicity code
m updated forms to include the detailed categories list)

O  Requires agencies to publish information on the specific forms and

= inthe process of updating systems to include the number of forms eligible for updating to include the detailed

new categories for data collection.

categories
O As of September 2025, there is over $21 million available O  Requires agencies to publish information identifying the specific
for NYS agencies to use in implementing the law. agency personnel managing implementation of the law and the

agency’s implementation plan in one place
O  Requires Ops and MOIA to develop the standardized forms

O  Requires Ops to publish da Il ciggfﬁlgmn For
R’] The Net_wurk single webpage accessibllko tae Asian American
for Public Health Law Children+Families
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SPD 15

Example D

What is your race and/for ethnicity?
Select ol thot apply and enter additionol detois in the spaces below.

O American Indian or Alaska Native = Enter, for example, Nowajo Natian,
Blockfeet Tribe of the Blockfeet indion Reservation of Mantona, Native Villoge of
Barrow inuplot Traditianal Gevernment, Nome Eskime Communiy, Artec, Moya, etc.

( ]

O Asian — Provide detaily below:
O Chinese O Asian Indian O Filipina
O Vietnamese O Korean O Japanese
Enter, for example, Pokistand, Hmong, Afghan, et

( )

O Black or African American — Provide detoils below,
O African American O lamaican O Haitian
O Migerian O Exhiopian O Samali
Enter, for example, Trinidadian and Tobogonion, Ghonaian, Congolese, eic.

( I

O Hispanic or Lating = frovide details below.
O Mexican O Puerto Rican O salvadoran
O Cuban O Dominican O Guatimalan
Enter, for example, Colombian, Hondwan, Sponiord, etc.

( l

O Middle Eastern or North African — provide detalls below,
O Lebanese O Iranian O Egyprian
O Syrian O lragi O lsraeli
Enter, for example, Moroceen, Yemeal, Kurdish, ere.

( l

O Native Hawalian or Pacific Islander — provide details befow.
O Mative Hawaiian O Samaan O Chamarra
O Tongan O Fijian O Marshallese
Enter, for example, Chuukese, Polousn, Takitian, ele.

( )

O White = Provide details below.
O English 0O German O Irish
O kadian O Palish O Scottish
Enter, fov example, Fréach, Swedih, Norwegumg, #ic

( )

emographic Form

Int. 1134: Example Demographic Data Form

Thea, lavatiet fam BUsnlirine {astheta iy el colliecion maght Spgensl wnier b 11 et woeid s BYC speeet
b e o iend reportng dorma, Th pampi refiects AT, vmon bos implementsion snd s nof an oBcally sdopied
agercy dom T bguson regere rchdeg mnmoe cetegores. kop ebgrocs snd sries oplor

What is your race and/or ethnicity?
Select all that apply and enfer additional details in the space below
D American Indian or Alaska MNative - Provide detads below
O asec [ Tans [ diya lehemues [ fiscifeet Tobe of the flack Indan Recsnabon of Morfana
Enter, for emampls, Choctw, Shivnecock incian Nafion, Mome Esiima Commundy, ete.
| Y
[[] Asian - Provide detais below
O cniness [ Asian inaisn [ sanpiasesss [ Fapns [ Kovean
:._: Pabslin n.ruorm [__ ‘ST S : Limbwik [__ Tivarinih i
Emiev, for gxampio, Thai, Adghan, Geyanose, eic
( ]
] Black or African American - Frowide delais balow

[ ety sz [] pamaican  [himtian [ Gy Or 1 Fobag
:Mguu.-. :Mp‘man I:Ir;'..hyu.\u :Imgﬂu '_'le.'h.m.m
Entpe, for gxampdy. Somal, Congoise, Ravhadian, i

C B]

[] Hispanic or Lating - Provide defails balow

Dlioomnican [ Pusste Rigan [ ]| Masican [ | Ecusdonan [ Colomaian

[ Babamteran [[) Horhoit [ Pusvinn [] Buasternatan [J] Cubas

Engr, for gaimpdy, PRAamAnS, Arpialinsan, Vierosian, e

( )
[] Middle Eastern or North African - Provide detalls befow

O egpoisn [ rumesn [ duaes O Lobansss [T wanian

[_:Jlmm '—_l‘frrun l___a'm n'l'm i_:.t'.rm.ln

Evdgr, for xnmphy, Iagl Jondanies, Ararioh, @i

D HNative Hawaiian or Pacific Islander - Provide detads below
[ Mt Hawasir (] Saeaan [Jcvamnern () fipan [ Tangan
] mtaani [0 anmanin [ stwrmhatess (] Pupiss Mow Goinean ] Tatiian
Evter, for exampés, Paknan, 1-Haban. Chuukose, sic
( )]
(] White - Provide details balow
) watan  [] wianr (] Geemne ] Pole ] Emglish
O fssien [ wwrmnan [ Frwor [ Gowwr [ pmgnion
Enfar, for prampls, Alhanisn, Romanian, Apsiroden efc
C
[} Other Race and/or Ethnicity - Provide derais below
( )]

S

CACF

Coalition For Asian American
Children+Families

NYC Int. 1134
(one
hypothetical
example of the
form that
agencies could
adopt)



Understanding Int. 1134

Frequently Asked Questions about Int. 1134
from CACF'’s Invisible No More Campaign

What is Int. 1134?

Int. 1134 is & bill introduced in the NYC Council by
CM Shekar Krishnan to improve New York City's
race and ethnicity data collection and reporting

process for New Yorkers accessing City services.

Data disaggrogation is simply the process of
breaking down a large group into smaller, more
specific groups.

Yh'ublwoud ,; ol NYC agenci 2
jon 1o oll anoﬂ
mummdunmwemun

Data Gsaggrogation offers o more precise

Why Int. 1134 for NYC? picture of NYC comemunities and thes noods

CACF

Int. 1134: FAQ
for Community Education

Understanding Int. 1134

Frequently Asked Questions about Int. 1134
from CACF’s Invisible No More Campaign

What is Data Disaggregation? to understang NYCs dhvorstt.

Language data alone doesn't toll the full story of &
community’s noeds, asp. whan it comes 1o
communities as complex as Asian communities,
making ethnicity data crucial in filling the gaps.

Privacy protection is critically important to CACF
INM. According to Int. 1134, NYC agencies
collecting race and ethnicity data would:

Many d of thirch-ge <
) identify strongly with lh-ed ethnic heritage. but
primarily speak English.
I Relying on language slone would neglect
@ thete community members’ needs
|| ey
(]

Different ethnic groups may speak the same
language. but also have very different needs.

CACF

Coalition For Asian American
Children+Families

o n:;'cw et pmlensiabes r;po:!:r: ecrose Who would Int. 1134 impact? Why do our communities need :
NYC agencies. ted ethnicity data?

At the moment, agency data leave out the

diversity of NYC cmmuu doop-tom‘c being

m:banmpactunmvmmmwmy

home to hundreds of hentag: services. Al New Yorkers will also benefit.

el ML e
What does Int. 1134 do? It 1134 would aliow 8 porson filling out NYC
forms to provide more accurate race/ethnicity

information and enable agencies to collect such
granular race/athnicity data that would
ultimately help make NYC's demographic data
better and more accurate than ever before.

Require all city agencies to use the same
ﬂm-hv\oohcmg race and ethnicity

Require more detalled options beyond brosd

Require agencies to publish the data collected
on an annual basis and indormation on which
agency team is responsible for implementation

Provide agencies with eritical, high-quality data
in order 10 make pokcy decisions and deliver
sorvices truly responsive to the unique needs of
ol communitios.

It N34 does NOT requre NYC agencies to collect
any information about immigration status.

12

Eem—
us

r

®

This bill only focuses on impeoving how the city
collects race and ethnicity data It is not related
at all to immigration status.

For more information about Data Policy or Int. 1134, contact jcha@cacl.org and Heng@cact.org.

Disaggrogated icity data is il to
address cach community's needs. APis show an

How can our communities benefit
from Int. 1134?

Community organizations can show the

bt Incfion New Yorkers face 8 much highar rate of
2% Without dotaded dota, disparitses ke this stay
hidden.

specific needs in their communities when Adults with disbotes in NYC
opplying for funding or resources. arioverst I 2%
wvc overst [N "%
NYC agencies con see which services are incian | 2

reaching communities and target them more

strategically, esp. for communities crhnese I °*
overlooked in the past. xoresn [ 7%
Flipino %
v-sea [

NYC Legislators can craft legisiation with
a clearer understanding of impacts on NYC
communitios.

St X1 A DO sopt. Ottt 4f s sl Fpute aniiers 15 e Yk O

For more information about Data Policy or Int. 1134, contact jcha@coct.org and ifeng@cacl.org.

overall diabetes rate of 1%, below NYC's 12°% overage,
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Challenges and Lessons Learned

Challenges

e Implementation of 2021 NYS Asian and NHPI Data e Int. 1134 (Revision Bill)
Disaggregation Law (Exec Law 170-e*2) o Community concerns about robustness of NYC agency data

O Relationship-building with the appropriate agency officials privacy protections and protections against data sharing
not only familiar with the data management systems, but with federal government entities, particularly federal law
also, officials with political will to prioritize data enforcement agencies
disaggregation implementation m Could/Will data disag be used against ‘us’?

o Despite there being millions of dollars available in funding O Talking points attuned to legislators’ and community
theoretically to support any agency in its efforts to partners’ different political priorities and policy needs
implement Asian and NHPI disaggregated data collection O Importance of clear messaging and use cases specifically
and reporting, agencies have not known and/or not been what kinds of policy questions/plans of action for which
able to access the funding. data disaggregation by ethnicity would be useful

O More concerted efforts focused on ethnicity-based
disaggregation of education data

R] The Network
for Public Health Law

Coalition For
Asian American
Children+Families
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Additional information

NYS /NYC \

® 2021 NYS Asian and NHPI Data e Int. 1134-2024
Disaggregation Law ( o FAQ

) o Example Form

o FY22-FY26 NYS ® 2016 Local Laws 126,127, and 128

Data Disaggregation
c c Coalition For
A F Asian American
Children+Families

R] The Network
for Public Health Law
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The Latine and Indigenous Disparities
Reduction Act

Mar Velez, Director of Policy
Latino Coalition for a Healthy California

N The Network
for Public Health Law
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Latino Coalition for a Healthy California

The Latino Coalition for a Healthy California, or
LCHC, is the only statewide policy and advocacy
organization led by Latine leaders that is
dedicated to protecting and promoting health
equity for Latine communities. We are a
diverse, cross-sector alliance of community
leaders, advocates, policy experts,
administrators, and healthcare providers—
brought together by a shared commitment to
advancing health equity. Our efforts focus on
community-driven programs, impactful policy
advocacy, and strategic communications

[\: | The Network
. for Public Health Law
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Overview of Latine Diversity within California

o Latines make up 40% of |
Ca“fornia pOpUIatiOn, ?t;ertomcan Colombian

o Latine children make-up half of st
the children under 5 in Moaraguen Dominican
California. Guatemalan

Honduran

o Latine makeup 40% of the
workforce in 2021.

o Latine older adults make up 20%
of the 65+ population in
California.

R] The Network Source:U.S. Census Bureau, ACS 5-Year Estimates Detailed Tablgg
for Public Health Law B B
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e According to the U.S. Census Bureau, almost
20,000 Indigenous language speakers from Meso
and Latin America reside in the United States and
California has one of the largest Indigenous
Mesoamerican populations in the country.!?

e Many Indigenous migrants do not speak Spanish or N
English. This creates a barrier to access services B D TCOUNT
and navigate community resources. ) seresscomts atinecomss §

o Decades of resilience against a system attempting G

to restrict culture and language.

[\: | The Network
. for Public Health Law
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SB 1016 the Latine and Indigenous Disparities Reduction Act

Requires the California Department of Public Health (CDPH) to publish a report to
include disaggregated data for the following health indicators: birth rates, death
reates, major diseases, leading causes of death per demographic, pregnancy,
housing, and mental health rates for Latine groups and Mesoamerican Indigenous
Nations.

Mesoamerican Indigenous Nations: Maya, Aztec, Mixteco, Zapoteco, and Triqui
Preferred language data for: Mixteco, Triqui, Zapoteco, K'iche, Mam, and Kanjobal.

Latine Groups: Mexican, Guatemalan, Salvadoran, Honduran, Nicaraguan, Puerto
Rican, Dominican, Cuban, Colombian, and Peruvian.

.| The Network "
. for Public Health Law
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Medicaid Information Sharing with
Immigration Enforcement

What occurred with the information of people enrolled in Medi-Cal?

« On June 10, 2025, the Centers for Medicare and Madicaid Services (CMS)—an agency of the LS,

Department of Health and Human Services (HHS)—shared personal information of people
enrolled in Medi-Cal with the LS. Department of Homeland Security (DHS).

« The information shared includes the personal and sensitive medical information of all Medi-Cal

members: citizens, immigrants with satisfactory immigration status, immigrants with unsatisfactory
status, and people who have accessed only emergency services through Medi-Cal,

= Additionally on July 14, 2025, CMS signed an agreement with DHS so that federal immigration

officials can directly access the private information of people who have Medi-Cal. The agreement
allows immigration enforcement to access the names, addresses, birth dates, ethnic and racial
information, as well as Social Security numbers and the types of health care received for over 79
million Medicaid members, including everyone enrclled in Medi-Cal. The agreement allows
immigration enforcement to access a database with this information every day from Monday
through Friday from 8-5pm until September 9, 2025,

« Current federal and state laws protect the privacy of personal information about Medi-Cal
members. This is a departure from the longstanding laws and policies that limit using a Medi-

Cal/Medicaid recipient's personal information for purposes directly related to the program.
Allowing immigration enforcement to access these private data undermines the Medicaid
program’s goals and the privacy guarantees from both the federal and state governments
that consumers have relied on for decades.

[

The Network
for Public Health Law
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Threats to SB 1016 Implementation
Frequently Asked Questions:

 California expanded Medi-Cal/Medicaid

to all income-eligible Californians,
regardless of immigration status

Recently the Trump Administration
ordered HHS to hand over Medicaid
beneficiary data to DHS for the purposes
of deportation

* The CA Health4All Coalition has been

providing information on what was
included in the data share including
names, dates of birth, immigration status,
and addresses.
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Implementation and Data Privacy

LCHC and Indigenous SB 1016 cosponsors are working with CDPH to implement the
law. Although new SPD 15 regulations were approved under the Biden Administration,
the new federal administration is posing unforeseen challenges to policy
implementation.

» Data sharing: Recent agreements and transfers of Medi-Cal/Medicaid data for
purposes of deportation have caused a lot of anxiety and mistrust among
immigrant/Latine/Indigenous Mesoamerican communities that may make it more
challenging for them to share demographic data with government agencies

* Reductions in public health funding: CDPH staff have shared that implementation
timelines, although they are still on track, may have to be adjusted given the

reductions in funding by the Trump Administration.

| The Network

. for Public Health Law 43



g EJBRICFHEE?{LITEPII\IL&VI% Connection. Collaboration. Community.

/i

THANK YOU

N The Network
for Public Health Law



PUBLIC HEALTH LAW

CONFERENCE Connection. Collaboration. Community.
Amy Vertal LloydFeng Mar Velez
Senior Program Senior Data Policy Director of Policy
Manager for Census & Coordinator Latino Coalition for

Coalition for Asian a Healthy California

Data Equity, : - +
The Leadership é?nqeﬁilgfsﬂn Children mvelez@Ilchc.org

Conference on C|V|| and |feng@cacflorg
Human Rights
vertal@civilrights.org

Leslie Zellers
Public Health Policy
& Legal Consultant
eslie@lesliezellers.
com

[\"| The Network se
. for Public Health Law



Le> PUBLIC HEALTH LAW : . :
% CONFERENCE Connection. Collaboration. Community.

Questions & Discussion
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Please take this survey to evaluate conference sessions.

""'.. .| HTl. i
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