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EXECUTIVE SUMMARY

A. BACKGR@OUND

Data sharing between state Medicaid and public health agencies effers significant eppertunities te
enhance health care delivery and pepulatien health. Medicaid claims data previde rich insights inte health
care utilizatien and disease trends, effering public health agencies a granular view ef health status and
care patterns, particularly in vulnerable pepulatiens. @n the ether hand, public health data—defined in
this study as data cellected and/er maintained by public health agencies—ceuld inferm Medicaid pregram
planning, reseurce allecatien, and gquality imprevement, enabling Medicaid agencies te reduce pregram
cests by supperting preventien for beneficiaries. By linking diverse data tvpes acress secters, beth
agencies can enhance their capabilities te¢ meniter health wends and develep targeted interventiens,
impreving health eutcemes in the cemmunities they serve. @ne petential eppertunity is jeint-agency
partnership te develep and impreve preventien pregrams, particularly these in the chrenic disease
preventien and management space.

Hewever, the ability for Medicaid and public health agencies te share data is censirained by a fragmented
and cemplex legal landscape, censisting of multiple layers of federal and state law. Medicaid pregrams
are subject te specific federal cenfidentiality requirements under 42 U.S.C. § 1396a and 42 C.F.R. Part
431, Subpart F. These rules previde limited flexibility te share state Medicaid data with public health
agencies. State laws can take different appreaches te implement these federal Medicaid standards. Fer
example, they can impese mere siringent requirements that further censtrain data sharing er effer
expansive interpretatiens efdederal requirements that enable greater sharing. Additienally, states eften
have laws that previde specific rules for using er disclesing different tvpes of public health data. Fer
example, states’ immunizatien informatien systems and vital statistics systems are eften geverned by
different rules established in state statutes or regulatiens. Cellectively, these federal and state laws create
a layered patchwerk system where variability creates uncertainty and limits ceerdinated actien te share
data.

B. APPROACH

Using scientific legal mapping, an established methed in legal epidemiele gy, we cellected and analyzed

state laws autherizing er restricting data sharing between state Medicaid and public health agencies in all
50 US states in effect as of May 28, 2025. First, we analyzed state laws related te sharing Medicaid data

with public health agencies. Then, we analyzed state laws related te sharing state public health data with

Medicaid agencies.

The legal analysis of each data flew was tailered te acceunt for their unique challenges. The analysis and
ceding ef state laws regulating Medicaid data was tailered te identify where states have created pathways
for public health data sharing within these federal reswrictiens. The analysis ef state laws regulating public
health data was tailered te acceunt for the varied legal framewerks that might be specific te different
public health data systems (i.e., immunizatien informatien, vital statistics, syndremic surveillance).

C. PURPOSE @F WHITE PAPER



The geal of this white paper is te examine state laws geverning bidirectienal data sharing between
Medicaid and public health agencies. By identifying legal enablers, barriers, and pelicy implicatiens, this
paper aims te guide states seeking te siwengthen their intergevernmental data-sharing parmerships.

D. HIGH-LEVEL TAKEAWAYS AND POLICY IMPLICATI@®NS

L. A COMPLEX, FRAGMENTED LEGAL ENVIRONMENT

The laws geverning data sharing between state Medicaid and public health agencies form a layered,
patchwerk system ef state and federal regulatiens. The legal landscape differs fundamentally depending
en the directien of the data flew and the specific type of data invelved, limiting ceerdinated actien acress
agencies.

2. MEDICAID—PUBLIC HEALTH: UNCERTAIN B@OUNDARIES

State Medicaid data sharing laws are heavily influenced by strict federal cenfidentiality requirements. A
minerity ef states have previsiens that expressly permit sharing with public health autherities, but mest
must rely en indirect sharing pathways. Federal law generally restricts Medicaid datause te purpeses
directly cennected te the "administratien ef the state plan”, a censiraint that is echeed in mest state laws.'

The swiciness of federal Medicaid cenfidentiality rules may be perceived as a barrier te data sharing, but
eur findings suggest these requirements may net act as an abselute prehibitien. Because states are
afferded flexibility te administer their pregrams within these federal guidelines, agencies may legally
justify cress-secter sharing by actively cennecting public health use cases te Medicaid plan
administratien—this is especially relevant in the 14 states that de net explicitly limit “plan
administratien” te enumerated activities in the law. Fer instance, a Medicaidagency might successfully
argue that disclesing a list of client names te the state public health agency is directly related te the
administratien ef the Medicaid state plan because it facilitates ceverage of preventative services,
impreves care ceerdinatien and case management, and supperts pregram integritv and cest efficiency.
Furthermere, where explicit public health pathways de net exist in state law, agencies can leverage sther
legal allewances—such as autherized disclesures te ether state welfare pregrams (present in 20 states)—
te achieve cress-agency insights.

3. PUBLIC HEALTH—-MEDICAID: SIL@OED SYSTEMS AND @VER-
CAUTI@ON

The sharing ef public health data with Medicaid agencies requires a cemplex legal analysis because itis
rarely geverned by a specific and clear rule. Public health data pretectien laws are widely variable, and
eften tied te a specified data tvpe or seurce, reinforcing data siles within separate legal framewerks even
when data are cellected and managed by a cemmen erganizatien such as a state department eof health.
Given that public health data eften centains sensitive er identifiable infermatien, this cemplex legal
landscape might cause relevant autherities te beceme everly cautieus when faced with data sharing
eppertunities, regardless e fthe actual legality of the activity.

@ur analysis peints te meaningful sharing eppertunities tempered by variability and ambiguity that
require state-specific interpretatien. Acress all three datasets, we identified a mix of explicit statutery



authority, broader public health purpose provisions, and (where needed) alternative pathways and
operational agreements to facilitate disclosure. (See Tables 3, 5, and 7).

Explicit provisions authorizing data sharing with state Medicaid agencies remain the most straightforward
route, but the variation in these provisions across distinct data types reflects the siloed data landscape;
while 49 states explicitly authorize vital record sharing, that number drops to 39 for immunization data,
and only 6 for syndromic surveillance data. Legal provisions that permit data sharing for research
pathways and/or after de-identification, while often more reswictive and resource intensive, can serve as
interim access routes when other legal data sharing options lack clarity or are overly narrow.



II. BACKGR@O®UND AND CONTEXT

A. VALUE @F MEDICAID-PUBLIC HEALTH DATA SHARING

Data sharing between state Medicaid and public health agencies effers significant eppertunities te
enhance health care delivery and pepulatien health.

Medicaid claims data previde rich insights inte health care utilizatien and disease trends, effering a
granular view ef health status and care patterns, particularly in vulnerable pepulatiens. Because Medicaid
agencies have centinueus access te these data, it can be leveraged by public health agencies te meniter
disease prevalence, identify emerging health threats, and develep evidence-based preventien strategies.?”

In the ceurse of perferming their duties, public health depariments cellect a wealth ef pepulatien health
infermatien frem a variety of seurces, including previders. These data ceuld be hugely informative for
Medicaid pregram planning, reseurce allecatien, and quality imprevement. In theery, access te public
health data ceuld enable Medicaid agencies te reduce pregram cests by supperting preventien for
beneficiaries.

By linking diverse data tvpes acress secters, beth agencies can enhance their capabilities te meniter
health wrends and develep targeted interventiens, impreving health eutcemes in the cemmunities they
serve.

B. FRAGMENTED LEGAL LANDSCAPE

Desgpite the rich petential in data sharing, the ability for Medicaid and public health agencies te share data
is censtrained by a fragmented and cemplex legal landscape, censisting of multiple layers of federal and
state law.

Acting as the federal fleer for data pretectien, the federal Health Insurance Pertabilitv and Acceuntability
Act and its accempanying regulatiens (hereinafter cellectively referred te as HIPAA). HIPAA applies te
cevered entities, which include state Medicaid agencies (i.e., as health payers) and seme public health
depariments (these that have declared themselves te be cevered or hybrid entities). HPAA centains bread
exceptiens that generally permit public health disclesure of pretected infermatien by cevered entities.*

Hewever, mere siringent federal or state laws eften reswrict the use of the bread HIP A A legal exceptiens.
Medicaid pregrams are subject te specific federal cenfidentiality requirements under 42 U.S.C. § 13%6a
and 42 C.F.R. Part 431, Subpart F. These rules can act as a barrier te sharing, whether that barrieris a
result of perceptien of a legal restrictien er a wue legal restrictien. State laws implementing these federal
Medicaid standards inweduce additienal cemplexity, impesing mere stringent requirements er unique
cenfidentiality pretectiens, and semetimes challenging traditienal interpretatiens ef federal restrictiens.
Additienally, states eften have laws that previde specific rules for using er disclesing different tvpes of
public health data. Fer example, states” immunizatien informatien system and vital statistics system are
eften geverned by different rules established in state statutes or regulatiens. Cellectively, these federal
and state laws create a layered patchwerk system where variability creates uncertainty and limits
ceerdinated actien te share data.

C. NECESSITY OF NATIONAL LEGAL SCAN



A cemprehensive natienal scan is necessary te identify the legal enablers and barriers te interagency data
flews. A systematic legal scan aids state pelicymakers te better understand the variability ef state laws
beth within and acress jurisdictiens, petentially illuminating medels for the implementatien ef laws that
enable beneficial data use while mitigating risks.

II1. APPROACH

Using a scientific legal mapping appreach, we cellected and analyzed state laws autherizing er reswicting
data sharing between state Medicaid and public health agencies.

This analysis has twe cempenents because state laws can differ depending en whether state Medicaid data
are shared with the state public health agency er if state public health data are shared with the state
Medicaid agency. See Figure 1.

Figure 1: Laws governing datasharing can be different depending on whether Medicaid data are shared with a public health agency or if
public health data are shared with a Medicaid agency.

N

Laws regulating Medicaid data shared with a public health agency.

Laws regulating publichealth data shared with a Medicaid agency.
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A. SC@OPE

This study examines laws geverning data sharing between Medicaid agencies and public health
autherities in all 50 US states in effect as of May 28, 2025.

B. LEGAL RESEARCH (COLLECTING RELEVANT LAWS)

In cellaberatien with eur Pew Research parmners and state-level stakehelders, we identified three primary
data tvpes of interest: vital statistics, immunizatien, and syndremic surveillance data. Additienally, we
cellected laws relating te public health data generally, te capture autherity where eur datatypes of interest
are net geverned individually.



We teek similar appreaches for cellecting the relevant laws for the analyses of state laws relating te
sharing Medicaid data with public health agencies and laws relating te sharing public health data with
Medicaid agencies.

Te begin identifying and cellecting relevant legal texts, the preject team utilized a three-prenged search
siratesy designed te maximize ceverage and minimize gaps:

1. Search Swings: We develeped Westlaw search swings threugh expleratery research and pilet
testing for each data type. Fer states where this search returned ne results, we created a breader
secendary search swing te identify additienal relevant previsiens. Table 1 includes eur final
search strings all data types.

2. Federal Autherity: Using Westlaw, we systematically lecated state laws that referenced
applicable federal autherity, giving us lmvewn examples te cress-check against search results.

3. Table of Centents Scan: We reviewed tables of centents in relevant state cede sectiens te cenfirm
that ne pertinent laws were missed by the search inswruments.

@nce cellected, all laws were reviewed for relevance and upleaded inte the ceding platferm, the Public
Health Law Informatien Pertal (PHLIP), for abstractien. See Appendices belew for detailed research
pretecel infertnatien.

Table 1: Westlaw search strings to identify state laws pertaining to sharing data between state Medicaid and public health agencies.

Data Type Search Strings Used

State Medicaid Data Adv: SD("Medicaid" er "Medic! assistance pregram” er "medic!
Aggsistance” and "safe-guard!” er "pretect” or "release” er "discles!" and
"infermatien” er "cenfident!" er "health inform!" % "benefits" %o
"prescriptien!” er "drug"” er "bureau!" er "licens!"” er "hipaa" er "HIV" er
"tax" eor "victim" er "regiswy")

Adv: SD("Medicaid" er "Medic! assistance pregram" er "medic!
Assistance” eor "assistance” and "safe-guard!" er "pretect” er "release"” er
"discles!" and "informatien” er "cenfident!" er "health inforin!" and
"cennected” or "related” and "administratien ef")

Vital Recerds Data Adv: (PR("vital" AND (recerd! @R Stat!)) AND SD{Infermatien @R

Recerd! @R Data) AND SD(discles! @R Shar! @R Trans!
OR Disseminat!))

Adv: (PR("vital" AND (recerd! Stat!)) AND SD(Infermatien @R Recerd!
OR Data) AND SD(discles! @R Shar! @R Trans! @R Disseminat! @R
Access))

Immunizaen Data Adv: SD{(immuniz! Vaccin!) /3 (Infermatien @R Recerds @R Data))

Syndremic Adv: Syndremic % Syndreme
Surveillance Data




General Public Health  Adv: (SD((cenfidential @R pretected @R priva! @R sensitive @R

Data identifiable) /3 (Infermatien @R Recerds @R Data) /p (discles! @R Shar!
@R Trans! @R Disseminat!)) AND PR(Health % (Medicaid @R "medical
assistance” @R "health maintenance erganizatiens" @R "Insurance” @R
"Licensure" @R "facilities” @R "drugs" @R "health Care")))

C. DEVEL@PING ABSTRACTI@ON INSTRUMENT AND C@DING

The abstractien instrument—er ceding scheme—was develeped threugh an iterative precess that began
with questiens drawn frem the appreved research plan and insights frem the legal research stage. The
instrument was designed te capture elements acress jurisdictiens, such as express perinissiens er
prehibitiens en sharing data with gevernment agencies, cenditiens placed en disclesure (if any), and
previsiens that ceuld serve as petential pathways for sharing. Different censideratiens for Medicaid data
and public health data influenced the creatien ef different abswactien inswuments.

Federal laws—i.e., 42 CFRPart 431, Subpart F and 42 U.S.C. § 1396a—have central impertance te
understanding hew state Medicaid data can be used because states must eperate their Medicaid pregrams
within federal guidelines. Specifically, because federal laws shape what states can and cannet permit
under state law, they were central te law cellectien and abswractien instrament develepment. By using
federal requirements as a reference peint, this analysis seeks te identify where states have created
pathways for public health data sharing within these federal reswictiens.

Sharing public health data has different censideratiens because the existence of different sileed data
systems creates a mere cemplicated legal analysis. Each data system ceuld be geverned by different laws
within the state or a state ceuld elect te have breadly werded laws that gevern all public health data under
the same rules. Censequently, sur abstractien instrument for public health data sharing was designed te
capture differences between the legal autherities that apply te different public health data tvpes.

Regular engagement with eur Pew cellaberaters further helped ensure the abswractien insuments aligned
with preject ebjectives. The preject team then cenducted multiple reunds ef pilet testing with ceders whe
had net participated in creating the instrament te assess clarity and usability. Beth abstractien inswuments
can be found in Appendix B.

D. SECONDARY ANALYSIS @F PUBLIC HEALTH DATA LAWS

We cenducted twe secendary analyses ef the laws pertaining te sharing public health data with state
Medicaid agencies. First, general public health data laws were interpreted te understand their applicability
te vital recerds, immunizatien, and syndremic surveillance data in these states where we did net identify
specific laws for these data types. Fer example, if a state had a law applying breadly te public health data
but it did net have a law specific te syndremic surveillance data, we interpreted the previsiens applying
breadly te public health data generally as alse applying te syndremic surveillance data.

Secend, we cenducted a greuping analysis te simplify the interpretatien of resirictiens en sharing legal
data. This greuping analysis was informed by standard data sharing practices within public health and
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gevernmental secters. Fer example, mest data sharing between er within gevemments er gevemmental
units are cennected with seme sert efdegal agreementde.g., a data use agreement [DUA]) and
gevernmental systems for sensitive data are typically pretected with technical safeguards. As such, legal
requirements for a DUA er technical safeguards de net differ substantially frem existing standard
practices. @ur greuping analysis alse recegnized that seme data sharing requirements might substantially
affect the velume er nature of the data that can be shared in ways that might impact future analyses. Fer
example, a law that autherizes enly aggregated data te be shared will effectively resirict any secendary
analyses invelving individual recerds. These insights infermed eur greuping categeries.

Jurisdictiens were categerized and greuped based en the reswrictiveness ef their data sharing requirements.
States were categerized for each public health data type by whether their laws had 1) ne restrictiens, 2)
lew-burden requirements, er 3) restrictiens affecting data utilitv. The lew-burden categery includes
jurisdictiens with reswrictiens such as technical safeguards and mandatery legal agreements (e.g., a DUA),
which are standard practices ameng gevernmental data sharing. While these restrictiens might demand
seme additienal time er reseurces te navigate, they de net fundamentally interfere with the ability of
Medicaid agencies te receive quality data. In centrast, reswictiens affecting data utility include
requirements for de-identificatien, aggregatien, and narrew purpese limitatiens, which may ultimately
undermine the purpese for which the data was shared.

Jurisdictiens with reswrictiens that were ceded as “@®ther” (see Tables 3, 5, and 7) were evaluated by
wained legal researchers en a case-by-case basis for the purpeses of the greuping analysis.

E. QUALITY ASSURANCE

We incerperated quality assurance measures threugheut the preject te help ensure that the resulting legal
dataset is cemplete, reliable, and accurate. First, the multi-prenged legal research appreach previded
redundancy, allewing the team te cress-check results during pilet testing against knewn laws and cenfirm
that ne relevant previsiens were missed. Secend, extensive pileting of the ceding inswrument served as an
impertant quality cenwel step. These tests ensured that the inswument was net enly theeretically seund
but alse practical, leading te refinements that impreved clarity and usability. Finally, the laws were ceded
by twe researchers acting as blind, redundant ceders. All ceded data underwent validatien by a wrained
legal researcher, and any discrepancies were reselved threugh ceding meetings.

IV. LEGAL SCAN FINDINGS

A SHARING STATE MEDICAID DATA WITH STATE PUBLIC HEALTH
AGENCIES

State Medicaid data are highly regulated under federal and state laws.’ These laws establish general rules
for the use of Medicaid applicant and beneficiary data, as well as exceptiens te these general rules.
Generally, when interpreting everlapping data pretectien laws (i.e., these pertaining te privacy,
cenfidentiality, and security), the mest reswictive previsien is the ene that applies. This makes
cempliance with data pretectien laws cemplex and challenging.

In the centext of state Medicaid agencies sharing data with public health agencies, HIPAA is ameng the
mere permissive laws.> HIPAA regulates Medicaid agencies use and disclesure of Medicaid beneficiary
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informatien (i.e., as HIPAA Pretected Health Informatien er PHI). Hewever, HIPA A centains bread
exceptiens permitting uses and disclesures for public health and research purpeses that weuld generally
permit Medicaid agencies te share their data with public health agencies.® Nenetheless, HIPAA is
censidered a fleer pretectien, meaning that states can enact mere siringent rules witheut centradicting
HIPAA.

In additien te HIPA A, ether federal laws previde mere restrictive requirements for safeguarding
inforinatien abeut Medicaid applicants and beneficiaries. Since Medicaid pregrams are administered by
states but are subject te federal requirements, federal rules exist for hew states can and cannet use their
Medicaid data. Federal laws 42 CFR Part 431, Subpart F and 42 U.S.C. § 1396a require state Medicaid
plans te pretect cenfidentiality and limit disclesure te specific circumstances. In general, the federal
framewerk restricts disclesing Medicaid data te purpeses directly related te the adminisiratien of the
Medicaid state plan, with few ether exceptiens, such as disclesures for scheel lunch pregrams.’

The apparent resirictiveness of the federal Medicaid rules likely acts as a barrier te sharing Medicaid data
with public health agencies, even when such sharing ceuld impreve pepulatien health. Hewever, states
are eften afferded flexibility te administer their pregrams that gives states seme feedem te creatively
implement their Medicaid pregram within the federal guidelines, including hew te leverage available
Medicaid data te premete pepulatien health ebjectives. Fer example, the federal Medicaid data
pretectiens allew data sharing for “purpeses directly cennected with the adminiswatien ef the [state
Medicaid] plan,” but the regulatiens de net previde an exhaustive definitien of what censtitutes as
“adminisiratien ef the plan.” Censequently, a state ceuld make an argument that a data sharing activity

|
“STATE PLAN ADMINISTRATION”

Federal regulatiens previde limited flexibility for states te define what “State plan administratien”
means. CMS regulatiens state:

“Purpeses directly related te plan administratien include—

Establishing eligibility;

Determining the ameunt of medical assistance;

Previding services for beneficiaries; and

Cenducting er assisting an investigatien, presecutien, er civil er criminal preceeding related te
the administratien ef the plan.” 42 CFR § 431.302.

The werd “include” implies that ether purpeses for data use might alse be pemitted as being related te
plan adminisiratien. Seme states have previded greater specificity, indicating that uses for research and
public health are purpeses related te state plan adminiswratien.

@ther states have chesen net te clarify what “State Plan Administratien” entails. Fer example, Alabama
regulatiens state: “Cenfidential infermatien relating te applicants and recipients may be used er
disclesed enly for purpeses directly cennected with the administratien ef the State Plan and in
accerdance with the Agency HIPAA Privacy Cempliance Manual er ether apprepriate autherity.” Ala.
Admin. Cedeer. 560-X-27-01.



https://560-X-27-.01

with a state public health agency is part ef the administratien ef the plan. Whether the apparent
reswrictiveness of the federal Medicaid data pretectiens is an actual er perceived barrier is an impertant
and cemplex questien that we will explere threugh eur analysis.®

By systematically analyzing laws acress all 50 states, this scan aims te identify where states have
successfully created pathways for sharing within federal reswictiens. Previding clarity en this cemplex
legal landscape can guide state-level decisien-makers in navigating legal cemplexities te foster mere
equitable and effective public health strategies.

1. PRESENCE AND SC@OPE @I DATA-SHARING LAWS

We found laws in 49 states pertaining te sharing Medicaid data; Arkansas was the enly state where we
ceuld net identify a relevant law.! Table 2 prevides eur analysis ef these state laws.

Twenty-eight states have laws that specifically address sharing data en Medicaid applicants and
beneficiaries, and 21 states have laws that breadly address sharing public assistance er medical assistance
data (Figure 2). @ver 70% de net have laws that mentien sharing data for public health agencies er public
health purpeses, but eleven states have laws that either explicitly name state public health agencies as data
recipients (9 states) er breadly permit sharing data for public health purpeses (2 states).

Censistent with federal law, 44 states have laws that expressly permit sharing Medicaid data for purpeses
directly related te the adminisiratien ef the pregram, but 14 states de net further elaberate en what the
administratien ef the pregram means in their statutes er regulatiens. @f these states that enumerate
activities that qualify as administratien ef the pregram, mest include these present in federal law, and 22
include additienal administrative examples. Twenty-five states list at least ene exceptien er allewance
that ceuld everlap with public health agencies” missiens er activities, including sharing for public health
purpeses (8 states), sharing for research purpeses (10 states), and sharing with ether state welfare
pregrams (20 states) (Figure 3).

i Ark. Code Ann. §20-77-907 and Ark. Code Ann. § 5-55-104 govern access to Medieaid data by relevant authoriies
for program fraud and abuse enforcement, but those laws lack the direct relevance to data sharing for inclusion in
this study.
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Figure 2: States with laws on sharmgz Medicaid datis.
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Figure 3: Ixceptions or Allowances for Sharing Medicaid Data.
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Table 2:States with laws pertaining to sharing Medicaid data with public health agencies.

Question text Answer Options States #
Yes - the law specifically addresses sharing dataon AL,AZ, CA, CO,CT, DE, FL, GA, HI, IN, ME, MA, M,
. e j L. MS, MQ, MT, NJ, NM, NC, QH, QK, RI, SC, TX, UT, VT, 28
Does the jurisdiction have a Medicaid applicants and beneficiaries VAWV
3;:“;;3?:;&?::;“3"% Broadly - the law addresses sharing "public AK,ID, IL, 1A ,KS, KY, LA, MD, MN, NE, NV, NH, NY, ND, 21
assistance” or "medical assistance” data OR, PA, SD, TN, WA, WI, WY
No relevant law AR 1
Yes - the law expu‘cnly names state public health CT. LA, ME, MN, MS, MO, MT, VA, WI 9
agencies as recipients
Does the l'aw'address §haring Indirectly - the law permits sharing for public hea!th MA OR 9
state Medicaid datawiith purposes but does not name public health agencies ’
state public health agencies? . . AL, AK,AZ,CA, DE, FL,GA, HI, ID, IN, IA, KS, KY, MD,
:;e'n::sli":SSS:C”;:;:“E”;E';;’::S"C heattn ML, NE, NV, NH, NJ, NM, NY, NC, ND, OH, OK, PA,RI, 36
SC, SD, TN, TX,UT, VT, WA, WV, WY
AL, AK, AZ, CA, CQ, CT, DE, FL, IL, IN, KS, LA, ME, MA,
Does the lawcite or Yes ML, MS, MQ, MT, NE, NV, NJ, NM, NC, QH, RI, SC, TX, 30
incorporate relevant federal UT, VA, WA
law governing Medicaid data? No GA, HI, ID, IA, KY, MD, MN, NH, NY, ND, OK, OR, PA, 19
SD, TN, VT, WV, WI, WY
Does the law expressly AL, AK, AZ, CA, CQ, CT, DE, GA, HI, IL, IN, 1A, KS, LA,
permit sharing Medicaid {or Yes ME, MD, MA, M, MN, MQ, MT, NE, NV, NH, NJ, NM, M
medical/public assistance) NY, NC, ND, QH, QK, OR, PA,RI, SC, SD, TN, TX,UT,
data forpurposes directly VT, VA, WA, WI, WY
related to the administration
of the state Medicaid planor No FL,ID,KY,MS, WV 5
assistance program?
No examples listed / NA \l’\VL\,/CT, FL, ID, MA, MS, NE, NV, NH, NM, SC, TN, UT, 14
Eligibility determinations or redeterminations AK,AZ,CA,CO, DE, CA, H, IL, KY, ME, MD, MN, MO, 25
Does the law list permitted MT, NJ, NC, ND, OK, PA, R, SD, TX, VT, VA, WI
uses of protected data for Enrollment or disenrollment CQ,MN 2
purposes related tothe . . AK,AZ, CQ, IL, ME, MD, MN, MQ, NJ, ND, OH, OK, OR,
adminisrationof thestate o0 mation of benefits PA, RI, SD, VT, VA, WI, WY 20
Medicaid plan or assistance Program integrity/fraud prevention CA, DE, GA, HI, IN, IA,KY, ME, ML, MN, MT, NY, PA 13
program? Selectall that Providing or coordinating services for members SRR SN GOEPER GRS T ME JMORFEEME. 27
apply: NJ, NY, NC, ND, OH, OK, OR, PA,RI, SD,TX,VT,VA, WI
Protecting the health or safety of members CO, IL, 1A, MN, OR 5
Other administrative function explicitly listed AK,AZ, IN, IA, KS, ME, MD, MQ, NJ, NC, ND, OH, QK, »
{comment below} OR, PA,RI, SD, TX, VT,VA,WA,WI
Sharing permitted with school lunch programs CA 1
Areanyof the following . ; . CA, DE, HI, IL, IA, KY, LA, ME, MD, MN, MQ, MT, NY,
Ny ey Sharing permitted with other state welfare programs NC. OR, PA, R, TX,VA, WA 20
sharing Medicaid data Sharing permitted for research purposes CA, CO, MA, MO, NE, NC, QH, RI, TX, VA 10
explicitly stated in the law? Sharing permitted for public health purposes CT, LA, ME, MA, MN, MO, OR, WI 8
Check all that apply. AL, AK, AZ, FL, GA, ID, IN, KS, M|, MS, NV, NH, NJ, NM,
Noneoftheabove 23
ND, QK, SC, SD, TN, UT, VT, WV, WY
Does thelawexplicitly permit  Yes AZ,CA, CQ, IN, IA, KS, NE, NJ, NY, NC, PA,RI 12
sharing of de-identified, AL,AK,CT, DE, FL,GA, HI, ID, IL, KY, LA, ME, MD, MA,
statistical, or aggregated No ML, MN, MS, MO, MT, NV, NH, NM, ND, OH, OK, OR, 37
Medicaid data? SC, SD, TN, TX, UT, VT, VA, WA, WV, WI, WY
Does the law require a Data Yes CT, GA, IA, ME, MA, MS, SD, VA, WV 9
Use Agreement{DUA) or AL,AK,AZ,CA,CQ,DE, FL, H,, ID, IL, IN, KS, KY, LA,
another written agreement No MD, ML, MN, MQ, MT, NE, NV, NH, NJ, NM, NY, NC, 20

prior to sharing Medicaid
data?

ND, OH, OK, OR, PA, RI, SC, TN, TX, UT, VT, WA, WI,
WY

16




Public Health Agencies Named
as Autherized Recipients of
State Medicaid Data

State Law Example: Maine
10-144 CMR Ch. 332, Pt. 1,§ 2

V. “Informatien necessary for
ether @fTfices within the
Department te administer their
pregrams may be given. These
@fTices include (...) the Preventive
Health Pregram (PHP)*.
Infermatien may alse be previded
te ether @ffices within DHHS if
there is a written Memerandum ef
Understanding between @F] and
that @ffice.”

*The Preventative Health Pregram
was the predecesser te the Maine
Centers for Disease Centrel and
Preventien.

Sharing Permitted with Welfare
Pregrams

State Example: Pennsylvania
55 Pa. Ceded} 105.3

“The use of infermatien in the
pessessien ef the Deparment
cencerning applicants and recipients
is restricted te purpeses directly
cennected with the follewing:

(3) The adminiswratien ef anether
Federal or Federally-assisted
pregram which prevides assistance,
in case eor in-kind, er services
directly te individuals en the basis
of need.”

2. PUBLIC HEALTH AGENCIES NAMED AS
AUTHORIZED RECIPIENTS

Despite the narrew federal reswictiens, eleven states have
established clear legal bases for sharing with public health
autherities. Within this greup, nine states explicitly name state
public health agencies as autherized data recipients, while eight
explicitly permit sharing Medicaid data for public health purpeses.

3. POTENTIAL DATA SHARING PATHWAYS

In the absence of explicit permissiens, we seught te identify legal
reutes te facilitate public health data sharing within the existing
federal framewerk.

A) EXPANDING “PLAN ADMINISTRATI@N”

Since federal regulatiens de net previde an exhaustive definitien
of “administratien ef the plan,” states witheut enumerated
examples have the flexibility te argue that certain public health
activities—such as menitering disease prevalence er care
ceerdinatien—further the administratien ef the state Medicaid
pregram.

B) UTILIZING @VERLAPPING EXCEPTI@NS

Public health agencies may qualify for data under ether explicitly
stated exceptiens.

a. Service Ceerdinatien: Federal Medicaid law and 27
states permit sharing te previde or ceerdinate services for

members, which eften aligns with public health missiens.
b. Welfare Pregrams: 20 states permit sharing with ether
state welfare pregrams; public health agencies may eversee seme

of these pregrams, facilitating access.

C. Research: 10 states permit sharing for research purpeses,
previded the data use is swuctured apprepriately. This pathway
te data access tends te be a mere burdenseme ene with rigid
pretecels, but the granularity ef data available may be werth the
effort in absence of alternative means.

d De-identified or Agsregated Data: While de-
identificatien can substantially limit the utilitv ef public health
data, any data is better than nene for public health planning and
activities. Twelve states explicitly permit the sharing ef de-

identified, statistical, or aggregated Medicaid data. Even in the
absence eof explicit permissien, agencies may still find success
requesting data in this ferm.
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B. SHARING PUBLIC HEALTH DATA WITH STATE MEDICAID AGENCIES

1. VITAL REC@RDS

Vital recerds are efficial decuments that establish identity, legal status, and majer life events with legal
relevance—Ilike birth, marriage, and death. Data falling under this categery includes any informatien
derived frem these decuments, frem the individual recerd-level te aggregated, anenymized lists.
Medicaid agencies ceuld leverage data frem vital recerds te petentially impreve eligibility accuracy,
strengthen maternal and infant health pregrams, suppert value-based care and equity initiatives, and
reduce fraud and adminiswative inefficiencies.>¥

It is impertant te nete that vital recerds are cemmenly cenirelled by a state registrar, a rele that is eften,
but net always, heused within the state public health department. Altheugh this study did net analyze the
erganizatienal lecatien ef registrars within the state gevernment, the legal scan included all laws
geverning vital recerds te accurately reflect the real-werld legal pathways threugh which Medicaid
agencies might gain access te these data.

Nearly all states explicitly autherize the sharing ef vital recerds data with state Medicaid agencies er state
public health autherities. Fertv-nine states permit such disclesures, with New Jersey being the enly state
where we ceuld net identify an express previsien autherizing the disclesure of vital statistics data te the
Medicaid agency. This statutery landscape suggests that, in principle, Medicaid pregrams can access vital
recerds data in almest every state. Hewever, state laws differ meaningfully in whether and hew they
cenditien such sharing (Table 3).

Greuped by reswictiveness, twenty-nine states present ne apparent restrictiens, while eighteen states
impese lew-burden cenditiens such as a DUA, technical safeguards, er similar precess requirements. Twe
states include previsiens categerized as reswictiens that can affect data utility. Taken tegether, the
greuped vital recerds landscape signals substantial eppertunity for lawful exchange of at least seme vital
recerds data, while alse highlighting the need for state-specific implementatien planning. The full results
of the greuping analysis can be found in Table 4 and Figure 4.

States alse vary in additienal pretectiens applied te particular data elements, diseases, er cenditiens.
Twenty-twe states previde ne such added pretectiens, while ethers include targeted previsiens that limit
identifiable elements er require special handling ef specific categeries of infermatien. Vital recerds have
cemparatively unique pretectiens in this area; te illusirate this, censider the case of Alaska, which
restricts the “disclesure of any infermatien indicating that a birth eccurred eut of wedleck” !! This
explicit pretectien was ceded “additienal data pretectien for specific diseases/cenditiens” because they
eperate as a categerical, status-based cenfidentiality rule that functiens similarly te cenditien-specific
privacy pretectiens (e.g., for HIV status, substance use diserder wreaiment, er mental health recerds). In
tetal, we found related previsiens in 8 states. These rules can influence the granularity ef the data
available te Medicaid pregrams even when disclesure is autherized.
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Table 3: States with Laws Pertaining to Sharing Vital Records Bata with State Medicaid Agencies

Question Text

Answer Options

States

Does the jurisdiction permit sharing AL AK,AZ AR, CA, C@, CT, BE, FL, GA, HLID, 49
jurisdictional public health IL, Y, [A, KS, KY, LA, ME, MB,MA M, MN,
information to state Medicaid = L ) T NI\I’.NY’ Y
agencies or state public health OK, OR, P A, R], SC, SB, TN, TX, UT, VT, VA,
aﬁthoriﬁcs? WA, WN, WL WY
Ne NJ 1
AK, AZ, AR, CA, CT, BE, FL, GA, HI, 1A, MD, 29
Ne requirements MN, M®, MT, NH, NM, NY, ®H, PA, RI, SB, TN,
TX, UT, VT, VA, WV, W1, WY
BDUA eor other legal agreement AL, ID, IL, IN, KS, ME, NV, @K, @R, WA 10
Technical safesnards ME. NE, NC. ®R_ SC S
Does.thc ]urlsdlcno.n !mvc general D.atammm.ngatlon, (e.g., only Ce.IL, OR, WA 4
requirements/restrictions for the disclese minimum necessary)
disclosure of public health Privacypreserving recerd linkage NONE 9
information? If yes, what are the Pariual identificaten, (e.g., ceded 1
requirements for disclosure? data, pseundenymizatien, limited NP
dataset)
Deidentiﬁcation, (recerd-level) or NONE L
aggreganen
Censent, (e.g., frem the paNent er L
data subject) NONE
@ther, (comment belew)* KY, LA, MA, MI, MS, NC 6
- . AL, FL, HI, IB, IL, IN, MDD, MA, M1, MN, MS, 22
o . N Ne additienal pretectiens NE; NY, NC, oK. R, ;\f&TN, UT. WV, WI
Does jurisdiction provide additional Speci - =
. o oo . pecific pepulatiens, (e.g., miners) NONE [J
protections to specific populations, Specific discases/cenditiens, (¢ 3
diseases/conditions, or specific data pe 2168 AK, AR, CA, C@, 1A, ®H, R1, SC
elements? If yes, to what do the HIV, mental health)
additional protections apply? Specific data elements, (e.g., race AZ, AR, CT, PE, GA, KS, LA, M@®, MT, NV, NH, 19
and ethnicity, birthdate, ZIP cede) NALOND, SB, TX, VT, VA, WA, WY
@ther, (comment belew) KY 1
AR, Ce, CT,HI,I», KS, LA, MA, M1, MN, M@, 24
Does the jurisdiction have a law Yes NE, NV, NH, NY, ®H, K, ®R, SC, TX, UT, VT,
that specifically PERMITS sharing WA WI
public health data for public health AL, AK,AZ,CA,DE, FL, GA,IL, IN,IA, KY, ME, 26
purposes? Ne MDD, MS, MT.NILNM, NC, ND,PA R1, S®, TN,
VA, WV, WY
AL, AK, AZ, AR, CA, C@, CT, PE FL, GA HL,ID, 48
Does the jurisdiction have a law IL, IN, 1A, KS, KY, LA, ME, MB, M A, M1, MN,
that specifically PERMITS sharing Yes M@, MT, NE, NV, NH, NM_.NY,NC, ND, ®H, OK,
public health data for research OR, PA RI SC, SB, TN, TX, UT, VT, VA, WA,
purposes? WV, WI, WY
Ne NI, MS 2

* Jurisdictions with reswicions that were coded as “Other” were evaluated by trained legal researchers on a case-by-case basis for the

purposes of the grouping analysis. Coder comment are available in the raw validated dataset in Appendix D.
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Table 4 Jurisdictional Groupings Based on Laws, Vital Records Bata

No Laws Authorizing  No Requirements (29)
Specific Data Type

Low Burden (e.g.,DUA, Restrictions Affecting
technical safeguards, Data Utility (e.g., de-

Disclosure to data minimization) (18) identification,
Medicaid Agencies aggregation) (2)
Identified (1)
New Jersey Alaskaf Alabama Leuisianaf

Arizenat Celeradet Nerth Carelina

Arkansasf Idahe

Californiat 1llineis

Cennecticutf Indiana

Pelawaret Kansast

Flerida Kentuckyt

Geergiaf Maine

Hawaii Massachusets

TIewat Michigan

Maryland Mississippi

Minneseta Nebraska

Misseurif Nevadaf

Mentanaf Nerth Daketaf

New Hampshiref @klahema

New,Mexice} @regon

New Yerk Seuth Carelinaf

@®hie} Washingtenf

Pennsylvania

Rhede Islandf

Seuth Paketat

Tennessee

Texast

Utah

Verment}

Virginiat

West Virginia

Wiscensin

Wyemingt

1 Denotes laws with proteciions for specified data content. Such protections do not necessarily impact

restriciiveness groupings; identified laws ean be found in the relevant appendices.
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Figure 4: Jurisdic tional Groupings by Restricti veness, Vital Records.

Crealed with mopchart.net
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2. IMMUNIZATI@ON LAWS

The statutery landscape geverning disclesure of immunizatien data te state Medicaid agencies is
censiderably less uniform than the landscape for vital recerds (Table 5). Thirty-nine states expressly
autherize sharing of immunizatien informatien with Medicaid agencies er state public health autherities,
while immunizatien-specific previsiens permitting disclesure were net identified in eleven states. In these
jurisdictiens—indicated by asterisks in the tables—general public health data laws may apply and create
petential, but less explicit, pathways for disclesure.

Ameng the 39 states that allew disclesure, the cenditiens

Clarifying Public Health

placed en immunizatien data sharing vary meaningfully.
Twenty-nine states impese ne general requirements en
disclesure. @thers require additienal steps, such as formal
DUAs, technical safeguard previsiens, er In some jurisdictions, there are no
data-minimizatien ebligatiens. These cenditiens affect the disclosure provisions that govern
precess of data sharing, but may permit data quality and sharing specifically with Medicaid

Authority Inclusion in
Abstraction Instrument

impact te remain intact. In states where general public LI T LT s 8 QTR e e

health law is the seurce of autherity, these requirements
reflect the breader statutery framewerk that applies te
identifiable public health informatien mere generally.

sharing with “public health
authorities”. We intentionally captured
this nuance in our abstraction
instrument. Because of legal ambiguity

Additienal pretectiens for specific diseases, pspulatiens, e FIR D NI Ui o U

eor data elements are relatively uncemmen for
immunizatien data. Thirty-eight states have ne such

designation as such, these states were
categorized at the most restrictive

. . . .. level, reflecting th tainty and
pretectiens beyend the baseline cenfidentiality standards R

in state public health law. In the remaining jurisdictiens,
pretectiens mest eften apply te particular diseases or
sensitive categeries of informatien. These pretectiens may

contingent nature of this sharing
pathway.

arise either frem immunizatien-specific previsiens er
frem general cenfidentiality rules that apply acress public health data tvpes.

The greuping analysis highlights the unevenness eof this legal envirenment (Table 6 and Figure 6). Eleven
states de net explicitly autherize disclesure, while many ethers present ne apparent reswictiens en
sharing. Seventeen states impese lew-burden requirements, such as DUAs er technical safeguards, that
increase precess steps witheut substantially interfering with data utility. Feur jurisdictiens include
resirictiens that ceuld limit the usefulness er granularity ef Medicaid-facing immunizatien data, but
netably, all are states where general public health laws have been interpreted te apply. This is relevant
because it shews that when immunizatien data sharing is explicitly supperted in law, these laws are nen-
er minimally resirictive witheut exceptien.

The immunizatien data landscape effers censiderable eppertunity for interagency immunizatien data
sharing. Mest states previde clear avenues for sharing, and enly a minerity ef these impese statutery
reswictiens at all. Even in the absence of immunizatien data-specific laws, sharing may be permitted
under breader general public health data sharing laws. As with vital recerds, these findings are
enceuraging but underscere the impertance of state-specific analysis when planning and implementing
immunizatien data exchange.
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Table 5: Swates with Laws Pemaining to Sharing Immuniaation Bata with Swate Medicaid Agencies

Question Text

Answer Options

Does the jurisdiction permit sharing AL, AK,AZ, AR, CA, C®, CT, BE, GA, HL 11,
jurisdictional public health information  Yes IN, 14, KX, L A, ME, MB, MA, ML MN, M3, 39
to state Medicaid agencies or state M@, NE, N.V’ NH, NJ, NM, NY, N, @R, R,
public health authorities? SR B8 O N W
Ne FL, I», KS, MT, NC, ®H, ®K, PA, TN, WA, WI 11
AK, AZ Ceo,CT, BE, GA, ID*, 1A, KY, LA,
Ne requirements MN, MS, M@, NE, NV, NH, NM, NC*, @K*, 29
OR, PA* RL SB, TN*, TX,UT, VT, VA, WV
BDUA or other legal agreement AL, AR, IL, IN, MBD NJ NY, ®H*, SC, WY 10
Technical safegnards HI, ME, NY, SC 4
Does the jurisdiction have general Pata minimizanen, (e.g., enly disclese KS* NY oy
requirements/restrictions for the minimum necessary) ’
disclosure of public health Privacypreserving recerd linkage NONE [
information? If yes, what are the Partial identificatien, (e.g., ceded data, ND 1
requirements for disclosure? psendenvmizatien, limited dataset)
)eldentlﬁcahon, (recerd-level) or NONE ¢
aggregation
Con.aent, (e.g., frem the patent or data NONE N
subject)
@ther** CA, FL*, HI, MA, MI, MT*, NJ, WA* WI* 9
AZ AR, CA, C®, CT,FL*,GA /HI, IL, IN, 1A,
N additienal pretectiens KY, LA, ME, MB, M4, ML, MN, MS, M®, NE, 338
e e e . " NV, NH, NJ,NM, NY,NC*, ND, OR_RI, SC,
Does ‘]u'nsdlctmn p.r(.lwdc addl.nona] SB. TX,UT, VI, WV, WI*, WY
protechons to. SP s popu.l a.tmns, Specific pspulatiens, (e.g., miners) NONE L)
diseases/conditions, or specific data e
elements? If yes, to what do the P 2 (€8 ID*, KS*, MT*, @H*, @K*, PA* TN*, WA* 3
additional protections apply? HIV,.mental health)
Specific data elements, (e.g., race and ALJAKBE VA 4
ethnicity, birthdate, ZIP cede) > T
@ther NONE )
AL, AK,AZ AR, CA, Ce®, CT, BPE, GA, H],
Does the jurisdiction have a law that 1D+, IL,, IN, IA, K52, KY, LA, MB, MA, M],
specifically PERMITS sharing public Yes M®, MT*, NE, NE, NJ, NM, VY, NC*, @1, a0
health data for public health purposes? LLSHLLTL e e GG
: WA*, WV
Ne FL, ME, MN, MS, NV, NB, R], SB, WL, WY 10
AL, AK, AZ, CT, BE, GA, ID*, IL, IN, KS*,
Yes LA, ME MA MI, NH, NY, NC*, @H*, @K*, 24
Does the jurisdiction have a law that PA* SC, VT, VA, WI*
specifically PERMITS sharing public
health data for research purposes? AR, CA,Ce@, FL, HI,1IA,KY, MB®, MN, MS,
Ne M@, MT, NE, NV, NJ, NM, NB, @R, R SD, 26
TN, TX, UT, WA, WV, WY

* Indicates interpretadon of general public health data law as applied to the immunizason data
** Jurisdictons with restricions that were coded as “Other” were evaluated by wained legal researchers on a case-by-case basis for the
purposes of the grouping analysis. Coder comment are available in the raw validated dataset in Appendix D.
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Table 6: Jurisdictional Groupings Based on Laws, Immuniaation Bata

No Laws Authorizing  No Requirements (29)

Specific Data Type
Disclosure to

Medicaid Agencies or
State Public Health
Authorities Identified

(11)
Flerida Alaska¥t
Idahe Arizena
Kansas Celerade
Maentana Cennecticut
Nerth Carelina Pelawaret
®hie Geergia
@®klahema Idahe*}
Pennsylvania Tewa
Tennessee Kentucky
Washingten Leuisiana
Wiscensin Minneseta
Mississippi
Misseuri
Nebraska
Nevada
New Hampshire

New Mexice
Nerth Carelina*
@®klahema*y
@regon
Pennsylvania*f
Rhede Island
Seuth Paketa
Tennessee*f
Texas

Utah

Verment
Virginiaf

West Virginia

Low Burden (e.g., DUA,
technical safeguards, data
minimization) (17)

Alabamat
Arkansas
California
Hawaii
Nllineis
Indiana
Kansas*f
Maine
Maryland
Massachusetts
Michigan
New Jersey
New Yerk
Nerth Daketa
@hie*}

Seuth Carelina
Wyeming

Restrictions Affecting Data Utility
(e.g., de-identification, aggregation)

@

Flerida*
Maentana*t
Washingten*f
Wiscensin*

* Indicates interpretation of general public health datalaw as applied to the immunization data

1 Denotes laws with proteciions for specified data content. Such protections do not necessarily impact
restriciiveness groupings; identified laws ean be found in the relevant appendices.
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Figure 5: Jurisdic tional Groupings by Restricti veness, Immuni zation Bata.
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3. SYNDROMIC SURVEILLANCE LAWS

Syndremic surveillance data present a unique legal and eperatienal landscape because, cempared te vital
recerds er immunizatien informatien, there is less unifermity surreunding what censtitutes syndremic
surveillance data acress states. In seme jurisdictiens, syndremic surveillance systems primarily draw frem
emergency department intake recerds, urgent care enceunters, and ether clinical presentatiens that centain
substantial ameunts efidentifiable health informatien. In ethers, syndremic surveillance pregrams alse
incerperate nen-clinical indicaters—such as ever-the-ceunter medicatien sales, scheel absenteeism
reperts, or envirenmental data—that centain little or ne persenal informatien. Because these data
elements differ se widely in sensitivity and identifiability, they may fall under different statutery
stwuctures within the same state. As a result, certain syndremic surveillance data tvpes may be mere
readily shareable under general public health autherity er ether legal pathways, even when mere sensitive
syndremic surveillance cempenents face stricter limits. This variability in data cempesitien adds an
additienal layer of nuance te the already cemplex legal envirenment surreunding syndremic surveillance
data exchange with Medicaid agencies. Furthermere, it is pessible that eur search methedelegy might
have missed laws that are relevant te subsets of syndremic surveillance data given this significant
heteregeneity.

@nly a small handful ef states have enacted data-type-specific laws that expressly autherize the sharing of
syndremic surveillance data with Medicaid agencies (Table 7). Ameng the six states with such laws,
reswictiveness varies substantially. Twe states—Nerth Carelina and West Virginia—have particularly
narrew permissiens that sirictly limit the circumstances under which syndremic surveillance data may be
disclesed. These states cenditien sharing en beth the nature of the requester and the purpese for which the
data will be used. Fer example, WV ADCe§ 64-7-12(12.5) requires Medicaid agencies te justify their
inclusien as a “lecal health department” and limit use te public health purpeses.

These examples illusirate that even when states de explicitly autherize sharing, the statutery language
may be tee narrew te clearly encempass Medicaid agencies er the full range of Medicaid-related
eperatienal purpeses.

Because data-type-specific syndremic surveillance laws are se rare, the vast majerity of the legal analysis
relies en interpretatien of laws that apply te public health data generally. These breader previsiens—
which appear as asterisks in the tables—eften gevern the cenfidentiality and permissible disclesure of any
identifiable infermatien cellected by public health autherities. In many states, such laws may allew
disclesure of syndremic surveillance data te Medicaid agencies, especially when the data are used for
public health, epidemielegy, or healthcare ceerdinatien purpeses. Hewever, because these laws are net
written with syndremic surveillance specifically in mind, the scepe and certainty of the permissible
sharing pathway vary. This reliance en general autherity is particularly salient given the diversity of
syndremic surveillance data tyvpes: less sensitive data elements, such as ever-the-ceuntermedicatien sales,
may mere cemfortably fall within the general framewerk, while mere sensitive clinical enceunter data
may raise additienal statutery er interpretive questiens.

States alse differ in the resirictiens placed en syndremic surveillance data sharing. Sixteen states impese
ne reswictiens; ethers require steps such as DUAs, technical safeguards, er data-minimizatien previsiens.
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These conditions generally affect the process of sharing rather than whether data can be shared at all.
Additional protections tied to certain diseases, populations, or data elements appear in several states,
though these often arise from more general communicable disease or public health confidentiality laws
rather than syndromic surveillance-specific frameworks. These protections may affect the granularity or
identifiability of the syndromic surveillance data that can ultimately be disclosed, especially when clinical
elements are included.

The grouping analysis reflects this diversity. Many states lack explicit statutory authorization for sharing
syndromic surveillance data with Medicaid agencies, while others permit sharing with no apparent
restrictions. Thirteen states fall into low-burden categories, where sharing is possible but subject to
procedural requirements. Fifteen have restrictions that can materially affect the utility of the data—most
notably where de-identification, aggregation, or narrow purpose limitations apply. Across these
categories, it is notable the extent to which general public health law—as opposed to laws specific to
syndromic surveillance—swuctures the legal environment for these data (see Table 8 and Figure 7).

Taken together, these findings reveal a landscape shaped by both substantive legal gaps and considerable
variation in how states conceptualize and collect syndromic surveillance data. The scarcity of explicit
syndromic surveillance laws, the narrowness of the few that exist, the reliance on general public health
law, and the heterogeneous nature of syndromic surveillance data itself all contribute to a highly nuanced
legal environment. As with other data types in this study, effective syndromic surveillance data exchange
will require careful, state-specific interpretation that accounts not only for statutory authority but also for
the composition and sensitivity of the underlying data.
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Table 7: Swates with Laws Pemaining to Sharing Syndromic Surveillance Bata with Seate Medicaid Agencies

Question Text

Answer Options

States

TX, UT, VT, WA, WV

Does the jurisdiction permit L= €A, IL, M, NE, NC, WV 4
s g . AL, AK, AZ, AR, C@, CT, BE, FL, GA, HI, 1D,
sharing jurisdictional public
health information to state IN,14, KS, KY, LA, ME, MB, MA, ML, MN,
Medicaid agencies or state public B MS, ML, NV, NH, N1, NM, NY’ NB, 85, Ok, e
health authorities? OR PARI SC, SB, TN, TX, UT, VT, VA, WA,
WI, WY
e AL*, Az* 1D+, 11, MI*, M@, NE, NV* @I(*, 16
OR*, PA* RI*, SB* TN* TX*, VA*
BDUA er other legal agreement CA,LA* MS*, NM*, @H* UT* WY* 7
Technical safesnards MS* 1
Pata minimizatien, (e.g., enly disclese AK* CA, C®*, CT*, BE*, HI*, KS*, LA*, 10
Does the jurisdiction have general minimum necessary) MA* NH*
requirements/restrictions for the Privacypreserving recerd linkage NONE [
disclosure of public health Partial identificatien, (e.g., ceded data, NONE 0
information? Ifyes, what are the psendenymizanen, limited dataset)
requirements for disclosure? Deidentiflcaion, (recerd-level) or AR*, BE*, MB*, NB* 4
agmregation
Censent, (e.g., frem the patient er data NH* 1
subiect)
*
®ther, (comment below)** %;;}{\gifl,\%’;;w;;m*, NJ*, NY*, NG, 12
AL*, AK*iAR* CA, CT* BE* FL* M@, NE,
Ne additienal pretectiens NV* NJ* NM*, NB*, @R* RI*, SB* VA* 19
Does jurisdiction provide WI*, WY*
additional protections to specific Specific pepulatiens, (e.£., miners) NY*, TX* 2
populations, diseases/conditions, e Az*, C@*, HI*, ID*, KS*, LA*, ME*, MP*,
or specific data elements?Ifyes, to 2 SR MA*, MN*, MT*, NH*, NY*, @H*, @K* PA* 20
what do the additional protections s TN*, TX*, UT*, WA*
apply? Specific data elements, (e.g., race and
ethnicity, birthdate, ZIP cede) 11, ME*, M$*, NG, WV >
@ther, (comment below) MI* 1
AL* AK* C@* CT* BE* HI* 1D+, 11, KS*,
Does the jurisdiction have alaw Yes LA* ME*, MA*, MN*, MS*, M@, MT*, NE, 1
that specifically PERMITS sharing NH*, NJ*, NC, ND*, @H*, @K+ PA* RI*, N
public health data for public SBF, TN*, T3 *, UT*, VA*, WA* WV
health purposes? Ne AZ AR, CA,FL, GA,IA, IN,KY,MB®», ML, NV, 18
NM. NY, ®R, SC, VT, WL WY
AK*JAZ* JAR* CA, CO*, CT*, BDE*, 1D+, IL,
Does the jurisdiction have a law Yes KS*, LA*, MA*, MI*, MS*, NH*, NM* NY*, 25
that specifically PERMITS sharing ND*, @H*, @K*, PA* RI* VA* WI* WY*
public health data for research AL,FL, GA, HI,IN,IA,KY, ME, MBD, MN,
purposes? Syndromic Surveillance  Ne M@, MT, NE, NV, NI, NC, @R, SC, SB, TN, 25

* Indicates interpretadion of general public health data law as applied to the syndromic surveillance data
** JurisdicWons with restrictions that were coded as “Other” were evaluates by trained legal researchers on a case-by-case basis for
the puiposes of the grouping analysis. Coder somments are available in the raw validated dataset in Appendix D.

28




Table 8 Jurisdictiona Croupings Based on Laws, Syndromic Surveilance Bata

No Laws Authorizing No Low Burden Restrictions
Specific Data Type Requirements (e.g.,iDUA, Affecting
Disclosure to Medicaid (16) technical Data Utility
Agencies Identified (44) safeguards, (eg,de
data identification,
minimization) aggregation)
13) (15)
Alabama Nevada Alabama* Alaska* Arkansas*
Alaska New Arizena*t California Pelaware*
Arizena Hampshire Idahe*f Celorade* § Flerida*
Arkansas New Jersey 1lineisf Cennacticut* Maine*f
Celerade New Mexice  Michigan*t Hawaii*f Maryland*t
Cennecticut New Yeork Misseuri Kansas*f Minneseta*f
Pelaware Nerth Nebraska Leuisiana*f Mentana*f
Flerida PDaketa Nevada* Massachusetw*f  New
Geergia ®hie @klahema*y Mississippi*f Hampshire*t
Hawaii ®Xklahema Oregon* New Mexice* New Jersey*
Idahe Oregon Pennsylvania*f NewYerk*f Nerth
Indiana Pennsylvania  Rhede Island* Qhie*f Carelinaf
lewa RhedeIsland  Seuth Baketa* Utah*f Nerth
Kansas Seuth Tennessee* PDaketa*
Kentucky Carelina Texas*t Washingten*y
Leuisiana Seuth Virginia* Wiscensin*
Maine PDaketa West
Maryland Tennessee Virginiaf
Massachusetts  Texas Wyeming*
Michigan Utah
Minneseta Verment
Mississippi Virginia
Maentana Washingten
Wiscensin
Wyeming

* Indicates interpretaion of general public health data law as applied to the syndromic surveillanee data
1 Denotes laws with proteciions for specified data content. Such protections do not necessarily impact
restriciveness groupings; identified laws ean be found in the relevant appendices.
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Figure 6: Jurisdic tional Groupings by Restricti veness, Syndromic Surveillance Data
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C. ALTERNATIVE PATHWAY: INTRA-DEPARTMENTAL DATA SHARING

Many ef the laws within the scepe ofthis preject relate te data sharing between gevermment agencies (i.e.,
interdeparimental sharing). Fer example, the law might autherize disclesures te specified gevernment
agencies er for specified purpeses. These laws are highly relevant te this preject when the state Medicaid
and public health agencies are erganizatienally separate. Hewever, seme states have a “saper agency”; in
ether werds, the Medicaid agency and the public health autherities are lecated within the same agency er
department. See Table 9.

Laws that restrict disclesures ceuld apply differently te data sharing between the state public health and
Medicaid persennel when they are within a super agency er if they are lecated within erganizatienally
separate agencies. Depending en the specific language of the law, data shared within a super agency
might net be legally “disclesed” or “released.” Censequently, the etherwise applicable legal requirements
for disclesure er release of data might net be required for data sharing within seme super agencies.
Nevertheless, HIPA A Privacy restrictiens alse apply te data uses, meaning that even if data is net legally
disclesed or released within a superagency the specific use of data must still satisfy a HIPA A data use
exceptien. Mereever, if a superagency is a HIPA A hybrid-cevered entity, meaning seme cempenents
perform HIPA A cevered functiens and ethers de net, then there will likely be administrative and
technical divisiens that need te be navigated before data sharing can eccur, petentially reducing the
erganizatienal benefit for the data sharing within the superagency.

Table 9: States with “super agencies,” where the Medicaid and public health agencies are housed in the same state depar tmen t/agency

State Super Agency Name

Alaska Alaska Pepartment of Health

Delaware BPepartment of Health and Secial Services

Idaho Idahe Beparmment of Health and Welfare

Towa Iewa Health and Human Services

Kansas Kansas Bepartment of Health and Envirenment

Kentucky Cabinet for Health and Family Services

Louisiana Leuisiana Bepartment of Health

Maine BPepartment of Health and Human Services

Maryland Maryland Bepartment of Health

Massachuset# BPepartment of Health and Human Services

Michigan Michigan Bepartment of Health and Human
Services

Montana Mentana Bepariment of Public Health and Human
Services

Nebraska Nebraska Bepariment of Health and Human Services

Nevada Nevada Bepartment of Health and Human Services

New Hampshire New Hampshire Bepartment of Health and Human

New York New Yeork State Bepartmentef Health

North Carolina Nerth Carelina Bepartment of Health and Hum

North Dakota Nerth Baketa Bepariment of Health and Human

Oregon @®regon Health Autherity

Utah Utah Peparmment of Health and Human Services

Vermont Apgency of Human Services

Wisconsin Wiscensin Bepartment of Health Services

Wyoming Wyeming Bepartment of Health
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The existence of a super agency is especially significant with states that have highly reswrictive data
sharing laws er where the state laws lack specific data sharing autherity. In these cases, states might
perceive data sharing between state Medicaid and public health agencies te carry less legal risk when they
are within the same super agency than if they were erganizatienally separate. Table 10 shews these states
with super agencies and for which eur analysis revealed the absence of a specific autherity te share data
between state Medicaid and public health agencies er that had legal reswictiens en data sharing that likely
weuld affect the utilitv of shared data.

Table 10: States with No Laws Authorizing Disclosure to Medicaid Agencies or Restrictions Affecting Data Utility

Jurisdiction Relevant Data Type(s) Super Agency

Alaska Syndremic Surveillance (N) Alaska Deparwment of Health

Delaware General Public Health (1J); Syndremic Deparmment of Health and Secial Services
Surveillance (N)

Idaho Immunizanen (N); Syndremic Surveillance (N) Idahe Bepartment of Health and Welfare

Iowa General Public Health (N); Syndremic Iewa Health and Human Services
Surveillance (N)

Kansas Immunizasen (N); Syndremic Surveillance (N) Kansas Deparwiment of Health and Envirenment

Kentucky General Public Health (N); Syndremic Cabinet for Health and Family Services
Surveillance (N)

Louisiana Vital Recerds (1)), Syndremic Surveillance (N) Leuisiana Beparwment of Health

Maine General Public Health (1)); Syndremic Bepartment of Health and Human Services
Surveillance (N)

Maryland General Public Health (1)), Syndremic Maryland Beparmment of Health
Surveillance (N)

Massachuset®s Syndremic Surveillance (N) Bepartment of Health and Human Services

Michigan Syndremic Surveillance (N) Michigan Beparument of Health and Human

Services

Montana General Public Health (U); Immunizatien (N); Mentana Bepartment of Public Health and
Syndremic Surveillance (N) Human Services

Nevada Syndremic Surveillance (N) Nevada Deparument of Health and Human

Services

New Hampshire General Public Health (U), Syndremic New Hampshire Bepartment of Health and
Surveillance (N) Human Services

New York Syndremic Surveillance (N) New Yerk State Bepariment of Health

North Carolina Vital Recerds (U), Immunizatien (N); Syndremic Nerth Carelina Bepartment of Health and
Surveillance (N) Human Services

North Dakota General Public Health (U); Syndremic Nerth Daketa Bepartment of Health and Human
Surveillance (N) Services

Oregon Syndremic Surveillance (N) @regen Health Autherity

Utah Syndremic Surveillance (N) Utah Bepartment ef Health and Human Services

Vermont General Public Health (N); Syndremic Agency of Human Services
Surveillance (N)

Wisconsin General Public Health (U); Immunizatien (N); Wiscensin Bepartment of Health Services
Syndremic Surveillance (N)

Wyoming General Public Health (U), Syndremic Wyeming Bepariment of Health
Surveillance (N)

*N = No relevant law idenufied; U=Restricions affeciing data uility.

A POLICY IMPLICATI®NS AND ACTI®NABLE CONSIDERATI®NS FOR

STATES

A.
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Federal regulatiens en permitted uses and disclesures of state Medicaid data previde a narrew windew for
states te autherize sharing Medicaid applicant and beneficiary data with public health agencies. State
Medicaid data is regulated by HIPAA 42 CFR Part431, SubpartF, 42 U.S.C. § 13964, and state law.
Censequently, custedians ef state Medicaid data must determine whether a resirictien in any ef these laws
might prehibit a given data use or disclesure. The federal regulatiens autherize sharing Medicaid data for
purpeses related te plan adminisiratien, but they de net previde an exhaustive definitien of what plan
administratien entails.'? @ur analysis shews that seme states are taking advantage of this limited
flexibility te autherize the disclesure of Medicaid data for public health purpeses er related activities in
laws (e.g., research and welfare pregrams). Specifically, addressing disclesures for public health activities
eor te public health agencies prevides substantial clarity for custedians trying te determine if a given data
use or disclesure is permitted by law.

Belew we discuss different legal reutes that ceuld be available te states identified frem eur analysis.

l. PUBLIC HEALTH AGENCIES NAMED AS MEDICAID DATA
RECIPIENTS

Acress state laws geverning Medicaid data sharing, 8 jurisdictiens explicitly autherize the exchange of
Medicaid data with public health agencies. These previsiens establish a clear legal basis for interagency
cellaberatien, effering swenger guidance than general data-sharing clauses. The scepe of autherizatien
varies: seme states, such as Virginia, frame permissiens breadly by allewing disclesure te “gevernmental
autherities”—which necessarily includes public health agencies—while ethers, like Misseuri, narrewly
specify public health agencies as the intended recipients.

2. SHARING PERMITTED F@OR PUBLIC HEALTH PURP@SES

Eight states (Cennecticut, Leuisiana, Maine, Massachusetts, Minneseta, Misseuri, @regen, and
Wiscensin) have laws that explicitly permit sharing Medicaid data for public health purpeses. All 8 of
these are included in the categery ef states that either directly er indirectly autherize sharing for public
health agencies, with 6 explicitly naming these agencies as recipients, and 2 implying autherizatien
threugh their public health purpese permissiens. These permissiens vary frem purpese-specific
exceptiens like centact wacing te breader framewerks that accemmedate varying public health needs.
Seme laws use swenger language permitting—er in the case of Misseuri, arguably mandating—the
sharing of Medicaid data for public health purpeses, signaling sireng suppert for interagency
cellaberatien. Mest ef these states still explicitly reswict sharing te purpeses related te plan administratien
while alse specifying permissiens for public health purpeses. Taken tegether, these state laws reflect a
willingness te interpret federal Medicaid parameters in ways that suppert interagency data sharing, and
they ceuld be persuasive in states with less explicit permissiens.

3. ACTIVITIES AND RECIPIENTS RELATED T@® PUBLIC HEALTH

We found a substantial number o f states with laws that permit sharing Medicaid data in ways that ceuld
be relevant te public health agencies. Here are seme examples:

e 20 states have exceptiens for sharing Medicaid data with welfare pregrams; therefore, a public
health agency ceuld be a legal recipient of Medicaid data te the extent that a public health
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pregram meets the legal definitien for ene of these exceptiens. Hewever, seme of these welfare
exceptiens are narrewly tied te specific welfare pregrams (e.g., scheel lunch pregrams) that
might have enly a narrew everlap te public health missiens.

e 10 states permit sharing Medicaid data for research purpeses, se a public health agency in these
states ceuld structure a prepesed data use—for example, by designing it te be generalizable in
seme way—te receive Medicaid data under the research exceptien.

e 27 states permit sharing Medicaid data te previde er ceerdinate services for members, se public
health agencies that have pregrams that previde services (e.g., vaccinatiens, preventative
reatments, screenings) er ceerdinate care (e.g., Cemmunity Health Werker services, care
navigaters), ceuld cenceivably rely en these exceptiens te receive Medicaid data for purpeses
related te these exceptiens.

4. AUTHORITY FROM @MISSI@ON

While seme state laws centain express language that give the autherity te share data, this is net the enly
appreach that states ceuld take. Instead, states ceuld rely en interpretatiens ef existing language te justify
sharing Medicaid data for public health purpeses. Fer example, we found that 14 states de net elaberate
en “plan adminisiratien” in their laws, but that dees net foreclese the abilitv ef states te expansively
interpret their legal autherity either publicly (e.g., via published atterney general epinien) er internally
(e.g., an internal agency memerandum, DUA). While explicit statutery er regulatery language prevides
the clearest autherity for sharing Medicaid data, the absence of a specific prehibitien against sharing
Medicaid data still allews for state agencies te interpret their autherity within legal limits.

B. IMPLICATI@ONS @OF STATE PUBLIC HEALTH DATA LAWS

The legal landscape geverning disclesure of public health data te Medicaid agencies is characterized by
wide variability, incemplete legal ceverage, and meaningful differences in beth the specificity and
resirictiveness of state laws. Acress vital recerds, immunizatien data, and syndremic surveillance data,
state laws are cemprised of a mix of data-type-specific laws and breader autherities that de net clearly
address interagency data sharing. This patchwerk creates beth eppertunities and substantial ambiguity for
Medicaid pregrams seeking timely, actisnable public health data te suppert pepulatien health
management and care ceerdinatien. The fmdings of this legal mapping preject illuminate several
cress-cutting themes that have significant implicatiens for pelicy, implementatien, and state practice.

L. LAWS SPECIFIC T@® DATA TYPES PROVIDE CLARITY, BUT
ALS@® INCONSISTENCY

Laws that apply te specific public health data er systems play a clarifying rele in the leading landscape,
but their disiributien is uneven.&early all states have explicit previsiens geverning vital recerds
disclesures, and mest autherize sharing with Medicaid agencies. Immunizatien laws are semewhat less
censistent, but still present in a majerity ef states. Syndremic surveillance laws, by centrast, are beth rare
and, when present, highly variable in reswrictiveness.

The lack of specific legal autherity te share data is especially preneunced when different laws petentially
everlap in the applicatien te the same data type or data system. This preblem is especially relevant te
syndremic surveillance data as these systems include heteregeneeus data frem different seurces—irem
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nenclinical indicaters such as ever-the-ceunter (@TC) medicatien sales er scheel attendance te net
readily identifiable clinical enceunter infertnatien. Censequently, different cempenents of syndremic
surveillance systems may fall under different legal framewerks even within the same state. In states with
narrew syndremic surveillance laws, such as Nerth Carelina and West Virginia, bread categeries of
clinical syndremic surveillance data may be harder te share with Medicaid agencies than nenclinical
indicaters that are geverned enly by general cenfidentiality law. This creates eperatienal challenges
where agencies might have autherity te share seme syndremic surveillance data sireams but net ethers.
Having a law that prevides specific autherity te use or disclese syndremic surveillance data can previde
much greater clarity te data custedians abeut whether a given use er disclesure is legally permissible.

Hewever, laws that are specific te data tvpes can be a seurce of cenfusien if different public health data
systems are pretected differently within the same state. The cenfusien resulting frem this legal
cemplexity ceuld result in the perceptien efdegal barriers te data sharing er use (e.g., suppese a data
custedian wrengly believes that a legal reswictien for immunizatien data alse applies te vital recerds).

2. IDENTIFIED BARRIERS T@® SHARING PUBLIC HEALTH DATA

We identified several categeries of petential barriers te data sharing and use:

A) AMBIGU@OUS LEGAL AUTH@RITY:

Ambigueus legal language cemplicates decisiens en data use eor sharing. Medicaid and public health
agencies in states witheut specific legal autherity for using er sharing Medicaid er public health data will
likely be uncertain abeut the beundaries of permissible data use er sharing. Uncertainty eften results in
censervative and risk-adverse legal interpretatiens er restrictive erganizatienal pelicies that can delay er
prevent data exchange er use even when legal pathways exists.

B) NARROW PURP@OSE LIMITATI@NS

Several states restrict disclesure te highly specific, enumerated purpeses. Fer example, a law ceuld
resirict disclesures of public health data te specific purpeses er activities—such as cemmunicable disease
centrel er epidemielegic surveillance—that ceuld exclude Medicaid ebjective functiens. In cemparisen,
state laws that mere breadly autherize data uses for public health activities er pregrams ceuld enable the
use of the same data te meaningfully advance public health geals like maternal health menitering er
childheed vaccinatien efferts.

C) DE-IDENTIFICATI@ON REQUREMENTS

Laws that require data de-identificatien er aggregatien can undermine the utility of public health data for
Medicaid agencies. Indeed, since many laws that pretect public health data apply enly te identifiable data,
previsiens that autherize the disclesure of de-identified or aggregated data de net effer additienal benefits
beyend legal clarity. While these requirements effer seme individual privacy benefits, they have the effect
of prehibiting er severely limiting the public benefit of interagency health data sharing.

D) PROCEDURAL BURDENS

Seme state laws autherize data use er sharing, but require follewing specified precedures. Seme
precedures ceuld be reutine or standard practice. Fer example, eur analysis ef public health data sharing
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laws classified requirements for DUAs er technical safeguards as “lew burden” because these are typical
requirements for sharing er using gevernment data. Hewever, net all requirements for DUAs er technical
safeguards are equal. Seme might be highly specific er detailed in ways that makes cempliance difficult
or burdenseme. Mandatery data use agreements, technical safeguard previsiens, and multi-layered
appreval precesses may slew the exchange of data even where legal autherity is clear. While these
safeguards can be reasenable and apprepriate, incensistent requirements acress data tvpes er within the
same state create cemplexities.

A netable precedural barrier is the existence of ‘cyclical” data sharing requirements for bidirectienal
exchange. Because this analysis captures the legal landscape accerding te the directien of data flew, the
study may net fully reflect the precedural nuance where autherity te receive data is centingent upen
separate autherity te share data first. Fer example, Verment has a law permitting the sharing ef vital
recerds for individuals upen the request of their health insurer, meaning there are ne additienal
requirements for sharing client data with Medicaid agencies under the law. Hewever, the Medicaid
agency must have legal autherity te previde a list of relevant clients in erder te request such informatien.
This bidirectienal dependency creates a cemplex precedural hurdle that can stifle interagency
cellaberatien if pathways for beth directiens are net simultaneeusly clear.

3. POSSIBLE PATHWAYS FOR SHARING PUBLIC HEALTH DATA

A) SPECIFIC LEGAL PERMISSI@NS:

A law that expressly autherizes disclesure of data te a state Medicaid agency prevides the clearest
pathway te share public health data with a state Medicaid agency. These express permissiens are nearly
universal for vital recerds (49 states autherize), cemmen for immunizatien data (39 autherize), and rare
for syndremic surveillance data (6 autherize). Where such autherity exists, state Medicaid data requesters
can demensirate their legal basis by citing the specific previsien and, where relevant, the agency’s
acknewledgement of and cempliance with sharing requirements—te everceme institutienal cautien.

B) BROAD POPULATION HEALTH PURP@SE PERMISSI@NS:

State laws that include a breadly werded autherizatien te use or disclese pretected data for public health
activities can enable sharing public health data with state Medicaid agencies. These laws typically
autherize public health agencies te disclese identifiable data for general public health purpeses er
specified activities. Since state Medicaid agencies have a significant rele in managing pepulatien health
by previding access te health care services te lew-inceme and vulnerable pepulatiens, many ef the
intended uses of public health data within the Medicaid pregram ceuld fall within these public health
purpese previsiens. Public health purpese autherizatiens exist in state laws regulating specific public
health data as well as these laws that regulate public health data breadly.

These public health purpese autherizatiens effer meaningful and flexible mechanisms for disclesure,
particularly in states lacking narrewly tailered data-tvpe-specific autherity. Hewever, their applicability
eften requires interpretatien or explanatien justifying hew the Medicaid agency’s use of public health data
furthers a public health ebjective. The absence of specific language autherizing a disclesure te a state
Medicaid agency can make public health agencies risk-averse- —especially when data centain sensitive
elements.
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C) RESEARCH PERMISSI@ONS:

Nearly all states autherize disclesure of public health data for research purpeses, but these pathways are
tvpically reswrictive. Research disclesures eften require formal appreval by an institutienal review beard,
swingent data-use limitatiens, and decumentatien ef a bena fide research purpese. In many states, these
pathways explicitly prehibit the use of data for adminiswative functiens er pregram eperatiens—which
weuld censirain Medicaid agencies aiming te use data for eligibility assessment, care management, and
quality imprevement.

Despite these censwraints, research pathways may serve as a practical means in states with especially
resirictive or unclear rules. In states where vital recerds er immunizatien laws prehibit identifiable
disclesure te nen-public-health entities, a well-designed research pretecel may allew Medicaid agencies
te access aggregated er partially identifiable data that can still previde value. These pathways are far frem
ideal—they are eften slew, reseurce-intensive, and may limit the timeliness er granularity ef the resulting
data. Additienally, data disclesed under a research exceptien likely ceuld net be use for nen-research
activities. Hewever, these narrew pathways can previde access in settings where ne ether sharing
eppertunity is clearly available. Fer syndremic surveillance data, where explicit autherity is rare and
pretectiens are eften designed areund disease-specific cenfidentiality, research pathways may be ene of
few viable eptiens for cress-agency insight inte emerging wrends.

D) DE-IDENTIFIED @R AGGREGATED DATA

In states with restrictive laws, sharing public health data with state Medicaid agencies might still be
pessible if the data are de-identified or aggregated even in the absence of explicit statutery autherity.
Many state laws pretect enly identifiable informatien, se de-identificatien effectively remeves data frem
the scepe of legal pretectiens.

Hewever, de-identificatien cemes with cests. De-identificatien severely limits the utilitv ef shared data
because it eften means that useful data elements are suppressed or remeved, and it is net an ideal
requirement for data sharing. Nenetheless, sharing de-identified data or aggregated data can still previde
greater insights and actienable infermatien than ifne data is available. De-identificatien preserves wend
analysis, limited hetspet identificatien and pregram design insights. It can be an interim measure while
lenger-term selutiens are pursued.

VI. LIMITATI@®NS

Even when legal mapping follews established best practices, certain limitatiens are inherent te this type of
werk. These censiraints previde essential centext for interpreting the findings and for understanding hew
statutery envirenments interact with real-werld practice.

A. METHOD@OL @GICAL LIMITATI@NS

This preject relies en publicly available statutes and regulatiens, which means seme data-sharing
mechanisms fall eutside the scepe of analysis. States frequently use unpublished pelicies, standing
agreements, er administrative practices—such as memeranda ef understanding er agency-specific
cenfidentiality rules—that are net cedified in law. Because these inswuments are eften net systematically
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accessible, they ceuld net be included, even theugh they may meaningfully shape actual data-flew
pattems.

State cedes differ widely in swructure, terminele sy, and internal cress-referencing. Despite a
cemprehensive search sirategy and multiple layers of quality assurance, seme relevant previsiens may net
be captured due te uncenventienal placement, eutdated indexing, er ambigueus phrasing. Additienally,
seme states embed public health disclesure autherity in breader administrative, privacy, er
cemmunicable-disease statutes that are net always clearly labeled as pertaining te data-sharing.

Temperally, this preject captures the legal envirenment as of May 28, 2025. State laws geverning data
cellectien, privacy, and sharing are dynamic, with numereus jurisdictiens censidering reforins te public
health autherity, privacy pretectiens, and cress-a gency data sharing in the wake of the COVID-19
pandemic. Subsequent amendments, repeals, or enacted privacy framewerks may meaningfully alter the
pathways for disclesure identified in this repert.

In additien, the methedelegical precess—while supperted by redundancy, adjudicatien precedures, and
quality assurance checks—is inherently limited by the precisien of the absiractien instrament and the
cemplexity of state statutery schemes. Seme statutes serve multiple functiens, cembine cenfidentiality
and eperatienal requirements, er use terminelegy that differs frem state te state. While ceders were
wained for censistency, cemplex er multi-layered previsiens may net map neatly ente standardized
categeries.

B. MULTIPLE LEGAL MECHANISMS FOR DATA DISCL@SURE

Many jurisdictiens previde mere than ene legal pathway that ceuld independently autherize data sharing
between state Medicaid and public health agencies. A single state may, for example, simultanesusly
pernit (i) release of de-identified data witheut additienal cenditiens, (ii) identifiable disclesure with
data-subject censent, and (iii) identifiable disclesure te gevernmental entities for defined public health
purpeses subject te a data use agreement (DUA). @ur instrament was designed te determine whether a
lawful pathway exists and te capture salient features that affect utility, rather than te cede each alternative
mechanism as a separate, mutually exclusive reute.

Te preserve clarity and cemparability acress jurisdictiens, we censistently ceded the least restrictive
pathway that was swrengly supperted in law as the primary pathway. Fer instance, if a state breadly
permitted de identified data sharing but alse centained an explicit previsien autherizing identifiable
disclesure te gevernmental entities pursuant te a DUA, we ceded the DUA based identifiable pathway—
because, frem a utility standpeint, it enables fuller data use with fewer inherent censwraints.

This appreach means the dataset dees net always disaggregate every ce existing legal reute within a
jurisdictien. A focused secendary analysis ceuld unpack these independent mechanisms—shewing, for
example, hew censent based, de identified, public health purpese, and research pathways everlap er
diverge in scepe, timeliness, security requirements, and resulting data utility. Accerdingly, the findings
sheuld be read as identifying the presence of a legally viable and pelicy salient reute for disclesure in
each jurisdictien, while acknewledging that multiple parallel mechanisms may exist and can be pursued
swrategically depending en the use case.
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