NEBRASKA DEPARTMENT OF HEALTH AND HUMAN SERVICES
NOTICE OF PUBLIC HEARING

October 8, 2019
10:00 a.m. Central Time
Nebraska State Office Building — Lower Level B
301 Centennial Mall South, Lincoln, Nebraska

The purpose of this hearing is to receive comments on proposed changes to Title 186,
Chapter 4 of the Nebraska Administrative Code (NAC) — Parkinson’s Disease Registry.
The proposed changes remove duplicative statutory language from the regulations; add
additional data elements to be collected; and update formatting.

Authority for these regulations is found in Neb. Rev. Stat. § 81-3117(7).

Interested persons may attend the hearing and provide verbal or written comments or
mail, fax or email written comments, no later than the day of the hearing to: DHHS Legal
Services, PO Box 95026, Lincoln, NE 68509-5026, (402) 742-2382 or
dhhs.regulations@nebraska.gov, respectively.

A copy of the proposed changes is available online at http://www.sos.ne.gov, or by
contacting DHHS at the mailing address or email above, or by phone at (402) 471-8417.
The fiscal impact statement for these proposed changes may be obtained at the office of
the Secretary of State, Regulations Division, 1201 N Street, Suite 120, Lincoln, NE 68508,
or by calling (402) 471-2385.

Auxiliary aids or reasonable accommodations needed to participate in a hearing can be
requested by calling (402) 471-8417. Individuals with hearing impairments may call
DHHS at (402) 471-9570 (voice and TDD) or the Nebraska Relay System at 711 or (800)
833-7352 TDD at least 2 weeks prior to the hearing.



FISCAL IMPACT STATEMENT

Agency: Department of Health and Human Services

Title: 186 Prepared by: Jill Krause

Chapter: 4 Date prepared: July 3, 2019

Subject: NE Parkinson’s Disease Registry | Telephone: 402-471-8582

Type of Fiscal Impact:

State Agency Political Sub. Regulated Public
No Fiscal Impact ( ) ( ) Q)
Increased Costs (O) (O Q)
Decreased Costs (O) (O (4
Increased Revenue (0O) (Od) ()
Decreased Revenue (O) (O (4
Indeterminable (4 (0) ( )

Provide an Estimated Cost & Description of Impact:
State Agency:
Political Subdivision:

Regulated Public: Indeterminable

If indeterminable, explain why:

The time to report data varies for this ONE time reporting based upon the provider case
load and existence of electronic medical records versus manual data reporting. Not all
providers must submit this information; only those that newly diagnose a patient with
Parkinson’s Disease (one time).

There will be NO system upgrades or system purchases required to report this data.
Providers already have processes to submit their data. Providers will not be the sole
source of this data; existing electronic medical record systems are able to submit the
data without manual processing.

The State has streamlined the process as much as possible. The State is working to
ease the data reporting burden by creating electronic data submission capabilities.
Since receiving Medicaid HITECH 90/10 funding in 2017, the State has developed an
electronic system to be able to house and analyze this data.



To reduce the reporting burden on individual providers, our first data exchange partner
will be the Nebraska Health Information Initiative (NeHIIl) which is already receiving a
large percentage of the data to be reported. Data exchange will then be pursued with
neurology and other clinics in the state not participating with NEHII to capture all
possible Parkinson’s cases.
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TITLE 186 HEALTH REGISTRIES AND RELEASE OF INFORMATION

CHAPTER 4 PARKINSON'S DISEASE REGISTRY

001. SCOPE AND AUTHORITY. These reqgulations implement the establishment and
maintenance of a registry pursuant to Nebraska Revised Statutes (Neb. Rev. Stats.) §8 81-697
to 81-6,110 and 81-663 to 81-675.

002. DEFINITIONS. Definitions set out in Neb. Rev. Stat. 88 81-697 to 81-6,110 and 81-663
to 81-875 apply to this chapter.

003. PHYSICIAN REPORTING REQUIREMENTS. Reports filed by physicians shall include
the information identified in Neb. Rev. Stat. § 81-6,102 and the following:

Race;

Ethnicity;

Education level;

Marital Status;

Occupation;

Type of dementia, if any;

(G) Bradykinesia diagnosis, if any;

(H) Gait difficulty diagnosis, if any;

() All Parkinson's disease-related medications — name, dose, frequency; and
(J) All Parkinson's disease-related procedures provided.

EEElkE

003.01 REPORTING IN LIEU OF PHYSICIANS. If a licensed healthcare facility or the Ne-
braska Health Information Exchange Initiative, or its successor, submits the required infor-
mation to the Department, the physician is not required to make the report to the Department.
Physicians remain obligated to report when such report is not made by either a licensed
healthcare facility or the Nebraska Health Information Exchange Initiative, or its successor, or
a report does not contain all of the required information.

004. INDIVIDUAL REPORTING. An individual may file a report as provided in Neb. Rev.Stat. 8
81-6,102 with the information set out in 186 Nebraska Administrative Code (NAC) 4-003 and the
name of the treating physician.

005. PHARMACIST REPORTING REQUIREMENTS. Reports filed by pharmacist shall include
the information identified in Neb. Rev. Stat. 8 81-6,103. The report for the months of January
through June must be filed on or before the following July 31st, and the report for the months of
July through December must be filed on or before January 31st of the following year.
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006. AVAILABILITY OF MEDICAL RECORDS. For purposes of validation of reports made by
individuals each physician must make available medical records that document the diagnosis of
individuals with Parkinson’s disease or related movement disorders. Each pharmacist must make
available patient drug profiles that document the prescribing of the reportable drugs. Such med-
ical records or patient drug profiles must be made available to the Department or its authorized
representative in the offices of such physician or pharmacist.

007. CONFIDENTIALITY AND RELEASE OF INFORMATION. Data can only be released as
provided by statute and Title 186 NAC. Any de-identified data asked for by and furnished to a
researcher may not be intentionally re-identified in any manner. Should a recipient of de-identified
information unintentionally or accidentally be able to identify any individual they must not use that
information in any way. The recipient must also notify the Department of the means of accidental
re-identification in_order for the Department to consider additional procedures to safequard
against breaches in confidentiality.




