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The Role of Law In
Sociodemographic Data Collection
for Disease Surveillance

S ociodemographic data reporting —
that is, reporting of individual
characteristics such as age, race, sex,
education, employment, and income —
allows public health departments to
recognize how diseases affect diverse
populations.' Accurate reporting of
sociodemographic data as part of public
health surveillance enables public health
agencies to respond to health inequities
more effectively by identifying groups that
are disproportionately affected by certain
diseases. Laws and policies are used to

set uniform baseline standards and create
norms for reporting across the field of

public health. By understanding the role

of the law in disease surveillance, public
health practitioners can use the law to
improve sociodemographic data collection,
which in turn enables public health
agencies to provide better services to the
diverse communities they serve.




This resource illustrates how laws influence sociodemographic data collection
during public health surveillance. Typically, providers or laboratories send
information about cases of reportable diseases or conditions to local and state

health departments? State health departments send case data on notifiable Diseases and conditions
diseases to the Centers for Disease Control and Prevention (CDC)2 Diseases that are reportable are
and conditions that are reportable are determined by state and local laws. determined by state
Diseases and conditions that are notifiable are determined by CDC and the and local laws. Diseases
Council of State and Territorial Epidemiologists. The information sent to CDC and conditions that are

is defined by state and federal laws and policies as well as requirements laid notifiable are determined
out in data use agreements® and in sub-regulatory guidance from government by CDC and the Council
agencies. State laws may require, permit, or prohibit sending data to CDC. of State and Territorial
These laws may differ, depending on the sensitivity of the data. Epidemiologists.

State, tribal, local, or territorial (STLT) jurisdictions can enact laws that address
what types of demographic information must be collected for case reports on
diseases and conditions. A 2021 study of disease-reporting laws in all 50 states
found that 48 states had at least some laws that required sociodemographic
reporting for at least one disease or condition.® The law may play an important
role in what data are collected for disease surveillance.

The Disease Surveillance Process

STEP 1: A patient goes to their health care provider.

STEP 2: The health care provider diagnoses — or laboratory tests confirm — a disease that is reportable
by state law to a STLT public health department. The provider or the laboratory sends the
report to the STLT public health department.

STEP 3: The public health department receives disease data and uses that information to identify and
control disease outbreaks and ensure that the patient is treated effectively to limit spread.

STEP 4: The public health department sends information about national notifiable diseases to CDC
and may also receive data from CDC to inform disease control efforts.

CDC collects national notifiable disease data in the National Notifiable Diseases
Surveillance System and provides these data to disease-specific programs
across the agency. CDC programs use disease-specific data to respond to and
monitor disease outbreaks. CDC programs also send data back to STLT public
health departments to use in disease control and prevention activities. This
resource highlights a few of the laws that influence sociodemographic data
collection practices as part of public health surveillance.



TEST RES

STEP 1

A patient goes to their health care provider.

At the first step of the disease-reporting process, many laws are
associated with data collection, including laws that establish
disease-reporting mechanisms, authorize health departments to
collect disease-related data, and address patient privacy and the
confidentiality of health information.” There may be opportunities
within these laws to expand the sociodemographic data elements
that are collected. These laws are balanced against laws ensuring
patient privacy, which are foundational to patients’ trust in the
health care system and are important at every step of the public
health surveillance process®? Typically, privacy laws include
exceptions that allow public health surveillance efforts!®

STEP 2

A health care provider or laboratory
confirms the presence of a reportable
disease and sends the information to
the appropriate STLT public health
department.

As the health care provider or lab gathers information for a
diagnosis and then sends the information to the appropriate public
health agency, many laws guide these activities, including laws that
authorize health care providers and laboratories to collect disease
information and report it to public health agencies, as well as laws
that establish what data must be collected. Federal laws or policies
can encourage or require reporters to include specific data elements
in their reports! Similarly, state laws that address which diseases
must be reported to the state public health department typically
include requirements for inclusion of specific data elements!?



CDC using
data to
support the
public

STEP 3

The public health department receives
disease data and uses them to identify
and control disease outbreaks and ensure
that the patient is effectively treated to
limit spread.

It is important to ensure that individuals' privacy is protected and
that medical information is kept confidential as jurisdictions collect
sociodemographic data. State and federal laws and policies can

set important security and confidentiality requirements for public
health data, to increase public trust and encourage sharing. State
and federal agencies have also developed guidance to address

how public health and other agencies should collect and share
sociodemographic datal4151

STEP 4

The public health department sends
information about national notifiable
diseases to CDC and may also receive data
from CDC to inform disease control efforts.

At this stage of the process, the laws that govern data exchange

are incorporated into data use agreements that are executed by
state and federal public health agencies. CDC programs use disease-
specific data to support recognition of disease outbreaks; monitor
shifts in disease patterns; and evaluate and fund disease control
activities. CDC programs also analyze the data and share the results
of their analysis with STLT health departments to inform decisions
about disease prevention activities. By analyzing data from partners
across the country and sharing that information as appropriate,
CDC can facilitate cross-jurisdictional coordination and response.



Conclusion

There is no national standard for reporting of sociodemographic data for public
health, and there is also a lack of consistency among requirements under state
laws.” This variability makes it difficult to identify disparities in infection and
death rates caused by the spread of disease. Laws and policies are the primary
mechanism through which we create uniformity across fields. Laws that
promote robust collection of sociodemographic information allow public health
professionals to gather a more complete picture of the burdens of disease and
injury across populations and enable public health agencies to connect with
communities and respond to health inequities more effectively.

Ultimately, though, laws alone are not enough. In addition to incorporating
sociodemographic data collection into law and policy, jurisdictions need to
clearly articulate its value through public health messaging and demonstrate
its efficacy through practices that protect patient privacy and respond to
community need in culturally appropriate ways.
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