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The collection of self-reported, comprehensive, disaggregated, Demographic Data: Race,
and granular demographic and health-related social needs data ethnicity, language and
is a necessary first step to identifying and then reducing other socio- demographic

disparities.' There are an increasing number of calls to action on
improving the collection and use of disaggregated
demographic data and social needs data by national health care

variables that are used to
address disparities in health

quality organizations, " and the federal Center for Medicare and outcomes due to systemic
Medicaid Services (CMS) has recognized collecting and using racism, discrimination and
disaggregated data as an essential strategy for reducing exclusion.

disparities and advancing health equity.

After years of advocacy by the California Pan-Ethnic Health Health Related Social

Network (CPEHN) and our partners, " California’s two major Needs: Unmet social needs,
public purchasers Medi-Cal" and Covered California "' now such as unstable housing,
require health plans to stratify and report quality performance food insecurity, and lack of

measures by race and ethnicity. Additionally, Covered
California requires plans to have self-reported race and
ethnicity data from at least 80 percent of their members, which
is based on the CMS requirement for documentation of and quality-of-life
demographic data for 80% of beneficiaries in electronic health outcomes.
records by providers and hospitals."!

reliable transportation, that
can exacerbate poor health

However, the lack of industry wide requirements and standards for the collection and reporting of this
data across multiple payers has hindered the ability of California and health care purchasers to make
actionable progress on advancing more equitable health outcomes, and racial and ethnic and other
disparities still persist."" The imperative to address data shortcomings is especially critical, as the
Department of Managed Health Care (DMHC) works to establish a set of statewide enforceable
standards for assessing health plan performance on annual equity and quality goals as part of new
requirements beginning in Measurement Year 2023. * These recommendations may also include
"approaches to stratifying reporting of results by factors, including, but not limited to, age, sex,
geographic region, race, ethnicity, language, sexual orientation, gender identity, and income...” as well
as recommendations on “measures of social determinants of health, such as housing security, food
insecurity, caregiving, and other nonmedical determinants of health.”

This brief provides recommendations for state policymakers to improve the collection and reporting of
demographic and social needs data which are critical to reducing health disparities and addressing the
social drivers and determinants of health.
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In late 2021, CPEHN conducted a
landscape assessment of the state of
demographic data collection and reporting
in California. As part of this assessment, we
conducted interviews with eight health care
industry experts and leaders to gather their
thoughts on the types of challenges and
solutions needed to strengthen the
collection and reporting of this data and
advance racial equity (see list of
interviewees at end of this issue brief). Our
interviews highlighted several key findings:

e Lack of standardization: Every single
interviewee we spoke with described
difficulties collecting and reporting
demographic data due to the lack of an
industry wide standard. As one
interviewee shared: “The lack of
standardization occurred even within
the plans themselves and down to the
provider level too. There needs to be an
investment made in standardizing not
just across Medi-Cal but all the
different payer sources.” Additionally,
while some health plans who own their
own physician groups are beginning to
collect social needs data, Electronic
Health Records (EHRs), an electronic
version of a patient’s medical history,
are still not consistent in how data
about housing, food, finances etc. are
collected.

e Need for more granular data
categories: When payers and providers
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Senate Bill 1033 (Pan), sponsored by CPEHN and
introduced in February 2022, would build on the
foundation of California’s landmark language access
bill, Senate Bill 853 (enacted in 2003), to improve the
collection and reporting of demographic data and
data on health-related social needs. SB 1033 would:

e Require private health plans to develop a
demographic profile of their members for the purpose
of addressing racial and ethnic health disparities,
improving quality and addressing population health.

e Require health plans to meet National Committee for
Quality Assurance Health Equity Accreditation which
will help plans to formalize internal structures,
processes and goals for identifying and addressing
health disparities.

* Require private health plans to identify and address
health disparities by employing research methods
that are compatible with small groups, including,
oversampling and the use of multi-year pooled data,
amongst other strategies.

¢ Require the DMHC to establish standardized
categories for the collection and reporting of
demographic data (race, ethnicity, language, sexual
orientation, gender identity, and health-related
social needs) for quality improvement purposes to
inform California’s Health Information Exchange and
the Department of Health Care Access and
Information (HCAI's) Health Care Payments Data
Program (HPD).

e Establish a program to provide technical assistance
and other incentives to health plans and providers to
improve their data practices which will lead to more
equitable health outcomes; the program will include
training for providers and staff on data collection, its
legality and uses and how to work with patients to
improve comfort levels in sharing this data at all
points of care.

do collect race and ethnicity data, they are generally rolled up to the minimum federal Office of
Management and Budget (OMB) categories.* While there is a concerted effort to encourage the
Biden Administration to revisit these categories, California should take the lead in adopting
alternatives such as the 2017 U.S. Census and OMB proposal which combines the race and
ethnicity categories, creates a Middle Eastern and North African (MENA) category and includes
additional granular categories for all race and ethnicity categories. x


https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202120220SB1033
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» Need for better reporting requirements: There is often insufficient data from smaller racial and
ethnic populations to meet the minimum sample size for the most commonly used HEDIS quality
measures (n=400). Without sufficient sample sizes for all racial and ethnic stratifications,
identification and reduction of disparities cannot be achieved. Because chronic conditions only
impact a percentage of a health plan’s total population, larger sample numbers enable a more
accurate measure of plan performance. This includes complete and accurate data about a health
insurers’ entire book of business which is critical to understanding how well a plan is doing at
treating and preventing avoidable conditions such as diabetes, hypertension, asthma and mental
health across various populations. An obvious solution is to require plans to oversample or use other
statistical methods (such as pooling data from multiple years) to overcome the small sample size
challenge. Most health systems and larger practices now have population health management
departments in recognition of the need for this data. Collecting and reporting the data should not be
a problem for larger commercial plans.

o Multiple platforms: Interviewees shared frustration about the degree to which data platforms don't
talk to each other. Often data must pass through several different platforms and layers where it gets
cleaned and modifiers may get dropped. The result is an incomplete file that is rejected and goes
into a circular situation where it never gets fixed.

» Fixing incomplete/wrong data: Since the Department of Health Care Services (DHCS) is the
“single state Medicaid agency,” the 834 enrollment files are considered the “source of truth” for
who is enrolled in Medi-Cal each month. This is a huge problem both in Medi-Cal and Covered
California as the programs jointly use the California Healthcare Eligibility, Enrollment, and Retention
System (CalHEERSs) system to track enrollment. As a result, much of the demographic information
gets re-written every month making it very difficult to correct the data. To counteract this, many
health plans have created two demographic fields for things like contact information. Fixing the
current system to allow external parties to update their data is going to take years, but there may be
some patches that would allow for conflict resolution in the short-term. One of our interviewees
suggested, "another solution would be to just continue to use the 834 files for eligibility but strip
out/separate the other data (contact information, demographic data etc.) and move that to another
system.” DHCS' new population health management data system that’s currently being built as part
of Cal-AIM * might potentially be an appropriate place to allow for a separate portal where Medi-
Cal individuals and/or community health workers (CHWSs) plans and providers could collect/report
self-reported demographic data.

o Stronger data-sharing requirements: Even when state purchasers institute requirements for
advancing health equity, some health plans and providers still treat data on their members as
proprietary, hindering state collection and reporting efforts. A single data portal for demographic
information would help to break down these types of silos which are perpetuating unhelpful barriers
to accessing this information.

Several of these key findings, including inconsistent use of race/ethnicity standards and the need for
stronger regulations that govern and incentivize the collection of this data across all lines of business,
were also cited by Manatt Health in research conducted recently in partnership Blue Shield of
California. i
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Based on our interviews, review of national and state publications on this issue, and analysis of the
California health care landscape, CPEHN proposes the following policy recommendations:

» Adopt statewide standards for data collection and reporting that include disaggregation and
interoperability: California public purchasers and regulators should adopt and enforce statewide
standards for the collection, use, and reporting of self-reported, comprehensive, disaggregated,
and granular demographic and social needs data, consistent with federal standards for electronic
health records (EHRs) and health data interoperability. Y SB 1033 (Pan) requires the Department of
Managed Health Care (DMHC) to lead these efforts.

o Ensure consumer and community-based organization (CBO) assister access and ability to
correct and update demographic data: California’s Health and Human Services Agency’s Data
Exchange Framework ™ should ensure that such demographic and social needs data is interoperable
among all users throughout the state. The Data Exchange Framework should also ensure consumer
access to, and user-friendly ability to correct and update health data, including demographic and
social needs data. DHCS' Population Health Management initiative under Cal-AIM provides a
critical opportunity to pilot this type of consumer-centered portal that could be accessed by
individuals and those assisting them.

» Strengthen contract requirements to include both financial penalties and incentives to create
an enforced floor of minimum data collection requirements and pathways for collecting
additional data: California public purchasers, in alignment with commercial purchasers such as
managed care health plans/qualified health plans, should develop and implement both contract
requirements and payment incentives, to create an enforced floor of minimum demographic and
social needs data collection requirements (race and ethnicity data for no lower than 50% for all
health plan members), and pathways for collecting additional data (race and ethnicity data for up to
at least 80% of all health plan members, and additional data about language, disability, sexual
orientation, gender identity, and social needs). The Department of Health Care Services and
Covered California are proposing new and updated contract requirements on plans. SB 1033 (Pan)
broadens these requirements to include a commercial plan’s entire lines of business.

o Establish a program to provide technical assistance, capacity building and peer support and
learning on best practices for demographic data collection and reporting: California public and
private purchasers should establish a five-year pooled fund to support technical assistance,
capacity-building, and peer support and learning that supports demographic and social needs data
collection and reporting by providers, including federally qualified health centers, advanced primary
care practices, patient-centered medical homes, school-based health centers, public hospitals and
health systems, local health departments, and solo and small group physician practices. The
technical assistance and capacity-building should be available through local and regional hubs to
ensure access and tailoring to local needs, and utilize best practices in practice improvement and
quality improvement. SB 1033 (Pan) requires DMHC to establish and lead this technical assistance
program.
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Thanks to our key informants for sharing their perspectives; the findings and recommendations in this
issue brief are made by CPEHN, and should not be interpreted as being proposed or endorsed by any of
our key informants or their organizations.

e Anna Lee Amarnath, MD, MPH, Integrated Healthcare Association

e Sarah Brooks, MSW, Sellers Dorsey

e Rita Carredn, BS, UnidosUS

e Alice Hm Chen, MD, Covered California

e Marshall Chin, MD, MPH, Advancing Health Equity, University of Chicago School of Medicine

e Crystal Eubanks, MS, Peter Robertson, Emma Hoo, BA, and Lance Lang, MD, FAAFP, Purchaser
Business Group on Health

e Sunita Mutha, MD, FACP, Healthforce Center, University of California San Francisco

e Shilpa Patel, PhD and Karla Silverman, MS, RN, CNM, Center for Health Care Strategies
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