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Investigating the Availability of Substance Use
Disorder (SUD) Data in State APCDs

Statewide all-payer claims databases (APCDs)
collect detailed information from health plans -
including commercial, Medicaid, and Medicare
payers - about their members and the specific
services provided to patients. These valuable
resources help state agencies, approved analysts,
and others explore how healthcare use, prices, and
outcomes vary over time and across a wide range
of demographic, geographic, and other factors.

This includes examining the prevalence and
treatment of patients with mental health (MH)
and substance use disorder (SUD) conditions.
Onpoint’s most recent work on this front is
featured in the dashboards developed for the
Multi-State Behavioral Health Initiative, our
innovative collaboration with five state APCDs.

For many years, researchers and policymakers
often have been reluctant to pursue SUD-related
studies using APCD data due to the widespread
impression that these data are redacted, highly
limited, or simply unavailable. This perception
stems, in part, from the fact that many payers
have different interpretations of federal privacy
regulations regarding SUD-related records,
limiting the data that they report to APCDs.
However, recent updates to 42 CFR Part 2 -

a federal law governing the use and disclosure
of SUD-related records - have sparked
renewed interest in assessing the availability

of SUD-related data in APCDs.

In this issue brief, we outline the empirical
method that we used to determine the
availability of SUD-related data in our client’s

APCDs and how we evaluated whether the
removal of SUD-related claims impacted the
prevalence and utilization estimates for patients
with mental health conditions, which often
co-occur with SUD.

RECOMMENDATIONS FOR RESEARCHERS

1. The APCD may have more SUD-related
data than expected. While some payers
do indeed restrict their reporting of
SUD-related data, our analysis found that
some APCDs have nearly 100% of their
expected volume of SUD-related claims.

2. Evaluate SUD-related data availability
prior to beginning work. Using the
methodology described in this issue brief,
analysts can estimate the general
proportion of an APCD’s SUD-related data
that may be missing.

3. Focus on payers with the most robust
data. Depending on study design, it may
be possible to use only those payers with
more complete SUD-related data and
extrapolate findings for a larger
population through imputation.

4. Account for the connection between SUD
and mental health diagnoses. Since these
conditions frequently co-occur, the
wholesale removal of SUD-related claims
may impact the reporting of other
diagnoses and utilization for patients with
both MH and SUD diagnoses.



https://www.hhs.gov/hipaa/for-professionals/regulatory-initiatives/fact-sheet-42-cfr-part-2-final-rule/index.html

DETERMINING THE FEASIBILITY OF SUD-RELATED STUDIES USING APCD DATA

Understanding how payers are reporting their
SUD-related data to our clients’ APCDs is a key
part of Onpoint’s comprehensive and ongoing
data quality evaluations. These analyses have
revealed both significant variation in payers’
interpretation of 42 CFR Part 2 as well as
differences in how payers that operate in
different states vary their submission approaches
according to state-specific regulations and
requirements. For example, certain states require
personal identifiers to be hashed prior to
submission - a form of de-identification in which
sensitive data are transformed into an
indecipherable string of random characters.
While some payers regard this requirement as
sufficiently protective of patient privacy and
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submit their SUD-related claims, others continue
to withhold their SUD-related data.

Onpoint leveraged these ongoing assessments
of SUD data availability to inform our initial steps
when building the data set for the Multi-State
Behavioral Health Initiative dashboards (see the
figure below for an example from Vermont).
Analyses of the SUD-related data in the APCDs
of our five partnering states - Connecticut,
Maryland, Minnesota, Vermont, and Washington
- revealed that while some of the participating
APCDs provide a full or nearly complete view
of SUD-related claims, others offer a more
limited data set.

Select a Payer Type
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In 2022, the rate of PMPY spending for Vermont patients with
Substance Use Disorder was highest among Medicare patients
($27,091) and lowest among Medicaid patients ($14,497).

PMPY Spending for Patients with Substance Use Disorder by Payer
Type: Vermont vs. Cross-State Average (2022)
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To identify patients with SUD-related diagnoses,
Onpoint’s analysts utilized ICD-10-CM diagnosis
codes reported in the medical claims.
(International Classification of Diseases (ICD)
diagnosis codes, which are maintained by the
World Health Organization, serve as an
international standard for the identification,
recording, and reporting of highly specific
diagnoses and medical conditions and are
captured in the claims data submitted to APCDs.)
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The rates of PMPY spending for Commercial patients in Vermont
with common BH conditions, including Substance Use Disorder, in
2022 are detailed below.

PMPY Spending for Commercial Patients by BH Condition (2022)
Substance Use

Disorder _ 20,110
Suicide &

Self-Inflicted Injury $38,990

$38,374

Schizophrenia

Autism Spectrum
Disorder

Alcohol Use
Disorder

$35,643
$25,090

$23,382

Bipolar Disorder

All Other Mental

Health Conditions $19.491

Mood Disorder $17.735

Onpoint specifically drew upon ICD code lists
from the U.S. Substance Abuse and Mental Health
Services Administration (SAMHSA) that provide a
consistent definition of diagnoses related to SUD.
(For additional detail, see Appendix A in
SAMHSA'’s “Mental Health Annual Report 2015-
2020 - Use of Mental Health Services: National
Client-Level Data.”) We then calculated the
proportion of medical claims that had a primary
diagnosis related to SUD by state, individual



https://www.samhsa.gov/data/sites/default/files/reports/rpt38666/2020_MH-CLD%20Annual%20Report-508%20compliant_10212022_final.pdf
https://www.samhsa.gov/data/sites/default/files/reports/rpt38666/2020_MH-CLD%20Annual%20Report-508%20compliant_10212022_final.pdf
https://www.samhsa.gov/data/sites/default/files/reports/rpt38666/2020_MH-CLD%20Annual%20Report-508%20compliant_10212022_final.pdf

payer, and payer type (i.e., commercial, Medicaid,
Medicare).

Next, Onpoint focused on the data submitted by
payers known to remove some or all of their
SUD-related information, comparing the
percentage of these payers’ SUD-related medical
claims to the percentage from payers that had
reported no similar restrictions. The results were
used to establish a benchmark range for the
percentage of a payer’s total medical claims that
could be expected to be related to SUD if the
reporting of those claims were not restricted.

For each state, we were able to compare data
from each payer against the benchmark to
identify those payers that were removing some
or all SUD-related claims from their APCD
submissions. Once payers who were removing
SUD claims were identified, an analysis of these
payers’ market share both within the state and
within their respective payer type (commercial,
Medicaid, Medicare) was used to estimate the
likely volume of missing SUD-related data for
each state and payer type.

DETERMINING THE FEASIBILITY OF
SUD-RELATED STUDIES USING APCD DATA

For commercial payers that reported submitting
all of their SUD-related data, the minimum
percentage of claims with a primary diagnosis
related to SUD was 0.3% (with many payers
showing significantly higher rates — some as
high as 2%). For Medicaid, our assessment
established a minimum threshold of 2.5% (with
certain payers reporting more than 8% of their
claims as related to SUD). For Medicare, the
minimum threshold was lower - 0.15% - though
some payers reported nearly 2% of their claims
as having an SUD-related primary diagnosis. As
expected, payers that indicated their withholding
of SUD-related claims reported rates below these
established thresholds.

Based on this analysis, we classified individual
payers into three categories: (1) SUD-related
data is available, (2) SUD-related data may
contain gaps, and (3) SUD-related data is not
available (table below).

Benchmarks for Determining SUD-Related Data Availability

Percentage of SUD-Related Claims by Payer Type)

Data Availability Category Commercial Medicaid Medicare
SUD-related data is available >0.3% 22.5% >0.15%
SUD-related data may contain gaps 0.1%< - <0.3% 1.0%< - <2.5% 0.1%< - <0.15%
SUD-related data is not available <0.1% <1.0% <0.1%

Once we applied these benchmarks at the payer level and categorized each payer based on their
SUD-related data availability, we analyzed each category in combination with the total number of claims
submitted by each payer to approximate the percentage of SUD-related data likely to be missing.
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The following graph offers an example of the volume and variation in SUD-related data completeness
among commercial payers within a single APCD. (Please note that state names are not included in this
issue brief.)

Example of Total Medical Claim Records Submitted by Payers Compared to the Percentage of
SUD-Related Records (Based on Primary Diagnosis & SAMHSA Categories, Counts Blinded) (2022)

Total Claim Records % of Total Claim Records Related to SUD
Payer A I Payer A 211%
Payer B 1 Payer B 1.52%
Payer C | Payer C 1.23%
Payer D Payer D 116%
Payer E Payer E 1.11%
Payer F Payer F 110%
Payer G Payer G 0.91%
Payer H mE— Payer H 0.81%
Payer | | Payer | 0.79%
Payer J Payer J 0.73%
Payer K Payer K 0.07%
Payer L | Payer L 0.03%
Payer M Payer M  0.00%
Payer N Payer N 0.00%

Above Threshold

Below Threshold

The following table offers an illustration of how Onpoint estimated the percentage of SUD-related data
available by payer type. This estimation incorporated both the share of records submitted by each payer
and an evaluation of whether the payer was including or excluding SUD-related claims.

Commercial Payer Example of Calculation of Percentage of Available SUD Data

Commercial % of Claims| Above the Commercial Total Records from Sum of Records from Payers
Payer Related to SUD Threshold (0.3%)? This Payer that Included SUD Data

A 2.5% Yes 1,000 1,000

B 1.7% Yes 20,000 20,000

C 0.5% Yes 7,000 7,000

D 0.04% No 12,000 ==
40,000 28,000

Next, to determine a state or payer type’s SUD-related data availability, we determined the percentage of
the claims in a state’s APCD that came from payers that were not removing SUD-related data. Continuing
with the example detailed in the table above, we would use the following calculation:

Estimated % of SUD-related data availability =
# of records (SUD and non-SUD) from plans meeting threshold /
total # of records (SUD and non-SUD) from all plans =
28,000 / 40,000 =
70%
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IDENTIFYING DIFFERENT PAYERS’ APPROACHES TO SUD-RELATED CLAIMS REMOVAL

Further investigation into SUD-related categories and diagnoses revealed variations in how payers were
selectively withholding specific types of SUD-related data. For instance, one payer might include claims
with alcohol-related diagnoses in their submissions (Payer A in the illustration below) while removing
claims that had diagnoses that fell into other SUD-related categories such as nicotine or opioids. Another
payer (Payer B), however, might include nicotine-related claims but exclude all other SUD-related
categories. This inconsistent approach to data submission helps explain some of the variation observed in
payers that fell below the established thresholds and adds further complexity to SUD-related analyses.

Difference in Payers’ Approach to SUD-Related Claims Removal (Example)

U U U U U
Payer ‘
Alcohol Cannabis Cocaine Nicotine Opioids Other
A U U U
Payer ‘ [ |“

RESULTS

We applied our benchmarks to payers in each of
the five states participating in the behavioral
health study to estimate the percentage of APCD
claims that were provided by payers who
removed SUD data versus those who did not
remove SUD-related data. For example, State A
had 50.5% of commercial data from payers who

were above the threshold and were likely
submitting their SUD data, while 49.5% of its
commercial data was from payers who were
below the threshold and were likely their SUD
data. Using these methods, Onpoint’s health
data analysts estimated the percentage of
SUD-related data completeness by payer type
and state (see figure below).

Estimated % of Medical Claims in the APCD from Payers Above & Below the SUD-Related Threshold (2022)

Commercial Medicaid Medicare
100% 0.1% 01% 2.2% 0.0% 00% 00% 0.0% 00% 00% 07%
13.0%
80% e 31.8%
? 495%
60% 80.5%
99.9% [l 99.9% W 975% 100.0% 1 100.0% Il 100.0% [l 100.0% 100.0% Jl100.0% [l 99.3%
40% 87.0%
20%
0%
State State State State State State State State State State State State State State  State
A B (o} D E A B C D E A B C D E

. Above Threshold
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Below Threshold



Among the five participating states, we estimated that three APCDs had complete or nearly complete
SUD-related data across the reporting years. Of the two remaining states, one showed significantly lower
rates of SUD-related data completeness, with only 20% of the commercial market estimated to include
all of their SUD-related claims. The other’s Medicaid data appeared complete while some removal of
SUD-related data was observed among its commercial and Medicare payers. In these two states, there
appeared to be substantial removal of SUD-related data by payers representing a significant portion of
total claims volume.

Based on these findings, we concluded that our study could include SUD-related reporting and cross-state
benchmarking for the three states that had complete or nearly complete SUD-related data. Due to the less
complete SUD-related data in the other two states, we limited their state-specific reporting to mental
health analyses only and excluded SUD-related analysis.

EXPLORING THE RELATIONSHIP BETWEEN Percentage of MH Claims Above & Below the SUD-
SUD & MENTAL HEALTH DISORDERS IN CLAIMS Related Threshold by Payer Type & Payer (2022)

A key consideration when studying mental health Commercial
(MH) in states where APCDs lack adequate
SUD-related data is the potential for SUD-related 0% ©

8% a o _o
° 7O " Median % (M) *

claim removal that results in lower observed
utilization rates of MH-related services. This

is particularly relevant for patients with
co-occurring MH- and SUD-related conditions.
As part of our survey work to understand how 0%

different payers handle the exclusion of their 0.0% 0.4% 0.8% 1.2% 1.6%
SUD-related data, several interview respondents % SUD Claims

indicated that SUD-related claims often are

excluded entirely, rather than simply removing Medicaid

only the SUD-related information (e.g., the o ®
diagnosis code). If this approach is widespread, 0% ©

we would expect states with less comprehensive
SUD-related data to also show reduced rates of
MH-related diagnoses and care utilization for
patients with co-occurring conditions.

6%
4% ® ®

% MH Claims
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% MH Claims
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To conduct a sensitivity analysis on the potential

impact of SUD-related claim removal on the

rates of MH disorder prevalence and treatment,

we focused on commercial, Medicaid (both

traditional and managed care), and Medicare 10%
(both traditional and managed care) payers in
one of the participating states. We analyzed the
percentage of MH-related claims by payer and
insurance type, comparing plans below the SUD- 2% 9= .

related claims threshold (SUD-related claims ve T ® Median % (MH)
likely removed) to those above the threshold 0% 0.0% 0.5% 1.0% 15%
(SUD-related claims likely included). % SUD Claims

Medicare

8%
6%
4%

% MH Claims
[ J

® e ) °

The results of this analysis are shown in the
graphs to the right. @ Above SUD Threshold Below SUD Threshold
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At this aggregate level, we observed no
significant association between the removal of
SUD-related claims and the percentage of claims
with a primary MH diagnosis. Plans removing
their SUD-related claims nevertheless reported
percentages of MH diagnoses that were similar
to those of plans that did not remove SUD-
related claims. This suggests that while the
removal of SUD claims may marginally decrease
the percentage of reported claims related to
mental health, the overall impact may not be
substantial.

RECOMMENDATIONS FOR ANALYSTS &
RESEARCHERS

1. The APCD may have more SUD data than
expected. Many researchers may assume
that state APCDs do not receive SUD data,
rendering them unsuitable for SUD-related
studies. However, our findings suggest
otherwise. In fact, some state APCDs appear
to include nearly 100% of the anticipated
SUD data from claims, highlighting their
potential for SUD-related research.

2. Evaluate SUD data availability prior to
initiating your study. The state agency
overseeing an APCD likely can offer key
insights into the completeness of its SUD-
related data, including guidance regarding
the extent of available data. If such
information is unavailable, analysts can
conduct their own evaluation of SUD-related
data availability. If taking this approach, our
recommendations include:

e Calculating the percentage of claims with
an SUD-related primary diagnosis by
payer type (i.e., commercial, Medicaid,
Medicare) and by individual payer to
identify those above or below the
expected threshold and completion
range

e Examining whether specific SUD-related
diagnoses (e.g., alcohol, cannabis,
nicotine) are being included or restricted
from reporting by particular payers
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Additionally, Onpoint conducted an analysis of
co-occurring MH- and SUD-related diagnoses on
claims. For payers that submitted SUD-related
claims to the APCD, we also analyzed additional
diagnoses listed on the claims beyond the
primary (or leading) diagnosis to determine the
percentage of claims that had both SUD- and
MH-related diagnoses. Between 4.0% and 5.5% of
all behavioral health claims submitted by
commercial payers had co-occurring MH and
SUD diagnoses. The ranges were higher for
behavioral health claims for both Medicaid
(6.6% - 9.0%) and Medicare (4.6% - 12.7%).

e Determining the total claims volume
submitted by payers that are excluding
SUD-related data to estimate the
proportion of missing SUD-related data
across payers; carriers with a larger
volume of covered lives will have a more
significant impact

3. Focus on payers with the most robust data
and consider imputation for those that
restrict their SUD-related information.

If certain payers remove SUD-related data
while others provide it, analysts can consider
excluding payers that are removing relevant
data. Depending on study design, it may be
possible to use a subset of the population or
extrapolate findings for the full population
through imputation. This approach may be
preferable to either abandoning the study
entirely or utilizing data from payers who
remove a significant volume of their
SUD-related information.

4. Account for the removal of SUD-related
claims in mental health findings. A small
percentage of claims include both SUD and
MH diagnoses. Based on feedback from
pavyers, those excluding SUD-related data
may be removing entire claims instead of just
the data points related to SUD. Since a
subset of patients have co-occurring MH
and SUD conditions, such removals could
cause slightly lower observed rates of
MH-related diagnoses and service utilization



in APCD-based analyses. It is important to
note these potential limitations when
interpreting mental health findings if
SUD-related data is removed. However,

as the proportion of claims with diagnoses
related to both mental health and SUD is
relatively small, this should not deter
researchers from conducting MH-focused
studies using APCD data.

CONCLUSION

The prevalence and treatment of substance

use disorders are of increasing interest to both
public health officials and policymakers as
important areas of analysis. Onpoint’s recent
evaluation shows that, contrary to a common
misconception among researchers, state APCDs
are a valuable resource for those wishing to
focus on substance use disorder in communities
and the healthcare system. However, given the
variation in how different payers interpret
relevant federal and state privacy restrictions, it
remains important for researchers to evaluate
the availability of SUD-related data prior to
starting their analytic projects.
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