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Harm Reduction Research and the Case for Data Harmonization

o With the escalating opioid crisis,

expanded access to harm reduction Figure 3. National Overdose Deaths Involving Any Opioid*,
services is crucial to improve Number Among All Ages, by Gender, 1999-2021
outcomes for people who use drugs
(PWUD) 100,000 mm Total
— Female
50,000 ¥ile 80,411

o Research needed to generate _
evidence in support of harm reduction 60,000
intervention

40,000
o Data from varied sources exist 20,000
o Opportunities exist to harmonize data S ———
for collaborative data sharing and §8888888888888888¢88¢8¢8¢8¢
large-scale analyses to generate
robust evidence it ieip ek i tbrai e e o ol bty
methadone) (T40.4), or heroin (T40.1). Source: Centers for Disease Control and Prevention, National Center for Health Statistics.
Multiple Cause of Death 1999-2021 on CDC WONDER Online Database, released 1/2023.
o Limited understanding of long-term
outcomes of mterventlc_)ns Source: National Institute on Drug Abuse. (2023, June 30). Drug
- Need for standardized data Overdose Death Rates. National Institutes of Health.

coIIection and harmonization tO https://nida.nih.gov/research-topics/trends-statistics/overdose-
. death-rat
strengthen evidence oS



https://nida.nih.gov/research-topics/trends-statistics/overdose-death-rates
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Data Harmonization for Harm Reduction Research

o Data harmonization involves the process of bringing together data of
varying sources, formats, standards, and definitions into a cohesive,
consistent, and usable dataset

- Can facilitate data integration and analysis across different studies,
enhancing robustness of evidence

Useful for identifying broader patterns, trends, and outcomes of harm
reduction interventions

Support for evidence-based policy making and the development of best
practices



Challenges in Data Integration for Harm Reduction Research

O

Differences in methods, measures, and a lack of data standardization

Variability in data quality and completeness can skew interpretation and
conclusions

Limited scalability due to non-comparable data

Data sharing and collaboration challenges because of privacy concerns,
data use limitations, interoperability challenges

Clear need for a standardized way of measuring research constructs for
harm reduction

=> Common Data Elements (CDEs)



Common Data Elements (CDEs) for Data Harmonization

Common Data Elements (CDEs) are standardized, uniform data

collection terms and definitions used consistently across different
studies and research projects

» Enables consistent data collection, coding, and classification for data
harmonization

 Facilitates data comparability and interoperability for sharing across
different studies

« Enables meta-analyses and systematic reviews
» Supports replication of research studies

« Data more FAIR- Findable, Accessible, Interoperable and Reusable

Existing CDEs not well tailored for harm reduction research (e.g.,
PhenX Toolkit, NIH Toolbox, PROMIS, etc.)

Need for concerted development and adoption of CDEs, specifically for harm

. reduction research




Steps for Implementing CDEs for Harm Reduction Research

Q |dentify key harm reduction research areas that would benefit most from
CDEs

/N Establish standards for data collection, processing, and storage

Collaborative engagement and Collaborate with researchers, practitioners,
@ . policymakers, and people with lived experience, when
partnership development possible, to ensure CDEs are relevant and practical
'i'i'i‘ M -t . | t t- f CDE Adapt and refine as new research findings emerge, and
/‘/ onitor Imp ementation o S the field of harm reduction evolves

N

Share best practices to encourage broader use of CDEs



CDEs and Data Harmonization Use Case

Use of CDEs for Measurement

| |

@ Drug of @ Drug of @ Drug of @

choice choice choice

Drug of
choice

Drug use HIV/HCV Drug use Drug use

frequency prevalence frequency frequency

Route of SUD Route of Route of

administration prevalence administration administration
Criminal

Depression Stigma Legal System Depression
involvement

. ! ! .

Harmonized Data for Research on Key Measures

Drug of choice
Drug use frequency
Route of administration
Depression

Legend

l Tier 1 CDEs
l Tier 2 CDEs
l Tier 3 CDEs




CDEs for Data Sharing and Collaboration

m CDEs provide a common language for data, simplifying communication and
exchange between different research groups

","\ Facilitates partnerships across groups and studies by removing barriers to
i data integration

ﬁ Promotes multidisciplinary research and the combination of diverse expertise,
= enriching the scope and depth of studies

ﬁ Shared data for repositories and platforms with enhanced accessibility and
transparency (as allowable based on data privacy concerns, DUAs etc.)



Challenges and Considerations

Standardization

—1
<

&2 Consensus through expert panels, interdisciplinary
f collaboration, and stakeholder feedback

Privacy and Confidentiality: Data Sharing Concerns
C

aﬂ@

Strict data governance policies, deidentification, and secure
data sharing platforms

Resistance to change

“

Provide training, facilitation, and evidence of the benefits of
CDEs to encourage adoption

Funding and Resources

< Seek funding specifically for CDE integration; demonstrate
cost-effectiveness of standardized data collection



Closing

CDEs Adoption for Data Harmonization Supports Data

Sharing, Archiving, and Cumulative Science for Scaling Harm
Reduction Research

 Increased research efficiency
»Faster data collection, analysis and dissemination

« Expanded research scope
»Enables exploration of new and under-researched areas
»Sample size gains for detection of low-signal phenomena
»Validation of measurement constructs

» Reliable and comparable data for policymakers and practitioners
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